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THE COMMUNITY AND FAMILY LIVING
AMENDMENTS OF 1983

MONDAY, FEBRUARY 27, 1984

U.S. SENATE,
SUBCOMMITTEE ON HEALTH,

COMMITTEE ON FINANCE,
Washington, D.C.

The subcommittee met, pursuant to notice, at 1:33 p.m., in room
SD-215, Dirksen Senate Office Building, Hon. David Durenberger
(chairman) presiding.

Present: Senators Durenberger and Dole.
Also present: Danforth, Chafee, Pell, and Exon.
[The press release announcing the hearing, the prepared state-

ments of Senators Dole and Chafee, and background information on
S. 2053, follow:]

[Prem Release No. 84-106]

THE SENATE FINANCE SUBCOMMITTEE ON HEALTH SCHEDULES HEARING ON
COMMUNITY AND FAMILY LIVING AMENDMENTS OF 1983, S. 2053

Senator Dave Durenberger (R., Minn.), chairman of the Subcommittee on Health
of the Senate Committee on Finance, announced today that the Subcommittee will
hold a hearing on S. 2053, the Community and Family Living Amendments of 1983.
The hearing is the third in a series of hearings on long-term care.

The hearing will be held on Monday, February 27, 1984, beginning at 1:30 p.m. hi
Room SD-215 of the Dirksen Senate Office Building.

In announcing the hearing, Senator Durenberger noted that "federally supported
long-term care programs for the elderly and disabled emphasize costly institutional
care. As part of our ongoing hearings on long-term care, the subcommittee is inter-
ested in the development of an integrated long-term care delivery system which pro-
vides an appropriate level of care, in an appropriate setting, on a cost-effective basis.
The provisions of S. 2053 provide a basis on which to begin our examination of ways
to provide for the long-term care needs of the Nation's disabled population. S. 2053
would seek to provide more individualized services for the severely disabled by shift-
ing federal medicaid funds from institution for the disabled, primarily intermediate
care facilities [ICF's] and ICF's for the mentally retarded, to community-based set-
tings."

Senator Durenberger stated that the subcommittee is interested in hearing from
the administration, the States, providers, and consumers. The subcommittee is par-
ticularly interested in comments on the possible benefits to be derived for the dis-
abled and the medicaid program as the result of the proposed shift to community-
based care; the feasibility and obstacles to providing such care; and the experience
available from existing community-based facilities for the disabled.

OPENING STATEMENT OF SENATOR BOB DOLE

I am pleased to have the opportunity today to participate with my colleagues in
this hearing on S. 2053, "The Communit And Family Living Amendments Act." I
know of the importance of this issue an of the merit of the arguments both sides
bring to the proposal.

(1)
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A few weeks ago, while in Kansas, I had the opportunity to meet with individuals
who were interested in this proposed legislation. At that time, I heard both support
for the concept of deinstitutionalization as embodied in the bill, and reservations
about its likely impact on certain institutions and individuals.

The bill would involve a fundamental shift in our Medicaid reimbursement poli-
cies affecting mentally retarded persons. Over a 10- to 15-year period, medicaid
funding to large institutions serving the mentally retarded would be phased out and
redirected to small community-based settings. Any such fundamental change re-
quires careful consideration. I welcome the opportunity to hear in more detail from
our witnesses today their views regarding S. 2053.
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STATEMENT BY

SENATOR JOHN H. CHAFEE

FEBRUARY 27, 1984

HEARINGS ON S. 2053

SUBCOMMITTEE ON HEALTH

MR. CHAIRMAN, I WOULD LIKE TO THANK ALL OF THOSE WHO

HAVE COME HERE TODAY TO PARTICIPATE IN THESE HEARINGS. MOST

NOTABLY, I THANK CHRIS CRADDY, WHO LIVED FOR MANY YEARS IN A

LARGE INSTITUTION IN MY OWN HOME STATE OF RHODE ISLAND, AND NOW

LIVES IN A COMMUNITY-BASED HOME, CHRIS WILL SHARE WITH US HER

PERSONAL FEELINGS ABOUT LIFE IN THIS VERY DIFFERENT SETTING.

WE WILL ALSO HEAR FROM EXPERTS WHO ARE INVOLVED IN THE

CARE OF THE SEVERELY DISABLED AND RETARDED BOTH IN LARGE INSTITUTIONS

AND COMMUNITY-BASED HOMES, AS WELL AS SEVERAL PARENTS OF RETARDED

OR DISABLED INDIVIDUALS.

SOME TIME AGO, I READ SOMETHING THAT I WOULD LIKE TO

SHARE WITH YOU TODAY:

THE SEVEN STEPS TO STAGNATION:
1. WE'VE NEVER DONE IT THAT WAY
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2. WE'RE NOT READY FOR THAT YET

3. WE'RE DOING ALL RIGHT WITHOUT IT

4. WE TRIED IT ONCE AND IT DIDN'T WORK OUT

5, IT COSTS TOO MUCH

6. THAT'S NOT OUR RESPONSIBILITY

7. IT WON'T WORK

THIS BIlL GIVES US THE OPPORTUNITY TO TAKE POSITIVE

ACTIONS ON BEHALF OF THOSE WHO MOST NEED OUR HELP. THESE HEARINGS

PROVIDE US WITH A LONG OVERDUE FORUM IN WHICH WE CAN CLOSELY

SCRUTINIZE THE CURRENT SYSTEM OF CARE AND DETERMINE HOW IT CAN

BE IMPROVED TO BENEFIT THOSE WHO NEED IT MOST.

[HIS LEGISLATION IS HIGHLY CONTROVERSIAL AND EVOKES

TREMENDOUS EMOTION. IT IS CRUCIAL TO BEAR IN MIND THAT WE ALL

SHARE A COMMON PURPOSE -- TO PROVIDE THE BEST POSSIBLE CARE TO

OUR RETARDED AND DISABLED CITIZENS WHO ARE NOT ABLE TO CARE FOR

THEMSELVES. OUR GOAL TODAY IS TO DETERMINE HOW THIS PURPOSE

CAN BEST BE ACCOMPLISHED,
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SINCE I INTRODUCED THIS BILL LAST NOVEMBER, I HAVE

RECEIVED QUESTIONS ABOUT THE STABILITY OF GROUP HOMES, THE

ADVISABILITY OF THE 10-15 YEAR SHIFT OF FEDERAL FUNDS TO COMMUNITY

PROGRAMS FORM LARGER FACILITIES, THE ELIGIBILITY REQUIREMENTS OF

PATIENTS, THE COST, AND MOST IMPORTANT, HOW THE STATES WILL BE ABLE

TO DEVELOP VIABLE COMMUNITY-BASED FACILITIES THAT PROVIDE A HIGH

QUALITY OF CARE, I HOPE THAT WE CAN ADDRESS ALL OF THESE QUESTIONS

TODAY TO THE SATISFACTION OF EVERYONE WHO HAS EXPRESSED SUCH

HEARTFELT INTEREST AND CONCERN,

WE ALL HAVE A TENDENCY TO FEAR THE UNKNOWN. THAT IS WHY

WE ARE HERE TODAY -- TO EXAMINE THIS IDEA OF GROUP HOMES, WHICH

IS NEW, AND DIFFERENT AND UNKNOWN TO MOST OF US. WE ARE HERE TO

LEARN FROM THOSE WHO WILL TESTIFY -- TO LEARN FROM THEIR

KNOWLEDGE AND THEIR EXPERIENCE.

WE SHOULD NOT DENY OUR RETARDED AND DI-SABLED CITIZENS THE

OPPORTUNITY TO GROW AND PARTICIPATE-IN THE COMMUNITY BECAUSE OF

OUR OWN INABILITY TO GRAPPLE WITH THE UNKNOWN. CONGRESS AND OUR

NATION HAVE ALWAYS STRIVED TO BETTER THE CURRENT SITUATION, HOW

CAN WE ASK ANY LESS FOR THESE PATIENTS OF INSTITUTIONS
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Community and Family Living
Amendments Act of 1983

S. 2053

Prepared by the Staff for the Use of
the Committee on Finance

United States Senate
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I. Key Points

o In 1971, Congress amended Title XIX, Medicaid, to permit
reimbursement for services provided in intermediate care
facilities (ICFs). An ICF refers to any facility of four or
more beds in which health-related services are provided to
individuals who do not require the degree of care or
treatment that a hospital or skilled-nursing facility is
designed to provide. In addition to facilities serving the
general population, the amendments also permitted public
facilities serving the mentally retarded to be certified as
ICFs. Since then, most States have amended their Medicaid
plans to include so-called intermediate care facilities for
the mentally retarded (ICFs/MR).

o By 1982, total (Federal/State) Medicaid outlays for
intermediate care facilities totalled $8.5 billion: $4
billion to provide services to 645,000 elderly recipients,
approximately $1 billion to provide services to 121,000 non-
elderly, physically disabled persons, and $3.5 billion to
provide services for 154,000 mentally retarded persons.

o Medicaid requires that intermediate care services be
provided on-site, which leads to a so-called institutional
bias. Home-based intermediate care, except under certain
program waiver provisions, is not financed by medicaid.
Facilities providing institutional care for mentally
retarded (MR) or developmentally disabled (DD) persons
currently range in size from 16 to 2,000 beds, although most
institutionalized MR/DD persons are in State administered
public facilities of over 300 beds.

o S. 2053 would modify these provisions of Title XIX so as to
divert funds from intermediate care facilities to small
community-based organizations providing intermediate care
services for the non-elderly, severely, physically and/or
developmentally disabled MedicaLd-eligible recipient.

o A community-based facility as defined in S. 2053 is small
(no more than approximately 9 beds), located within a
residential neighborhood, and accessible to neighborhood
services.

,o The population likely to be most immediately affected by S.
2053 is the MR/DD population now residing in large (usually
State-operated) facilities certified as ICFs-MR.
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Il. Background

Notwithstanding medicaid's financing bias, during the 1970's a
growing number of mehtally retarded individuals moved from
facilities into community-based care arrangements, and a growing
number of families chose community-based care over institutional
placement for their mentally retarded family members.

This trend can be explained in various ways. In part it
appears to be the result of a growing belief by some that even
the most severely disabled person has the potential for growth
and development, and an accompanying belief thbt this development
can best be fostered in a "normalizing" environment, that is, an
environment which approximates, as closely as possible, normal
family and community living. Adherents of this view have often
used the courts to force deinstitutionalization. Alternatively,
this trend has been explained by cost-cutting measures instituted
by the States.

Whatever the cause, the trend is clear. The population of
public institutions decreased 36 percent between 1971 (when there
were 187,546 residents) and 1982 (when there were 119,335
residents). As the less severely disabled persons were either
transferred from institutions to community settings over the past
decade or remained within the community, those continuing to live
in public institutions tended to be the most severely handicapped
persons, often with multiple handicaps. In 1982, 81 percent of
residents of public institutions were profoundly or severely
retarded and 19 percent were moderately to mildly retarded. Of
those remaining in institutions, 43 percent have mutiple
handicaps. In addition, the percentage of those with an
emotional handicap nearly tripled between 1976 and 1982. Thirty-
six percent of the institutionalized MR population have an
emotional handicap.

As MR/DD persons are transferred out of institutions and into
community living facilities, many such persons are placed in
group homes in residential neighborhoods or in group living
arrangements in multi-family buildings.

A 1982 study showed that there were 63,703 MR/DD persons
living in 13,862 community facilities of 15 beds or fewer. This
represents a 35 percent increase in the number of such persons
living in such facilities since 1977.

The GAO recently completed a report which presents information
on the issues encountered and the funding sources used in the
establishment and operation of group homes for mentally disabled
persons. The GAO found that zoning and other land-use policies
generally were not a major hindrance in the es-tablishment of
group homes.
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Funding was cited in the GAO survey as a greater problem than
zoning or other land-use requirements in establishing and
operating group homes. Thirty-eight percent of the group home
sponsors reported experiencing a high degree of difficulty in
obtaining funds to establish or operate their group home. Start-
up costs, operation costs and Federal funding were cited as the
major funding problems. The GAO found that funding and sponsors
for group homes for the mentally retarded were as follows:

Founders and Sponsors:

o 65 percent had private non-profit sponsors.

o 8 percent of the homes were proprietorships.

o Most other group homes were sponsored by the public sector.

Start-up Funds:

o 39 percent of the homes received private funds.

o 55-percent of the homes received State funds.

o 25 percent of the homes received local funds.

o 13 percent of the homes received Federal funds, other than
HUD Section 202 loans. Two percent used HUD 202 funds.

o Charities and community fund drives also provided start-up
funds.

Operating Funds:

o 78 percent of the homes used clients' Supplemental Security
Income (SSI) funds.

o 65 percent of the homes received State funds.

o 13 percent of the homes received ICF/MR funds.

o Other operating fund sources included personal income, title
XX (social services), local government funds, private funds,
community fund drives and donations from charitable
organizations.

According to the GAO, 26 percent of the group home sponsors
experienced great difficulty locating suitable sites or
facilities. These problems included finding accommodations with
adequate bed and bath facilities, favorable landlord attitudes
toward leasing, a safe neighborhood, and proximity to public
transportation and medical and social services.
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Although patients increasingly are being served in community
settings, public monies have not followed them. A large share of
public funding for out-of-home care for the severly disabled
comes from the Federal/State Medicaid program, 75 percent of
which is directed toward institutions rather than community-based
programs. S. 2053 provides for a gradual shifting of Federal
funds from large institutions to community-and-family-based
integrated settings. Those individuals requiring highly
structured 24-hour care, including medical attention, would be
provided with this care in facilities'within the community.
Those needing fewer services -- whether living at home, in foster
care, in a group home, or in an apartment -- would also receive
the appropriate medical attention and developmental services.

Various terms are used to refer to the severely disabled,
primarily mentally retarded population which may receive publicly
funded services. The Medicaid program, authorized under Title
XIX of the Social Security Act, provides Federal funds to help
support services for "mentally retarded or persons with related
conditions" who require institutional care. S. 2053, which is
the focus of this paper, provides a definition for "severely
disabled Individual" which is based on the definition of
"developmental disability" under the Developmental Disabilities
Assistance and Bill of Rights Act, P.L. 91-517, as amended.

This paper uses the term "mentally retarded and other
developmentally disabled" (MR/DD) persons, a term commonly used
in the field, to generally encompass the population referred to
in the above documents.

III. Current Law

Federal funds to help support services for institutionalized
MR/DD persons are authorized under the Medicaid program, Title
XIX of the Social Security Act. The MR/DD population requiring
24-hour care may receive such services in several types of
Federally funded programs. To receive Federal funds, programs
must meet certification standards established under the Medicaid
program. There are three types of Medicaid-certified providers
in which MR/DD persons are provided care: 1) intermediate care
facilities for the mentally retarded (ICFs/MR), 2) intermediate
care facilities (ICFs) and 3) skilled nursing facilities (SNFs).

1. Most institutionalized MR/DD persons receive services in
ICFs/MR. These facilities range in size from 4 to 2,000 beds,
but the great majority of residents, over 90 percent, are in
facilities of 16 beds or more. Facilities with under 200 beds
are largely administered by the private sector, and those over
200 beds are most likely public Institutions.

Federal regulations providing standards for ICFs/MR are
intended to assure a safe and therapeutic environment and include
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provisions for adequate staffing, health and safety requirements
and minimum specifications for individual space and privacy.
Residents of ICFs/MRs may receive rehabilitative services and an
individual plan of care is required for each resident. The plan
must include services necessary to enable residents to attain or
maintain optimal physical, intellectual, social and vocational
functioning.

2. Some MR/DD persons are served in nursing care homes
certified under Medicaid as ICFs. These facilities provide
health-related care and are not required to provide the
rehabilitation services authorized in the ICF/MR program.
Approximately 30,000 MR persons are currently served in ICFs,
according to an unofficial estimate of the Congressional Budget
Office (CBO).

3. SNFs serve some mentally retarded persons who require a
greater degree of health care than is provided in ICFs.
Approximately 13,500 MR persons are served in SNFs, according to
CBO.

The three services mentioned above are funded through open-
ended entitlements. That is, States are not limited in the
amount of Federal funds they may receive as long as they meet
standards and provide the required matching funds. The Federal
share for these services ranges from 50 to 83 percent depending
on the State per capita income. The average Federal share for
these services is 53 percent. Skilled nursing facility services
must be included in Medicaid State plans while services in ICFs
are optional.

Congress extended to States significantly greater flexibility
in developing alternatives to institutionalization by including
Section 2176 in the Omnibus Reconciliation Act of 1981 (ORA).
This section granted the Secretary of the Department of Health
and Human Services the authority to waive certain medicaid
requirements to allow States to set up home- and community-based
long-term care delivery systems for medicaid-eligible individuals
who were at risk of institutionalization. The flexibility to

--modify certain program eligibility requirements which promoted
institutionalization was provided to States, as was the ability
to provide a broad range of community-based services not normally
covered under medicaid. The States' response to this statutory
provision is described later in this report.

33-270 0-84- 2
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IV. S. 2053: Description and Issues

A. Description

S. 2053 modifies Title XIX, Medicaid, to limit reimbursement
for services to the severely disabled to those rendered in
community or family-living facilities. Funds would be diverted
away from large State institutions (that currently are ICF
certified) and nursing homes certified as ICFs. An exception
would allow temporary institutionalization (no more than two
years per individual) under certain conditions.

Important definitions in S. 2053:

- "severely disabled individuals": individuals with a
disability attributable to a developmental or physical impairment
(or combination), that is manifested before age 50, is likely to
continue indefinitely, and results in substantial functional
limitation. (The definition specifically excludes persons
between the ages of 21 and 65 who have a primary diagnosis of
mental illness.)

- "community or family living facility": refers to natural,
adoptive, foster, and group homes whose size does not exceed
three times the average family household size for the area, whose
location is within residential neighborhoods, and which meet
certain staffing, service, safety, and sanitation standards.

- reimbursible "care and services": includes home or
community-based health care, comprehensive services for
independent living as defined in the Rehabilitation Act of 1973
(e.g., personal aides or attendants, domestic assistance, family
support services, respite care, case management, habilitation and
rehabilitation services), specialized vocational services, room
and board, and administrative expenses.

Under the provisions proposed in S. 2053, all large Medicaid-
funded ICFs would have 10 years to phase out their programs (15
years for facilities that opened after January 1, 1979 and
contain 16 to 75 residents). Facilities of 15 or fewer residents
that were in operation on the date of the bill's enactment would
not be affected by this provision.

The bill contains a provision providing for a 5 percent
increase in the Federal Medicaid matching rate for each disabled
person moved from an institution to a community setting. The
higher matching rate would continue for 5 years following the
individual's return to the community.

The bill would also provide for an expansion of eligibility at
the option of the State. Under the provisions of S. 2053, a
State may, use Medicaid funding for services to severely
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disabled individuals under age 18 (whose families were not
eligible for medicaid) if such person or his family spent at
least 5 percent of adjusted gross income for the provision of
care and services to such persons.

The bill also includes provisions for independent evaluations,
individualized service plans, periodic reviews, program
standards, fiscal audit procedures, and sanctions for
noncompliance.

B. Issues

The introduction of S. 2053 has intensified debate regarding
the appropriateness of institutional care, family-scale living
and other levels of service and care for the MR/DD population.
While all persons interested in care to this population favor
quality residential services for MR/DD persons, there is
considerable disparity regarding the types of care considered
most appropriate. Some professionals, parents of disabled
persons and other advocates feel that a continuum of residential
alternatives, including institutional care, provided in ICFs/MR
should continue to be available. These individuals contend that
these facilities are cost-effective and meet the various needs of
MR/DD persons.

Alternatively, advocates of S. 2053, who also include
professionals, parents of disabled persons, and other interested
and informed persons, feel that family-scale living arrangements
provide a superior service setting for all the needs of MR/DD
persons by providing personalized care in a more normalized,
cost-effective setting.

The major issues of the debate are centered around the
following questions:

o Is community care better than institutional care in all
cases?

o Can the medically fragile MR/DD person who requires 24-hour
nursing care and frequent physician services be effectively
served in small community living facilities?

o Should all institutions be phased out even if they appear to
-provide good care and families are satisfied with the care
provided?

o What economic hardship will the closing of facilities have
on the communities in which they are located and on the
current employees?

o Does the bill provide strong enough Federal standards to
assure quality of care and safety in widely disbursed
facilities each serving a small number of clients?



14

o Can not the Section 2176 medicaid waiver provision be used
to accomplish the goals of S. 2053 without new legislative
authority?

o Are communities ready to receive MR/DD persons in large
numbers from institutions?

o Many States, in an effort to upgrade their institutions,
have floated long-term bonds for capital improvements. If
S. 2053 is implemented, how can States manage this long-term
clebt? Conversely, from where will the capital funds come to
build ox renovate structures within the community?

And finally, how costly will S. 2053 be to implement? In the
short term, a dual system will be in operation. Institutions
will continue to operate during the phase-out period at the same
time that institutions, a direct dollar for dollar transfer will
not be possible. Also, the scope of services is broader in S.
2053 than is currently defined under Medicaid regulations for
ICFs and ICFs/MR, and there is a possibility of an expanded
caseload under S. 2053.

Informal estimates of the number of MR/DD persons who could be
eligible for Medicaid services who currently are not receiving
such services range from 625,000 to 2 million. It could be
argued that MR/DD persons eligible for Medicaid services should
have access to such services regardless of where they reside. If
such persons seek services under S. 2053, total medicaid
expenditures could increase.

V. Federal and State Initiatives

Many of the recent Federal activities regarding long-term care
policy have been directed toward liberalizing Medicaid funding so
as to allow States more flexibility to develop community-based
services. One example is the Medicaid Home and Community-Based
Waiver Initiative (P.L. 97-35 Section 2176) which has resulted,
to date, in the approval of 45 program waivers, 28 of which deal
with the developmentally disabled population, and the rest of
which address the needs of the physically disabled, both elderly
and non-elderly. Most of the waiver projects, however, unlike S.
2053, are directed more toward preventing premature or
unnecessary institutionalization through the provision of
alternative community-based services than toward active
deinstitutionalization efforts. However, those waiver projects
that primarily affect the MR/DD population, like the one granted
the State of Maryland are directed toward furnishing case
management, residential habilitation, day care and transportation
services to MR/DD clients who are presently institutionalized in
ICF/MR facilities but will be relocated to community-based
facilities. Results from this and other waiver projects are not
yet available but eventually may provide data on the feasibility
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of and costs associated with community-based services for the
severely disabled.

In some States, both judicial mandate and State-sponsored
legislation have accelerated the transfer of disabled persons
(especially mentally and developmentally disabled) from State
fac 4lities to the community. Deinstitutionlization of the
mentally retarded has occurred in Pennsylvania (Pennhurst State
School), New York (Willowbrook), and Nebraska (Beatrice State
Developmental Center), to name just a few of the more well-known
examples. There are currently dozens of cour cases underway in
a total of 15 or 20 States. These cases generally have arisen
from documented abuses within institutions.

In 1980, the Civil Rights of Institutionalized Persons Act,
P.L. 96-247, gave the Attorney General explicit authority to
initiate and intervene in litigation involving the constitutional
rights of institutionalized persons. Since the enactment of the
statute, the Attorney General has undertaken 41 investigations of
institutions, 18 of which involved mental health or mental
retardation facilities.

The following States have -recently announced plans to close
one or more State institutions for; MR/DD persons: Maryland,
Minnesota, Florida, Michigan, Illnois, Pennsylvania, Vermont, and
Montana.

These State efforts at deinstitutionalization have been
followed closely although evaluations of their results have been
inconclusive. Some researchers have found lower costs for
community alternatives while others are unable to find a
consistent difference in costs in favor of community programs or
institutional programs. Many of the differences in cost study
findings have been attributed to poorly controlled cost
identification and finding procedures. In addition, few studies
have controlled or even accounted for differences in client
dysfunction.

The most recent comparative analysis of the costs of
residential and day services within institutional and community
settings comes out of the 4th year report of a longitudinal study
of the court-ordered deinstitutionalization of residents of the
Pennhurst Center in Pennsylvania. On average, community programs
were found to cost less per client day than Pennhurst Center
programs, although the community programs showed a much larger
range in cost per client day, $19.64 to $252.66, than did the
Pennhurst programs, $80.26 to $211.88.

Most of these differences are explained by personnel costs.
Pennhurst Center staff are paid more and enjoy a more generous
fringe benefit package than do their counterparts in community
programs. Since between 70 and 80 percent of program costs
relate to personnel, the relative prices paid for these services
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are a major component of the cost of programs. This finding is
significant in light of the provision in S. 2053 which mandates
the protection of employees who would be affected by the transfer
of severely disabled individuals to community or family living
facilities. Included within these protections would be the
preservation of the rights and benefits that these employees now
enjoy, including reemployment in the community facilities and the
provision for training or retraining.

In addition to cost studies, some attention has been given to
the effects of deinstitutionalization on client functioning. In
a comparison of those Pennhurst residents who were placed in
community settings with those who remained within the facility,
the deinstitutionalized clients showed gains in independent
functioning and developmental growth. In another study that
evaluated a Statewide program of deinstitutionalization in
Montana, favorable changes in behavior also were observed when
clients left institutional settings.

However, not all clients that are deinstitutionalized remain
so. When examining the ratio of readmitted clients to the
population of institutionalized clients, there appears to be an
increase in readmission over the past several years. In 1964,
the ratio of readmitted to institutionalized persons was 1 to
113.6; the 1980 ratio was 1 to 25.6. Reasons cited for
readmission from community placement are: community rejection,
13 percent; lack of community services, 52 percent; family
inability to cope, 49 percent; and, failure to adjust, 49
percent. Obviously, these reasons are not mutually exclusive.
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S. 2053 AND THE TRANSFER OF MENTALLY RETARDED PERSONS PROM LARGE
INSTITUTIONS TO SMALL COMIMUNITY LIVING ARRANGEMENTS

INTRODUCTION

For the past 20 years there has been considerable concern about the quality

of care in some of the large residential institutions which provide care for

persons with mental retardation and related disabilities. For the purposes of

this paper, "institution" means a residential facility of 16 or more beds which

provides 24-hour care seven days a week. Most institutionalized retarded per-

sons reside in institutions of 300 beds or more. The Federal Government helps

support services in those institutions which meet, or have a plan to meet, Fed-

eral standards of care. However, recent judicial and legislative actions indi-

cate that abuses and other problems remain in some institutions. In an effort

to improve living conditions and provide a more normal environment for such dis-

abled persons, many of those who are less severely handicapped have been moved

into smaller facilities in community settings. Some profoundly retarded and/or

multiply handicapped persons have also been moved into smaller facilities.

A legislative proposal has been introduced which would change the locus of

care for institutionalized disabled persons. Some professionals and parents,

primarily the Association for Retarded Citizens, prepared the proposal which has

been introduced as S. 2053. S. 2053 would gradually transfer Federal funding

out of large institutions and into family-scale living arrangements so that dis-

abled persons currently served in institutions may live in households and re-

ceive services in a more normal community setting. Under the bill, Federal funds
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could be used in larger facilities only if the period of institutionalization

did not exceed two years.

S. 2053 is very controversial. Advocates of the proposal feel that insti-

tutions are detrimental to the development of disabled persons and that the fund-

ing for large institutions should be eliminated so that these funds can be used

in small, neighborhood facilities where training and more normal living patterns

can help disabled persons live a more independent life. Those opposed to the

bill, also professionals and families with concern for these disabled persons,

feel that some disabled persons need long-term institutional services, that sub-

standard institutional services should be improved rather than abolished, and

that a choice of institutional and communtiy services should be made available

to meet the needs of disabled persons and the wishes of their families. Advo-

cates for the bill claim that a dual system of institutional and communtiy serv-

ices would be prohibitively expensive.

This paper provides data on the number of institutionalized mentally re-

tarded persons and their disabilities. (This paper addresses issues of the men-

tally retarded and persons with related conditions, not the mentally ill.) Fed-

eral funding sources for this population are summarized, existing community-

based services are discussed, and cost findings of the various service settings

are presented. The provisions of S. 2053 are explained and a discussion of the

bill sets 'forth the major positions taken by those supporting the bill and by

those who oppose the bill or would like to see it amended.
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I. BACKGROUND

Over the past 100 years many large institutions were built to provide care

for mentally retarded persons. These institutions, which frequently served many

hundreds of residents, provided 24-hour maintenance and, in some facilities,

therapeutic care. The institutions generally were built in rural areas not ad-

jacent to towns or cities, and for this reason, normal comun,,y Involvement of

the institution residents was not generally possible. Prior to the 1950s, such

institutional services were virtually the only available source of services for

persons with mental retardation, and many families were encouraged by their phy-

sicians to institutionalize severely handicapped newborns at birth. A General

Accounting Office (GAO) report characterizes institutional care as follows:

Until the 1960s, mentally disabled persons who could not afford prl-
vate care had to rely primarily on public institutions for their care.
Conditions in these institutions generally were harsh. Treatment pro-
grams were limited; living quarters were crowded; few recreational or
social activities were available; and individual privacy was lacking.
In general, the institutions served as custodial settings, often with
unpleasant conditions, and many people remained institutionalized for
years. I/

In the 1930s parents of retarded children began to organize and to encour-

age the development of community services so that their handicapped children

could receive specialized developmental services while living at home. These

parents also worked to bring about Improvements in institutions. This parents'

1/ C.S. General Accounting Office. Summary of a Report-Returning the
Mentally Disabled to the Community: Government Needs to do More; Report to the
Congress by the Comptroller General of the United States, KRD-76-152A, Jan. 7,
1977, Washington. p. 1.
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group is known as the Association for Retarded Citizens. The movement to im-

prove community services and institutional conditions for mentally retarded per-

sons was supported by President Kennedy who appointed a panel to study the issue

and report to the President. The panel recommended that institutional care be

restricted to those retarded persons whose specific needs can be met best by

this type of service. The panel further recommended that local communities, in

cooperation with Federal and State agencies, undertake the development of commu-

nity services for the retarded. 2/ Abuses and neglect of retarded institution-

alized persons were reported in the press, and during the 1960s and the 1970s

efforts were made nationwide to improve conditions in institutions, expand alter-

natives to institutionalization, and to remove residents from institutional to

community settings. This became known as the deinstitutionalization or normali-

zation movement.

In 1975, the Developmentally Disabled Assistance and Bill of Rights Act

(P.L. 94-103), included provisions intended to improve services to mentally re-

tarded and other disabled persons in institutions. This law required that States

submit a plan to eliminate inappropriate placement in institutions and improve

the quality of institutional care. State plans were also to support the estab-

lishment of community programs as alternatives to institutionalization.

Also in 1975, the Education for All Handicapped Children Act, P.L. 94-142,

required States to provide educational and supportive services in the least re-

strictive environment for all handicapped children. 3/

2/ The President's Panel on Mental Retardation. A Proposed Program for
National Action to Combat Mental Retardation. Report to the President, Oct.
1962.

3/ For additional background information see: Paul, James L., Stedman,
Donald J., and Neufeld, G. Ronald, eds. Deinstitutionalization: Programs and
Policy Development. Syracuse, University Press. 1977.
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II. RESIDENTIAL INSTITUTIONS FOR MENTALLY RETARDED
AND OTHER DEVELOPMENTALLY DISABLED PERSONS

A. Background Data

A 1982 survey indicated that there wre 243,669 retarded persons served in

some type of licensed care facility: public or private institutions, nursing

homes, supervised group or Individual living arrangement, foster care, and

boarding homes. (This number does not include disabled persons living with

their families or living in non-licensed facilities.) Table 1 shows the number

of persons served by size of facility and the number of facilities serving each

age cohort.

TABLE 1. Number of Persons with Mental Retardation or Related Conditions
Served in State Licensed Residential Facility as of June 30, 1982

Number of Beds Number of Persons Number of
in Facility Served Facilities

1-6 a/ 33,188 10,469
7-157 30,515 3,393
16-63 25,691 1,098
64-299 45,709 495
300 plus 108.566 178

TOTAL 243,669 15,633

a/ Facilities of six beds or fewer are mostly foster care arrangements.

Source: Charles Lakin, Ph.D, Center for Residential and Comunity Services,
University of Minnesota. From 1982 National Survey of Residential Facilities for
Mentally Retarded People. (Survey supported by a grant from the Health Care Fi-
nancing Administration.)
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Large institutions originally built to provide 24-hour care to mentally

retarded persons became, in many places, the only available residential facility

for persons with severe cerebral palsy, unconrolled epilepsy, autism and certain

other severe, chronic or multiply handicapping conditions. Facilities providing

institutional care for these mentally retarded and other developmentally dis-

abled (R/DD) persons currently range in size from 16 to 2,000 beds, although

most institutionalized ?R/DD persons are in State-adainistered public facilities

of over 300 beds. 4/

B. Deinstitutionalization

Over the past decade there has been a nationwide effort to move the less

severely disabled persons out of large public institutions and into small

community-based facilities. As a result of this effort, the population of pub-

lic institutions decreased 36 percent between 1971 and 1982. 5/

As disabled persons were transferred from institutions to community set-

tings over the past decade, those remaining in public institutions tended to be

the most severely handicapped persons. In 1982, 57.2 percent of the residents

of public institutions were profoundly retarded, 23.8 percent were severely re-

tarded, 12.3 percent were moderately retarded and 6.1 percent were mildly re-

tarded. As the less severely handicapped persons were transferred to the commu-

nity, the percentage of institutionalized retarded persons with mutiple handi-

caps has increased: 12 percent are blind; 6 percent are deaf; 41 percent have

epilepsy 21 percent have cerebral palsy; and 36 percent have an emotional

4/ See Appendix A for a discussion of terms used to designate client popu-
lation. See Appendix B for a State-by-State table of MR/DD persons in various
types of residential care.

5/ See Appendix C.
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handicap. In 1976, 34.4 percent of the residents of public residential facili-

ties were multiply handicapped; this number had increased to 43.1 percent by

1982. The percentage of those with an emotional handicap nearly tripled during

that period from 13.3 to 36.0 percent. In summary, of those residents remaining

in public institutions, 81 percent are severely or profoundly retarded, 43 per-

cent are multiply handicapped, and 36 percent have an emotional handicap.

The adaptive behavior of these institutionalized residents is characterized

as follows:

o 29 percent cannot walk without assistance;

o 61 percent cannot dress without assistance;

o 40 percent cannot eat without assistance;

o 28 percent cannot understand the spoke word;

o 55 percent cannot communicate verbally; and

o 40 percent are not toilet-trained.

Although total institution populations have decreased 21 percent since 1976,

*there was a 15 percent increase in the institutionalized population age 22 or

older. This indicates a decrease in the admissions of KR/DD children to institu-

tions. Services provided under the Education for All Handicapped Children Act,

P.L. 94-142, are generally considered the major reason for the decrease in the

number of MR/DD persons under age 22 who have been Institutionalized since 1976.
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111. FEDERAL SUPPORT FOR INSTITUTIONALIZED HR/DD PERSONS

Federal funds to help support services for institutionalized MR/DD persons

are authorized under the Medicaid program, title XIX of the Social Security Act.

The MR/DD population requiring 24-hour care may receive such services In several

types of federally-funded institutional settings. To receive Federal funds,

these facilities must meet certification standards established under the Medicaid

program. There are three types of Medicaid-certified facilities in which MR/DD

persons are provided care: intermediate care facilities for the mentally re-

tarded (ICF/MR), intermediate care facilities (ICF) and skilled nursing facili-

ties (SNF).

1. Most institutionalized MR/DD persons receive services in ICFs/MU,
a program authorized in 1971. An institution is eligible for
ICF/MR payments if the primary purpose of such institution is to
provide health or rehabilitative services for mentally retarded
individuals and if the institution meets Federal standards. In-
stitutionalized persons for whom payment is made must receive ac-

-tive treatment under the program. As of June 30, 1982, 138,738
MR/DD p6isons were residents of a Medicaid-certified ICF/MR. 6/
These facilities range in size from 4 to 2,000 beds, but the
great majority of these residents, over 90 percent, are in facil-
ities of 16 beds or more. Facilities with under 200 beds are
largely administered by the private sector, and those over 200
beds are usually public institutions. Federal regulations pro-
viding standards for ICFs/MR are intended to assure a safe and
therapeutic environment and include provisions for adequate staf-
fing, health and safety requirements and minimum specifications
for individual space and privacy. 7/ An individual plan of care

6/ February 9, 1984, telephone conversation with Charles Lakin, Ph.D,
Center for Residential and Community Services, University of Minnesota. Data
from 1982 National Census of Residential Facilities for Mentally Retarded
People.

7/ 42 CRF 442 subpart G, promulgated in 1974.

33-270 0-84-3
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is required for each resident. The plan must include services
necessary to enable residents to attain or maintain optimal phy-
s'ical, intellectual, social and vocational functioning.

2. Some HR/DD persons are served in nursing care homes certified
under Medicaid as ICFs. These facilities provide health-related
care and are not required to provide the habilitation services
authorized in the ICF/MR program. The Health Care Financing Ad-
ministration has issued a statement saying that the acceptance of
HR/DD persons in ICFs and SNFs is generally inappropriate, but
service needs of such persons currently in such facilities are to
be net. Approximately 30,000 MR persons are currently served in
ICFs, according to an unofficial estimate of the Congressional
Budget Office (CBO). 8/

3. SNFs serve some MR/DD persons who require a greater degree of
health care than is provided in IC?.. Approximately 13,500 MR
persona are served in SNFs, according to the CBO memorandum.

The three services mentioned above are funded through open-ended entitle-

ments for eligible persons. That is, States are not limited in the amount of

Federal funds they may receive for services provided to eligible individuals as

long as they met standards and provide the required matching funds. The ICFs

and ICFs/HR may be included in Medicaid State plans; SNFs are required to be in-

cluded for eligible persons over age 21. The Federal share for these services

ranges from 50 to 83 percent depending on the State per capita income. The av-

erage Federal share for these services is 53 percent.

Of the approximately 244,000 HR/DD-Versons in State-licensed residential

facilities, about 182,000 are receiving Medicaid-supported services. The re-

mainder are in foster care, group homes and public and private institutions

which are supported with State funds, private donations, fees paid by families,

and Income maintenance support paid to KR/DD persons.

8/ Memorandum to Christine Ferguson of Senator Chafee's staff from Diane
Burnside of CBO, Dec. 12, 1983. The memorandum represents a summary of the cost
analysis of S. 2053, Community and Family Living Amendments of 1983, which was
introduced by Senator Chafee on Nov. 4, 1983. The data in this memorandum are
preliminary staff estimates and are not to be considered official CBO estimates.
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IV. OVERVIEW OF RECENT REGULATORY, JUDICIAL AND LEGISLATIVE ACTIONS
TO REDUCE ABUSES OF INSTITUTIONALIZED MR/DD PERSONS

Litigation and legislation has focused public attention on abuses and defi-

ciencies In institutions. There is general agreement, however, that the ICF/MR

regulations published in 1974 have been instrumental In significantly improving

conditions In institutions. According to many experts in the field, there are

many institutions which provide appropriate services in safe, humane environ-

ment*. The following discussion is not Intended to imply that abuses exist in

all institutions.

A. ICF/MR Standards

The promulgation of ICF/MR regulations in 1974 was an effort to establish

and ensure active treatment and a safe environment in institutions for MR/DD

persons. However, not all beds in all institutions have qualified for ICF/R

certification, and those programs which have been certified may not always con-

form to all provisions of the ICF/IR standards. Eighty-seven percent of all

public institutions with 16 or sore beds are ICY/MR certified, and most States

have certified all Institution beds. 9/ Most of the non-certified beds are in

10 to 12 States. Beds in institutions can be certified even if they do not meet

all ICF/R standards if there is a plan of correction to bring the beds up to

9/ From Feb. 9, 1984, telephone conversation with Charles Lakin, Ph.D.,
Center for Residential and Community Services, University of Minnesota. Data
from 1982 National Census of Residential Facilities.
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standards. The certification process is not supposed to allow repeat deficlen-

cies, but most of the reported abuses have generally been known for some time. 10/

States have the responsibility to determine whether a facility is eligible

for Medicaid certification and is meeting ICF/MR standards. If facilities are

found out of compliance, Medicaid funds can be disallowed or deferred until the

facility is brought into compliance. In addition to funding penalties, legal

action can be initiated.

B. Litigation and State Actions

Numerous court cases have revealed the physical and psychological abuses

which have taken place and continue to take place in some institutions for MR/DD

persons. There are currently dozens of such court cases underway. For example,

in Youngberg v. Romeo [457 U.S. 307 (1982)] the Supreme Court found that insti-

tutionalized mentally retarded persons have the right to adequate food, clothes,

shelter and medical care, the right to personal safety, the right to freedom

from unnecessary physical restraint, and the right to training necessary to fur-

ther their interest in safety and freedom from undue restraint. 1/

Within the past three years, approximately-20 institutions have been sche-

duled to be closed.

10/ Ibid.

11/ Other major cases include Wyatt v. Stickney [344 F. Supp. (M. D. Ala.
1972), Affirmed in Part, Remanded in Part, and Roserved in Part, sub nom., Wyatt
v. Aderhalt, 503 F. 2D] 1305 (5th Cir. 1974) and Pennhurst State School and Hos-
pital v. Halderuan [451 U.S. 1 (1981)) and [No. 81-2101 (Jan. 23, 1984)1
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C. Civil Rights Statute

In 1980, the Civil Rights of Institutionalized Persons Act, P.L. 96-2470

gave the Attorne7 General explicit authority to initiate and intervene in

litigation involving the constitutional rights of institutionalized persons.

The Attorney General is authorized to intervene if he believes that deprivation

of rights is part of a pattern or practice of denial, if the suit is of general

public importance, and if it is believed that institutionalized persons are

being subjected to "egregious or flagrant" conditions which deprive such persons

of any rights, privileges or imunities under the Constitution or lave of the

United States. Since the enactment of this statute, the Attorney General has

undertaken 41 investigations of institutions, 18 of which involved mental health

or mental retardation facilities. 12/

12/ Prom testimony of William bradford Reynolds, Civil Rights Divijion,
Department of Justice before the Senate Subcomittee on the Randicappeds Nov.
17, 1983.
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V. CO4U2.TITY-tASED SERVICES UNDER TRE MEDICAID WAIVER

In an effort to increase home and comaunity-based services to institution-

allzed aged and disabled persons, title XIX was amended in 1981 to allow the use

of Medicaid funds for home and comaunity-based services. 13/ The following

groups may be served under the waiver program: the aged, the physically dis-

abled, the mentally retarded, and the mentally ill. Section 1915(c) of the So-

cial Security Act provides that Federal funds may be used to support home or

community-based services (other than room and board) for persons who, but for

the provision of such services, would require the level of care provided In

Medicaid-supported institutions.

States must set forth a number of assurances to qualify for the waiver:

o Safeguards are required to protect the health and safety of persons
provided services and to assure fiscal accountability for the funds
expended.

o Persons entitled to Institutional services are to be evaluated to
determine the need for such services.

o Persons determined to be likely to require institutionalization are
to be Informed of the alternative available under the waiver pro-
gram.

o The average per capita Medicaid expenditure for services under the
waiver is not to exceed the average per capita Medicaid expendi-
ture that the State would have made if the waiver had not been
granted, i.e., the cost of community services is not to exceed the
cost of institutional services.

13/ Title XIX was amended by P.L. 97-35 (Section 2176). This provision
alloys the Secretary of fhS to waiver Lartain requirements only available in
institutions such as the availability of emergency care on the premises.
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o The States are to provide annual reports on the impact of the waiver
program to include data on the type and amount of assistance pro-
vided and the health and welfare of the recipients.

As of July 1983, 28 waivers have been granted for programs serving MR/W

individuals. It is estimated that 15,600 R/DD persons received community serv-

ices under the waiver provision in FY 1983 at a total cost of $145 million. 14/

Regulations Implementing the waiver provision include a cost formula which

requires that a State's per capita Medicaid expenditures not increase with the

waiver. 15/ An official of the Health Care Financing Administration (HCFA)

stated that in considering Medicaid waiver requests, HCFA Is considering both

per capita costs and total ICF/HR costs. To meet these requirements a State

must have fewer-recipient days in institutions under the waiver than it would

otherwise have had. States may do this either by transferring persons out of

institutions into home or community settings or by placing in Medicstd-supported

community facilities those preparing to enter institutions.

Services authorized under the waiver provision include case management serv-

ices, homemaker/home health aide services and personal care services, adult day

health, habilitation services, respite care and other services as approved by

the Secretary.

A State may be granted a waiver for three years initially and the waiver

may be extended for an additional three years unless noncompliance with the pro-

visions of the waiver is determined during the initial three years.

14/ Information in this paragraph was provided by an official of the Health

Care Financing Administration.

15/ 46 Fed. Reg. 48535. Oct. 1, 1981.
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VI. COKiUNITY LIVIL4G ARRANGEMENTS FOR MR/DD PERSONS

As 1R/DD persons are transferred out of institutions and into community

living facilities, many such persons are placed in foster care arrangements or

in group homes in residential neighborhoods.

A 1982 study showed there were 63,703 MR/DD persons living in 13,862 comu-

nity facilities of 15 beds or fewer. 16/ This represents a 35 percent increase

In the number of such persons living in community facilities since 1977. Facil-

ities serving six or fewer persons were primarily foster care arrangements. Fa-

cilities of 15 beds or fewer were predominantly privately operated.

The GAO recently completed a report which presents information on the is-

sues encountered and the funding sources used in the establishment and operation

of group homes for mentally disabled persons in seven States. 17/ The GAO re-

port analyzes group homes for both the mentally retarded and the mentally Ill,

but the information sumarized below relates exclusively to the mentally re-

tarded where such distinction is possible.

Group homes are defined in the GAO report as co-unity-based living facili-

ties offering a family or home-like environment and supervision or training for

4 to 16 1ive-in disabled persons. The GAO found that a typical group home

16/ From Feb. 9, 1984, phone conversation with Charles Lakin, Ph.D., Center
for Residential and Community Services, University of Minnesota. Data from the
1982 National Census of Residential Facilities for Mentally Retarded People.

17/ Report by the U.S. General Accounting Office, An Analysis of Zoning
and Other Problems Affecting the Establishment of Group Homes for the Mentally
Disabled. Aug. 17, 1983, GAO/HRD-83-14.
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accommodated six clients and was staffed by two persons. Group homes were gene-

ally found to be detached homes in residential neighborhoods with easy access to

public trausportation and community services. Some homes were in multi-family

building oe apartmenL. Local zoning ordinances often require specific permis-

sion before a group home for disabled persons may be established in a residential

neighborhood. Group home sponsors usually have to assure that a facility will

meet life-safety codes or the homes have to be licensed by local or State agen-

cies. The GAO found that zoning and other land-use policies generally were not

major hinderances in the establishment of group homes. According to the GAO,

those sponsors who did encounter difficulty in meeting zoning and other land-use

requirements faced burdensome or questionable requirements, waited longer and/or

incurred extra costs before opening the group home. Zoning tended to hinder

those sponsors attempting to open group homes in central city areas as opposed

to other areas. The GAO found that 18 percent of the sponsors reported having

great difficulty related to zoning, licensing, permit, or life-safety code re-

quirements. (Life-safety codes caused the greatest difficulty.) About 15 per-

cent of the sponsors closed, changed locations, or were unable to open a facil-

ity previously because of these requirements.

Funding was cited in the GAO survey as a greater problem than zoning or

other land-use requirements in establishing and operating group homes. Thirty-

eight percent of the group home sponsors reported experiencing a high degree of

difficulty in obtaining funds to establish or operate their group home, Start-

up costs, operational costs and lack of Federal funding were cited as the major

funding problems. The GAO found that funding and sponsors for group homes for

the mentally retarded were as follows:
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Sponsors:

o 65 percent had private non-profit sponsors.

o 8 percent of the homes were proprietorships.

o Host other group homes were sponsored by the public sector.

Start-up Funds:

o 39 percent of the homes received private funds.

o 55 percent of the homes received State funds.

o 25 percent of the homes received local funds.

o 13 percent of the hoses received Federal funds, other than HUD
Section 202 loans. Two percent used HUD Section 202 funds.

o Charities and community fund drives also provided start-up funds.

Operating Funds:

o 78 percent of the homes used clients' Supplemental Security Income
(SSI) funds.

o 65 percent of the homes received State funds.

o 13 percent of the hoses received ICF/HR funds.

o Other operating funds included personal income, title XX (social
services), local government funds, private funds, community fund
drives and donations from charitable organizations.

According to the GAO, 26 percent of the group home sponsors experienced

great diLfficulty locating suitable sites or facilities. These problems included

finding accommodations with adequate bed and bath facilities, favorable landlord

attitudes toward leasing, a safe neighborhood, and proximity to public transpor-

tation and medical and social services. The GAO found that 15 percent of the

group home sponsors reported considerable difficulty in developing positive com-

munity relations, 13 percent had great difficulty obtaining community support

and 12 percent had great difficulty educating the community.

Although most existing group homes received no community complaints, about

37 percent were the subject of complaints which mainly centered on perceived dan-

gerous or unusual behavior of the clients, according to the GAO report.
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VII, COST SUMMARY: FUNDS USED FOR RESIDENTIAL
SERVICES FOR THE MR/DD POPULATION

A. Distribution of Public Funds

A report by the Office of the Inspector General of Health and Human Serv-

ices estimated tnAt for FY 1981, public spending for both residential and sup-

port services for the mentally retarded population was $11.7 billion. 18/ The

Federal portion was estimated to be $5.4 billion and the State portion was esti-

mated to be $6.3 billion. Approximately balf ($5.9 billion) of the public funds

were spent on residential care: $3.7 billion for care institutions; $0.7 bil-

lion for community residential facilities; and about $1.1 billion for care in

other long-term facilities such as nursing homes and mental health institutions.

This report estimates that at least $4.5 billion was spent on community-based

support services which ranged from medical care to special education. It was

estimated that about $1.3 billion in supplemental security income (SSI) and so-

cial security disability insurance (SSDI) payments were made to individuals liv-

ing In the community; this $1.3 billion includes grants from States to counties

which help pay for residential care and services. These data are suma rized

below:

18/ Placement Care of the Mentally Retarded: A Service Delivery Assess-
ment, National Report to the Secretary, Office of the Inspector General, Depart-
ment of Health and Human Services, Oct. 1981, p. 11.
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TABLE 2. Public Funds for Mentally Retarded Persons: FY 1981
(in billions)

Fund Allocatio .s Amount Allocated

TOTAL FUSDING ............... ............................... $11.7

Source of funds
l. Federal ............................................... (5.4)
2. State ................................................. (6.3)

Expenditures
1. Residential care ............................................. $5.9

o Institutions ............................... .... (3.7)
o Community facilities .................................. (0.7)
o Other long-term care .................................. (1.1)
o Miscellaneous ........................................ (0.4)

2. Communty-based support services ............................... $4.5

3. SSI/SSDI and State grants to-counties .......................... $1.3

During FY 1982, State and Federal payments for ICFs/MR totaled $3.6 billion;

the Federal share was $1.98 billion. For FY 1983, ICF/KR payments are estimated

to total $3.9 billion vith a Federal share of $2.2 billion. Approximately 80

percent of ICY/KR funds are used in public facilities and 20 percent are used in

private facilities. 19/

B. Per Diem Costs by Type of Facility

The cost of maintaining a MR/DD person varies according to the type of fa-

cility in which such person resides. The most expensive facility is the Medi-

caid-certified ICF/MR which is required to provide comprehensive services for

very severely impaired IR/DD persons. The cost of a non-ICF/MR group home is

19/ Data and estimates provided by an official of the Health Care Financ-
ing Administration. See Appendix D for ICF/KR funding since 1973,.
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apparently the least expensive. Community facilities were assumed to include

support services. The results of the CBO cost estimate and the HHS Inspector

General assessment Are shown below. The CBO estimate projects cost for FY 1984

and the Inspector Guneral report Is based on FY 1981 data. The facilities in

these two studies are not strictly comparable:

TABLE 3. CBO and Inspector General Per Diem Estimates for Persons
with Mental Retardation

Inspector General Per Diem
CBO Per Diem Estimates Estimates

(FY 1984) (FT 1981)

ICF/MR (with 16 beds or more) $104 ICF/.! (institution) $80

-- C6ftunity-based arrangements ICF/MR community ) 65
(includes ICFs/MR of 15 beds
or fever and other community Non-ICF/MR group home a/ 50
living arrangements) 78

SNF 60

ICF 50

a/ Such group homes are financed with client SSI/SSDI payments, State
funds, section 202 loans and section 8 rent supplements from the Department of
Housing and Urban Development, food stamps, parent/resident fees, and voluntary
sector contributions, according to the report of the Inspector General.

The ICF/NR regulations require a more intensive level of care and habilita-

tion and training than is found in non-ICF/MR facilities. The Inspector General

assessment found that the level of care required in an ICF/MR is inappropriate

for certain institutionalized persons: those who could benefit from a more in-

dependent residential setting, those older persons who wish to "retire" from ac-

tive treatment programs, and those so severely impaired that they primarily re-

quire services to prevent regression and health problems.
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Employees of State institutions tend to be unionized and to receive more

employee benefits than do persons operating community facilities. A recent cost

study in one Stats fcund that institution staff are paid more and receive more

fringe benefits thau do staff in community programs, and that these differences

account for much of the per diem differential. 20/ According to this Pennsyl-

vania study, the average salary of an institution worker was $14,161 in FY 1982

compared to $9,304 earned by community residential program workers. Institution

fringe benefits amounted to 36.4 percent of base salary whereas fringe benefits

in community facilities were 21 percent of salaries. The specialization of labor

in institutions and the medical focus of institution staff are major factors con-

tributing to increased staff costs in institutions.

20/ Longitudinal Study of the Court-Ordered Deinstitutionalization of
Pennhurst Residents: Comparative Analysis of the Costs of Residential and Day
Services within Inititutional and Community Settings, Dec. 15, 1983, Ruman Serv-
ices Research Institute, Boston, Mass., p. 57.
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VIII. SUOIARY OF S. 2053: COMMUNITY AND FAMILY LIVING
AMENDMENTS OF 1983--OVERVIEW

On November 4, 1983,, Senator Chafes introduced S. 2053, the Community and

Family Living Amendments Act of 1983. The bill would shift Federal Medicaid

funding for severely disabled persons from institutional care to community-based

care in residential households and small facilities. The purpose of this pro-

posal is to provide a strong incentive to States to move severely disabled indi-

viduals from large custodial institutions into small community-based facilities

and to authorize services needed to maintain such persons In these small facili-

ties. The institutions affected by this bill would be ICFs/MR, other ICFs, and

SNFs. The bill would limit eligible community facilities to family-scale house-

holds (with certain exceptions). Under the bill, an institution would be allowed

10 years to reduce to zero the number of residents for whom ICF/M reimbursement

would be claimed. Certain small institutions (with 16 to 75 beds) would have

15 years. Facilities serving 15 persons or fewer at the time of enactment would

not be required to reduce the resident population. A State plan would be re-

quired which would set forth the number of persons for whom the State would no

longer claim ICF/KR payment for institutional services. After the transition

period, Medicaid funds could only be used for institutional care if the care

were not available in the community and if the period of institutionalization

did not exceed 2 years.

S. 2053 would not require the transfer of MR/DD persons out of institutions,

but after the transition period, States could not continue to claim ICF/KR pay-

ments for such persons as is currently authorized. Federal funding would be
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available for eligible coznunity and family support services. States could opt

to leave M/DD persons in Institutions at State expense, but Federal Medicaid

reimbursements for such- r:rsons would be reduced to zero over the 10- or 15-year

transition period, except ior teaporar5* Institutionalization.

The bill is designed to alter funding and service patterns to severely dis-

abled persons with substantial functional limitations whose disabilities were

manifested before age 50. Disabilities due to advancing age are not Included

unless such conditions began before age 50. The bill would not include persons

between the ages of 21 and 65 who suffer primarily from a mental disease. Men-

tal disease is not defined, but the term may be assumed to include psychiatric

disorders as opposed to mental retardation or physical impairments. The bill

would require the identificstion of all Institutionalized severely disabled per-

sons and a community service plan would be required to be developed for each such

person.

States would be required to enter into an implementation agreement with the

Secretary of HHS which would assure a timely reduction of the Institutionalized

population claimed for ICF/.M payment and the development of services in comnu-

nity-based facilities. The agreement would assure the provision of services to

further Individual functioning and independence. Room and board would also be

provided. If the provisions of the implementation agreement were not followed,

States would be penalized by a reduction of Federal Medicaid funding. The bill

would provide incentive Federal funding for services to persons transferred from

institutions and living in community facilities for up to five years to encour-

age such transfers.

In introducing S. 2053, Senator Chafee stated:

Under this Act, services to the disabled would be more individual-
ized, providing for the special needs of each person. Those Individ-
uals needing 24-hour care, including medical attention would be pro-
vided this care in facilities within communities. Those needing
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fever services, whether living at home, In foster care, in a group
home, or in an apartment would also be provided with appropriate med-
ical attention ....

There will be those Lhdc will oppose this Idea [the overall approach),
at least at the outset. And I believe it is important for a very
complete discussion to Lake place between those who support and op-
pose this concept of care.

It is my hope that after debate, research, and discussion, my col-
league will support this bill. I hope that process will Improve it.
But I am convinced that the need for an examination of the care pro-
vided to the severely disabled it'desperately needed, and I strongly
believe that this bill Is an appropriate starting place. 21/

21/ From statement by Senator Chafee, Congressional Record, Nov. 4, 1983,
p. S13485.

33-270 0-84-4
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IX. DETAILED DESCRIPTION OF S. 2053

A. Reduction of InstItutionalized Population

S. 2053, with certain exceptions, would require that Medicaid funding only

be available to severely disabled individuals who reside in a "community or fam-

ily living facility" (CFLF). A CFLF would be limited in size to three times the

number of individuals in an average family household, or approximately nine beds.

This restriction would not apply to facilities with 15 or fewer beds on the date

of enactment if such facilities did not exceed 15 beds prior to enactment. Fa-

cilities or institutions with more than 15 beds could continue to receive Medi-

caid funding if they were in compliance with a written plan setting forth the

manner in which the institution would reduce its population claimed for ICF/KR

payment to zero within 10 years. Institutions with more than 15 end fewer than

75 beds would have 15 years to reduce such population to zero if the institution

were built within 5 years prior to the effective date of the proposed Act. To

remain eligible for Medicaid funding during this 10- or 15-year period, institu-

Ions vould be required to submit a report to the State every six months shoving

the number and identity of severely disabled individuals who had been transfer-

red from ICF/MR payment status and the services planned for such persons.

In addition to the requirement that CFLFs not exceed three times the aver-

age family household size, CFLFs would assure provision of needed services and

would be located in a residential neighborhood that could enable disabled indi-

viduals to participate in prevailing living, working and service patterns. A

CFLF other than a natural, adoptive or foster home, would be required to meet
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safety andsanultation standards established under regulations by the Secretary

in addition to those applicable under State law. Staff of CFLFs would be re-

quired to be trained or retralned in accordance with the State implementation

agreemets

B. Ellible Use of Institutions

After the transition period, the bill would provide that Medicaid funds

could be used for institutionalized persons only if the institution provided

medical assistance that was necessary to the therapeutic objectives of the indi-

vidual which was not available at a CFLF in the State, and only if the individ-

ual did not spend more than two years in the institution.

C. Eligible Persons

The term "severely disabled individual" would mean an individual with a

disability that is attributable to a developmental and/or physical impairment,

is ma ifested before age 50, is likely to continue indefinitely, results in sub-

stantial functional limitations in three or more major life activities (self-

care, receptive and expressive language, learning, mobility, self direction,

capacity for independent living, economic self-sufficiency) and reflects a need

for services of an extended duration. This term would not include persons be-

tween the ages of 21 and 65 who suffer primarily from a mental disease.

A State would be allowed to use Medicaid funding for services to a severely

disabled individual under age 18 (whose family was not eligible for Medicaid) if

such person or his family spent at least 5 percent of adjusted gross income for

the provision of care and services to such person.
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D. Identification of Disabled Persons in Institutions

A community services plan would be required for every disabled individual

residing in an institution that provides care supported by Medicaid funds. The

plan would specify the types of assistance such person would require when trans-

ferred to a CFLF and would be formulated by an Interdisciplinary team Including

community professionals, and as appropriate, the client, family or guardian.

E. Eligible Services in Cotmunity Facilities

Eligible services to be delivered in CFLFs include eligible care provided

in institutions prior to enactment, home or community based services, independ-

ent living services, specialized vocational services, room and board and admin-

istrative services.

F. Accreditation of Community Facilities

Except for natural or adoptive homes, CFLFs are to be accredited by the Ac-

creditation Council for Services for Mentally Retarded and Other Developmentally

Disabled Persons or other national accrediting body, or licensed by an appropri-

ate State agency.

G. Implementation Agreement

States would be required to enter an implementation agreement with the Sec-

retary to ensure the following:

o The proposed Act is to be implemented within specified time limits.

o Services are to be continued for severely disabled persons who re-
side in institutions which lose Federal Medicaid support. (ICF/MR
standards would continue to be enforce in such institutions.)
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o CFLFs are not to be unduly concentrated In any residential area.

o Disabled individuals are to reside in a CFLF that is located as
close to the natural, adoptive or foster home of such individual
as Is consistent with the be*t interests of such individual.

" Periodic, independent review cf the quality of services In CFLFs is
to be provided.

o Case management services are to be provided which Include a vritteu
plan of assistaUce for each disabled person, review of the plan to
determine the appropriateness of service and- access to other social,
medical or educational services.

o Fair and equitable arrangements are to be made to protect the inter-
ests of employees affected by the transfer of disabled Individuals
to CFLPs.

o A community service plan is to be developed for each disabled per-
son residing in an institution. The plan Is to be developed by an
interdisciplinary team including professionals who deliver services
in the local area and are knowledgeable about the person's disabil-
Ity.

o The parent or guardian of a disabled person is to be notified at
least 60 days before such person is to be transferred to a CFLF.
Provision are to be made for appeal of the types of services plan-
ned. The Impending transfer could be appealed on evidence that
the community services planned are not available In the neighbor-
hood where the placement is to occur.

o CFLFs are to be accredited by an appropriate accrediting body or be
licensed by the State.

The State plan making the assurances listed above is to include a copy of

each vrLtten plan submitted by an institution to such State.

H. Funding Penalties for Noncompliance

Medicaid payments to States for administrative services would be reduced

5 percent in any quarter if during the prior quarter the Secretary found a State

to be out of compliance with the proposed Act or vith the lCF/NR requirements

applicable to institutions. The State plan would be required to provide for

periodic independent reviews of services to ensure that community facilities and
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institutions meet applicable standards. The independent reviewer would be re-

quired to submit a report to the Secretary at least every six months.

I. Funding Incentives for Transfers fron Institutions

State would receive a 5 percent increase in the quarterly Medicaid payment

for severely disabled individuals who resided in an institution prior to enact-

ment of these amendments and resided in a CFLF thereafter. This incentives pay-

ment would apply to individuals living in CFLFs for less than 5 years.

J. Personnel Training

The implementation agreement would provide for training or retraining for

persons who provide services in CFLFs.

K. Program Review

States would be required to provide for a review of care and services by an

independent auditor for each fiscal year to ensure that the State was in compli-

ance with the proposed Act. A report of the audit would be required to be sub-

aitted to the Governor, the State legislature, and the Secretary within 120 days

of the close of the fiscal year. The Secretary could also provide for an inde-

pendent audit. Audit findings out of compliance with the proposed Act could re-

sult in reduced funding. The Comptroller General of the U.S. would from time to

time review State plans to ensure compliance with the proposed Act.
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L. Complaints

Any interested party would be able to bring an action regarding an alleged

violation of the proposed Act by a State plan. Such person could recover attor-

neys' fees should the party prevail. Not less than 30 days before starting the

action the interested party vould inform the Secretary of HIIS, the U.S. Attorney

General, and the State in which such action is brought.
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X. DISCUSSION OF S. 2053 AND RELATED ISSUF.S

The introduction of S. 2053 has intensified debate regarding the appropri-

ateness of institutional care, family-scale living and other levels of service

and care for the KR/DD population. While all persons interested in care to this

population favor quality residential services for KR/DD persons, there is consid-

erable disparity regarding the types of care considered most appropriate. Some

professionals, parents of disabled persons, and other advocates feel that a con-

tinuum of residential alternatives, including institutional care, should be

available which are cost-effective and meet the various needs of KR/DD persons.

Advocates of S. 2053, who also Include professionals, parents of disabled per-

sons, and other interested and Informed persons, feel that family-scale living

arrangements provide a superior service setting for all the needs of KR/DD per-

sons by providing personalized care in a more normal, cost-effective setting.

A. Examples of Public Testimony

The following two statements taken from the public testimony are Intended

to Illustrate the issues and the depth of concern felt by those persons who have

taken positions for and against S. 2053. The first statement illustrate abuses

found In some Institutions. The second statement, specifically opposing S. 2053,

expresses the concern that good institutional services should be maintained and

that a choice of service settings should be available.
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1. Examples of Institutional Abuse 22/

Four beautiful little girls, unable to move to protect themselves,
sleep in cribs where above their heads the ceiling Is visibly crum-
bling. From the superintendent, "I'r afraid with the next big rain,
this ceiling is going to collapse." Jane, confined to a bed, in a
building without working air conditioning where summer temperatures
are commonly in the upper 90's and low 100's. Jane and all of her
companions, who are infested with flies spring, summer and fall be-
cause they cannot move their arms to swipe them away and because
there are no. screens or screens are ripped and torn. Johnnie, who
for most of his wakTng ours does not have furniture to sit in, and
must fight with 20 other people to sit in a hard plastic chair. Joe,
who spends his days In the living area, a large room, banging his
head against the wall or biting his hands. Why? There is no other
stimulation for him, no games, no toys, no recreation equipment.
James, in 30 degree temperatures walks to his program building in
sneakers without any socks as well as no coat. June, who doesn't go
to her program because there aren't any clothes. Geremi, sent home
to his parents In a pair of shoes with nails protruding through the
soles into his feet. Jonathan, who walks around spending the day
pulling up his pants because they fall off. Pattie, who bites other
people and chews on her fingers. She bites because she Is hungry,
she is hungry because although she Is supposed to be receiving double
portions of food at meal time, the kitchen doesn'. have enough food
to provide her with double portions.

Lisa, a beautiful little girl, frail and thin, becoming chronically
undernourished. Why? She doesn't receive prescribed dietary supple-
ments and she Is fed so rapidly, most of the food which goes in her
mouth ends up coming back out. Kitchens, which change nutritionally
balanced meal plans because there is an inadequate supply of foods.
Nary Ann, who has waited almost two hours to be fed while her tray
has been sitting In the open to be infested by flies.

This witness testified that there are inherent disincentives for change

within institutions. According to this testimony: some States take funds from

good institutions to help upgrade poor ones; supervision and evaluation of In-

stitutional services is sometimes done by State or contracted employees "reluc-

tant to bite the hand that feeds him;" some States are under pressure to main-

tain institutionalized populations to recover from the Federal Government part

of the cost of capital expenditures in such institutions.

22/ Taken from testimony of Kathy A. Schwaninger, Executive Director, Work-
ing Organization for Retarded-Children, Queens, New York. Presented to Senate
Subcommittee on the Handicapped, Nov. 17, 1983.
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2. Need for Continuum of Services 23/

The true thrust of this legislation (S. 20531 Is that size equals
quality. The agency that serves developmentally disabled children
and adults in ten 10-bed facilities is Inherently providing higher
quality, more Individualized services to its residents than is the
agency which operates a 100-bed facility. Never mind the fact that
the "institution" has better staff ratios, more qualified staff,
heavy family Involvement, on site health services, and Is overseen by
a voluntary, community board of directors. Never mind the fact that
the organization has been providing caring, quality services for the
developmentally disabled for the past 10-20 years. Never mind the
fact that the residents have developed healthy, long-standing rela-
tionships in a supportive atmosphere. And never mind the fact that
the family is finally comfortable that after looking for years, being
on waiting lists for years, that this facility is appropriate for
their son or daughter. No, never mind all these minor factors. It's
no good-it's too big . .. . We must acknowledge that there is a
strong and definitive difference of opinion regarding what consti-
tutes the correct "quality of life" for the mentally retarded. I am
adamantly in favor of leaving as many choices and options open as Is
possible. I am strongly in favor of expansion of many types of resi-
dential services for the retarded,,including small group homes. I am
supportive of any changes in the current system which would ensure
that regulations be. applied uniformly. I an in favor of the strict
enforcement of any regulations which enhance the quality of life for
the retarded in all facilities, large or small.

B. Overview of Research Findings

Although emperical research on the subject Is not conclusive, most studies

tend to support the contention that community-based services conducted in as

normal a setting as possible are sore effective than institutional services in

promoting developmental growth and independence of NR/DD persons. A move from

institutional to community settings tends to result in positive social adjust-

ment and improved behavioral development for many NR/DD persons. However, for

developmental growth to take place, according to research findings, the commu-

nity setting must include certain essential features: effective teaching

23/ Taken from testimony of Peter Mule, Executive Director, Riverside
Foundation (a not-for-profit ICF/1R), Lincolnshire, Illinois. Presented to the
Human Service Committee, Evanston City Council.
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technologies, friendship networks for )R/DD persons and active Lnvolvement and

positive attitude of care providers. Some research has found that large Insti-

tutions in which these features are present are also effective settings for de-

velopuent growth and that reducing the size of a facility does not necessarily

change the daily pattern of care.

Research indicates that there Is sreat variation in community care facili-

ties. They range from small family care units to larger segregated replicas of

institutions. To provide as normal an environment as possible, community facil-

ities need to be enriched with positive programing within the facility and mean-

ingful contact and exchange with activities and services outside the facility.

That Is, the community facility must be therapeutic as opposed to being merely

custodial. Studies have shown that clients In community care facilities benefit

from increased interaction with qualified care providers within the community

facility and from involvement in comunity activities and services outside the

facility. The more educated care providers tend to promote increased client in-

teraction and increased contact with outside activities. 24/

S._2053 represents an effort to optimize the benefits of small, family-

scale and community living arrangements for virtually all of the institutional-

ized )9R/DD population. By specifying the services which must be provided In the

comumity facilities, the bill attempts to ensure that the clients get necessary

health care and developmental training in as normal a setting as is possible.

Advocates of S. 2053 have argued that proper education, training, community In-

tergration and social Interaction are simply not possible in isolated institu-

tions with their history of abuse.

24/ See Appendix D for selected bibliography which includes research on
which this section is based.
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On the other hand, those who oppose S. 2053, or wish to see the bill modi-

fled, argue that while family-scale living arrangements may be appropriate for

most of the institutionalized )R/DD population, facilities of over nine beds may

be more economical and may be an equally effective setting for training for some

of the KR/DD population. It is argued by some that there is opportunity for so-

cialization In larger facilities where training and recreational activities help

create social relationships within the institutionalized MR/DD group.

C. Federal vs. State Decisionmaking

Under current law, States make the decisions regarding whether an Individ-

ual's care is provided in an institution or In a community setting. S. 2053

would, In effect, make the decision at the Federal level because after the tran-

sition period, ICF/KR funds would generally only be available in community set-

tings. States have developed various approaches to the care of 1R/DD persons

that include institutional and community care settings. S. 2053 would require

that all States conform to the same Federal requirements regarding service set-

ting to qualify for Medicaid funding.

States might argue that this decision is an appropriate State function and

that considerable capital outlays have already been expended to bring Institu-

tions up to ICF/ME standards. Much of this expenditure was financed through

bond issues that are predicated upon the receipt of Medicaid payments in future

years. In response to this concern It might be argued that States could use the

institutions for nursing homes, juvenile justice facilities or other residential

purpose.
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D. Expanded Caseload

Many MR/DO persons are maintained at home by families who are reluctant to

Institutionalize them. Other MR/DD persons reside in non-medical home care fa-

cilities and in board and care homes. By making community facilities and serv-

ices available, additional demands may be created on behalf of MR/DD persons not

currently served in Medicaid-funded facilities. This phenomenon could Increase

total Hedicald expenditures.

There are various Informal estimates regarding the number of MR/DD persons

who may be eligible for Medicaid-funded services under S. 2053. Estimates of

eligible persons range from 625,000 to 2 million more than the 138,738 persons

who received ICF/KR services in 1982. 25/ It is not known how many of the eli-

gible persons would come forth and request services under S. 2053, but case man-

agement, Independent living services and rep'ce care are services needed by

most, if not all, non-institutionalized MR/DD persons and their families. Since

S. 2053 would not put a cap on the amount of Federal funds authorized under

S. 2053, program eligibility directly effects possible costs.

On the other hand, community services have been shown to be considerably

less expensive than institutional services, especially for persons living with

their families, so it may be possible that the same amount of Medicaid funding

would serve considerably more persons in the community than In institutions.

25/ Estimates range from approximately 625,000 (by an official of the Na-
tionalAssociation of State Mental Retardation Program Directors), to 1.2 mil-
lion (by an official of the Association for Retarded Citizens) to 2 million (by
Charles Lakin, Center for Residential and Community Services, University of
Minnesota).
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E. Hedically Fragile Clients and Clients with
Severe Behavior Disorders

One issue frequently raised is the concern that medically fragile MR/DD

persons who require 24-hour nursing care and frequent physician services may be

served sore efficiently in institutions here emergency services are available

at all times. It is estimated that 25 to 30 percent of the institutionalized

MR/DO population is either medically fragile or has very severe behavior prob-

leas, and it is argued by some that these persons may be more appropriately

served in facilities of more than nine persons.

Advocates for S. 2053 argue that these medically fragile clients and

clients with severe behavior disorders can be appropriately served in family-

scale facilities more humanely and with lover costs.

F. Reactions of Some Parents of Institutionalized Persons

Some parents of institutionalized MR/DD persons are strongly opposed to

S. 2053 because they feel that their family member is getting appropriate, ef-

fective care in an institution; the parent want the security that they feel they

have in the institutional setting; and they do not want the Federal Government

to legislate against their choice of care for their MR/DD family member. Such

parents want the assurance that their offspring will continue to receive care

after the parents die. Some such parents fear that community services say be-

come fragmented, may be discontinued, and may not provide the total care pro-

vided in one setting by an institution. Some parents are also concerned that

S. 2053 does not offer the chance to resume institutional care If the community

placement does not work out.

On the other hand, there are some families of institutionalized persons

who would prefer to have their MR/DD family member in a ore normal therapeutic
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community setting nearer to the rest of family and would support S. 2053 because

it would make sore funds available for this purpose. There have been experi-

ences in which families who were initially opposed to delntLtutionalization

changed their opinion as they saw positive results following the transfer of in-

stitutionalized persons to community facilities. 26/

G. Expanded Use of the Medicaid Waiver Provision

Rather then transfer funds out of institutions according to a specified

timetable, as is proposed under S. 2053, it has bean argued that community serv-

ices for HR/DD persons can be expanded by the States through wider use of the

Medicaid waiver provision. Another alternative could be to authorize Medicaid

funding in community facilities as an option under Medicaid-, rather than using

the waiver provision. It is argued that these approaches would allow the spec-

trum of services to be expanded rather than diminished. An expanded Medicaid

waiver or community care option could maintain Federal funding in both instLtu-

tion and community settings.

On the other hand, it is argued by advocates of S. 2053 that it would be

prohibitively expensive to try to maintain a dual system of Institutional and

community services and that comunity services are cheaper. (However, during

the 10- or 15-year transition from Institution to community services, there

would be a duel system as MR/DD persons were gradually moved out of institu-

tions. Advocates for the bill argue that considerable leverage is necessary to

change the major focus of services for the MR/DD population from institutions to

small community service settings.

26/ For a discussion of court cases Involving the wishes of parents, see
Deinstitutionalization, Zoning and Comunity Placement, Mental Disability Law
Reporter, vol. 7, no. 5, Sept.-Oct. 1983. p. 375.
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H. Community Readiness

It has been argued that many communities are not ready to receive HR/DD

persons in large numbers from institutions. It is clear that nearly all insti-

tutionalized HR/MO persons require care and or supervision. Communities would

need to develop facilities for some )R/DD persons which would be barrier-free

and which would meet life-safety codes required for HR/DO persons not able to

respond appropriately to life-threatening dangers. The capital outlay for such

facilities could represent a considerable expense not addressed in S. 2053.

It is the purpose of S. 2053 to provide a strong incentive to States to de-

velop and expand community and family support services. The 10- to 15-year time

frame provided in the bill is intended to allow time for the development of com-

munity and family services. The major effect of the bill, moving Federal funds

from institutions to family-scale facilities, would provide some of the resources

necessary to develop community facilities. Advocates of S. 2053 argue that as

long as nearly all Federal funding is used in institutions, communities will not

have the resources to expand services.

I. Reactions of Facility Operators and Unions

Owners and operators of proprietary institutions, who may have invested con-

siderable funding to bring the facility up to ICF/KR standards, may fear a loss

of profits or may go out of business if S. 2053 were enacted. On the other hand,

under S. 2053 these persons could possibly sell the institution and apply for

Medicaid funds to develop the types of facilities eligible under the bill.

Governors may oppose S. 2053 because it would require the loss of Medicaid

funds to continue support to institutions. States interested in developing
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family-scale facilities, however, could obtain increased assistance under the

proposed approach.

Some State institution employee unions may oppose S. 2053 because it is

felt that institutional services are more appropriate for some ?a/DD parsons.

It is argued by some advocates of the bill that this opposition is based on

fear of losing jobs. It might be argued that State employees currently working

in institutions could become care providers in community facilities.

33-270 0-84-5
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APPENDIX A: TERMS USED TO DESIGNATE THE CLIENT POPULATION

Various terms are used to refer to the severely disabled, primarily men-

tally retarded population which may receive services in these institutions. The

Medicaid program, authorized under title XIX of the Social Security Act, pro-

vides Federal funds to help support services for "mentally retarded or persons

with related conditions" who require institutional care. S. 2053, which is in

the focus of this paper, provides definition for "severely disabled individual"

which is based on the definition of "developmental disability" under the Devel-

opment Disabilities Assistance and Bill of Rights Act, P.L. 91-517, as amended.

(The definition included in S. 2053 is presented on page 26 of this paper.) A

memorandum from the Congressional Budget Office (CBO), which provides a cost

analysis of S. 2053, refers to ' persons."

This paper uses the term "mentally retarded and other developmentally dis-

abled" (MF/DD) persons, a term commonly used in the field, to generally encom-

pass the population referred to in the above documents. Because S. 2053 would

affect Federal funding used for severely disabled individuals, the term M/DD as

used in this paper refers to severely disabled HR/DD persons in need of life-

long or extended services, and not to those mildly "impaired persons able to

function relatively independently.

The term "severely disabled individual" as defined in S. 2053 includes cer-

tain severely physically Impaired, mentally alert persons who meet the functional

definition in the bill.-The data presented in this paper do not include this

population because they have traditionally not been considered part of the MR/DD

population, are generally not served in ICFs/lR and are not included in the major

studies of institutionalized disabled persons.
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APPENDIX I: ENTALLY RETARDED PEOPLE IN ESIM AL CARE PnR 100,000
STATE POPULATION BY SIZE OF FACILITY: UNlT STATES, 1982
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APPENDIX C: AVERAGE DAILY POPULATION OF MENTALLY RETARDED PERSONS IN

PUBLIC RESIDENTIAL FACILITIES: Fy 1970-FY 1982
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APPENDIX D: TOTAL AND FEDERAL ICY/lR -IPENDITJRES ANT
NUMBER OF PERSONS SERVED

Expenditures

Fiscal Year Total Federal Perons Served

(in millions) (in millions) (in thousands)

1973....................$ 165 $ 98 29
1974 .................... 203 120 39
1975 .................... 349 204 5.

1976 ...................... 602 349 .83
1977 ............... 871 501 101
1978 ..................... 1,162 662 98

1979 .................... 1,493 844 115
1980 ..................... 1,977 1,107 125
1981 .................... 2,927 1,624 196

1982 .................... 3,609 1,985 154
1983 (eat.) ............ .3,911 2,151 132 a/

a/ The estimate of-persons served in FY
Health Care Financing Administration.

1983 was provided by Wayne Smith,

Source: Data were provided by Ian Hill, Budget Analyst, Program Benefits
Branch, Division of Budget, Office of Financial Managiement Services, Office of
Management and Budget, Health Care Financing Administration.

In addition, under the Medicaid waiver during FY 1983, 15,600 persons were

served at a total cost of $145 million, according to estimates of the Health

Care Financing Administration.
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Senator DUREiNBERGER. The hearing will come to order.
Recently much of the attention of this subcommittee has focused

on medicare. We have had a full agenda, closely monitoring the
legislative proposals regarding the prospective changes.

This year, however, we will begin to expand our focus to health
care services for the economically disadvantaged. Over the course
of at least 10 hearings in 1984 we will examine how our goal of
equal access to quality care in America will be reached. To do that,
we will begin to look at who is economically disadvantaged, what
services are now provided, how these services are provided and fi-
nanced, and what changes need to be made.

An important part of our examination will focus on how much
society is willing to pay to provide quality care to all Americans.

Our hearing today will cover an important area of medicaid ,1e-
imbursement long-term care services. Specifically, we will focus on
the Community and Family Living Amendments Act, sponsored by
our colleague Senator John Chafee.

This legislative proposal would seek to provide more individual-
ized services for the severely disabled by shifting Federal medicaid
funds from institutions for the disabled to the community-based
setting. Those most directly affected by this proposal are mentally
retarded nd developmentally disabled individuals.

While the quality of services that the Government reimburses is
of utmost importance to us, we cannot ignore the question of cost.
We are now spending more than 10 percent of our gross national
product on our acute health care system, our sick care system. The
more these costs rise, the less available are resources for helth
care, preventive health care, and a variety of other services that
address the ongoing needs of all Americans including the chronical-
ly disabled

Reality requires that we establish policy within a framework of
resources, and that means a policy which results in cost-effective
and cost-efficient health care as well as compassionate health care
delivery.

Primarily because of the last decade's rapid growth of payments
for care and intermediate care facilities for the mentally retarded,
medicaid has become a principal source of Federal financial assist-
ance for the mentally retarded and other developmentally disabled
persons.

Medicaid expenditures for ICF/MR's have become the program's
fastest growing category, rising from less than $200 million in 1973
to almost $4 billion in 1983. These increases have been drastic,
even when viewed against the rapid growth in overall nursing
home expenditures.

The expenditures for ICF/MR's have increased at an average
annual rate of approximately 34 percent each year from 1976 to
1981, more than double the 15-percent increase for all other long-
term care services, and almost triple the annual growth rate for all
medicaid expenditures.

Medicaid reimbursement is paid to formal providers of care,
which leads to its so-called institutional bias. Facilities providing
institutional care for mentally-retarded persons currently range in
size -from 16 to 2,000 beds, although most ICF/MR facilities are
over 200 beds.
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Today we will examine a proposal that would modify medicaid
reimbursement so as to redirect it to small community-based pro-
viders of care. We realize the strong sentiments that are held on
the issue of the institutionalization.

This hearing provides members of the committee with an oppor-
tunity to hear from a broad range of people with differing views on

-- the issue. The presentations of these views will help us as we con-
sider this most important legislative proposal.

I look forward to hearing from our witnesses today, witnesses
that represent organizations, institutional providers, community
providers, parents, and recipients of care. I hope you, all of you,
will help us think through how we can insure that the Government
pays the best price for the highest quality of appropriate care, and
. thank all of you, and I thank each of you, for coming this after-
noon and taking the time to explore the proposal that is before us.

I will turn at this time to my colleague Senator Chafee.
Senator CHAFEE. Thank you very much, Mr. Chairman.
Mr. Chairman, I would join you in thanking all of those who

have come here today to participate in these hearings. Most nota-
bly, I thank Chris Craddy, who lived for many-years in a large in-
stitution in my own home State of Rhode Island and is now living
in a community-based home. Chris will share with us her personal
feelings about life in this different setting.

We will also hear, as you noted, Mr. Chairman, from experts who
are involved in the care of the severely disabled and retarded both
in large institutions and community-based homes.

Also, we will hear from several parents of retarded or disabled
individuals.

Now, some time ago I read something I would like to share with
you today. It was entitled "The Seven Steps to Stagnation": (1)
;e ve never done it that way; (2) we're not ready for that yet; (3)

we're doing all right without it; (4) we've tried it once, and it didn't
work out; (5) it costs too much; (6) that's not our responsibility; (7)
it won't work.

This bill gives us the opportunity to take some positive actions
-on-behalf of those who most need our help These hearings provide

us with a long overdue forum in which we can closely scrutinize
the current system of care and determine how it can be improved
to benefit those who need it most.

Now, this legislation is highly controversial. One has only to take
a look out in the hall as well as in this full room and another full
room upstairs to realize that it evokes tremendous emotion.

It is crucial, it seems to me, as we discuss matters this afternoon,
to realize that we all share a commoA purpose; we are all trying to

------- work toward one goal, and that is td provide the best possible care
to our retarded and disabled citizens who are not able to care for
themselves.

Our goal today is to determine how this purpose can best be ac-
complished, at the same time working within the financial con-
straints that were mentioned earlier.

Since I introduced this bill last November I have received ques-
- tions about the stability of group homes, the advisability of the 10

to 15 year shift of Federal funds to community programs from
larger facilities; the eligibility requirements of the patients;-the
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cost; and finally, the question that comes most often, how the
States will be able to develop viable community-based facilities
that provide high quality care.

I hope that we can address all of these questions this afternoon
to the satisfaction of everyone who has expressed such heartfelt in-
terest and concern.

Now, Mr. Chairman, it is no secret that all of us fear the un-
known. That's why we are here today, to examine this idea of
group homes, which is new and different- and unknown to most of
us. We are here to learn from those who will testify-to learn from
their knowledge and their experience.

We should not deny our retarded and disabled citizens the oppor-
tunity to grow and to participate in the community, because of our
own ability to grapple with the unknown. The- Congress and our
Nation have always strived to better the current situation; we have
never been satisfied with the way things are. We want to move
ahead as a Nation. We have done that with a host of different pro-
posals that have come before us, not just in the health sphere but
in all kinds of activities.

And so, as we have tried to strive to improve the situation in the
past, how can we ask any less than to strive to improve the current
situation for the patients of our institutions?

Thank you.
Senator DUMR BERGER. Thank you.
Senator Pell.

STATEMENT OF HON. CLAIBORNE PELL, U.S. SENATOR FROM
THE STATE OF RHODE ISLAND

senator PELL. Thank you very much, Mr. Chairman, for letting
me be here.

I just wanted to strongly endorse and support the efforts of my
colleague Senator Chafee in this bill. I have been very impressed in
our own State of Rhode Island to see that since I first came to the
Senate in 1960 when we had a population of 1,300 in our home for
the retarded, that is now less than 400. And this has accompanied
savings to the State and accompanied a better style of life and a
better quality of life for the people who are institutionalized.

I would hope that this hearing will shed more light on this diffi-
cult subject, and I am glad to be here in support of the idea that
the fewer people in big institutions, the more in smaller and more
affectionate, if you want to use that word, and more close-reaching
surroundings, the better off we are.

Senator DU RENBERGER. Thank you.
I know Jim Exon has had a little experience with this area that

goes back to being Governor of Nebraska, and we welcome his
being here today.

Jim, we look forward to your comments.

STATEMENT OF HON. J. JAMES EXON, U.S. SENATOR FROM THE
STATE OF NEBRASKA

Senator EXON. Mr. Chairman and members of the Subcommittee
on Health, I would like to take just a few moments, if I might,-to
present a written statement from a constituent of mine about S.



69

2053, and comment that as a former Governor and before that as a
private citizen I have been actively involved-in support of and im-
provement in all programs for-mentally retarded citizens. We Ne-
braskans are proud, proud indeed, of our accomplishments and
leadership in this important area.

The statement is from Ms. Patricia Crawford, who is the Govern-
ment Affairs Chair of the Nebraska chapter of the Mentally Re-
tarded Association of America.

The State of Nebraska has been a party to an expensive and
lengthy court battle with which I was involved during my years as
Governor. Many of the issues raised in S. 2053 were encompassed
in that lawsuit. Ms. Crawford has been involved in mental retarda-
tion issues for a number of years and offers some firsthand testimo-
ny about the issues and problems raised by this proposal.

The major concern of Ms. Crawford and my own concern about
this bill is that it will deny the freedom of choice to parents and
families of the mentally retarded and the disabled.

Mr. Chairman, the lawsuit that I referred to resulted in a
number of changes in our State's large facility, which has been im-
proved, in the quality of care that has been provided there.

The real issue, it seems to me, should not be the size of the facili-
ty where the mentally retarded and the disabled are served, but
rather the quality of care that they receive.

Some witnesses will likely to tell you today that bigger is not
necessarily better for the retarded and the disabled. I submit that
the reverse is also true, that smaller is not necessarily always
better.

Some mentally retarded and disabled persons would undoubtedly
be best served in smaller community-based facilities, of which we
have a great number in Nebraska; but not all disabled and retard-
ed people are alike. And some may be best served in a larger facili-ty.

The bottom line is that parents and families of the mentally re-
tarded and disabled should have as many alternatives as possible
and should be able to choose for themselves what type of facilities--
they desire for the treatment of their loved ones.

Mr. Chairman, the statement of Ms. Crawford outlines a number
of concerns about the bill being considered and relates Nebraska's
experience in this area.

I would respectfully request that her statement be received and
be made a part of the permanent record of this hearing, and I urge
that we proceed on the basis of caution in this complicated area.

Thank you very much, Mr. Chairman.
Senator DtMENBRGER. Thank you for your statement, Senator,

and without objection Ms. Crawford's statement will be made part
of the record.

[The prepared statements of Senator Exon and Ms. Crawford
follow:]

PREPARED STATE MErNT OF SMATOR EXON
Mr. Chairman, members of the Subcommittee on Health: I would like to take just

a few moments to present a written statement from a constituent of mine about
S. 2053, and comment that as a former Governor and before that as a citizen, I have
actively supported improvement in all programs for mentally retarded-eitizens. We
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Nebraskans are proud of our accomplishments and leadership in this important
area.

The statement is from Ms. Patricia Crawford, who is the Governmental Affairs
Chair of the Nebraska Chapter of the Mental Retardation Association of America,
Inc. The State of Nebraska has been a party in an expensive and lengthy court
battle with which I was involved during my terms as Governor. Many of the issues
raised by S. 2053 were encompassed in that lawsuit. Ms. Crawford has been involved
in mental retardation issues for a number of years and offers some fir-thand testi-
mony about the issues and problems raised by this proposal.

The major concern of Ms. Crawford, and my own concern about this bill, is that it
will deny the freedom of choice to parents and families of the mentally retarded and
disabled.

Mr. Chairman, the lawsuit that I referred to resulted in a number of changes in
our State's large facility, which have improved the quality of the care provided
there. The real issue should not be the size of the facility-where the mentally re-
tarded and disabled are served, but the quality of the care they receive. Some wit-
nesses will likely tell you today that bigger is not necessarily better for the retarded
and disabled.

I submit that the reverse is also true-that smaller is no'. necessarily always
better. Some mentally retarded and disabled persons would undoubtedly be best
served by living in smaller, community-based facilities. But not all disabled and re-
tarded people are alike, and some may be best served in a larger facility. The
bottom line is-the parents and families of the mentally retarded and disabled
should have as many alternatives as possible and should be able to choose for them-
selves what type of facility they desire.

Mr. Chairman, the statement from Ms. Crawford outlines a number of concerns
about the bill being considered and relates the Nebraska experience in this area. I
would respectfully request that her statement be received and made a part of the
permanent record of this hearing.
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Has anyone ever come to your church on a bed?

It is a regular occurrence at the Beatrice State Develop-

mental Center, Beatrice, Nebraska, the only Nebraska public insti-

tution dedicated to the care of the mentally retarded. Because

it is a community built especially for the multiply handicapped,

many ordinary hazards have been eliminated from the design. For

instance, there is no deep end in the swimming pool. The 10

ultramodern cottages are barrier-free for those residents in

wheelchairs or who are on mobile carts because of inability to

sit up. The streets have a 15 mile per hour speed limit. Even

the bathtubs are special; several are deep and cylindrical and

have a hydraulic chair to lower the bather into the swirling

warm water for several minutes--it must feel great to someone who

has spent the day in a wheelchair.

Broad green lawns, air-conditioned housing, special trailers

to transport the folks on mobile carts, dances, birthday parties,

Scouts and camping are features of the Beatrice campus, plus a

host of experts to train, teach, program, nurse and doctor the

residents of this unique community. The Center is accredited by

the Joint Commission on Accreditation of Hospital,.

A joint effort by the taxpayers of Nebraska plus the federal

Medicaid program has provided the opportunity for the most

severely handicapped Nebraskans to enjoy the "good life."

How much will it cost for the taxpayers to throw away and

replace this community, to break it up and scatter it about, just

because of an idea--that many experts simply do not buy. And I
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can promise you, the parents of these severely and profoundly

retarded adults don't buy it either

Eighty percent of the population of public residential faci-

lities for the mentally retarded is comprised of the severely

and profoundly retarded; 43.1% of the residents have other handi-

capping conditions in addition to mental retardation. The most

common are blindness, deafness, epilepsy and cerebral palsy. The

most common of all is mental illness, occurring in 36% of the

residents (R.D. Scheerenberger, Ph.D., Public Residential

Facilities for the Mentally Retarded, 1982). All but a few

mildly or moderately retarded people residing in institutions

have other types of problems, such as blindness, deafness, cerebral

palsy and epilepsy or behavior problems. Do not ignore this fact.

Profoundly retarded individuals generally cannot aspire to

a mental age more than 2 to 2k years and even in adulthood will

rarely have any intelligible speech. Total life support is essen-

tial to their survival and up to 40% are either bedfast or semi-

ambulatory. The average age of death is below 40. (Beatrice

Daily Sun; Beatrice, Nebraska, September 27, 1980)

Mental Retardation Association of America, Nebraska Chapter,

is eight years old; 99% of our members are parents and relatives

of retarded adults. Two-thirds of our retarded loved ones live

in congregate residential centers; one-third are in community

programs. Because of the wide ranges of abilities and disabilities

in the retarded population, with IQ's which range from 0-70 points,

our members support a continuum of services. A full range of
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services includes residential centers for the most severely

handicapped, well supervised community based group homes,

supervised living, and independent living for the most able.

As parents and/or legal guardians, we should be able to choose

the most beneficial program for our children.

Years ago many of our members banded together to start

community programs. Over time, some of these same people came

to realize that the very programs they started did not meet the

needs of their retarded children. All retarded people are not

alike! Some of our members were instrumental in starting their

local Association for Retarded Children, and almost all were

formerly members of that organization. Once the Association

for Retarded Children adopted the goal of closing all institutions

for the mentally retarded, organizations like the Mental Retarda-

tion Association of America, Nebraska Chapter, began to spring

up all across the country--like mushrooms after a rain--to

advocate a full range of services to meet a full range of needs.

Robert Isaacson, Ph.D., in his book, Meeting the Needs of

the Retarded, says, "The aim of programs for the mentally handi-

capped should be to provide those conditions and circumstances

that are most conducive to their happiness and personal growth.

Programs of education and-vocational training should be supportive

of these goals, rather than ends in themselves."

This is a new approach for many, in a work-oriented society,

but certainly it is a more common sense approach h for those who

are profoundly or severely retarded.
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Most people have never seen a severely retarded person,

which is one of the reasons it is so difficult for the public

to understand how their needs differ from those of the mildly

retarded in such goals as employment and independent living, and

why a good institution is usually their best environment.

We are talking not just about persons who can't talk or

read, but persons who have multi-handicaps. Manyof-these persons

may never see, walk, or be able to push their own wheelchair, never

be able to hold a spoon, or comb their hair, or brush their teeth.

They will -earn the simplest of skills only after years of effort.

Many are completely unaware of their surroundings. Staff, trained

in motivation techniques and the value of praise and the soft,

loving touch, can go no futher than the deficient brain will allow.

Following are personal stories of yoang adults who need good

institutional care, now made possible at Beatrice State Develop-

mental Center and private institutions in Nebraska, through the

aid of Medicaid funds that would be threatened by S. 2053. If

Medicaid funds are phased out, the fine Nebraska institutions

will drastically decline in quality or close altogether. Medicaid

pays 57% of total costs.

33-270 0-84-6
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JANICE ADAM

Janice, 35 years old, is profoundly retarded# epileptic,

and blind and has had severe emotional problems.

At ages 4 and 5, Janice attended the Child Developmental

Laboratory, a child care center at the University of Nebraska

(a part of their child training program).

This was followed by attending the School for the Blind, then

private tutors at home. Her learning development was negligible

and she was showing emotional problems.

Janice then spent several months at the Boston Center for

Emotionally Disturbed Blind Children, testing at the famous -

Menninger Clinic, and the Nebraska Psychiatric Institute. All

three advised placing Janice in an institution for retarded persons.

Janice entered the Beatrice State Developmental Center at

the age of 13 and remains there at 35. She lives in a cottage,

sharing a room with one person. Janice's speech and learning

ability is very ,limited, but she has two interests, swimming and

music. She has her own piano (plays by ear) and swims in the

Center's indoor pool.

Janice's mother, now a widow, visits her weekly. She is

comfortable about Janice's individualized programming and care

and feels the advice to place Janice in a structured living environ-

ment was wise. Janice's behavior problems have modified and she

is able to go (escorted, because of her blindilss) to activities

in the Center's auditorium park, chapel and restaurant. The

Beatrice State Developmental Center is truly Janice's home

and community.
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DAVID SHAPLAND

David, now 34, was a normal child until, at 17 months, he

had meningitis and was left mentally retarded with seizures.

At the age of 7 he was committed to the Beatrice State

Developmental Center, with an average of 20 seizures a day, and

he had to be diapered at all times.

After 22 years at Beatrice State Developmental Center, his

seizures were under control. He had been trained in janitorial

services and had also worked in the laundry and some sheltered

workshop programs.. He had no disciplinary problems and got along

well with staff.

The court-ordered de-institutionalization program moved

David into a community program, where he lived in a basement

with no fire exit.

In the community program many problems arose. Four years

later his seizures were no longer controllable, and his final

evaluation papers reported he a constant problem, hard to

manage and uncooperative.

David was then admitted to a church-sponsored residential

institution. At the end of the first year he no longer has

seizures nor behavioral problems, is happy, and is working in

a rug-making program.

Without the Medicaid program, David, at best, would be an

unhappy man in a community program; at the worst, he might be

vegetating at home, feel unproductive and completely frustrated.

The great fear, expressed by his parents (now retirement

age), is that Medicaid funds might be cut off by passing S. 2053

and that David might some day become a street person. There is

no other family member to assume his care.
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KATHY NORTON

Kathy began school in a special program in Kent, Washington.

After her parents moved to Nebraska, Kathy was admitted to the

Beatrice State Developmental Center at the age of eight. She

was diagnosed as retarded with behavior problems.

Kathy was making good progress throughout her 10 years at

the institution. However, when she was 18, her parents, bowing

to the do-institutionalization movement and te court decree, con-

sented to having her enter a community program.

In the community program she regressed, becoming a severe

behavior problem. She was disciplined by being locked in a closet.

At the end of a year she was moved to an institution for the men-

tally ill where she regressed even more. Through the pleas of her

parents she was returned after 6 months to the Beatrice State

Developmental Center.

At the Beatrice State Developmental Center it took her many

months to get back to the functioning level at which she left the

institution. She continues to improve, is happy, and enjoys the

campus activities. Her parents and the professionfls believe the

structured environment best fits her needs.

For Kathy, Beatrice State Developmental Center is her home,

her community. S. 2053, by closing or causing a reduction in

quality programs, would be a devastating blow to Kathy.
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PHILLIP ENERSEN

Phillip, now 37, was diagnosed as trainable, and he attended

a parochial school for several years. His father was a prominent

architect and his mother, finding no school facilities in the

city for children such as her son, was the chief instigator of

early community programs for the retarded These early programs

were run primarily by the parents. Mrs. Enersen has, through the

years, received many high honors and awards for her over 25 years

of actively working for all retarded persons.

Phillip, after attending a training school in St. Louis, went

- to the Holy Angels School in Shreveport, Louisiana, until his early

twenties.

He returned home-to take part in new community programs that

had been started for adults to prepare for simple factory work.

The plan was for him to live at home while he learned these

skills.

Under: the Atress of the program, Phillip regressed alarming-

-ly, resulting in a nervous breakdown.

After psychiatric care and some trying times for him, he

was accepted at the Martin Luther Home facility, which receives

Medicaid funding. He has been a resident there for 10. years and

is doing well.

Because of early training, exceptionally good manners, and

good appearance, professionals and his parents lfeel that his

abilitids have often been overestimated. Phillip has a friendly

nature and was once preyed upon by unscrupulous persons in a

laundromat.

Phillip needs, and has the right to have, a sheltered

environment that gives him health, happiness and protection.
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MATTHEW CRAWFORD

Matthew is 22 years old and profoundly retarded. He lived

at home with 2 brothers, 2 sisters, his mother and father until

age 14, when he entered the Beatrice State Developmental Center.

He pioneered a nursery school for the mentally retarded

from age 3, and as the kids grew older, the program served more and

more children and eventually evolved into the public high school

program. Before the public sector took over the school, the parents -

"begged and borrowed" the money to keep it going. There were

bake sales, garage sales, volunteer help,-token wages for the

teachers.

Matthew got along fine at home during early childhood. It

wasn't until he got to be 12 or 13 that he grew increasingly appre-

hensive and less happy. At the same time, his brothers and sisters

were at home less and there were many errands and activities

which were disruptive to Matthew's peace of mind. It became

apparent that Matthew needed a highly structured environment.

His iQ is not measurable since Matthew does not have the

prerequisite skills to take the test; he is considered to be

profoundly retarded. He has no speech at all.

Matthew is a cute little man, blond hair, brown eyes,

5'2" tall. He has a remarkable sense of humor for a severely

handicapped guy; people like him. His behavior is generally

good and he seems to be quite hoppy. The thifigs most important

. I



81

to Matthew are an iron clad schedule, familiar surroundings,

and familiar people. He likes rock and roll music and swimming.

He is difficult to motivate because we have not discovered any-

thing else he really enjoys doing. He takes pre-vocational

training which teaches sorting and simple assembly skills, but

he requires continuous prompting.

At the Beatrice State Developmental-Center, he is able to

move about familiar areas of the campus, independently. At

home, he has to stay in his own yard. He has no fear of environ-

mental hazards, so requires constant supervision, especially on

.... home visit.

Because he has no speech, his parents believe that he is

safe in an institution which is always open for inspection for

visitors or staff and where he cannot get lost.

- Mak hew's progress is evaluated yearly by his entire team,

more frequently by direct staff. The team met February 6 and

determined that Matthew was properly placediand should remain

at Beatrice State Developmental Center.
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Community Living is Seldom Integrated Living

forSeverely Mentally Retarded Persons

"Community" living for the retarded has been touted as

the golden pathway leading to a lifetime of pleasant associations

with normal persons.

Yet, within my own city, Lincoln, Nebraska, many retarded

adults have little or no participation in activities with normal

adults. Here is a description given to me by a Sunday school

teacher of retarded person living together in a group home:

The retarded persons in my Sunday school class have little
contact with iiurma± persuus other tnan staff. They live,
eat, play, study and work only with other retarded persons
in the community. They live in group homes, with OTHER
RETARDED PERSONS. They go, during the week, to sheltered
workshops for RETARDED PERSONS only. In the evening they
may have special classes, held for RETARDED PERSONS, or
they may attend the special weekly recreational event, FOR
RETARDED PERSONS; occassionally, on dates selected by the
bowling alley-operator, they all go bowling, using only
lanes designated for the retarded group. They sometimes
go to movies or other entertainment, but escorted by staff
or volunteers, as they did at the institution.

Unfortunately, for those less retarded, who are allowed

to go out without supervision, there is the risk oi being either

the victim of crime, or of unwittingly committing a crime.

Note this, from a Fall 1983 seminar on "Jail, the New

Institution for the Mentally Retarded?":

It was estimated that 700 developmentally disabled persons
entered the criminal justice system in Nebraska during 1982.
There are 106 developmentally disabled pet'sons in prison
in Nebraska.



This statement brings to mind the prophetic statement of a judge

several years ago, when Beatrice was, by court decree, being

emptied of the mild and modejrately retarded.

If you keep emptying institutions for the mentally retarded,
you'll find yourselves, someday, building penal institutions
instead.

For many residents of Beatrice State Developmental Center,

placement in the community would mean restriction to a city block,

instead of a 640 acre campus, where they had easy access to the

institution's restaurant, gift shop, beauty shop, gym-auditorium-

theatre combination, hospital, park, chapel, etc.

There has been-a great deal of speculation, conversation

and misinformation about the comparative costs of serving mentally

retarded persons at the Beatrice State Developmental Center, as

compared with community-based programs.

In view of this, in 1980, the Nebraska Institutions and

Welfare Departments commissioned Touch Ross & Co. to do a study

(which they believe to be a first study anywhere), wh;b. would

give the comparative costs of caring for people with approxi-

mately the same levels of retardation in the community and-in

an institution. The costs at Beatrice and in the community

programs in each of Nebraska's six mental retardation districts

were examined.

As a result of that study,*, Touche Ross reported that costs

of HIGH NEED clients were higher in the two regions containing

the two metropolitan areas of the state (Lincdfn and Omaha);

but lower in the other regions. It is significant to note

*See attachment
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that VERY FEW high need persons were being served in those outlying

regions. Nevertheleds, in the two regions serving the high need

individuals, cost at Region 5 (16 counties including city of Lincoln)

was $21,000; in Region 6 (5 counties including city of Omaha),

$23,700; and at the Beatrice institution, $19,600. In the other

regions costs ranged from $9,700 to $16,800 each year.

What will be the net effect of S. 2053?

Nebraska has done an exceptional job in providing community

based programs. The impact on the population remaining in the

institutions is significant--of a population of 461 at Beatrice

State Developmental Center: 86% of the residents are profoundly

or severely retarded; 175 are non-ambulatory; 65 persons are

totally blind; 237 have hearing impairments, 9 being profoundly

deaf; 292 of the 461 have no speech--only 58 have fairly normal

speech skills; 213 are epileptic; 120 receive psychiatric care.

S. 2053 would send these folks across a state which has large

areas-which are designated by the federal government to be primary

medical care shortage areas (see attachment). The western two-thirds

of the state lacks experts of all types, physical therapists,

occupational therapists, speech therapists, etc.

The Joint Commission on Accreditation of Hospitals accredited

Beatrice State Developmental Center, if deprived of Medicaid funds,

would not be able to adhere to criteria for accreditation and

would probably become a warehouse, a custodial facility only.

In Nebraska, with only one million taxpayers, we are saddled _

*See attachments
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with a very high property tax, sales tax, income tax, sin taxes,

gas taxes, taxes ad infinituml

Can we really afford to discard four residential facilities

for the mentally retarded? Can Nebraska taxpayers afford to

build or replace complete facilities for 905 mentally retarded

persons?

The present Medicaid law encourages and allows the states

to bring their institutions up to modern acceptable standards

of care. It also provides the states the opportunity to serve

the severely handicapped in an integrated setting through use

of the Medicaid waiver. A recent Supreme Court decision affirmed

the rights of the state to care for the disabled in institutional

settings. Right now, 25 states are using Medicaid funds in

community programs through the Medicaid waiver program.

What if S. 2053 boomerangs?

With Medicaid funds phased out of the institutions, the

states will have to assume the total cost. If states, having

increased th mental retardation budgets to make up for the lack

of federal funds to institutions, cannot afford to build new

community residences, the net effect on the retarded people will

not be desirable. The institutions will probably decline in

quality and movement to community will slow down or stop altogether

because of limited local funds .

In Nebraska, our group homes all receive title XX monies.

If SO'2053 passes, these will all be grandfatheredd" into the

title X;X program| Again, remember that a title XIX waiver is

now available for community based programs..

Please kill S. 20531
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SUMMARY

Eighty percent of the population of the nation's public

residential facilities is comprised of severely and profoundly

mentally retarded people--IQ's ranging from o-35. Of these

residents, 43.1% have additional handicapping conditions. The

most common are blindness, deafness, lack of any speech, epilepsy,

cerebral palsy and mental illness. Many of these people may

never walk, talk, hold a spoon, comb their hair, brush their

teeth, bathe or toilet themselves.

Community placement may offer them the opportunity of inde-

pendence, employment productivity and community integration but

these people are unable to profit from the opportunities.

Institutions in Nebraska are designed to satisfy the various

needs of the multiply handicapped mentally retarded residents.

The Beatrice Sfate Developmental Center is fully accredited by

_the Joint Commission on the Accreditation of Hospitals. The ac-

commodations are ultramodern, attractive, and air-conditioned. The

severely handicapped residents are protectedfrom ordinary hazards.

The swimming pool has no deep end, the streets havy a 15 mile

per hour speed limit. The non-ambulatory residents routinely

attend church and Scouts and other activities in wheelchairs or

mobile beds. If S. 2053 is enacted, 57% of the funds will be

removed from this fine facility. Quality services will be-r-eplaced

by custodial services only, and/or the place will have to close

because state and local taxes cannot be stretched any further to

make up the difference.
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There are no data which prove that community placement

is beneficial to the severely and profoundly retarded who are

often multiply handicapped.

There are no data which prove it is cheaper to serve these

severely handicapped at an integrated site.

The present Medicaid law encourages and allows the states

to bring their institutions up to modern acceptable standards of

care. It also provides the states the opportunity to serve the

severely handicapped in an integrated setting through use of

the Medicaid waiver. A recent Supreme Court decision affirmed

the rights of the states to care for the disabled in institutional

settings. Right now, 25 states are using Medicaid funds in

community programs through the Medicaid waiver program.

With Medicaid funds phased out of the institutions, the

states will have to assume the total costs. If states, having

increased the mental retardation budgets to make up for the

lack of federal funds to institutions, cannot afford to build

new community residences, the net effect on the retarded people

will not be desirable. The institutions will probably decline

in quality and movement to community will slow down or stop

altogether because of limited local funds!

If Medicaid funds are already available for community based

programs are now being used by 25 states for community mental

retardation services, then what is the purpose of this bill?

Its sole p-pose is to close institutions.

Kill S. 2053.
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The synopsis of professional journal articles following

supports the testimony here presented.

"Normalization Through the Normalization Principle: Right Ends,
Wrong Means" -
Author: John M. Throne
Journal Mental Retardation, October 1975, pp. 23-25.

The author's point is that the normalization principle
presents the desired outcome, but the only way to obtain
that outcome involves non-normal or specialized treatment
procedures and specialized environments.

"Cost Comparison of Institutional and Community Based Alternatives
for Mentally Retarded Persons"
Author: James C. Intagliata, Barry W. Wilder, Frederick B. Colley.
Mental Retardation, June 1979, pp. 154-156.

The authors compared the costs of care in institutions and
group homes, family care and natural family. The natural
family was found to be the cheapest with the group home
the most expensive of the community options, only slightly
less than the institution depending on the severity of
disability. Professional treatment such as physical therapy
was significantly more expensive in the community versus the
institution.

"Cost Benefit Analysis and mentall Retardation Center Funding"
Author: Jack Bernard
Mental Retardation*'-june 1979, pp. 156-157.

The author discusses in a general manner the very favorable pay-
off to society as a wnole for investing in mental retardation
programs.

"New Long-Stay Patients in a Hospital for Mental Handicap"
Author: Douglas A. Spencer
British Journal of Psychiatry, 1976, Vol. 128, pp. 467-470.

The author describes the reasons handicapped individuals
are admitted to long-term care facilities (eg., behavior
problems, physical infirmity and helplessness) and why
long-term care facilities are the only reasonable option
for their care.

"Assessents of Residential Environments for Mentally Retarded
Adults in Britain"
Author: Mary Dalgleikh
Mental Retardation, Vol. 21, No. 5, pp. 204-208.

The author compared the services to mentally retarded indi-
viduals from large older institutions to newTr smaller hostels.
The comparisons revealed that the older institutions cared
for the most impaired (physically and behaviorally) and were
less homelike than the new hostels. Comparisons of cost
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and size could not be made in any meaningful way because
of the differences in client type served. The author
concludes that the quality of care is dependent on more
than just the physical surroundings.

"Deinstitutionalization: Too Wide a Swath"
Author: John M. Throne
Mental Retardation Journal, March 1979.

The author discusses the fallacies of the deinstitutionalization"
movement pointing out that families are institutions also
and that research does not indicate that group homes are better
or worse than large institutions. He points to the relevance
of operant procedures in management, administration and
training as the most productive path to pursue.

"A 50-State survey of the Current Status of Residential
Treatment Programs for Mentally Retarded Offenders"
Author: George C. Denkowski, Kathryn M. Denkowski, and Jerome Mabi
Mental Retardation, Vn'. 21, No. 5, pp. 197-203.

The authors invetigated, via a survey, the services--for
mentally retarded criminal offenders. They found a few
(185) beds available in community settings across the
country, but they served clients with minor low frequency
aggressive behaviors. The more difficult mentally retarded
offenders are served in institutions (737). By 1983, the
authors estimate that there will be 1070 beds available
whereas as many as 15,000 beds are needed.

"Living in the Community"
Authors Sharon Landesman-Dwyer --

American Journal of Mental Deficiency, 1981, Vol.86, No. 3, pp.223-334.
The author provides a very objective and articulate evaluation
of service options for mentally retarded. She reviewed the
literature on the pros and cons of institutional and community
living. Finally, she provides four succinct and thoughtful
suggestions for future development and evaluation of mental
xetardation services.

"Relationship of.Size to Resident and Staff Behavior in Small
Community Residences"
Author: Sharon Landesman-Dwyer, Gene P. Sackett, Jody Stein
Kleinman
American Journal of Mental Deficiency, 1980, Vo. 85, Np. 1, pp. 6-17.

The authors examined the commonly accepted belief that smaller
(i.e., less people/fewer people) were better than more
congregate living environments. This was not found to be
the case. In the larger facilities there was more social
behavior between the residents and reciprocal friendships
than in the small facilities. Resident behavior on the whole
was more related to variables such as social interaction patterns.

"Individual-Community Placement of Deinstitutionalized Mentally
Retarded Adults: Some Personal Concerns"
Author: Marilyn Aninger, Bruce Growick, and Kaye Bolinsky
Mental Ruitardation, 1979.

As the title suggests this was basically a follow-up evaluation
of the effects of community placement.
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Senator DURENBERGER. I would just note for the record that, at
your request, I called Ms. Crawford and visited with her on the
telephone last Friday, and I-trust that we can accommodate the
views of as many people outside this room and outside the financial
ability of making the trip to Washington as part of this record.

So thank you very much for being here.
Senator Pm. Thank you.
Senator DURENBEMGER. Our first two witnesses are a panel con-

sisting of David Braddock, who is director of the Evaluation and
Public Policy Division of the National MR/DD Expenditure Analy-
sis project at the Institute for the Study of Developmental Disabil-
ities in Chicago, 11!., and Karen Green-McGowan, who is a regis-
tered nurse and a consultant from Peachtree City, Ga.

Is Karen here?
[No response.]
Senator DURENBERGER. She must be caught in the-traffic outside

the hall.
Well, Mr. Braddock, why don't you proceed with your testimony.

We appreciate very much your being here. Your full statement will
be made part of the record of this hearing.

STATEMENT OF DAVID BRADDOCK, PH. D. DIRECTOR, EVALUA-
TION AND PUBLIC POLICY DIVISION, INSTITUTE FOR THE
STUDY OF DEVELOPMENTAL DISABILITIES, UNIVERSITY OF
ILLINOIS AT CHICAGO, CHICAGO, ILL.
Dr. BMRDDOCK. Thank you, Mr. Chairman.
I appreciate the opportunity to appear before you and the other

members of the committee today. I too share Senator Exon's con-
cerns that whatever is to come out of the introduction of S. 2053, a
cautious balanced approach is the best step.

I also feel that I can best contribute to the deliberations on this
important bill by primarily sharing with you information that we
have recently collected and partially analyzed in relation to an ex-
penditure analysis project that has looked at comparative commu-
nity versus institutional expenditures in the United States over the
last 8 years.

I believe that the fiscal record demonstrates that a major fiscal
incentive to spur the development of community services in the
United States is appropriate, and if but one single thing comes out
of the introduction of 5. 2053 I believe that it should be, and I be-
lieve that the fiscal record demonstrates that it should be, a major
national fiscal incentive to spur the development of those commu-
nity services.

In brief, let me highlight a few of the most interesting findings of
the research we recently completed in part.

This is a line chart depicting the growth of Federal MR/DD ex-
penditures in the aggregate as compared to the total Federal
budget, both nondefense and defense components. It is contained in
the written testimony that I-handed out, if you don't have a good
view of this chart.

In brief, since fiscal year 1980, MR/DD expenditures in the ag-
gregate in the United States as a percentage of the total Federal
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budget have not grown, and for fiscal year 1984, for the first
time--

Voice. Excuse me, Mr. Chairman. Could the witness please iden-
tify the page number?

Senator DURENBERGER. Page 8.
Dr. BRADDOCK. The percentage of the total Federal budget occup-

pied by MR/DD programs in the aggregate is approximately three-
tenths of 1 percent of the total budget. And as indicated, in 1984,
for the first time in many years, we see an actual decline in that
figure.

The second point I would like to make is with respect specifically
to the ICF/MR program. Over the last 8 years approximately $12.9
billion in Federal-share ICF/MR expenditures has been issued
under reimbursements for this program by the Federal Govern-
ment in both institutional and community settings. Eighty-two per-
cent of these moneys have flcw~d into State treasuries which were
reimbursements for services in public institutions for the mentally
retarded. Eighteen percent of this $12.9 billion were reimburse-
ments to community programs and services of all varieties, shapes,
sizes, and, of those, three quarters of those community programs
were private ICF/MR operations.

Moving along quickly, the comparative relation between institu-
tional and community programs is rather starkly in favor of the
institutional support received by the ICF/MR program in State in-
stitutions.

In 1977 the figure was about $45 million, versus nearly $700 mil-
lion in institutions; in 1984 the figure is approximately $600 mil-
lion for community programs, and over $1.8 billion in institutions.

Senator DURENBERGER. You are going to have to move very
quickly.

Dr. BRADDOCK. All right.
Let me, then, sum up with a couple-of points:
Over the last 8 years the Federal Government, through the ICF/

MR program and the State governments through general fund and
special fund expenditures and through title XX have spent more
than twice as much in public institutions in the United States than
in community services.

If State service system configurations, which display quite domi-
nant institution-oriented characteristics, are to be shifted in a sig-
nificant way, a major kind of a fiscal incentive needs to be adopted
at the Federal level to encourage them to do so, if this is to happen
within the next 10 to 15 years at a rate which I believe many and
perhaps most professionals and parents would agree is an appropri-
ate speed.

In closing I would like to say that I support this bill in principal
in terms of the fiscal incentive. I believe the fiscal incentive pro-
posed is too brief and believe it should be for perhaps 7 years with
one renewable 6-year term thereafter.

I would also like to endorse the deeming of ACMRDD and other
national accreditation standards. And in conclusion I would like to
raise a bit on the negative side a concern about its litigiousiess
and the fact that it requires quite excessively redundant audits of
State performance. Thank you.

[Dr. Braddock's prepared statement follows:]
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STATEMENT OF DAVID BRADDOCK, Ph.D. ON S.2053
THE COMMUNITY AND FAMILY LIVING AMENDMENTS OF 1983

I an David Braddock, Director Sf the Evaluation and Public Policy Division
at the University of Illinois at Chicago's Institute for the Study of Develop-
mental Disabilities. Thank you, Mr. Chairman and Members of the Subcommittee
for the opportunity to appear before you today on S.2053.

The importance of my own personal view on S.2053, however, p4les by com-
parison vith the many organized interests, parents, and professionals who will
be appearing before you later today. I will therefore limit the scope of my
comments to providing a brief fiscal description of historical and contemporary
trends in Federal and state MR/DD expenditures, with an emphasis on the ICF/MR
program. I will also try to separate fiscal facts from editorial opinion and
clearly label the later as such.

This teseimany has three parts. First, a few preliminary results of a
nationwide analysis of Federal-State MR/DD expenditures are summarized. In Part
Two, Charts illustrating some of the major points in Part One are presented.
Refer to these as you go through Part One. Part Three, "Suggested Client
Relocation and Facility Phasedovn/Closure Guidelines" is the product of an
Institute effort jointly funded by the State of Illinois' DMEDD and the Federal
Government's Administration on DD and Administration on Aging.

TRE MR/DD EXPENDITURE ANALYSIS PROJECT

The 'Expenditure Analysis Project" is an analysis of MR/DD funding in the
50 states and by the Federal Government. In collaboration with the Council of
State Governments, and supported in part by a 24-month Project Grant of National
Significance from the Administration on Developmental Disabilities, the Project
is analyzing the record of MR/DD expenditures in the state executive budgets of
each of the 50 states for the last eight years (FY 1977 - '84). Federal Gov-
ernment MR/DD spending for 79 programs is being analyzed over a fifty-year
period (FY 1935 - '84).

The prime purpose of the project is to develop and test a methodology for
accomplishing annual or biennial updates of MR/DD spending trends in the states
and nationally. Other purposes are 1) ascertaining comparative net state
general fund expenditures for community services compared to institutional
services funding in the 50 states; 2) projecting if or when fiscal parity has or
will be achieved in each state between community and institutional services
expenditures; 3) correlating growth in MR/DD state expenditures with the pres-
ence or absence of litigation, state deinstitutionalization patterns and indices
of state fiscal capacity.
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Analytic Procedure
The 50-State Study

The procedure being used to obtain MR/DD stAte expenditure data has three
steps. First, we obtained enough published state executive budgets to address

-- the-- period of intended analysis: FY 1977 - 1984. (Most budget documents ob-
tained reported expenditure figures for the preceeding one or tvo fiscal years.)
Then, each budget document was inspected for relevant MR/DD content. The rele-
vant IR/DD sections of the budget were duplicated and filed on a state-by-state
basis.

The second step involved constructing a "general state MR/DD ledger" for
each state using the same terminology employed by the state in the presentation
of its executive budget. Again, the ledger covered the FY 1977 - 84 time pe-
riod. To make analysis manageable, initial attention vas focused on
recapitulating a summary of the principal state agency(ies) operating expend-
itures for MR/DD state institutions and community programs. This refers to the
functional state agency equivalents of the MR/DD division of (usually) the
Department of Mental Health and Mental Retardation. Title X and ICF/MR reim-
bursement data were also obtained. Special Education and SSI/SSDI funds are
excluded from this analysis at this tine.

The third step, now nearing completion, consists of implementing a compara-
tive expenditure analysis to ascertain which operating funds have been deployed
in the states between FY 1977 to FY 1984 for the provision of MR/DD community
services; and which funds have been deployed to fund the operation of state
MR/DD institutions. The published state budgets, of course, imperfectly break-
out community and institutional KR/DD expenditure figures. Therefore, the
project staff have had extensive contacts with state fiscal and program person-
nel to obtain and very expenditure data. This has required nail and telephone
surveys of the medical assistance and social services bureaucracies, in addition
to the state mental health/DD agencies.

Procedure: The 50-Year Analysis
of Federal MR/DD Expenditures

A second major component of the project is an extension and expansion of my
1955-73 study of MR/DD expenditures by the Federal Government. Data, which are
primarily based on agency administrative records, have been obtained from a
survey of approximately 75 agency contacts throughout the federal bureaucracy.
Cost analysis techniques have been applied to 79 key programs with significant
research, training, service, income maintenance, and construction missions in
MR/DD. A 4,000-cell federal-level spreadsheet has been developed depicting
MR/DD expenditures beginning with the Works Progress Administration (WPA) in-
stitutional construction program in 1935 and coming forward up to appropriations
data for the enacted FY 1984 budget.



96

As with the state-by-state fiscal analysis, the data have been entered into
a computer and deflated into constant dollars. Data are classified according to
the five-category classification system (research, training, services, income
maintenance and construction). The data are also organized on a program-by-
program tind agency-by-agency basis. The result yields a comprehensive picture
of federtil MR/DD expenditures. This analysis includes a complete fiscal history
of the ICF/MR program and of other major and minor funding sources in MR/DD for
vhich the Federal Government has been and is nov responsible.

SUMMARY OF
PRELIMINARY RESULTS

1. DIMINISHED RELATIVE GROWTH OF FEDERAL MR/DD FUNDS
(see Chart 1)

The relative share of Federal MR/DD expenditures as a percentage of the
total federal budget has not grown since FY 1981 and, for the first time in many
years diminished slightly in FY 1984.

2. INSTITUTIONS AND ICY/MR FUNDING

[Eighty thousand MR/DD individuals live in 95 state institutions with
between 500 and 2,000 residents. -Bruininks, 1982]

2.1 Eight-Year ICF/MR Institutional and Community Fundine-Trends
Most ICF/MR Funds Support Institutions

(see Chart 2.1)

During the FY 1977 - "84 period, $12.9 billion in Federal ICF/MR reimburse-
ments were paid-out. Eighty-two percent of these awnies were deployed in sup-
port of state institutions; only 18 percent of the sum was reimbursement for
community services. About three-fourths of the "community" funds were reimbur-
sements of private ICY/MR providers; one-fourth of the community funds vent for
state-operated coumunity-based ICF/MR operations.
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2.2 Rapid Growth of ICF/M& Institutional Funding
(see Chart 2.2)

In the 13-year period of the ICF/MR program's operation (FY 1972 - '84),
contributions of Federal IC7/MR reimbursements to the 50 state treasuries grew
explosively. In 1974 IC/IR reimbursements represented seven percent of total
state-federal expenditures for MRI/DD institutional services. By 1979, the
Federal ICF/MR figure exceeded 30 percent and was headed higher. FY 1983 and FY
1984 ICY/MR reimbursements climbed to 43 percent of total state-federal in-
stitutional services funds. In little more than a decade, the Federal Gov-
ernment had assumed nearly one-half of the costs of operating the Nation's
public KR/DD institutions.

2.3 State Funding for Institutions Declines
in Constant 1977 Dollars

(see Chart 2.3)

State government funding of MR/DD institutions from ovn-source revenues has
declined since 1977, while Federal ICY/MR funds have grown markedly. Since
institutions are experiencing a declining census, however, resident per diem
costs hAve increased from $35.76 in FY 1976; to $86.22 in FT 1982 (Scheerenber-
ger, 1976, 1982).

2.4 Facility Closures: A New Trend

The convergence of normalization tenets, lawsuits, tightly constricted state
budgets, and a declining institutional census has led a number of states to
close MR/DD institutions. Illinois, Michigan, Minnesota, Pennsylvania and
California have completed closures of one or more institutions since 1980.
Additional closures are in-progress in Florida, Maryland, Illinois, Pennsylvania
and other states. Several terminated MR/DD institutions have been converted to
prisons.

3. COMMUNITY SERVICES AND ICF/MR FUNDING

3.1 Community Funding is Growing

Federal-share community services ICF/MR funds expended in FT 1977 amounted
to $45.3 million. FY 1984 reimbursements for community ICF/MR's are -projected
by the states to be $640 million.
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3.2 The Home and Community Care Waiver

Federal-share Community ICF/W reimbursements as a percentage of total
state-federal expenditures for community services more than doubled from 6.3
percent to 14.7 percent between FY 1977 - '80. With some assistance from the
Home and Community-Based Care Waiver Program, community reimbursements were
projected to be 21% of total Federal ICF/MR reimbursements in FY 1984.

3.3 The Predominance of State Funding
of Community Services

(see Chart 3.3)

Excluding Federal SSI/SSDI entitlements, the states bave themselves financed
the vast majority of the Federal-state initiatives in community services
development since FY 1977. The increasing federal reimbursements for in-
stitutional services has, arguably, freed-up state monies for community develop-
ment. Federal-share Title XX (Social Services Block Grant) Funds have, however,
declined since FY 1981 in unadjusted dollars and hover around the $200 million
mark. Expressed in constant 1977 dollars, Title XX (SSBG) Funds have declined
steadily since FY 1977.

CONCLUDING REMARKS

Over the last eight years, Federal and State governments combined spent
more than twice as much money in the Institutions than in the Community. In FY
1977, $3.48 was budgeted for combined state-federal institutional expenditures
for every dollar spent on community services in the United States*, This 3.48/1
ratio has been more than halved by FY 1984 to 1.47/1. Many states are un-
deniably pursuing major priorities in community services development today.
However, the cumulative impact of many years, in fact, decades, of radically
unequal ratios between institutional and community spending poses formidable
fiscal obstacles in most states. Only Nebraska, Minnesota and Colorado achieved
spending parity betveei the institutional and community service sectors over the
eight-year period between FY 1977 - '84. By 1984, parity in
Institutional/Community expenditures had been achieved by only seven more
states: Florida; Rhode Island; Montana; New Hampshire; Vermont; Ohio; and
Michigan, whose state general funds for community services grew from $14 million
to $135 million between FY 1977 - 84, even in the midst of near-depression
economic conditions.

*The ratio is predicated on the following: state general and special funds;
ICF/MR reimbursements; Title XX-SSBG; and various federal programs such as
Developmental Disabilities, CHAMPUS, Medicare reimbursements, P.L. 89-313, etc.
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S.2053, Funding Parity, and Responsible Deinstitutionalization

In my personal view, S.2053 will make a major contribution to the well-being
of MR/DD people and their families if it accomplishes one thing: the adoption
of a substantial fiscal incentive for states to enhance community services. It
may take at least another decade, or more, to achieve fiscal parity between
Institutional and Community Services on a national basis if no such ICF/MR
incentive favoring community development is adopted. Fiscal parity I believe is
a good intermediate, but not long-term goal for the nation as whole. The tem-
porary five-year period for a 5 percent increase in the ICF/MR match f4
unity placements and care, as proposed in S.2053, is definitely a stel
right direction. But it is of insufficient duration to insure the 1
smooth transition that the present fiscal imbalances of the big]
stitutiomalized service system configurations of most states require.
prefer a seven-year provision renewable once by the Secretary of the DHHR
Congressional action, for an additional five year term. I am assuming
nent incentive would be politically untenable at this time. I hope I am

)r com-
p in the
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S.2053 would entail the relocation of thousands of XR/DD persons and the
phasedown of institutions. The inclusion of suggested "relocation and facility
phasedovn guidelines" as a preamble or through administrative regulation is
important. Such guidelines need to be particularly sensitive to the interests
and needs of MR/DD individuals, their relatives and also of infected employees.
Such guidelines would improve the appeal of this legislation to the groups who
would be most affected by it. We have recently drafted a set of facility
phasedbvm-relocation guidelines in connection with an Evaluation Division
project at the Institute studying the closure or phasedovn of DD institutions.
I have attached a copy of these preliminary guidelines for your review. It
appears as Part III of this testimony. A number of states now have extensive
experience with facility phasedovas/ closures. Knowledgeable professionals from
these states should be consulted by the Subcommittee.

I would also like to endorse the "deeming" of ACHIRDD and other profes-
sionally recognized nationwide accreditation systems. This would promote effi-
ciency and raise program standards.

On the negative side, the Bill strikes me as litigious and requires exces-
sively redundant audits of state performance. It would thus not contribute to
the recent intelligent Federal trend toward reducing government paperwork.

Finally, I unequivocally support a major intermediate-term or long-term
fiscal incentive to spur the development of community services in the United
States. I believe the fiscal record demonstrates a need for this kind of
thrust. Around this single concept a consensus can and must be forged, bringing
together parents, unions, associations, professionals and lawmakers, who,
through responsible deinstitutionalization policies, seek simple justice and
more appropriate services for people with developmental disabilities.
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CARTS

CHIART I
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Pie Chart Depicting $12.905 Pillion
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PALT III

SUGESTED GUIDLLIX[$ 101 FACILITY
CLOSES AND 1ASLOAOVS*

OCONIXTDrS

I. General Masumat Guidelines

2. Personnel Guidelines

3. Client Guidelines
N 'Minimizing Transfer Trama"

4. Parents/Families/Guardians Guidelines

*From D. Braddock, T. Roller and E. Zashin. The Closure of the
Dixon (Illinois) Developmental Center: A Study of the Implementation and
Consequences of a Public Policy. Chicago: Evaluation and Public Policy
Division, Institute for the Study of Developmental Disabilities, University
of Illinois at Chicago, 1640 West Roosevelt Road. 60608; March, 1984.

Supported in part by grants from the Illinois DffDD, the liDS Administration
on Developmental Disabilities and the Administration on Aging.
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I. GENERAL MANAGEMENT GUIDELINES

1.1 Short-Term Economies May Be Difficult To Achieve

Prepare the Legislature, the Governor's Office, the Bureau of the
Budget and other oversight groups not necessarily to expect imme-
diate economies from closures during the terminating fiscal year.

Our review of the public administration literature uncovered several
references to facility closure costing more to implement during the
terminating fiscal year than to continue present operations. A
basic reason for this is the required redundant staff costs at both
the sending and receiving facilities for a period of time. This
axiom is true not only for closing mental institutions and juvenile
facilities but also for abolishing government agencies and closing
military installations as well.

1.2 Adopt a Budaetarv Interchanie Technique

Consider the adoption of a "budgetary interchange" technique to
promote efficient facility phasedowna and supported community
placements.

This budgeting technique allows the executive agency implementing
closures/phasedowna to transfer funds appropriated for institutional
operations in the phasing-down facility directly to community serv-
ices operations. Funds follow the client from the terminating
institution to the placement setting, thus facilitating an orderly
transition process. Budgetary interchange is presently facilitating
extensive client relocation from the Pennhurst State School, a
Pennsylvania facility scheduled for closure. The approval of the
legislative appropriations committee is required. Such approval
minimizes the number of times the executive is required to return to
the legislature for supplemental funding. Yet it need not diminish
the agency's responsibility to report to and keep the legislature
informed with regard to agency progress on phasedownas.

1.3 Use a Pro-Active. TArticinator Hanafement Stratex,

The Task Force Coordinator implementing closure/phasedown should
adopt a pro-active stance vis-a-vis presenting the case for closure
to concerned interests.

The strategy used by the Dixon Closure Coordinator involved initiat-
ing meetings with literally dozens of opinion-makers s~ch as com-
munity organizations, newspaper editorial boards and television
journalists, in addition to parents individually and in groups.
This active attitude-shaping orientation helped to positively
re-shape the climate surrounding the closure implementation.
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1.4 Aptoint An Ombudsman/Deuuty At The Terminating Facility

Task Force Coordinator should appoint a deputy or ombudsman to act
as his representative at the phasedown facility.

This individual would oversee receiving facility representatives,
the screening team, and receiving facility staff when they visit the
sending facility. S/he would also coordinate transfer schedules
with the receiving facilities and would have authority to delay
temporarily scheduled transfers. The purpose of this role would be
to centralize phasedown authority on-site and to insulate the send-
ing facility superintendent from controversy surrounding the
phasedovn. The latter would not be put in a position of having to
choose sides between facility staff and the Department on phasedown
issues. Staff complaints at the sending facility would be taken to
the deputy.

1.5 Reguest Governor To ARDoint Inter-Afency "Expediters"

The Governor should facilitate administrative efficiency by direct-
ing all state agencies involved in the phasedown to appoint an
"expediter" with special authority.

The expediter from the Department of Personnel would handle trans-
fers of sending facility staff moving to other facilities, assist
with union negotiations when these were necessary, and trouble-shoot
on personnel-related problems. The expediter from the IDPH would
schedule surveys and negotiate modifications of standards (waivers)
when the taskforce sought them. Both of these expediters would have
authority delegated to them by the head of their departments to
speed various kinds of approvals and paper-processing. The Capital
Development Board might also appoint a similar expediter, if capital
expenditures are incorporated into the phasedown plan.

1.6 Minimize Bumping

"Bumping" should be disallowed or at least minimized in the
phasedown facility during the closure process.

Bumping destroys program continuity in the phasedown facility at
precisely the moment residents need it most: during the later
stages of a phasedown when staff and program continuity break-down.
This can have deleterious effects on clients who have developed
dependent relationships with staff over a number of years.

33-270 0-84---8
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1.7 Transfer Staff With Clients

If the phasedovn involves numerous transfers to other state-operated
institutions, also transfer a fey key staff with the clients.

The suggested guideline would be at least one key staff for each
unit receiving 5 or more residents. "Key staff" refers to unit
directors, shift managers, technicians, etc. In the case of the DDC
closure the transfer of the (former) Dixon Assistant Superintendent
to a receiving facility executive position exemplifies this practice
at higher management levels.

1.8 evaluate The Closure/Phosedovn

Evaluation efforts should be initiated as soon as closure/phasedovn
is announced so that DMHDD Management can draw on independent per-
spectives during the closure process and reassure families and
advocates that if clients begin deteriorating after a move, steps
will be taken by DM&DD based on the evaluation to correct
def iciencies.

1.8.1 Evaluate ComMnity SuRnort Services

If clients are relocated to community settings, a survey of
the community support services in the receiving environment
should be completed prior to, during and after client
relocation.

The survey would assess the degree to-vhich the DMEDD has
been successful in stimulating the development of community
services to support the new clients. It would also lay the
foundation for the Department to justifiably seek additional
revenues from Springfield to (a) augment services where they
were needed and (b) develop a community services program
development plan for the catchment areas.

1.8.2 Conduct ACHRDD Surveys For System-Wide Facility Comparisons

When terminating DD institutions, consider requiring that
they be surveyed by the ACMRDD prior to the closure decision
or the closure announcement, if possible.

The performance of the terminating facility can then be
compared to other DMEDD DD facilities in terms of program-
matic deficiencies. The decision to close or phasedovn can
be justified if the ACMRDD deficiencies are extensive when
compared to the median performance of all other Illinois
state-operated DD facilities.
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2. PERSONNEL GUIDELINES

2.1 Terminate Oe Unit At A Time/Minimize Internal Transfers

Close down one unit/ing/cottage at a time when possible and deter-
mine the unit/cottage closure schedule ahead of time, not during
implementation, which is disruptive.

Closing down one section at a time would result in increased ad-
ministrative efficiency and cost-savings. It also reduces the
occurrence of internal transfers at the closing facility and keeps
groups of clients and staff intact.

Prior scheduling of closures also enables better planning on the
part of administrators and employees at the sending and receiving
facilities.

2.2 Ejtblish Emnloyee Counseline Service

Establish an employee counseling and job placement service at the
phasedown/closing facility as soon as a major phasedovn or a full
closure is announced and becomes evident to the staff.

This service would include direct person-to person counseling,
workshop training, job relocation/transfer planning, resume writing
and retirement planning. The final report of the Pennhurst State
School and Hospital Employee Counseling Service provides a blueprint
for establishing this service in Illinois. The IIDD should be
consulted about developing this service.

2.3 Conduet Early And Continuing Briefings For Staff

Have a representative (an "expediter" - see guideline # 1.5 of the
Illinois Department of Personnel) present comprehensive briefings to
facility staff when closure or phasedown is announced.

The subject of this briefing will be to annoy unce the initiation of
the employee counseling service and to fully discuss employee
-rights, benefits and realistic expectations concerning layoffs,
employee transfers and retirement. Identify the DOP expediter to
the staff for further contact regarding specific questions. The DOP
expediter would occasionally keep "office-hours" at the Employee
Counseling Service Office.



110

2.4 Distribute Information Packets op Receiving Facility Environments

Through the Counseling Service, distribute information packets to
staff describing other state and community facilities and their
environs as soon after phasedown is announced as possible.

If possible, prepare a slide-tape or other A-V presentations on this
topic for dual use--by families/ guardians as well as employees.
The IIDD should be consulted about preparing these materials for the
Department.

2.5 Adopt As Many Staff Incentives As Feasible

Consider studying in detail one or more of the following incentives
to staff in terminating facilities:

2.5.1 Early Retirement

Early Retirement inducements, as has been the practice in
other states phasing down facilities, such as New York.

2.5.2 Staff Retraining

Staff retraining programs for community-based services
employment.

2.5.3 Extended H alth Coverae.

Temporarily extended Health Insurance Benefits for laid-off
workers and their families throughout the first year, if the
workers remain unemployed.

2.5.4 Priority Hiring Policy at Receiving Facilities

Implementation of a priority-hiring policy in the receiving
facilities for laid-off staff of the phasedown facility,
however, giving the receiving facility latitude to judge an
employee's performance record with the Department.

2.6 Develo2/Distribute Weekly Newsletter

Develop a weekly newsletter and distribute it to staff at the ter-
minating and receiving facilities.

This suggestion draws on the experience of the Massachusetts DMH in
the closure of the Grafton State Hospital in 1973. A newsletter is
a useful device to dispel rumors and improve communication between
the closure oversight group and the staffs affected by the
termination. Rumors abound during closures; this breeds anxiety in
the staff, which is easily transmitted to clients/patients. The
newsletter would include relocation time-tables, administrative
policies (including changes in policy), and information about em-
ployee transfers, receiving facilities, job search, relocation of
employees and their families, and places to obtain counseling.
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3. CLIENT GUIDELINES

3.1 Minimize Client Transfer Trauma By Imnlementinn an

"Anticipatory Coping Strategy."

3.1.1 Close down cottages/units one at a time;

3.1.2 Keep client groups/friendships as intact as possible;

3.1.3 Minimize internal transfer of client and staff in
the terminating and receiving facilities;

3.1.4 Conduct preparatory programs for clients, including site
visits. to the ney residential setting, as desired by the
clients, and in accord with their level of functioning;

3.1.5 Gradually introduce higher levels of programming
at the receiving facilities upon client relocation;

3.1.6 When feasible, involve clients personally in the habilitation
process rd the four-level reviews;

3.1.7 Involve sending facility staff, who are most
familar with the clients, in the actual move to the receiving
facility.

3.2 Adont a Four-Level Client Assessment/Placement System (Modified)

The Closure Study Staff recommends keeping the Four-Level Review
Process for future closures but revising it to make it considerably
more efficient. The process was time-consuming and should be con-
densed and simplified. Greater emphasis should be placed on
economizing receiving facility staff-time away from their day-t4-day
responsibilities. There appeared to be unnecessary staff redundan-
cies built into the Level II stage. A brief simmary of the sug-
gested process is presented below.

3.2.1 Initial Planning/Screening

Level I: The receiving facility representatives screen all
clients subject to transfer and classify them according
to special needs, e.g., behavior problems, medically
fragile, special programs, etc.. (We expect the majority
of clients nnt to fall into a special need category) A
staff team from the sending facility should assist the
receiving facility representatives in this process.

The Phasedown Task Force works with receiving facility
superintendents (or their delegates) to determine
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approximate numbers and types of clients to be
transferred to each receiving facility; they also
establish approximate time-frames for the entire
phasedown process.

3.2.2 Client Observation/Facility Assijnment/farent Notification

Level II: Working as a team, receiving facility representatives
assign specific clients to each receiving facility.
Representatives then observe each client going to his/her
facility and prepare a data package, including the
habilitation plan, vhich is sent to the receiving
facility. This step takes place at the sending facility.

After this tentative facility assignment,
Parent/Guardians are notified of recommended placement.

3.2.3 Unit Assignents/IX-SF Consultation/Special Needs Steus

Level III: Staff at each receiving facility review the packages
and make tentative assignments to units. Each receiving
facility sends a team vith at least one representative
from each unit receiving clients and specialists (as
special needs of clients dictate, e.g., audiologist,
psychologist, etc.) to the sending facility to meet
clients and discuss their individual needs vith sending
facility staff. For special needs clients, the team
holds a meeting vith sending facility staff serving the
client to discuss special issues. There is no sign-off
by sending facility staff.

Back at the receiving facility, staff from each unit
discuss each client they villa be receiving vith members
of the team that vent to the sending unit.
Parent/Guardian may be invited to attend.

3.2.4 Annia

Level IV: An appeal process is a necessary "relief mechanisu"
for closure/phasedown. There is no reason to assume that
the appeal system used for the DDC closure is not ap-
propriate for future phasedovus. This process is an
appeal of the "last resort" and will be used rarely if
the implementation of the first three Levels proceeds
smoothly. Only one DDC client was reviewed at Level IV.
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4. PARENTS, FAMILIES, GUARDIANS GUIDELINES

4.1 Consultation With Phasedovn Facility's Parent's Association

As soon as closure or phasedovn is announced the Task Force Coor-
dinator or another Agency executive requests permission to address
the phasedovn facility's Parent's Association.

Meetings) should be held to explain the phasedovn process and to
solicit parents' assistance in integrating P//Gs from the sending
facility and in dealS-- with problems that might emerge during the
transfer process. It is vise to acknowledge upfront to parents at
both sending and receiving facilities that the transfers may tem-
porarily create some strains at the receiving facilities. The
Department's willingness to work out solutions should be conveyed to
parents. The importance of receiving facility parents in helping
pra-7ide a more receptive environment for the transferred residents
and their P/F/G's should be emphasized.

4.2 Involve Parents Who Rave Been Through The-Process

Parents involved in the successful DDC phasedovn should be invited
to the initial phasedovn discussions at the phasedovu facility with
DM representatives.
The purpose here is to help reduce P/F/G anxieties and build support
for the positive opportunities that well-planned sensitive reloca-
tion can bring to their relative. Having gone through the experi-
ence, DDC's P/F/Ga are knowledgable about the closure process and
speak from a perspective uniquely sensitive to the interests and
needs of the P/F/Gs in the terminating facility.

4.3 P/IG Notification

Individualized notification of Parent/Families and Guardians (PFG)
can serve to reduce anxieties and build support necessary for
facility termination and client transfer to proceed smoothly. The
PFG notification and consultation process is presented below and
broken down into two steps: a) the letter of notification; and b)
PiG Follow-up Consultation.

Imediately upon the announcement of closure or phasedown, notifica-
tion letters are sent to PFGs providing the following information:
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1. A rationale for the phase-down
2. The approximate time-frame
3. Positive asFects of the change
4. Types of placements that vill be available
5. PFG options for alternative placements
6. Reaffirmation of the state's commitment to serve the

client
7. Description of the four-level process - what will happen next
8. Name and phone number of a contact person

PFG Follov-up is continued through telephone contact, reiterating
essential information in the letter of notification and soliciting
PFG participation in the client transfer process.

4.4 Encourxgina P/FIG Involvement

The following seven steps should be employed in the attempt to
involve the P/F/G meaningfully in the process:

4.4.1 Hold Inforeational Sessions At SF

Invite P/F/G to an informational session at the sending
facility. Representatives of the receiving facilities will
make presentations (these may be Audio-Visual).

4.4.Z Oen-House At M

Invite P/F/G to oper.-house at each receiving facility.

4.4.3 Parent Association At RY Contacts P/F/G

Parent association at receiving facility contacts P/F/G to
offer assistance, inviting the P/F/G for an individualized or
mall group visit to
visit with staff.

4.4.4 Set-Up P/F/G Buddy-System At RI's

If the P/F/G has accepted placement, an orientation coor-
dinator at the receiving facility designated by the superin-
tendent requests the Parents' Association to appoint personal
"buddies" for each incoming client's P/F/G. The buddy system
operates during the period prior to and after placement in
the receiving facility for at least 90-days or longer, at the
discretion of the P/F/G and receiving facility
superintendent.

This recommendation
Evaluation meeting

grovs out of the Closure Study's
with DDC/receiving facility
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superintendents. Although it is a simple concept, it can pay
major dividends if it is implemented from the very beginning
of the phasedovn process.

4.4.5 Provide Financial Su~oort To Parent's Association

The D HDD through either the sending or receiving facility or
Central Office budget, makes available such funds as may be
necessary to implement active Parents' Association involve-

ment in the orientation process. These funds are used to
cover any/all out-of-pocket expenses incurred by parent-
buddies in the exercise of their orientation duties. Under
certain circumstances, vhen receiving facility parents are
requested to make major commitments of time to the ori-
entation and buddy system, remuneration through a small per-
sonal services contract is appropriate.

4.4.6 P/F/G Attends Actual Transfer If Desired

Receiving facility contacts P/F/G vhen transfer is scheduled
and invites P/F/G to be in attendance during transfer or at
receiving facility upon arrival. Parent association repre-
sentative (buddy, if possible) also is present upon arrival.

Senator DURENBERGER. Thank you very much. And I want to be
sure, on the record, to thank yor for the full statement, which is
much more elaborate than time permits anybody's oral presenta-
tions to be today, and for all the work that you have done in this field
as well.
John?
Senator CHAFEE. Thank you, Mr. Chairman.
Dr. Braddock, you endorse the legislation, with some reservations,

as you have pointed out.
Dr. BRADDOCK. Yes.
Senator CHAFEE. Do you think the fiscal incentive of the additional

5 percent for the 5 years is not adequate? Is it the time or the
amount?

Dr. BRADDOCK. Well, I think that the amount is minimally ade-
quate. I think that the time is too brief to allow the kind of smooth
transition that many of the States are going to require.

A lot of States are going to fight this pat ticular provision, I think,
with considerable vigor. And if this is done, a 5-year provision is not
likely to have much of an impact, particularly if we spill out into the
judicial arena.

Senator CHAFEE. One of the arguments we are going to have here,
and it's a very legitimate argument, is the cost. Now, as I understood
our testimony, you just outlined the comparison between what has
een spent; but do you have some ideas as to the per-patient cost per

day in the varied settings including capital costs?
Dr. BRADDOCK. Well, I have two comments I would like to make

about that, and one of them is that the per-capita expenditures in
State institutions has grown from $35.76 in 1976 to approximately
$86 per day in 1982 in State institutions.

I know of one institution in the United States where it is $500 a
day. This institution is phasing down and will be closing soon.

As the census of institutions drops, the price goes up, and I
wouldn't be surprised to see a number of institutions in the United



116

States with per diems in excess of $100 per day, were an assess-
ment to be done in 1984. And were an assessment to be done per-
haps 5 years down the road I think we would see a proportionately
much larger cost.

As far as comparative community costs are concerned, for less se-
verely retarded or disabled individuals the savings in community
services is tremendously large compared to the cost of services in
an institution. As you get closer and closer to more and more medi-
cal kinds of services that are required, the savings tend to dimin-
ish, significantly so, to the point where I don't think it is possible
to say with any kind of scientific certainty that it is always cheap-
er. I don't think that is a good basis for decisionmaking in this
area. I think perhaps it might be a bit more expensive for a very,
very small segment of the MR/DD population to be served in com-
munity services, but a very small part.

Senator CHAFEM. Well, thank you.
As you know, as far as I'm concerned, the thrust of this legisla-

tion is not financial. Obviously the financial realities have to be
taken into account, but the thrust of the legislation as far as I am
concerned, is how to best care for our retarded and disabled citi-
zens and how to help them achieve their fullest potential.

Now, if there are savings also involved, as you have indicated,
that's fine; that's all to the good.

When you developed your statistics, were you considering capital
as well, the capital investment?

Dr. BRADDOCK. The capital investment was considered as it relat-
ed to community expenditures. It was considered as it related to in-
stitutional expenditures only insofar as it pertained to renovation
costs and costs incurred as part of the annual appropriations proc-
ess.

Senator CHAFEE. Obviously in most States you have at least one
facility now; whether it is up to ICF/MR standards or not is an-
other question, but at least you have something there.

Dr. BRADDOCK. Yes.
Senator CHAFEE. Well, thank you, Doctor, for coming, and thank

you, Mr. Chairman.
Dr. BRADDOCK. Thank you.
Senator DURENBERGER. Senator Exon.
Senator ExoN. Dr. Braddock, maybe you could clarify something

for me; I refer to your bar chart which is on page 8 or 9. Do you
know what I am referring to? Chart 2.2 or 22?

Dr. BRADDOCK. Yes.
Senator ExoN. "Comparative Federal Institutions and Communi-

ty Expenditures for ICF/MR's."
If I understand that correctly, that is the black line being the

amount of Federal funds that go to the institutional programs, and
the checked line is the percentage of the Federal money that goes
to community-based programs. Is that correct?

Dr. BRADDOCK. That is correct.
Senator EXON. Now, let's back up to the pie chart, the first chart

that you showed. I guess I don't quite understand that.
It says "State-operated funds" down here. Is that all of the State

money that is put in by all of the States?
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Dr. BRADDOCK. Yes, sir, it is, but only as it pertains to communi-
ty programs with ICF/MR components.

Senator EXON. Well, let me phrase the question this way, then:
This is entitled "Pie Chart Depicting $12.9 Billion Federal

Funds," right?
Dr. BRADDOCK. Right.
Senator EXON. If there is $12.9 billion in Federal funds, and I am

sure that is accurate, how much State and local funds are being
put in at the same time? Do you have that information?

Dr. BRADDOCK. Yes, sir, I do.
Senator ExoN. Is that in your written testimony?
Dr. BRADDOCK. Some of it is. There is a table that I didn't get to

mention that I will address your attention to, 2.3. Just turn the
page and you will see a chart that deflates everything into 1977
dollars. And the hash-marked bar shows the fact that State funds
supporting institutions in the United States are actually declining
in constant dollars between 1977 and 1984, rather consistently.

The dark bar represents Federal ICF/MR expenditures, and
these funds from 1977 to 1983 increased consistently, and in 1984
for the first time showed a very slight decrease; however, the ICF/
MR Federal-share component of the State institutional budget is
about 43 percent. Most of the remainder would be State support.

Senator EXON. I guess what I would like to have-and maybe
some of the other witnesses could provide it, just for our education
on this-if the Federal Government is spending $12.9 billion, do we
have a similar figure for the total being spent by State and local
facilities? If we had that, it would be helpful, I think.

Dr. BRADDOCK. I can give you that figure right now: The figure in
the aggregate-see, the $12.9 billion figure is for the entire 8-year
period.

Senator EXON. Yes.
Dr. BRADDOCK. The figure in terms of State funds is $17.7 billion.

So the States still provided the majority of support for State insti-
tutions. But in the span of less than a decade the Federal Govern-
ment has assumed nearly one-half of those costs in terms of these
reimbursements as a- percentage of total institutional expenditures
by State and Federal Governments.

Senator EXON. Well, what are you saying, Dr. Braddock, then?
You are saying that you feel it would be more fair and equitable to
provide and mandate a larger share of the Federal grants for com-
munity-based programs? Is that the main point that these charts
are trying to depict?

Dr. BRADDOCK. Well, the point that I am making is that over the
last 13-year history of the ICF/MR program the Federal Govern-
ment has come to the aid of a situation of literally a national dis-
grace in our institutions and has helped many of these facilities to
become in part reformed.

I think that we are at a turning point in the history of services
to the mentally retarded and other disabled people in this country
and that it is appropriate to take a second look at the way in which
the volume of these funds are indeed being allocated.

Senator ExoN. Thank you, Dr. Braddock.
Senator DURENBERGER. Thank you.
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Let me clarify one of these money questions, so I can get to other
questions, Doctor.

It would appear to me, in looking at your charts, that what has
happened over the last 8 years covered by your charts is that the
Federal Government has carried an increasing share of the cost of
institutional care. You point out in your testimony that the State
funding for institutional care was going down, because the States,
at their initiative in many cases, were starting to move their finan-
cial commitment into community based services.

Dr. BRADDOCK. Yes, precisely.
Senator DURENBERGER. Is that-sort of a picture of what has been

going on out there?
Dr. BRADDOCK. That is an accurate statement.
The last chart in the group of charts, in fact, indicates the degree

to which States are carrying the burden in State own-source reve-
nues to support community services. And I suppose this is the
bottom line of my testimony, and that's that if States wanted to en-
hance community-based service systems, they have had to do so
primarily through SSI-SSDI entitlements and State general fund
expenditures.

Title XX, interestingly, has actually declined rather steadily
since 1977 in constant dollars in terms of the social services funds
that were being allocated under its reimbursements for community
services.

So the States, arguably, have been able, by pulling out of some
institutional support, to spend more money on community services.
And we see some of this happening. The problem is that the fiscal
imbalance between community and institutional spending has gone
on for so long and it was such a large imbalance for so long that, in
the absence of a more forthcoming and vigorous incentive of some
type we are going to be waiting quite some time before we have
comprehensive community-based services--

Senator DURENBERGER. But to get back to my question which is
what we are here for. John says we are here to provide the best
quality of care for every one of these individuals, Jim said the issue
is quality, not size; you-talked about needing a national fiscal in-

-centive, I presume-to achieve that goal.
Now, it strikes me in looking at those figures, that the States,

meaning the folks who are closest to the people out there, are the
ones that have taken the lead in deinstitutionalization, normaliza-
tion, whatever you may want to call it--.

And so my question of you is the degree to which there is a rela-
tivity between Government-based financing and quality of care.
And I think I need to know-as you ask me to come up with a na-
tional fiscal incentive-whether that means just a new pot of Fed-
eral medicaid money going out there, is it a pot of money going out
with a set of mandates, or is it some other possible form of public
financing that puts incentives perhaps much closer to home, in the
hands of local governments, in the hands of communities, or in the
hands of persons and their families that are experiencing develop-
ment disabilities?

Dr. BRADDOCK. That question is difficult for me to answer in a
brief period of time, but I think it is a national fiscal incentive in
the ICF/MR program, with a set of mandates, in brief.
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I think it is also a review and rethinking of numerous Federal
programs that have disincentives in them that encourage States
and communities to push individuals out of communities and into
State institutions.

One of the problems that we have in Illinois is that we did not
build a single MR/DD institution within Metropolitan Chicago
until 1973; therefore, most retarded people were literally extruded
100 miles and 140 miles away to the large State institutions. So,
Illinois is still paying the price of not having even provided institu-
tional services near major population centers.

So I think you need to look at more than simply the ICF/MR
program, but the ICF/MR program is some 40 percent of all Feder-
al expenditures in the MR/DD area.

So, as goes the ICF/MR program, probably so will go the critical
mass of services toward retarded people in the United States.

Senator DURENBERGER. But, in effect, the bottom line of this bill
as I read it says, "Use Federal money to get Federal mandates,
both of them landing on an institutional provider." Nothing here
says, "Perhaps the money ought to go to the individual involved or
someone representing the individual involved to help make the
choices."

So in effect we are saying, "The money used to go to big State
institu*O'ns, and so that's where we sent our people." Now we are
starting to build another delivery system by sending money to the
providers.

Have you looked at this issue of whether we should just continue
to try to improve the quality by sending money to institutions only
and then picking the people who will go to what institution?

Dr. BRADDOCK. No. As I understand the way the bill is struc-
tured, it would also impose an expectation upon private providers
of service with facilities larger than stipulated sizes in addition to
institutions. It is not strictly focused on State institutional pro-
grams but rather on ICF/MR facilities outside the institution that
are larger than 16 beds.

Senator DURENBERGER. But the decision about who goes where
and the responsibility--

Dr. BRADDOCK. Well, on that particular topic I am not sure I
would prefer to give an answer off the top of my head. I don't like
to think in terms of an ideal world; I would rather deal in terms of
fiscal facts and parts of the legislation that I understand in some
detail.

Senator DURENBERGER. Well, perhaps some of the others who are
going to testify can try to think in this sort of an ideal world, and
maybe you can with a little time. It may be unfair to pop that on
you here, but because of your background I would like some testi-
mony in the record on that issue.

Senator EXON. Dr. Braddock, thanks for coming. I am going to
look through your material,-because I am very much interested in
this.

Since I am for both types of facilities and improving both, would
it be fair to say that your testimony is to represent that it is your
belief that the measure before us essentially would mandate more
of the Federal funds, whatever they are, go to community-based fa-
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cilities and at least take that portion of the decision away from
local officials? Is that a fair paraphrase of what you are saying?

Dr. BWMOCK. It is my understanding that the bill as it is writ-
ten-but I would want others who are dealing of the technicalities
of the language of the bill to determine whether or not a mandate
is required-certainly the intent of the bill is to phase down and
phase out State institutions in the United States. I think this is a
primary purpose, and to provide alternative services in community
settings.

Just by way of summation, I think, in 1977 we had one State in
the United States that provided at least $1 of care in the communi-
ty for every $1 in the institution, and that State was Nebraska.
And over the last 8 years only three States, if you total up all of
their institutional and community expenditures excluding SSI and
SSDI actually spent a little bit more money in the community than
they spent in the institution. And those three States were Nebras-
ka, Minnesota, and Colorado.

Now, as of 1984 we have an additional seven additional States
that are spending an approximate one-to-one parity, which I think
is a reasonable intermediate-term goal-not necessarily a long-
term goal but an intermediate-term goal. Those seven have several
members on the committee representing them, including Rhode
Island, Florida, New Hampshire, Vermont, and Michigan.

I think what is important to recognize is that a number of States
have been able to initiate major community services priorities, and
Nebraska certainly is one of them that is probably going to be the
least impacted by any compromise type of legislation that comes
out of S. 2053, in my view.

Senator EXON. Thank you for being here, and I appreciate your
testimony. I am not sure that I agree with your conclusions, but
you are an expert, and that's what we need. Thank you.

I would like it to be known, so that there is not any more confu-
sion, I am not a member of the committee, and if I were I would be
sitting on the other side of the table. I just wanted to clarify that.

Senator CHAFEE. Well, we are glad to have you on this side of the
table, and it was good of Dr. Braddock to make some nice com-
ments about Nebraska, wasn't it?

All right. Thank you very much, Doctor.
The next panel will be Barbara Matula, Dr. Howse, Senator

Bloom from Illinois, Dr. Carl, and Mr. Gunther.
Will those panelists please come to the podium?
Everybody's statement will go into the record, so there is no need

to read your statements in full. We have quite a few witnesses and
want to give everybody a chance. So if we start right off, you can
summarize your statements. Everybody has 2 minutes. There will
be a chance for questions to draw you out.

So, Ms. Matula, if you will start right off.

STATEMENT OF BARBARA MATULA, DIRECTOR, DIVISION OF
MEDICAL ASSISTANCE, NORTH CAROLINA DEPARTMENT OF
HEALTH AND HUMAN RESOURCES, RALEIGH, N.C., ON BEHALF
OF THE AMERICAN PUBLIC WELFARE ASSOCIATION
Ms. MATULA. Thank you.
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I am here representing the State Medicaid Directors Association,
and, as you can imagine, the issue of caring for the mentally re-
tarded is an issue of considerable concern to us.

While deinstitutionalization isn't new to the States, I think the
most important recent impetus to that has been the waivers which
allow us to expend medicaid funds in home and community-based
settings rather than in the traditional institutional settings.

Summarizing very quickly, I think that our primary concern
with the bill is that it severely limits the variety of settings in
which the disabled individual could receive treatment.

We believe that providing each recipient with the most appropri-
ate care does not mean, always, providing community-based care.

An individual, we feel, should not arbitrarily be moved from one
type of setting to another unless he or she is going to benefit from
this, and I think you have experts in the field who could tell you
better than I that not everyone will benefit from a community set-
ting.

Most importantly, as State officials, we do not feel that the Fed-
eral Government should be prescribing specific sizes and locations
for each State.

We feel that we do have the experience now in the medicaid pro-
gram, though it is only 2 years under our belt, of providing care
and incentives for home and community-based waivers, and I think
if my testimony led to one conclusion it would be that we strength-
en that area.

This is very new. We have moved slowly. We didn't want to
repeat some of the old mistakes and the old charges of "dumping"
patients; thiA was not our intent. But the waivers, over half of
which have been particularly for the MR/DD population, I think
need to be strengthened. Perhaps we should remove the idea of"waiver" and make this a State option, that the medicaid dollars
can follow the patient to the lowest appropriate setting for his or
her needs.

We don't want to undermine the family and natural community
support structures; we have some concerns that the bill might un-
intentionally do that.

I would think that if I can beat my limit I can give my time
maybe to someone else, and I would be happy to do so.

Senator CHAFEE. All right. Well, thank you very much, Ms.
Matula.

Dr. Howse.
[Ms. Matula's prepared statement follows:]
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Mr. Chairman, members of the Subcommittee, good afternoon. I am

Barbara 0. Matula, director of the North Carolina Oivision of Medical Assistance

and current chair of the State medicaid Directors' Association.

I come before you today to present the views of state Medicaid directors

on the issue of providing care to the mentally retarded and developmentally

disabled, and specifically, our views on the Community and Family Living

Amendments of 1983 (S. 2053).

As this Subcommittee is well aware, the Medicaid program pays for a large

part of all the long-term care services in this country. About half of

the money spent on nursing home care comes from Medicaid. This accounted

for $13 billion in FY 82, of which $3.6 billion was for the care of

recipients in intermediate care facilities for the mentally retarded (ICF/MR).

The issue of caring for the mentally retarded and the developmentally

disabled, therefore, is one of great importance to all state Medicaid directors.

The bill before the Subcommittee today, S. 2053, is intended to reduce,

over a period of several years, the number of severely disabled people

residing within institutions. The policy of deinstitutionalization, in

general, is a good policy, and one which states have pursued now for well

over a decade. In the last twoyears, deinstitutionalization has been

advanced within Medicaid by the widespread use of waivers to provide home

and community-based care. Approximately half of the 100 waiver applications

that have been submitted by states focus specifically on mentally retarded/

developmentally disabled individuals. The move to deinstitutionalize has

been viewed by both state administrators and health professionals as a

33-270 0-84-9
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step forward in providing the most appropriate care for the handicapped.

It appears, however, that some misunderstanding has arisen regarding the

states' efforts to move or keep the disabled out of institutions. S. 2053

seems to presume that states still are financially biased toward institu-

tionalizing Medicaid recipients and that the existence of this bias will

only disappear if federal funding to institutions is stopped. We disagree

with this presumption. While we concur with the bill's general goal of

furthering deinstitutionalization, we believe that the policies it lays

out are based upon incorrect premises regarding current state activities

and the best treatment setting for each disabled person.

Our primary concern with S. 2053 is that it would greatly limit the variety

of settings in which severely disabled individuals could receive treatment.

Providing each recipient with the most appropriate care does not mean providing

conunity-based care in every instance. An individual should not be moved

from one type of setting to another unless he or she would benefit from

the move. However, it appears to us that S. 2053 would force states to

provide all Medicaid services to severely disabled individuals in a community-

based setting, even through this may not always be best for the recipient.

Some disabled people need the type of intensive, ro'ind-the-clock care that

can only be provided efficiently in an appropriate institution. We do

not believe the federal government should be in the business of prescribing

uniform sizes and locations for the provision of care. These determinations

are best left to the states, which now have the experience and the incentive

under Medicaid to provide the various types of care needed by the disabled.
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A serious concern can also be raised about the cost-effectiveness of a

_community care mandate for the severely disabled. We believe that S. 2053

could lead to increased cost per day in providing care to many Medicaid

recipients and would almost certainly lead to increased total costs. There

is an underlying assumption that community-based care is less expensive,

on average, than institutional care. However, if intensive care is provided

to individuals in several small settings, rather than in one large setting,

there could be significant inefficiencies. Qualified professionals to

provide care and rehabilitation to disabled individuals are in relative

short supply. Aside from the cost of recruiting and training the large

number of new professionals that would be needed, it is doubtful that having

them available in each community facility would be cost-effective, especially

given the other legitimate demands on the limited health and social care

resources we are willing to pay for in this society. Thus, community,

facilities, as defined in S. 2053, would not always be able to sustain

adequate staff or equipment for those most in need without becoming prohib-

itively expensive. As an example, in North Carnl na we have found group

homes to be as expensive, or more expensive, on average as large institutions.

Regarding eligibility and cost, it appears to us that section 6 of the

bill would significantly increase the number of persons eligible for Medicaid,

and therefore, would significantly increase the total expense of the program.

Under home and community-based care waivers, states are using waivers to

remove mentally retarded individuals already residing in institutions and

place them in the community. The liberal eligibility guidelines suggested

by S. 2053, however, would lead to coverage for many individuals, currently

in the community, who are being cared for by family and friends. While
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undoubtedly some of these people deserve additional assistance, we believe

it would be a mistake to significantly interfere with the natural support

network In the community. That network needs reinforcement, not replacement.

One further concern with the bill is the impact on patient and family rights.

If enacted, S. 2053 would severely limit the choice of treatment centers

available to individuals and their families. Although this may not be

the bill'sintent, it would appear to be its consequence. S. 2053 does

allow for a hearing process in which individuals and their families may

appeal for care in a larger institution. But the result would be to put

the state at risk for financing that care for those whose appeals are

successful. It seems to us perverse to remove all federal funding for

large institutions, yet at the same time acknowledge, through the establish-

ment of a fair hearing process, that larger institutions may be the appropriate

setting for care and treatment.

In the interest of addressing the goals of the bill, but avoiding some

of the problems it would create, we offer two observations:

First, the states are currently capable of carrying out the process of

deinstitutionalization for those individuals who would receive more appropriate

care in a community setting. The states have been pursuing this policy

for more than a decade and the activity has recently been enhanced by the

home and community-based care waivers program. If there has been a concern

on the part of the mentally retarded and their families, it may be that -

the process is not proceeding as fast as some would like, but it has been

proceeding in the careful manner necessary to avoid costly mistakes.
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Second. the goal of deinstitutionalization would be benefited most at this

point, if home and community-based care services were made a state option,

rather than a waiver program. The states have acted responsibly and prudently

under the waiver program. There is no reason to believe this would change

if home and community-based services were made a less cumbersome state option

instead. An option would avoid the delays and uncertainties that accompany

the waiver process, and would, therefore, foster the same state efforts to

deinstitutionalize that the drafters of S. 2053 seek. States would still

need the flexibility to waive statewideness and comparability to run an

effective program, but this, too, could become a state option.

In conclusion, let me reiterate that state Medicaid directors support a policy

of deinstitutionalization, but such a policy must acknowledge that optimum

care for the individual is contingent on maintaining a variety of treatment

settings. To the extent this option Is constrained by federal statute or

regulations, those in need will suffer.

Thank you for this opportunity to present our views. I would be happy to

answer any questions you may have.
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STATEMENT OF DR. JENNIFER HOWSE, DEPUTY SECRETARY,
OFFICE OF MENTAL RETARDATION, PENNSYLVANIA DEPART-
MENT OF PUBLIC WELFARE, ON BEHALF OF THE NATIONAL
ASSOCIATION OF STATE MENTAL RETARDATION PROGRAM DI-
RECTORS, INC.
Dr. HOWSE. The State directors of mental retardation gladly

accept the time given by the State medicaid directors.
Senator CHAFEE. I am not sure she specifically offered it to you,

but you are the first one in line, so you take it.
Dr. HOWSE. Thank you so much, Senator. [Laughter.]
I am here representing the National Association of State Direc-

tors of Mental Retardation Programs. There are 50 of us. We col-
lectively represent services to over 500,000 mentally retarded citi-
zens across this country.

The national association supports the development of a compre-
hensive system of community-based services for developmentally
disabled persons in each State; however, we oppose the enactment
of S. 2053 in its present form. I will give you 11 quick reasons why
we oppose the bill in its present form, and you can read them more
indepth in the testimony that we have presented to the committee.

The 11 reasons are:
One, we feel that the bill as constructed would ignore the signifi-

cantly different problems facing the 50 States today and ignore
social, demographic, political factors, et cetera, that have to be
taken into account.

Two, we believe that the bill would require States to absorb the
unamortized portion of renovations and capital improvements to
existing State facilities.

Three, the bill doesn't offer any assurance of the continued avail-
ability of Federal funds to support the contemplated expansion of
community services.

Four, we believe that it could cause a deterioration in the quality
of service in the very facilities that are being phased out over the
proposed 10-year period of time.

Five, the bill does not provide reimbursement for staff training,
which is a critical component of developing a quality service in the
community.

Six, we believe the bill would complicate the already-difficult
task of dealing with neighborhood resistance to the development of
community services.

Seven, we believe the bill would increase the risk, of developing
substandard community programs based on the mandated sched-
ule, which for big States is a very tough schedule indeed.

Eight, it would require the expenditure of billions of dollars in
capital outlays for community programs, to construct them in a
fashion or renovate them in a fashion that is appropriate and fire
safe.

Nine, the bill would have a rather substantial impact on institu-
tional employees, and does not appear to provide the States much
relief in that respect.

Ten, the bill, I believe Dr. Braddock mentioned and I certainly
agree, is unusually litigious in its nature; it actually invites litiga-
tion.
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Senator CHAFEE. Do you have these items numbered in your tes-
timony?

Dr. HOWSE. Yes, sir. They are numbered by letters of the alpha-
bet in the testimony.

Senator CHAFEE. Starting on page 7A? A is one?
Dr. HOWSE. Yes,- sir, and summarized in considerably more

detail.
Eleven, the last criticism that we have of the bill, Senator, is

that we believe that it places too much authority in the hands of
residential service providers in terms of managing services.

Another concern that we have is that the bill, as it's written,
would vastly expand the number of eligible clients, and therefore it
would expand the Federal and State costs involved in providing
services. Also we think the reimbursable services in the bill as it is
presently constructed, are defined too broadly_

This all might sound as if we have enormous opposition to the
bill; however, that's not true, Senator.

Senator CHAFEE. Outside of that, you support the bill. [Laughter.]
Dr. HOWSE. These are very practical considerations. We think

you have been enormously statesmanlike, and you are very timely
in your efforts and the efforts of this committee to substantially
reform the use of medicaid services and funding to support the di-
rection of community-based services. And indeed, I am sure you
will find, from examining testimony, that the majority of States in
this country have gone in the direction of moving their medicaid
dollars into community services.

Our colleague, the North Carolina State director of medicaid,
mentioned the waiver program. We have an alternative. It is
simply a modification of the bill as you have proposed it. We would
like very much for the committee to consider this alternative along
with other alternatives that I am sure will be brought up today.

Our alternative simply would be to legitimize the existing waiver
authority in such a fashion that there would be a statutory modifi-
cation so that States could actually receive financing for home and
community based services by making those services a part of the
State medicaid plan. States could chose to do so; there would be
certain strings attached to the Federal commitment. None of us be-
lieve-despite your good intentions-that we receive funds without
any obligations in return.

But the obligations -would include a multi-year plan; States
would set criteria, schedules, specify ways that interagency coop-
eration would be achieved, and the like.

In short, we hope that the fact that there is some stiff opposition
to the bill does not result in throwing out the baby with the bath-
water. We do think that the time is right for redirecting medicaid
into community based services.

We think that alternatives that prescribe a way for that to occur
are very timely, and believe and urge that the committee find a
legislative vehicle to achieve the redirection of medicaid dollars,
and to redirect Federal policy and Federal financing towards com-
munity based services.

Senator DURENBERGER. Thank you.
[Dr. Howse's prepared statement follows:]
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" NASMRPD supports the development of a comprehensive system of

community-based services for developmentally disabled persons in each

state. However, we oppose the enactment of S. 2053, in its present

form, for the reasons outlined below.

" The establishment of a fixed national schedule for phasing-out federal

Medicaid support to all larger institutions serving chronically

disabled, non-elderly recipients would:-(a) ignore the significantly

different problems facing the 50 states and, thus, fail to account for

the unique social, demographic and political factors each state must

contend with in its efforts to achieve permanent systemic reforms; (b)

require many states to absorb the unamortized portion of institutional

renovation costs, previously mandated under federal ICF/MR regulations

(c) offer no assurance of the availability of federal funds to support

the contemplated expansion in community-based services; (d) cause a

deterioriation in the quality of services in facilities scheduled to

lose Medicaid support; (e) require the states to provide staff training

service not reimbursable under the Act; f) complicate the task of

dealing with neighborhood resistance to the establishment of community-

based facilities; (g) increase the risk of developing substandard com-

munity progress Wh) require the expenditure of billion of dollars in
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capital outlays to construct appropriate, fire safe community

residences; (i) place states in the double bind of trying to meet the

legislation's institutional depopulation goals while at the same time

cushioning the impact on institutional employees; (j) afford the states

inadequate protection against devisive, time-consuming litigation; and

(k) place too much authority in the hands of residential service provi-

ders.

" S. 2053's proposed eligibility standards also would create new ine-

quities and vastly expand the number of eligible clients as well as the

federal/state cost of providing long term care services under Medicaid.

" Reimbursable services are defined too broadly in the bill and, con-

sequently, would extend Medicaid funding to previously excluded areas

of programming.

" As an alternative to S. 2053, NASMRPD supports the following revisions

in existing law:

* Permit states to offer "home and community-based servicesO as an

optional coverage under their Medicaid plans for recipients severely

disabled since childhood who otherwise would require long term care

services in a Title XIX-certified institution.

* Require, as a condition of approval of a community care waiver

request or a state plan amendment after July l 1985, that a state:

(a) offer home and community care coverage as an optional Medicaid

service no later than July 1, 19901 and (b) implement a ten year
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plan to minimize the number of developmentally disabled recipients

inappropriately placed in large institutional settings.

" Increase the federal Medicaid matching ratio for home and community

care services by five percentage points above the state's normal

share of Title XIX costs.

" Authorize states to cover pre-vocational services for eligible, non-

elderly disabled persons as part of a home and community care ser-

vice program, under certain specified conditions.

" Limit the Secretary's authority to place restrictions on the manner

in which average per capita expenditures are calculated for purposes

of approving a home and community care waiver request or the pro-

posed optional state plan service discussed above.
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I. introduction

The membership of the National Association of State Mental Retarda-
tion Program Directors consists of the designated officials in the
fifty states and territories who are directly responsible for the
provision of residential and community services to a total of over
half a million mentally retarded children and adults. As a result,
we have a vital stake in the evolution of federal Medicaid policy.

According to statistics compiled by the Health Care Financing
Administration, federal-state Medicaid payments on behalf of 124,600
residents in intermediate care facilities for the mentally retarded
(ICF/MR) totalled $3.6 billion in FY 1982. Outlays for ICF/MR ser-
vices are expected to climb to $4.2 billion in the current fiscal
year. The federal share of such costs was $2.0 in FY 1982 and will
approach $2.4 billion during FY 1984. This makes ICF/MR reimbur-
sements by far the single largest source of federal aid to the
states for services to mentally retarded persons.

II. Recent Trends

Since the late 1960's the states have emphasized the development of
communlty-based alternatives to large, multi-purpose institutions.
As a consequence, we have witnessed a steady decline in the number
of persons residing in public and private institutions for the men-
tally retarded. For example, since 1967, when the population of
public institutions peaked, the aggregate number of mentally
retarded residents has declined by almost 77,000--or to 117,850 by
June 30, 1982.

Meanwhile, there has been a sharp increase in the number and types
of community residential and daytime programs for mentally retarded
and other developmentally disabled persons. A 1977 survey, con-
ducted by the University of Minnesota Center for Residential and
Community Services, found that over half of the 4,427 community
residential facilities serving the mentally retarded, nationwide,
had been established within the preceeding five years. A more
recent study by the Center revealed that the number of small com-
munity residences (serving 10 or fewer persons) almost quadrupled
between 1977 and 1982 and the number of residents living in such
facilities more than tripled (from 17,635 to 51,132).

The Commonwealth of Pennsylvania illustrates the historic changes
which are taking place in professional and societal views of the
most appropriate methods of serving mentally retarded persons. In
1966, Pennsylvania operated nine state schools for the mentally
retarded serving a total of 13,470 residents. Today, the number of
residents in Commonwealth institutions has declined to 6,400, or
less than half the number seventeen years ago. Over the past 24
months, we have closed three state-operated mental retardation units
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and the Secretary of Public Welfare recently announced plans to
phase out one of Pennsylvania's largest an best known retardation
treatment facilities, Pennhurst State Center. by June 30, 1986.

Meanwhile, support for community-based living and programming alter-
natives has grown rapidly in Pennsylvania. The FY 1984-85 budget,
which Governor Thornburgh submitted to the Legislature two weeks
ago, requests $270.8 million for community mental retardation ser-
vices, or 122.5 percent more than the amount expended just five
years ago. In FY 1984-85, the Pennsylvania Office of Mental
Retardation will serve:

* 6,792 clients in community residences, most of whom will live in
small, home-like environments;

* 9,986 in sheltered workshops, work activity centers and other
daytime habilitation programs;

* 6,363 in infant stimulation and other early intervention
programs; and

* 14,181 mentally retarded persons and their families through
various types of in-home training, respite and related
assistance programs.

The trend toward serving mentally retarded and other developmentally
disabled persons in the community is clear--not only in Pennsylvania
but across the Nation. NASMRPD supports this trend. In our view,
the fundamental question before this Subcommittee today is not the
direction which future policy should take, but rather the manner in
which federal law should be altered to facilitate this process,
without jeopardizing the quality and appropriateness of services
rendered to existing or future retarded clients.

III. Basic Assumptions

Before examining some of the practical problems inherent in S. 2053,
as cUrrently drafted, I want to underscore the fact that NASMRPD
agrees with several of the basic premises that underlie the
"Community and Family Living Amendments of 1983". For example, che
Association agrees that:

* Existing federal Medicaid policy offers the states poerful
incentives to place and maintain disabled persons in large,
multi-purpose long term care institutions, since reimbursement
for home and community-based service alternatives is not
generally authorized under current law.

" Thousands of mentally retarded and other developmentally dis-
abled persons who currently reside in public and private
institutions would benefit from transfer to less-restrictive,
community-based care settings.
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" A fundamental goal of state residential systems serving mentally
retarded and other developmentally disabled persons should be to
assure that each client is placed in the most normalizing, least
restrictive living environment, given his or her service needs.

" Steps need to be taken to build upon the precedents established
under the Medicaid bie and community care waiver authority if
the states are to meR current and future demand for appropriate
community living and programming opportunities.

IV. Commentary on S. 2053

While NASMRPD agrees with several of the basic premises of the
"Community and Family Livirtg Amendments", we also believe that were
the bill to be enacted intc law in its present form states would
face enormous problems in implementing its provisions; as a con-
sequence, many of the objectives which are being sought would not be
realized. I would like to briefly review several key provisions of
S. 2053 and outline the reasons why our Association feels they are
ill-advised.*

A. Phasing Out Support for Larger Medicaid-Certified Institutions.
Under the provisions of S. 2053, states would be allowed up to
ten years to phase out Title XIX support for any Medicaid-
certified long term care institution serving the severely
disabled which did not qualify as a "community or family living
facility", as defined in the proposed Section 1918(h)(2), pro-
vided the state had an implementation agreement with HHS that
complied with Section 1918(i) of the bill. There are a number
of practical reasons why many states would have great difficulty
in fulfilling such a mandate, including:

@ States face significantly different problems as they attempt
to accommodate their existing MR/DO service systems to the
demands of the future and consequently, it would be nearly
impossible to fashion a, Institutional phase-out schedule
which would properly account for all of the unique social,
demographic and political factors likely to influence
policies In each state.

* Many states would be required to absorb the unamortized por-
tion of the cost of institutional renovation projects man-
dated under past federal ICF/MR regulations.

* A more detailed discussion of the Association's views regarding S. 2053
is available by writing NASMRPD, 113 Oronoco Street, Alexandria, Virginia
22314.
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0 The bill offers no assurances that federal funds will be
available to support the contemplated expansion in
community-based services.

@ The quality of services in institutional facilities would be
likely to deteriorate during the phase-out period.

* Objections from clients and parents to community placement
would complicate the task of meeting the institutional
phase-out schedule mandated under the bill.

B. Developing Community Alteriatives. As noted above, states would
be required to enter into a "community and family implementation
agreement" with HHS in order to qualify larger residential faci-
lities for continued Medicaid support during the phase out
period. The overall effect of this mandatory phase out provi-
sion of S. 2053,-combined with the detailed stipulations of the
implementation agreement, would be to shift responsibility for
formulating Medicaid long term policy, as it affects severely
disabled persons, from the states to the federal government.
NASMRPD believes that such a shift would: (a) be incompatible
with the basic philosophy of a federally assisted, state admi-
nistered program such as Medicaid; (b) lead to significant ine-
quities in implementation because of the previously mentioned
differences in needs and resources among the fifty states; and
(c) be difficult to implement because HHS lacks the specialized
staff resources necessary to properly administer the program
called for in the bill.

NASMRPD also is concerned that several of the obligations states
wculd be required to undertake in order to maintain an accep-
table implementation plan are unrealistic, including:

@ Federal training funds are not authorized under present or
proposed law, even though S. 2053 would obligate the states
to provide training services to community program staff. __

* Lack of community acceptance would be a barrier to achieving
the proposed institutional phase-out schedule in many
states.

e The risk of developing substandard community programs would
increase, If S. 2053 were enacted into law.

e Billions of dollars in capital outlays would be required to
construct safe, accessible community residences for the
multi-handicapped, non-ambulatory residents who remain in
public and private institutions.

e the proposed employee protections do not solve the enormous
logistical and political problems many states would face if
they were required to phase out Medicaid support for all
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large public institutions according to the schedule set
forth in the bill.

a The provision for parental appeals, contained in Section
1918(i)(1)(k) of S. 2053, would be difficult to administer
and afford the states inadequate protections.

* The bill, as drafted, would place too much authority and
control in the hands of providers of residential services.

C. Eligibility for Services. In S. 2053, the term "severely
disabled individual" is defined in the same manner as the term
"developmental disability" in the Developmental Disabilities
Assistance and Bill of Right Act, except that: (a) the age of
onset of the disability would have to have occurred prior to
age 50, rather than 22; and (b) mentally ill persons between the
ages of 21 and 64 would be treated as ineligible for benefits.

Limiting benefits to persons disabled prior to age 50, in our
view, makes little sense in the context of overall Medicaid
policy. It is difficult to argue, for example, that a 45-year
old bus driver who sustains a serious spinal cord injury in a
traffic accident should be entitled to an entirely different set
of benefits than a similarly injured colleague who happens to be
55 years old.

Furthermore, state and federal outlays for long term care ser-
vices on behalf of severely disabled Medicaid recipients would
rise percipitously if S. 2053 were enacted into law--primarily
because of the additional number of clients who would become
eligible for Title XIX reimbursable services. Based on an ana-
lysis of available data, NASMRPD calculates that the number of
retarded persons who would be eligible for long term care bene-
fits under Medicaid would at least double in the short run and
more than triple in the longer term. And, these estimates do
not even begin to account for the effect of adding thousands of
non-retarded persons who would become eligible for long term
care services under the bill; nor do they factor in the
increased marginal costs of operating larger public and private
institutions over the ten to fifteen year phase out period that
would be authorized under the bill.

With the federal government struggling to keep the deficit under
$200 billion annually and many states facing difficulty in
sustaining current service levels despite recent tax increases,
we feel it is essential that individuals and groups interested
in the welfare of severely disabled individuals conceptualize an
incremental strategy for altering Medicaid policies that: (a) is
consistent with the goal of offering eligible severely disabled.-
recipients long term care services appropriate to their needs in
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a setting which maximizes their opportunity for growth and
self-fulfillment; and (b) assures reasonable, controlled growth
in Medicaid outlays over the next five to ten years.

D. Covered Services. Under the provisions of S. 2053, a wide range
of home and community-based services rendered to Title
XIX-eligible, severely disabled persons would be treated as
reimbursable costs under the Medicaid program. The way in which
several of those services are defined deserves comment:

" Home or Community-Based Health Care Services. The bill
indicates that such services as *.. .described in Section
1915(c)(4)(B)" of the Act would be reimbursable under the
proposed program for severely disabled persons. The cited
section of the Act outlines services that may be covered
under an approved home and community care waiver program.
However, the technical language of S. 2053 leaves some doubt
in our mind as to whether the drafters intended to authorize
Medicaid reimbursement for all, or just certain, services
currently fundable under a Section 1915(c) waiver.

" Comprehensive Services for Independent Living. No one would
deny that severely disabled persons can benefit from inde-
pendent living services or that demand for such services
greatly exceeds the current supply. The question is: should
such services be reimbursable under the federal-state
Medicaid program. Section 702(b) of the Rehabilitation Act
of 1973, as amended, defines the term comprehensive ser-
vices for independent living" to mean .. .any appropriate
vocational rehabilitation service... and any other service
that will enhance the abil-ity of a handicapped individual to
live independently and function within his family and com-
munity and, if appropriate, secure and maintain appropriate
employment.' Traditionally, vocational rehabilitation and
job placement services have not been treated as reimbursable
expenses under the Medicaid program.

* Room and Board. Since most potentially eligible recipients
of benefits under the proposed new program for severely
disabled persons would qualify for SSI benefits, we see no
reason to treat room and board costs as a Medicaid reimbur-
sable service. The notion of an individual entitlement to
cash assistance, NASMRPD believes, is more compatible with
the goal of fostering independence and self-reliance, which
is the hallmark of community-based services. By contrast,
the single vendor payment approach, which has long charac-
terized Medicaid long term care policy, tends to reinforce
the client's dependency on the provider of services.

E. Standards Applicable to Non-Complying Facilities. In order to
avoid reductions in federal payments for administrative costs
incurred in operating the Medicaid program, states would be

33-270 0-84-10
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required under S. 2053 to give assurances that periodic indepen-
dent reviews of all large, former ICF/MR facilities would be
conducted, to assure that they remained in compliance with
federal ICF/MR standards. In other words, compliance with
federal standards would be mandatory in decertified facilities.
We doubt that such a provision would be upheld in court, it, as
seems certain, it were to be challenged on either statutory or
Constitutional grounds.

F. Enforcement and Penalty Provisions. The bill incorporates a
confusing array of auditing and oversight requirements. NASMRPD
members recognize the states' continuing obligation to maintain
proper accountability for federal Medicaid funds. However, we
believe that the present requirements of the Chafee bill would
lead to duplication of effort and consequently impede effective
implementation of the program.

Finally, S. 2053 would permit any interested party to file suit
in federal district court if he or she felt the terms of the Act
were being violated. NASMRPD fears that such an open-ended
authority to litigate would lead inevitably to suits that would
hinder, rather than advance, effective implementation of the
program.

V. NASMRPD's Alternative Proposal

While our Association opposes the enactment of S. 2053 in its pre-
sent form, we strongly support statutory modifications in Title XIX,
aimed at encouraging the states to expand and improve commnity-
based alternatives to large institutions. In this concluding sec-
tion of my testimony, I will outline for the Subcommittee a
coordinated set of statutory amendments which, NASMRPD believes,
would reduce the "institutional bias of present Medicaid policy, as
it applies to the provision of long term care services to eligible
developmentally disabled clients. The ideas expressed below are not
intended to be a polished legislative proposal, but rather a preli-
minary attempt to identify a reasonable middle ground between those
who are satisfied with existing Medicaid policies and those who
believe that Title XIX support for all long term care facilities
serving more than fifteen non-elderly disabled recipients should be
phased out over the next 10 to 15 years.

With these thoughts in mind, NASMRPD recommends that the following
changes be made in existing law:

A. pUtonal Coverage. Add "home and community-based services", as
that term Is currently used in Section 1915(c)(4)(8) of the
Social Security Act, as an additional service which states may
elect to cover under their medical assistance plans, for reci-
pients severely disabled since childhood, in accordance with the
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provisioQs of Section 223 of the Social Security Act, and other-
wise requiring long term care in a Title XZX-certified
institution.

Under current law the Secretary of Health and Human Services may
approve waiver requests submitted by states desirous of pro-
viding Medicaid-reimbursable home and community-based services
to eligible recipients who, in the absence of such services,
"would require the level of care provided in a skilled nursing
facility or intermediate care facility..." (Section 1915(c)(1)
of the Act). As of December, 1983, 31 states had submitted a
total of 48 such requests to HHS which explicitly asked for
authority to provide home and community care services for men-
tally retarded and other developmentally disabled recipients.
Twenty-nine (29) of these requests had been approved, three (3)
had been disapproved and one (1) withdrawn; final action was
pending on the remainder.

Despite the advantages of the waiver program compared to past
policies and the clear evidence of the states' willingness to
use this alternative method of financing, there are several
features of the current statutory and regulatory authority which
suggest that, in the long run, it may prove to be an imperfect
vehicle for encouraging states to utilize lower cost home and
community-based care options. One prominent drawback of the
waiver authority is that it offers a state little incentive to
move systematically, over a period of years, to expand the
number and types of community-based services available to eli-
gible severely disabled recipients with long term care needs,
thereby making it possible to reduce the number of such persons
who are inappropriately placed in institutional settings.

Furthermore, from the point of view of a participating state,
the waiver process represents a less secure method of financing
services than those available under a regular state plan amend-
ment. With a waiver, for example, the Secretary can withdraw
approval just as simply as she initially approved the state's
request.

Finally, despite the fact that there is no statutory expiration
date for the home and community care waiver program, the
legislation is generally viewed in Washington as an experimental
attempt tq test the hypothesis that long term care services for
elderly and disabled persons can be provided more economically
and humanely if the states are given greater freedom to choose
among a wide array of Medicaid reimbursable service alter-
natives. Indeed, the very notion of a waiver authority is
derived from the Secretary's long standing stat.utory power to
grant waivers for the purpose of demonstrating new approaches to
providing services and cash assistance to persons eligible for
federally-assisted welfare benefits (Section 1115 of the Social
Security Act).
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Given the fact that many states with approved Section 1915(c)
waiver programs have substantially realigned their methods of
financing community-based services for developmentally disabled
clients, the elimination of this authority, or major constraints
on its future use, could be highly disruptive. Thus, continuity
of federal support is a major concern of participating states,
especially in view of the likelihood that most waiver-eligible
program participants will be dependent on public support, in one
form or another, for the remainder of their lives.

As an initial step toward addressing these drawbacks of the
existing waiver program, the proposed legislation would amend
Section 1905(a) of the Act by allowing states to offer home and
community-based services for certain, high risk developmentally
disabled recipients, as an optional coverage under their state
Medicaid plans. Except as specified below, the range of ser-
vices reimbursable under this proposed optional state plan ele-
ment would be the same as those currently specified in Section
1915(c)(4)(B) of the Act (see discussion under Item D below).
Eligibility for such services still would be restricted to
clients who were either currently residing, or at-risk of place-
ment, in Title XIX-certified long term care facilities.

We believe there are several sound reasons for drawing the para-
meters of eligibility in this manner. First, clinicians and
program administrators generally agree that severe, prolonged
disabilities occurring at birth or during a child's early deve-
lopment require significantly different treatment and life mana-
gement strategies than disabilities of similar severity that
occur after the individual reaches adulthood. Second, states
are organized to deliver services to persons who meet the defi-
nition of eligibility suggested above; in contrast, existing
service delivery responsibilities would have to be completely
revamped, at tremendous expense in both dollars and time, if
eligibility were to be extended to disabled persons up to age
50. And, finally, NASMRPD's proposed definition would assure
that home and community services would be focussed on the
appropriate target population--those most likely to be institu-
tionalized or at-risk of institutionalization.

B. Requirements of Participation. Amend Section 1915(c) of the Act
to specify that, on or after July 1, 1985, in order to qualify
for approval of a new or renewal waiver request on behalf of
recipients with severe disabilities originating in childhood (as
that term is defined in Section 223 of the Act), a state must
agree to. (a) offer home and community care services for such
recipients as an optional coverage under its state Medicaid
plan, beginning no later than July 1, 1990; and (b) develop and
implement a ten year plan aimed at minimizing the number of such
recipients inappropriately placed in large institutional
settings.
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Among the states specific obligations under this provision of
the legislation would be to: (a) establish a comprehensive
screening and assessment program to identify developmentally
disabled persons inappropriately placed in skilled nursing,
intermediate care and intermediate care facilities for the men-
tally retarded; (b) describe the level of care criteria, poli-
cies and procedures, it would use to determine whether a
disabled applicant is qualified for admission to a SNF, ICF or
ICF/MR facility (and, thereby, eligible to receive community
care services) and, if so, whether he or she would benefit from
such non-institutional services; (c) establish a pre-admission
screening program aimed at preventing future inappropriate
placements of developmentally disabled persons in SNF, ICF or
ICF/MR-certified facilities; (d) outline a systematic plan to
reduce the number of developmentally disabled persons
inappropriately placed in institutional settings over a ten year
period; (e) describe the steps that would be taken to develop
the home and community care services required to meet the needs
of persons inappropriately placed in Title XIX-certified long
term care institutions, as well as to deflect future institu-
tional placements; and, (f) describe the steps that would be
taken to assure that the activities of responsible state and
local agencies are properly coordinated to achieve the objec-
tives described above. Any state which failed to fulfill its
obligations under this agreement with HHS would be subject to
fiscal sanctions.

There are several reasons why NASMRPD believes that the proposed
extension of optional coverage for community care services on
behalf of certain developmentally disabled recipients would be a
prudent step. First, since eligibility would be restricted to
persons severely disabled in childhood, who are either residing
in Title XIX institutions or at-risk of placement in such facil-
ities, the total number of recipients potentially eligible for
community care benefits would be relatively small. Second, as
is the case under the existing Section 1915(c) waiver authority,
states would be obligated to demonstrate the cost effectiveness
of community alternatives, compared to institutional costs, and,
therefore, it should be possible to avoid uncontrolled growth in
program outlays. And, finally, most states already have well-
established networks of community care services for developmen-
tally disabled persons upon which to build. Generally,
community care systems for frail elderly and other disabled
Medicaid recipients are not as well-developed.

C. Increased Matchina Ratio. Amend Section 1902(a) of the Act,
effective July 1, 1985, to increase the federal matching ratio
for home and community-based services, delivered in accordance
with an approved Section 1915(c) waiver request or as an
optional service under a state's Medicaid plan on behalf of cer-
tain developmentally disabled recipients, by five percentage
points above the percentage a state is otherwise entitled to
receive under the provisions of Section 1905(b) of the Act.
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The purpose of this amendment would be to give the states a
positive fiscal incentive to develop community-based alter-
natives for developmentally disabled persons who are at-risk of
institutionalization. It would entail some additional federal
outlays, but since services would be restricted to persons
currently institutionalized or at-risk of institutionalization
in a Title XIX-certified facility, presumably the increase would
be offset, at least in part, by the generally lower average per
capita costs of home and community-based alternatives.

Unlike a similar provision in the Chafee bill, the proposed dif-
ferential matching for home and community-based services would
not be: (a) restricted to persons residing in Medicaid-certified
institutions as of the date of enactment of the legislation; or
(b) limited in duration to five years after an institutionalized
recipient was placed into a community-based setting. Therefore,
the states would not be faced with perverse fiscal incentives in
attempting to establish service priorities. Nor, would they
have to worry about "making up the difference* when the period
of differential matching expired.

D. Coverage of Pre-Vocational Services. Explicitly authorize the
states to cover pre-vocational services for eligible, non-
elderly disabled persons under a home and community care waiver
program and/or a state plan amendment (as discussed under Item A
above), provided certain conditions are met.

Most states which have submitted waiver proposals aimed in whole
or in part at providing home and community-based services to
eligible developmentally disabled persons are offering, or
intend to offer, day habilitation services which include task-
oriented activities intended to help participating clients to
acquire the social and job-related skills that are prerequisites
to entry into a vocational training program. Generally, such
clients are capable of very limited productivity, but they
nonetheless need the opportunity to engage in such training
programs if they are to make a successful and permanent adjust-
ment to living in the community.

HHS attorneys have prepared an informal opinion indicating that
neither vocational nor pre-vocational training services should
be considered reimbursable expenditures under a home and com-
munity care waiver. In view of the indistinguishable line be-
tween work-related training and other habilitative activities in
the case of such clients, a growing number of states have been
expressing concern that they may be- subject to sizable
disallowance, unless existing federal policies are clarified.

The proposed amendments would modify Section 1915(c)(4)(B) of
the Act by adding the following parenthetic qualifier after the
words Ohabilitati0n services": *(including pre-vocational ser-
vices for any eligible non-elderly client who is disabled as
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defined in Section 223 of the Act and is participating in a
program certified as a work activities center" under the provi-
sions of Section 14(c) of the Fair Labor Standards Act)N. In
other words, to qualify as a 'habilitation service" under a
waiver, or the state plan amendment proposed above, pre-
vocational activities would have to be provided to clients who
were determined, in accordance with the basic Social Security
Act definition of disability, to be I... incapable of engaging in
substantial gainful activity"; also they would have to be
receiving such services in a program certified by the U.S.
Department of Labor as serving individuals whose work produc-
tivity is *inconsequential."

E. Limitations on the Secretary's Authority to Approve Waivers.
Amend Section 1915(c)(2)(0) of the Social Security Act to limit
the Secretary's authority to place certain restrictions on the
manner in which average per capita expenditures are calculated
for purposes of determining: (1) whether a state qualifies for a
home and community care waiver; and/or (2) Is eligible to fur-
nish such services under the proposed optional state plan amend-
ment discussed above.

At the present time, HHS officials use a regulatory formula to
determine whether a state's waiver request meets the statutory
test of having projected average per capita expenditures with
the waiver that do not exceed average per capita expenditures
without the waiver. Furthermore, in reviewing state waiver
requests, the Department looks specifically at a state's com-
parative utilization estimates. Generally, requests which pro-
ject a significant growth in the number of persons eligible for
Medicaid reimbursable long term care services with vs. without
the waiver program are not approved. The net effect is to
severely limit the utility of the waiver program as a mechanism
for developing community-based services on behalf of elderly and
disabled persons who are mat-risk" of institutionalization in a
Title XIX-certified facility.

The proposed amendments would have the effect of mandating admi-
nistrative policies that carry out the original intent of
Congress in including Section 1915(c)(2)(i) in the Act. It
would accomplish this end by limiting the Secretary's authority
to issue regulations or other administrative policies circum-
venting this intent.

V. CONCLUSION

In summary, the major aim of the proposals discussed above is to
build incrementally on the existing home and community care waiver
authority. NASMRPD wishes to make clear that these proposals are
not intended to offer a solution to all of the complex problems of
assuring appropriate care for severely disabled persons with chronic
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health, social and developmental needs. Instead, they are an
attempt to outline a coordinated set of statutory changes that may
be achievable over the next few years.

Inherent in the legislative changes NASMRPD is proposing is a
recognition that: (a) society's view of the number and types of
developmentally disabled persons who can be served more
appropriately in community-based programs is changing and, there-
fore, federal policy should allow the states the flexibility to
accommodate to these change; (b) individual decisions regarding the
appropriateness of community care cannot be divorced from the
availability of resources to meet a given client's needs, at any
point in time, if we are committed to assuring that developmentally
disabled persons receive services in the community that are of equal
or higher quality than those provided in large institutional
settings; (c) size of a client's living environment should be just
one of many factors used to determine the appropriateness of any
client's residential placement; and, (d) states are at varying sta-
ges of implementing community-based service systems for developmen-
tally disabled persons and, consequently, federal Medicaid policy
should encourage each state to design its own strategies for
expanding and improving such services, rather than assuming that all
states can and should meet a uniform national schedule for phasing
out large institutional facilities.

As the Association's spokesperson, I want the members of this
Subcommittee to know that the leadership of NASMRPD is committed to
the enactment of legislation that will improve the quality,
appropriateness and accessibility of services for mentally retarded
and other developmentally disabled citizens. In pursuit of this
goal, we stand ready to work closely with the members of your staff
and other individuals and organizations who share similar objec-
tives.

Thank you for this opportunity to share our Asrociation's views. If
we can be of further help, I hope you will call on us.
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Senator CHAFEE. It seems to- me that one of the major points of
opposition, from this witness and many others, is going to be that
we are taking away an alternative. In other words, if you mandate
the community-based setting, then you are-as Dr. Howse said-
not leaving the institutional, if we can use that word, setting, and
the indication is that some patients might do better in the institu-
tional setting than they would in the community-based one; or, as
Senator Exon said, in some cases bigger could be better.

I think we want to address that, particularly in thinking of what
Dr. Braddock said. As the numbers in the institution shrink in size,
the cost of the per-patient per-day care in the institution rises very,
very dramatically. If you have an institution for 1,500, the ex-
penses are so much; but if the population of that institution be-
comes 300, you are left with many of your fixed costs, fixed operat-
ing costs, and so the per-patient per-day expenses are extremely
high. I think we have to consider that. I will be interested in what
the witnesses have to say.

I will turn it back to you, Mr. Chairman. Glad you're back.
Senator DURENBERGER. All right.
Senator Bloom.

STATEMENT OF HON. PRESCOTT E. BLOOM, STATE SENATOR,
STATE OF ILLINOIS GENERAL ASSEMBLY, ON BEHALF OF THE
NATIONAL CONFERENCE OF STATE LEGISLATORS
Senator BLOOM. Thank you, Mr. Chairman. It's kind of unusual

being on this side of the table.
This past December I became chairman of the National Confer-

ence of State Legislatures' Special Committee on Health Care Cost
Containment. I am here to represent the NCSL.

Our policy is that we believe that appropriate alternatives to in-
stitutionalization which are effective in maintaining the population
in their communities at a cost below institutional care should be
encouraged as a part of any comprehensive Federal long-term care
policy.

We basically are: "Aye" on the concept of S. 2053 but "No" on
the bill right now as it is presently written. It appears to be a little
more stick than carrot.

Speaking as someone from central Illinois-my district cuts
across two congressional districts; I am Peoria-based-I see our Illi-
nois Association for Retarded Citizens profoundly split on this
issue-profoundly, and deeply, and emotionally split.

I would like to pick up on the capital issues. To a degree in the
1970's, the mid-1970's or late-1970's, the States were trying to bring
their State institutions up to Federal standards and to get accredit-
ed through medicaid, and so on and so forth. Our concern is that a
State can't be a size 10 to size 16 shoe; they have different require-
ments, and we need the flexibility. And our own Department of
Health didn't get their medicaid waivers until fiscal year 1983.

In my own district, we are closing Galesburg Mental Health
Center, a very, very traumatic experience for many of the parents.
If this bill were law tomorrow, then one of the alternatives that
presently exist, St. Mary's on the Square, would not be allowed.
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St. Mary's on the Square was an outmoded hospital. Folks didn't
know what to do with it. Some people bought it and turned it into
apartment-living for the developmentally disabled, and these men
and women work in the Galesburg Community Workshop area and
are functioning parts of society. That should be encouraged. But it
is an apartment complex of almost 100 people.

Another point, we are concerned with. This bill does not address
the dual diagnosis problem. I had the misfortune of inspecting
Galesburg Mental Health Center three times because of the clo-
sure. Galesburg is just one of four mental health centers that have
been closed in the last 18 months in Illinois. Pointing toward com-
munity-based care, and I know the pressures that are being put on
the community-based care system.

There is a segment of the developmentally disabled or the retard-
ed population, profoundly retarded, heartbreaking situations where
people need 24-hour-a-day care, and you have to leave us a little
more flexibility to address these situations than S. 2053 presently
does.

I will answer any questions you have. We have submitted our
full statement.

Thank you.
Senator DURENBERGER. Thank you very much.
Dr. Carl.
[Senator Bloom's prepared statement follows:]
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STATEMENT OF SENATOR PRESCOTT BLOOM ON S.2053

Mr. Chairman and distinguished members of the committee, it is indeed

a pleasure to appear before you today to present testimony on behalf

of the National Conference of State Legislatures (NCSL*) on S.2053,

the Community and Family Living Amendments of 1983. I am Prescott

Bloom from Illinois, where I serve in the state senate. I also serve

as the Chairman of the recently established NCSL Special Comittee on

Health Care Cost Containment, which is an issue of great interest and

concern to me, personally, and to my state. The special committee will

meet over the next several months to discuss and review a number of state

and federal cost containment initiatives.

The NCSL Human Resources Comnittee which is responsible for guiding the

Conference policy on health, income maintenance, and social services, has

not had an opportunity to consider specific policy on S.2053. We believe

that NCSL long term care policy is applicable. The NCSL policy states in

"A comprehensive federal long term care policy which addresses
the health and social needs of the frail elderly population and the
physically and the mentally disabled should be developed and state
involvement in the formulation of such a policy is crucial. Federal
legislation should be patterned on successful program innovations which •
have been developed and tested at the state level. The National Con-
ference of State Legislatures believes that appropriate alternatives
to institutionalization which are effective in maintaining this popula-
tion in their communities at a cost below institutional care should be
encouraged as part of any comprehensive federal long-term care policy.
Alternative programs may be a cost efficient means of reducing costs and,
in addition, promote a better quality of l!fe for our frail elderly and
disabled people..."

• The National Conference of State Legisl. tures (NCSL) is the official
representative of the country's 7,438 state lawmakers and their staffs.
It is the only national legislative organization governed and funded by
the states. %
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NCSL would rather see the development of a comprehensive federal policy

which addresses all of the problems and concerns states have in the de-

livery of long term care services regardless of the population receiving

them.

The problem of economically and effectively providing health care service

for populations in need of long term care is an area of major concern to the

states and will be part of the focus of the NCSL Special Committee. This

is a complex and difficult issue that Illinois and a number of other

states are dealing with. A recent NCSL survey of the states found that 51

bills relating to nursing homes and alternatives to institutional long term

care will be introduced in state legislatures during the 1984 legislative

session. States are cautiously seeking Medicaid waivers to provide a

range of home health and community based health servicesto avoid premature

and unnecessary institutionalization. These community care waivers author-

ized under Omnibus Budget Reconciliation Act of 1981, (OMBRA), have been

extremely popular in the states. As of November of last year, the Health

Care Financing Administration (HCFA) had received 46 state applications

for 100 waivers.

Over the last 20 years, the movement at both the state and federal levels

has been to change service delivery pratices to accept the principal of

"normalization" and to provide care in the least restrictive setting to

enhance the individual's habilitation. States are moving towards the

deinstitutionalization of the elderly, and the mentally and physically
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disabled. Some states have moved rapidly to accomplish this goal, while

others have proceeded more cautiously.

Senator Chafes's bill addresses a subgroup of the long term care popu-

lation, the severely mentally retarded and disabled who are medicaid eligible.

Under the proposal, such persons would be eligible for Medicaid assistance

only if they were living in a family home or community based facility, as

defined in the bill. I comend Senator Chafes for meeting the challenge

and taking the initiative to develop a proposal in this important area;

however, the bill raises a number of questions and potential problems

for the states which we feel must be addressed.

The problems associated with the provision of long term care services

are broad, far reaching and not limited to the elderly, the mentally

retarded, the physically disabled, or any subgroup of these, but, encom-

passes them all. Many of the support services necessary for the care

of one group is equally necessary for the others, consequently a com-

prehensive approach to the provision of long term care may be indicated.

The states are well aware of the differences between the populations

served, in particular, the increased service demands of the severely

disabled versus those of the frail elderly needing long term care.

Elderly patients typically require more intensive services at the

end of their lives, while the severely disabled require an array of

services across an entire life span. Services for the handicapped,
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however, are usually oriented toward skill acquisition and independence

rather than medical or respite services provided to the elderly. For

the disabled the need for services may decrease over time as they acquire

independent living skills. -However, certain basic services such as housing,

primary health services and nutrition services are needed across the board.

Here, as well as in other areas, states believe there is potential for

developing a more cost-efficient way of delivering those services.

Again a comprehensive national policy which involves the states experi-

ences on needs in long term care would help resolve many of the conflicts

states presently operate programs.under. We believe that the analysis of

the needs-of the long term care population overall and the targeting of

needed services to those individuals who need them in whatever setting,

be it community based or within an institution, is the critical concern.

Over the years, the states have made a considerable financial commitment

to rehabilitate, modernize older facilities, or 1o construct new

facilities. Much of this work would be lost under the provisions of

S.2053, as many of these facilities would not qualify under the bill.

This is an area of great concern to state legislatures, particularly

those that have recently allocated funds to construct or modernize state

facilities.in order to meet compliance standards to receive reimbursement

under Medicare and Medicaid. It is estimated that the capital commitment

over this 20 year period has been in excess of $1 billion.
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NCSL is extremely supportive of the community care waivers available

under the Medicaid program. We believe the increased experimentation

should be encouraged under this existing provision to help states con-

tinue the movement toward community based care where it is determined

such care is desirable and cost effective. The Community and Family

Living Amendments Act of 1983 should provide an impetus to expand

the existing authority under the Medicaid program to further study the

special problems associated with the provision of long term care to

the severely mentally retarded in the context of a comprehensive long

term care policy.

Finally, the states must have adequate funding and flexibility to develop the

expanded support service network which will be needed to allow families or

community based programs to care for the severely mentally retarded or

disabled. Although it may be assumed that the benefits of family and com-

munity based programs will lessen an individual's reliance upon institu-

tional services, a more complete array of support services will be needed to

maintain individuals in their communities. Adequate federal funding will

be needed to design and maintain that array of services. States should

also have program flexibility to provide those services they know are

needed to adeuqately support individuals on a local level.

I thank you for this opportunity to share the views of NCSL with this

distinguished panel. NCSL looks forward to working with you on the develop-

ment of a comprehensive long term care strategy to assist all those in need

of these services. 0
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STATEMENT OF ROBERT L. CARL, JR., PH. D., ASSOCIATE DIREC-
TOR, DEPARTMENT OF MENTAL HEALTH, RETARDATION AND
HOSPITALS, DIVISION OF RETARDATION, STATE OF RHODE
ISLAND
Dr. CARL. Thank you, Mr. Chairman, and members of the com-

mittee.
You have the statement that Mr. Gunther and I submitted joint-

ly from the State of Rhode Island. I am one of those other 49 State
directors that Dr._ Howse references, and I'm here to support S.
2053.

I am here to support S. 2053 because basically it is what makes
sense and it is what's right on behalf of the people who are unable,
by and large, to speak for themselves.

Nobody would design the kinds of living that these people have
been put through and that they go through today, those people who
are institutionalized. No one would willfully and purposely design
that kind of a living arrangement.

I have traveled throughout these United States, I have operated
State institutions in several States, and I continue to travel. In the
last several weeks I have visited public institutions in several other
States in America. There are places that you would not let your
dog stay in. There are places that are a shame for this country.

What makes it a particularly shameful experience is-that we are
pouring billions of dollars into shoddy care, and we are doing that
under the guise and under the pretension that these people need
these kinds of services, when as a matter of fact all practical evi-
dence is that these folks, like all the rest of us, do best when they
are treated like folks-in- small settings-where they are treated
with dignity and treated with individuality. They are not lumps of
protoplasm; they are not just retarded folks; they are people, first.

When these people are treated as individuals-and come to
Rhode Island; I can show you the most severely retarded and the
most profoundly retarded and the most multiply handicapped
people living in community settings, living well in community set-
tings, small four-person homes and six-person homes and two-
person apartments, thriving, growing, living, and proud of them-
selves-they may not be able to talk, or they may talk a little bit
funny; they might not walk very well; they might have a whole
host of problems, and they may not be going to Harvard; but they
are people, and they will thrive when they are treated as people.

They will not do well when they are not treated as people; that's
what we've done in this country, that's what the medicaid program
today encourage in most State institutions, it is to keep people in
bad places, inappropriate places.

Thank you, Senator
Senator DURENBERGER. Thank you very much, Doctor.
George Gunther.

33-270 0-84-11
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STATEMENT OF GEORGE W. GUNTHER, JR., CHIEF ADMINISTRA-
TIVE OFFICER, DEPARTMENT OF MENTAL HEALTH, RETARDA-
TION, AND HOSPITALS, DR. JOSEPH H. LADD SCHOOL, STATE
OF RHODE ISLAND
Mr. GUNTHER. Mr. Chairman, I anthe superintendent of an in-

stitution for the mentally retarded in Rhode Island which has 397
people living there. In addition to that, I am also the operator of a
community program throughout the State of Rhode Island which
operates group homes and apartments throughout the State for
four to six persons in the group homes and two people in the apart-
ment programs, so about 125 people.

I am also the parent of a 25-year-old retarded woman who lives
in the institution. So from that background, this is what I have to
say:

Over the last decade in the United States, over 50,000 persons
have left institutions and returned to the community. There now
remains about 115,000 persons in public institutions for the retard-
ed. This legislation addresses the 115,000 persons in addition to pre-
venting thousands of others from entering institutions in the
future.

This legislation encourages the development of a community-
based residential and day-service system to replace the institution.
And looking at the United States on a State-by-State basis, the
community-based resident and day-service system either does not
exist in some States or it exists in a portion of the State, or it is an
incomplete system in many States where it does exist.

Over the last decade, since the beginning of the ICF/MR pro-
gram, States have been encouraged to and indeed have made huge
fmancial investments in institutions, both in improvements to the
physical plant and increases in the staff.

The professional groups and persons who oppose this legislation
raise some legitimate technical concerns about the elements of the
legislation, but the primary thrust of the bill is accurate and basi-
cally raises a major policy issue for the U.S. Federal Government,
which is: Should the Federal Government continue to invest huge
sums of money in a system of care such as large multipurpose in-
stitutions when all of the evidence and professional body of knowl-
edge recognizes this as a system that has outlived its usefulness to
the citizens who are retarded in the United States?

If one were to posit the answer as no, we should not continue to
invest this money in this kind of a system, then one needs to ad-
dress the elements of a bill that can effect the development of a
proper community-based system with a corresponding reduction of
institutional services in an orderly manner.

S. 2053 sets the stage for this to occur. The testimony we have
submitted suggests assurances that various groups need to support
this excellent concept as I do.

Thank you.
[The prepared statement, joint, of Dr. Carl and Mr. Gunther fol-

lows:]
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Geomge W. Gunthe.'. JA. '6 Sackpitound:

In the twnty-give yea.u that M. GwheA haU been in the 6ietd

od %etardation, he haz had the oppo~tunity to review 4e.rvc 6/om a

voie.ty o6 peupectivu. Fiut, he i6 the paAent o6 a t.enty-6ive ytr

otd woman who i %etaAded, and teude.6 at the V4. Jo6eph H. Ladd Center

o6 uwhch he i6 the Chie6 Adm.iiZtutive O 6.ceA. He 46 a puLt Board

Member o6 the Matonat AsociatZion o6 RetaAded Citizen6, and a pao6t BoAd

Member oK the America.n A6ociation on Mental Ve6.ency.

Dit. RobeAt L. Cat, J. '4 8ackground:

L4ring hi, 6 teen yea p4o6e,6onal careeA, N4. Cart ha. both,

d.itectty ad~inizteAed in4ti tona 6e./ing,6 ,in Ma-6achueta and OhLo,

and been %apou.bte 6o the deuveopment o6 ua4mou community zeiue6

in Rhode 16ta.nd. He hah 6eAved a4 a conAuttant to t'te United State4 De-

pdAtmet o6 Juwtice, nuineomou tate and private %enciez, and to vaAiou,6

ptofe66onat and parent-con4umeA groups.
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In the 1950'.6, VA. Samuet G'Ctdtey Powe eztabt.ihed the 6.iut pubtic

in tituton jot AetaAded etzen. in th count y. Within ten yeL,

VA. Howe had pubtict.y decided this action, and catted jo, the cto6ue 06

th,6 6c.tityJ. He eoecgtty predicted the inhum ity and inappopAtoia.txe

oS iuttutionat caue which hao6 jaced out Aetazded chitcden and 6 iend

604 this pat centuy and a quAitA.

Although Pu.ident John F. Kennedy promoted new natonat pot.ce.is in

the 1960',. to inmpiove ouA na.tion'6 capacity to cwke Sot owz tea4t 6otuno.ate

c.it.izenvy, 1965 .6aw the pubt.ica.tion o6 a book* Zn gcaphic pictotiat 6okmnxzt

wich docamented ou, inhummaty to in4tut, onatized AetAded citizen,.

When Bengt NZ'je, VL'ectoA o6 Sweden'4 ogangizan.on og paent., od AetAded

chitd.en, vi.Zted the United S ,tate in 1969, he compared the many public

.n4itution, hou,6ing izetazded pe,,ons with Nazi GeA 'many' 6 concenatzation

camp6.

In 1973, the Fede.at Gove.Anment made a majoA commitrne.t to inrti-

titionat caAe 6oa Aet Aded citizens through the Medica.,id pcA zam. F'zom

thZs date jowAd, Fedeicat 6undng ha.6 been avaitabte to a t 6,&atu Jo

certa.in iZn6tutionat and otheA ,6eAvice4. Vu./cng the past decade,

hunded4 o6 miitton o6 Fed'at dottau have been 6pent in the.e 4tate

inatitutior. Fiom 1973 to 1983, we a0240 6 a popu~at..ion Aeduction in

pub it inttution. 6o Aetoaded citizens by moae than 50,000 peuon,6.

At thi.6 time, ewez than 115,000 peu.onA 'eman in thee public

6actitY . ThZ.i population ke&Lction ha,6 been the d~iect %e,6utt o6

dozens o6 Fede,.t taw 4uit.6, a. wett a, mote entightened 4tate tegita, tion

in Ae.6pon,6e to F.dea, Cout deciZiou.

Foz yeau, mo.t po6ou4ono6 in the AetoAdation 6ied have agreed in

6avo0 eomruidt ca e. 6o.' pe-uon.o with ketoAdation. Mo6t oj uz have peached

*B.att, Suton, Chi.6,mn, in Pucgqatoa,, Longman, Inc., New Yo .k
New You.t, 1965
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the cdkt mwagu o6 mo~e humane .'~e and towA peA peAuon expendi~tu.

Yet many people and moat wtaxizatiW& involved in 'e&a4dation 4eAvice6

are apparet.y te,ibty theatened by the me.e 6ubmision o6 a piece od

tegiZ6tation (S2053) deuigned to puomote commutw.y me)vicudo 64 e.taAded

citize, and ht Me expenditue o6 mition o6 dotUm on cteaAty 6canda-

tou in.6tiutZonoI cwi~e natiZonwide. In tate adteA 6tate, media expo,6e4

Fedet and State taw 4w , advocacy g4oup4 comptant6 aU document %egu-

eAty and pubticty the .6hame od thede in~tit.tionat 4eAvice4. Even the

p'dent United State6 Depatment o6 Jutce avowedly non-inteventionLst

and non-tiAiatonat in pod te had6 documented ,th di,6ace o6 public in-

ttiuwtonao 6erv6ce6 6o% etaAded c.Wzen6 ,in 6tate a6teA .6tate thhoughoat

the countAy.

We wondeA Aha the opponents o6 S2053 6eaA? Su4ety, they cannot

davo4 the paat oA p4uent condtion6? We p4opo~e that the 6o.oing9 be

condeed.

The Comrunity Living Amendrnent, Act appeal, to be a p4ogLe4 ive piece

o6 eeegieation 6uppotted by the NatZonat A64ociiAton o6 RetaAded Citizena.

16 Mh" ih 4o, why Z6 it that Senatou and Cong'teddmen have receivedd 6o much

rait agai.6t the proposed tegi-6ton?

It i the intention o6 Mz6 t etimony to avoid a t.ime by tine 4evcew o6

the p4opoded eg tation and technical adpect-6 and to addke6 the bf'oader

~imptication-6 ad6 we 4ee it.

Over the ta t decade in the United State6, over 6ome 50,000 peMon6 have

te6t imtZbtion and Letwuned to the couwnity. There now remain about

115,000 persona in intZ*tionu 6o4 the retarded. Th,4 tegi,6ttian add'ee6

the 115,000 pemou in addition to p.teventing thoudand6 o6 otheu 64om en-

te g in-6tit-iona ,in the 6cJue.
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TtiLZ tegista ton enco agea the development o6 a conwhUy based

ae.Aidentiat and day 6e'vZce 4ystem to replace the in6titution. In Looking

at the United Stoles on a 6tate by state basis, the commuty based %esi-

dent and day vice tem, eZtheA does not exst in some states, o exist

inl a potton oS the states., o0% U an Aincomptete 6yatw 4*' many1 states weAe

i dos exist.

OveA the tust decade (s6ince the beginniZng o6 the iCF-MR pk.og4am) s6tates6

have been encouAaged to, and indeed have made huge d6nancit invet ,ent6 in

insttutions, both ,n Lmp'wvementA to the ph ca. pant and inc4eoAes , n the

The prodesionat groups and pemonA who oae appoaed to thL tegi4IaLton,

Aaize some tegitimate technical concas about the etement o6 the tegiLsta-

ti-on, but the pV(maAy thust o6 the bifl -L accu'~ole and basicatty &.aies

a major potlcy isue Jo the United States Fede'wl Govument , 6uch az, should

the Fede i Government continue to invu t huge suni 06 money in a 6ytem o

wAe - 6uch as toage mu tZ-pwrpose -ztitution - when all the evidence and pro-

desionat body o6 Iknowtedge 4ecogn.zes thZs a6 a sytem that h ou;ttived it6'

usedcdnes to the e.iizn who o.e AetaAded in the United States?

I6 one wene to pos6it the answe- as NO, we shou d not conti nue to iuvest

thi4 money in thi-s bind od a .ystem, then one needs to addLess the eements

oa a bilL that can eddect the devetopnent o6 a pope' community based system

with the comesponding reduction od it6titutonat sewiceA ,in an ordeAty manneL.

The elements need to add, es these broad concew.

RetoAed C-iLtzen - They need a s6ade, ptwpeiy supewi-.ed home wi.th

zujdzcZent treatment se'tvices and a "homne" atmospheLe, such as6 a douk to

s6x peuon home 6o& most, but not att. SeAving ketaded peAsons i-6 not

a geogaphc Zss6ue wheAe one paAt od a stole o,% couittj can se-ve and the
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othCA pant canot. Any 6envice that can be detiveAed in an n6titation

can be detiveAed in any neighborhood in AmeAca. -

PoAent6 and Famit - They need ,6wance that a potope home w ext

-and be pwpeAty bupeAvi4ed and a Aytem 06 ,eAvice6 ae in pace be-

6o-te you can expect them to emb,%ace an unknom ptog8m. Emphai,6

.6houtd be placed on moving 04 many ctent;t 46 po,66,Lbte to community 6etting,6

46 646t a46 p04,6Lbte in an o/tdeAty manneA, aatheA than empha6izing the

ctoing o anything. 16 the opening a4e 4ucce,6jut, the to96in,6 wiU

4impty 6oItLow.

ln6trtUton Maed PtoAe4,6,onat6 - A, pteviou.ty mentioned, pkode,6ionat6

who w4ok in ibnt.tut.on&have pa&cipated in helping to move ove, 50,000

peuon into the conmuity. The chou6 o6 conce,,u that i6 being Azi.ed

by thee goup6 4equite a,64wmnce that the commmity hy6tem RiW have the

capacity and witJJngne.6 to heve medicaty complex peon4, medcca ty

6,ucgiLe otdeA pC6,,l, and .etaoded peAuon.6 who exhibit ,8ome behiavzo,

pWobtema.

Commwunituy 50ed P~Ae44Zon&a - Ju,6t a,6 the itutitton ba~ed p*ode46ionat6

aiZ,6ted. in pacing. 50,000 tetuded peuonu in the community, community

ba4ed pwodeaionaL6 pat.ZciIpte. in providing 6e,%tvicce6 to thue peAuon6

who ae now Living in the cownity. o6t 6 the ctienta, tetativety

46peakin.g, have been the moAt capable etient6 in the in,6tition. WiLth

Lw6 capab~e ctient6 now ente4ing the communitty, they need az6wwnCe4 that

4t4a66 A iningand 4peeiatized 6uppoAt 6eAvieu wLL be avaiabte to 6u4-

tatin the tetasded pewon6 in the community. They atAo need a46wanaee

that the ove ninety peacent Ao aOteady Live in ouA neighborhood wiU not

have 4evl.ceA %edced a4 a ,uLtt 06 the expanded 6eAwiueA 604 60oMeV y

institttionatzed pemoa.
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Goveor',6 OiAJce4 and LeC.,6,t.a e,6 - T'temendou .6Lppot drom GovenoAA

and Leeqi. ,O.e,6 throughout the eouwcty ha.6 ;e-utted Ji huge invument6

od money in thes.-in tJuutoua to bking them to the FedeasxUy mo.ndated

ICF-MR 6tanda'td4 which ipwve the 6eAvi~eeA and in,6uLe4 the conti.nuaton o6

over 6Zity peAcent 6ede.at eimb ement.

The. e gwup need aU6uance that 6ome Juie6 woutd be avoatabte to

ct4it the Aatteu -n the payback o6 the bondd ,i6 the6e 6acititie weae no

tonge, u~ed. In addition, a,4it.aance need to b'e p'.ovuded to 6tate. to

devetop %euti.tzation pta 6o% the in4tiuJton6 whieh geneA t.y have huLgL

-teat t~ate vatue.

Commu.nty Acceptance - A-4uAAnee need to be puovided to the comment -

at - tauge to ini4we at peA~on6 that 4et vtded peA.6on wLet be a6imtated

iLn communUte.6 to avoid having too many %etaAded peuon,6 tvig in one

tocation. Pkope't ,upeAvZi.,on need to be a66wted to ateuate 6eau o6

"dumping" pewon6 i b theibt neighbothood.

Union. - To the xten t po,6dbte, dicu46ion,6 need to be encouwAed that

coutd u4 ett in ke-tating the expeAienced utituti.onat 6tadd to wouk

in the new community baaed tocation. .

In conctuion, the baiLc etement6 o6 S2053 are 6or reaching, tong oveA-

due, and coviect. To ouw knowledge, the major o'tgan.,izationa n v&otved, 4uppo4t

the bauie concept 06 the &.., but need a.uance, 6 ch a, we have puevouaty

de,4 ibed in thi4 document.
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In suppoa.t o6 thue contentiou, we biedty dihue4 .betow 6ome o6 ouA

expeAienceA in oWL home state.

In Rhode tand, we have seen a steady, ptan6uL deet.ne-in the i.n6titu-

tionat popu.tLaon and a concu.vent .ic, eatse in community 6evice,6. In 1970, the.e

weAe 1, 260 peauonh living at the Ladd CenteA, ou 4i ngte state Ae&e'dation in-

sttution. Today, 6eweu Man 400 peuon,6 .st Uive at the Ladd CenteA. Futmue

deveLoment,now I piogn, catt do, 6u tAe pouOdtaton teductionA to 6ewe than

200 peuons by 1985.

Since 1979, oveA e.ghhty ,smaU community e idenc.s 6ot 6ou, to ,sx uetatded

peson. have been estabtished in Rhode isUand. DaLng Mhs same time, ove4 tw

thanked new apA ent Aet.Wngs have been estabt~hhed. Today, moe tan eight

hundred eta,'ded &itzenz tUve in 6u.t2y ou paAtiatty a6ss6ted community %idenca

About 2,000 ketaAded adutt attend vaA.ou deveLopmentat M vocat.onat day

Ae, vce paog .4am Mtoughou the state. A statewide Eealty InteAvention PhogAm

6u4e vc ove, 300 disabted J.n6ant6 and ,te, damit.,E. ReApie ca.e 6e~viceA, genetic

couttng, damiy 4ub5Ldy payment6 to-keep &eta~oed pevons6 at home, social seA-

uvic, behavio't training, and speciatzed heatt and den2 6eviuesa e atL

avai.abte th oughout oWL state.

Much pwg ha been made, moue 4emaia to be aecompU.hed. Phima..y,

oWeveA,, oua expe/Lzence in Rhode itand s6hos that a combination 06 4esponuve-

ness 6.om the Govenot and Geneat Aasembty, stAong advocacy tom pat n. and

6Zenmd, tewonabte pUnning, and imptementaton ,t ateieZ. and a geneAous and

caginq pub..c, can pov de decent, dignZied, -and co,,t-e6et.,Lue 4sAv.ce 6o4

ouL 4ta/ded citizen. We can 6ettte 604 nothing tes6.

S20533OA74-4rew-- onabte 6acAimite, wZU pwmote these ,kind 06 comnnity

based se,1vice,6 natonwide.
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Senator DURENBERGER. Thank you very much.
To reiterate, the statements of all of the witnesses will be made a

part of the record.
Chairman Dole, do you have a statement or comment that you

would like to make?
Senator DoLE. No. I just have a statement I will ask be placed in

the record.
I appreciate the fact that these hearings are being held. I know

this is very controversial. I was just checking the mail we have re-
ceived in the committee plus mail I have received from my State.-I
still think it is worth careful consideration.

Generally in this committee we can work out some of the prob-
lems, andI hope we can do that based on the testimony we will
hear today.

Senator DURENBERGER. Thank you.
Jack Danforth, do you have an opening statement?
Senator DANFORTH. No, thank you, Mr. Chairman.
Senator DURENBERGER. John.
Senator CHAFEE. Let me ask Mr. Gunther or anybody on the

panel if they can answer this question. I am correct, I believe, in
the statement that, as you reduce the population of an institution
built for large numbers of patients, your per-patient per-day costs
rise very, very dramatically. Is that a fair statement, Mr. Gunther?

Mr. GummR. The fixed costs for the most part are not able to
be reduced; however, 70 percent of the costs of an institution re-
volve around the staffing. So as you reduce the population, if you
move the staffing and reduce it in some way, either by moving
them with the client or through attrition or whatever other way,
you are going to reduce the cost 70 percent.

Your basic fixed costs, however, or many items will remain, and
costs will increase slightly

Dr. HowsE. We have a slightly different picture in Pennsylvania.
We are closing Pennhurst Center which is a very notorious facility
for the mentally retarded. We are doing it through the medicaid
waiver that was spoken about earlier, and the way we are keeping
the per diem constant and not seeing a great increase is by reduc-
ing staff rather dramatically at the end of the previous fiscal year
for which we intend-to move people out. So, in other words, if you
reduce your staffmig costs-and in Pennsylvania our staffing costs
are about 85 percent of the budget-if you reduce staffing costs
prior to the movement of people out of the facility, you can keep
your per diems a constant, and indeed drop your per diems.

Senator CHAFEE. I am surprised at that, because I would think
you would have to have x number of people in your fire depat-
ment, x number of people in your sewage plant, or whatever it is,
as long as you have a big institution, whether there are 200 there
or 1000.

But now, let me ask Dr. Carl this question: You have come out
quite forcefully for this legislation, but what do you say about
those who suggest that there should be a different setting for dif-
ferent people and that for some the community sett'mg is not the
the answer, for some the answer is an institution, and it doesn't
have to be a horrible institution but it could be a good institution
with, say, 200 people in it?



166

Dr. CARL. Well, all we have to do is find some of those really
good ones, Senator. If we travel around the country, we won't find
very many good ones.

It seems to me that the important thing, as we look at the insti-
tutions, is that we will find that they are (a) very, very expensive,
and (b) very, very impersonal.

It seems to me that we will not find very many people who will
opt as their first choice-I am not talking about parents and I'm
not talking about professionals; I'm talking about the people who
live there. I would suggest that very few of us professionals or par-
ents would trade places with those people in even those good insti-
tutions.

It seems to me that those places, the big places, are not places
anyone would opt for, anyone would select out as their first choice.

f am in favor of appropriateness of care. I am in favor of provid-
ing the adequate level of support and assistance that people need.
Some people need lots of assistance; some people need a tremen-
dous amount of support. And I think we can give them that.

However, the requisites- for that kind of support are not geo-
graphically based. You can provide the same support in your neigh-
borhood and my neighborhood or in an institution.

The real issue is: What is our commitment to personalized care
and to individualized care? If we really care about what is best for
individuals, then we will treat people as individual citizens.

Senator CHAFEE. OK, fine. Thank you very much.
Thank you, Mr. Chairman.
Senator DURENBERGER. Let me ask all of you one questSf that

relates to the last statement, I think, that Dr. Carl made about
how do we guarantee this quality of care.

What role does Federal money currently play in what some pro-
fessionals call "case management"? In other words, outside of the
money that is going to providers to provide services, how much of,
what kind of, and from what source is money being spent with the
individual, to make sure that that individual is getting the right
kind of care in the most appropriate setting?

I sat here and listened to the reaction of Dr. Carl's statement
and, because I have -been in some of those institutions, I resent the
implication that he laid across this-ountry that every institution
larger than whatever he knows in Rhode Island is only fit for dogs.
[Applause.]

But I have to reach past what he knows that works and what
other people may think works and ask myself if there isn't in place
in a lot of communities-in this country some mechanism-if you
will a human mechanism-outside of the provider organization
that assures me as a parent or assures the individual involved, or
me as a tax provider, that there is quality of care. How do we know
people are in the right setting, getting the right kind of care? What
are we spending the title XX- money on, for example? What are we
doing at the-county level by way of managing the services being
provided to these people?

Dr. HowsE.- Senator, there is substantial difference between
States in the methods by which quality assurance is accomplished.
In the medicaid program it is a shard ponsibility between Fed-
eral and States. There are Federal standards for quality of-care
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that accompany Federal dollars, and States and the Federal Gov-
ernment share a responsibility to assure that those standards are
being met.

Title XX is indeed another source that can allow for the reim-
bursement of case-management services; but, apart from that, what
you will find in most States as the common ingredients of a qual-
ity-assurance system both for State centers, State institutions, and
for community services are an individual habilitation plan that is
monitored by a case manager, and you will also find external li-
censing or certification responsibilities that are carried out in con-nection with quality assurance.

Senator DURENBERGER. Maybe someone else can also respond to
-that, but do we find an inadequate financial commitment to that
quality assurance program? I mean, there are places in my State
where, yes, the plan is in effect and it looks good if you go and look
at somebody's file, but when is the last time anybody actually went
out there to an institution and confirmed whether or not that plan
for that particular person was being implemented?

Senator BLOOM. In Illinois, outside of the turf wars that some-
times crop up between public health and mental health, the Peoria
area retarded citizens and the various independent living programs
they run, they go through hands-on inspections each year. Plus,
they maintain the very active parents and relatives programs With
the community-based effort there, it is a two-way street; it is not
only through the licensure process but through the community and
through another unit of government.

And this is a good feedback mechanism for a State legislator like
me, because if one is mad at the other, as you can well imagine, we
are first to hear about it.

Senator DURENBERGER. Barbara, do you want to add to that?
Ms. MATULA. Well, in the medicaid nursing home program, every

medicaid recipient must be seen once a year to assure that that
quality of care is being met, that that plan is in effect.

The commitment from the Federal Government is open ended, so
I would say that it is a question of supplementing that with an
onsite ombudsman team, which most States have.

Senator DURENBERGER. So you have a once-a-year requirement,
and then you have public health making sure the place is clean, or
something like that? There ought to be something in between that.

- Ms. MATULA. Right.
Dr. CARL. Senator, in Rhode Island we require that people have

at least a monthly visit by an independent person, what we call a
service coordinator. We a so have, twice a year, a team of profes-
sionals that visit each one of these kinds of living arrangements,
and we treat the arrangements the same, both in the institutions
and in the community.

Senator DURENBERGER. How do you finance that?
Dr. CARL. How do we finance it?
Senator DURENBERGER. Yes.
Dr. CARL. We finance it through both the medicaid program,

where we have eligible clients and eligible services-and those are
either the medicaid waiver arrangements or ICF/MR arrange-
ments. Where we don't have Federal dollars, then we finance them
directly through the State appropriation process.
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We have been able to work I think quite well with the medicaid
program and capture a great amount of Federal dollars to assist us
in the provision of these kinds of quality services.

Senator DuRENBERGER. Thank you.-
Any other questions?
Senator CHAFEE. Let me ask you two question, Mr. Gunther.
Well, perhaps I should ask the first question of Senator Bloom. I

should think the community-based settings would help encourage
more frequent visitations of parents, friends, and family.

Senator BLooM. Absolutely. in the Peoria area, P.A.R.C.; we have
allied agencies where various combinations of disabilities and re-
tarded are serviced-Knox County Mental Health-all cut addi-
tional traveltime and expense.

Senator CHAIn. As opposed to an institution-and I don't use
the word "institution" derogatorily, but it's a word for the bigger
facility-which is probably some distance?

We had testimony earlier indicating that the closest one to Chi-
cago, at least in the last decade, was 140 miles?

Senator BLoOM. That is not accurate.
Senator CHAIFE. That is not accurate?
Senator BLOOM. Not at all accurate. There are two of them--
Senator CHA. Well, in any event, you get some advantage

with the community setting where the families can visit more
easily. Is that a fact?

Senator BLOOM. Oh, no doubt about it. But each of these institu-
tions-and you are going to find out, if those audience noises I
heard behind me are accurate-has its own set of parents groups
that feel very strongly. Dixon, Bowen, Kankakee Mantino, and now
Galesburg in Illinois are closing, and I can promise you that, as I
said, the Illinois Association of Retarded Citizens' group is pro-
foundly split, and you are going to find that there are people, espe-
cially since, as I think one of the prior witnesses referred to, the
upgrading of some of these institutions and capital expenditures, to
keep the certified beds, there are parents groups that have devel-
oped a very strong attachment to these institutions.

As you can well imagine, there are intense emotions that have
been generated in Illinois, having four institutions close. There are -
still too many beds for people, and Galesburg was split between the
mentally ill and the developmentally disabled. No one has said how
S. 2053 is going to address the problem 9f dual diagnosis.

I assume that the long phasein period is to somehow say to the
States that you recognize the fact that they have made a hell of a
capital investment over the last 7 or 8 years.

Senator CHAim. Thank you.
Mr. Gunther, briefly describe the kind of screening process you

go through. Suppose you have a situation where the parent doesn't
want the child to be moved to the community? What happens
then?

Mr. GUN'mmR. First of all, Senator, let me say that in 1978, at
Ladd Center, we were experiencing the same kinds of things the
Senator was describing, with parents being very fearful and very
against having their children or relatives leave the center and
going out into the community. They feared there would not be suf-
ficient staffing; they feared for safety; "They don't have pedestrian
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skills; are you going to put them in a neighborhood where they will
get hurt? How are you going to run these?" They are comfortable,
and they feel they have done the right thing for many, many-years
in having their relatives stay there, and all of a sudden we come
along and say, "Look, we are going to move these folks out."

When we said that to the Ladd Center Parents Association, we
experienced all of those. But I said to them, "Look," talking about
the process, "I am not going to say to you we are just going to
willy-nilly send people out. If I cannot convince you, in your own
mind andheart, that this is a better place for your son or daughter
or relative, then certainly I am going to take a step backward.

- And as each situation came along, as each home opened, I would
bring the parents there and show it to them and talk about the
kinds of staffing.

By the way, we don't staff group homes in terms of a geometric
equation; you look at the clients who are going to live in the group
home and determine the kind and amount of staff that is required.
So in saying there is never enough staff, we staff them according to
what each person needs, so the staffing is always different in differ-
ent places.

So once the parents begin to understand this, they see the super-
vision that is going to be in place-three shifts, 7 days a week, very
similar to the institution-that's how we deal with it. When the
parent says, "No, absolutely not," then we have a discussion with
my superior and the parents, and we continue to talk it over.

Inthe 5 years that I have been operating this program and
moved hundreds of people out of the institution to the community,
there has never been one instance where the parents have objected.
Where they have objected initially, I just did not move at that
time. I waited until they felt comfortable, and we worked it out to-
gether. And I have never had a case in the final analysis where
they didn't go.

Senator Cim. Have you had any situations where people have
been moved to the community and then the parent or the relative
or the guardian, wants to move the person back to the institution?

Mr. GUNTHmER. No, sir, I have never had that. We have had three
or four clients who have returned to the institution because they
just did not make out well, just did not fit in, were not happy
there, and so we returned them. That kind of what we call the re-
cidivism rate, the return rate, is not very high, however, which I
think goes into a lot of the planning on the front end, making sure
we take our time and transition these people with their families in
a very careful manner.

Senator CHAFEE.-Thank you.
Thank you, Mr. Chairman.
Senator DURENBERGER. Thank you.
Any other questions?
z No response.]

nator DURENBERGER. All right. Thank you all very much for
your testimony. I appreciated it a great deal.

Our next panel consists of Robert Decker, executive vice presi-
dent,-Chartham Management, Salem, Oreg., on behalf of the Amer-
ican Health Care Association; Margaret L. Shreve, executive direc-
tor, the Whole Person, Inc., Kansas City, Mo.; Guerin A. Fischer,
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executive director, Clearbrook Center for the Handicapped, Rolling
Meadows, Ill.; Sister Barbara Eirich, director, Community Resource
Center for the Developmentally Disabled in the Bronx, N.Y.; and
Thomas Broacto, counsel, on behalf of St. Mary's Training School
for Retarded Children in Alexandria, La. Do we have Sister Antoi-
nette Baroncini here, also? Oh, there you are. All right.

Is there anybody who is here that I haven't called off, or anybody
that I should call off that is here?

[No response.]
Senator DURENBERGER. We will begin the testimony by indicating

that all of your written statements will be made part of the record
with our appreciation for the time and effort that went into pre-
paring them, that you may summarize those statements in 2 min-
utes or less, and that we all appreciate the distance you have come
and the effort you have put into providing us with assistance.

We will start with Mr. Decker.

STATEMENT OF ROBERT DECKER, EXECUTIVE VICE PRESIDENT,
CHARTHAM MANAGEMENT, SALEM, OREG., ON BEHALF OF THE
AMERICAN HEALTH CARE ASSOCIATION 0L
Mr. DECKER. Good afternoon. My name is Robert Decker, and I

am the representative of the American Health Care Association,
the Nation s largest federation of long-term care facilities.

AHCA opposes Senate bill 2053. The fundamental problem with
the legislation is that it provides only one type of dwelling for the
mentally retarded and the developmentally disabled individuals
whose problems are both diverse and complex.

In the late 1800's and early 1900's we built only large public in-
stitutions, and recommended placement of all mentally retarded in
those institutions. We now know that the mentally retarded have a
wide range of needs and require more than one method of treat-
ment. Senate bill 2053 would limit the settings for the delivery of-
care to one type of setting and therefore restrict the modes of treat-
ment.

AHCA believes that a continuum of care, including State institu-
tions, facilities of 16 or more residents, as well as smaller group
homes, semi-independent and independent living situations, must
exist to adequately meet the needs of these individuals.

- The proposed program will increase the cost of care, and the pre-
liminary Congressional Budget Office report on cost savings must
be challenged. New construction costs were not included in their
report, and we estimate them to be over a billion dollars. The cost
of expanding medicaid coverage to include vocational training has
not been included. The report does not account for the expansion of
eligibility from the current definition of "developmentally dis-
abled" to "severely disabled."

It is unclear whether the increased costs of managing, adminis-
tering, and enforcing a program which is scattered throughout
many locations is included.

It is unclear whether the costs are adjusted to account for the
higher costs of the heavy-care residents now residing in the larger
facilities. And it is unclear whether the costs of care not now in-
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eluded in group homes per diems but allocated to other cost centers
were even considered.

AHCA recommends the following:
That the States utilize the section 2176 of the medicaid home and

community based waiver program to develop community care pro-
grams, and that that section 2176 waiver program be studied for its
effectiveness before the drastic changes or additions are made to
the medicaid program.

Thank you.
[Mr. Decker's prepared statement follows:]

33-270 0-84-12
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Goce nornsin. ly me 1s Robert Decker. 1 am here today representing
the Asroa Health Care Association and Its Task Force on the cars of the Develop-
mentally Disablee. I an also the Xecutive Vice President or Chartham Management
Ina# a private orporation which owns and administers five intermediate care
facilities for the mentally retaroad in the harthwest. IV past experience includes
four yewrs as the superintendent of the Idaho State School and hospital, a public
facility ror the uevelopentally disabled. In audition, I have experience as
a foster parent to a developmentally disabled individual.

The American Health Care Assooiation In the nation's largest federation
of long term care facilities. Over 8,000 member facilities provide cars to
the chronically Ill and developmentally disabled of all ages. We appreciate
the opportunity to offer our comsents on 8. 2053, the wCommunity and family
Living Amendments Act of 1983.0 The proposal would require that all ftediaaid
f• nd for residential services be transferred from mid-sized and large institutional
settings to small racilities which serve a maximum of eight or nine clients.
aHCA believes this proposal would have a detrimental effect on programs serving
the severely disables. More importantly, the proposal would adversely effect
the developmentally disabled who require special services In order to acquire
skills needed to live as indepenoently as possible.

In 1972 Coness extended Medicaid coverage to Include ICVs/Nk. Active
treatment and twenty-four hour supervision are required for certifioation.
In 1975, rules were issues to implement the program. The goal of the ICFi/
program is to help each developmentally disabled person reach his/her maximum
potential. Sach resident must nave an individual active treatment aea train-
ing program. Active treatment is a planned, goal-oriented therapy program jhiah
assumes the resident can develop beyond current capabilities.

Under the Medicaid rules, ICF/MR raoilities are loensed &n monitored
by states. They mat met extensive Life Safety Code provisions, local fire
an. zonAng laws. Five undrea and sixty specific federal staneares govern IX/MK
facilities. In addition there are state oertification, licensure and program
standards. Facilities are inspect ror 1) quality of programming and treat-
mnat of residents, 2) physical safety and sanitation, and 3) utilization review
to Determine If the level of oare is appropriate to meet the residents' needs.

Professional services orferea to residents include nursing, dental, medical,
psychology, physical therapy, occupational therapy, speech pathology, audio-
logy, therapeutic recreation, pharmacy, social ano dietary services. These
services are part of the "total oare the large and mid-asized facility provides

to Its residents.

The ICF/Jf program serves persons with a oroaa range of cisabilities, such
as blindness, cerebral palsy, epilepsy, and mental retardation. Many ICF/KR
residents nave no next of kin. A sizeable number or children are Owares or
the state."
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P.L. 95402, enacted in 1978, defines developmental disabilities as:

a severe, chronic disability or a person which:

1. Is attributable to a mental or physical impairment or combination
of mental and physical impairments;

2. is manifest before age 22;

3. is likely to continue indefinitely;

4. results in substantial functional limitations in three or more
of the following areas of major life activity:

a) self-care
b) receptive and expressive language
o) learning
d) mobility
e) self-direction
f) capacity for independent living, or
g) economic self-sufficiency; and

5. reflects the neud for a combination and sequence of speolal,
Interdisciplinary or generio oare, treatment or other services
which are:

s) of lifelong or extended duration and
b) individually planned and coordinated (Public Law 95-602,

1978)

One must meet all rive or these criteria to be classified as a develop-
mentally disabled person.

There are tour types of locations of the delivery of care tor the aevelop-
mentally disabled. he majority are roared for by their families In the home
and receive treatment through special health education and training programs.

Other developmentally disabled are cared for in ICF/HR facilities. Six
to fifteen percent of all mentally retarded live in some form of supervised
residential setting such as state institutions, private aid-sized ICFs/KR, and
foster care or small community facilities.

At the present time a state has the option to operate an ICF program.
Some state Hedicaid programs support only state institutions and small program;
however, others support mid-sized programs as well.

There is a trend toward developing community oars facilities. For example,
over the last decade the total population of large state institutions has declined
by one-third wile the number or community care programs has increased ninefold.
Mew admissions to supervised apartments during 1982 increased by 31.9 percent
while new admissions to large facilities grew by 6.0. One third of the existing
small programs have opened since 1980. The Section 2176 Hedicaid waiver program
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to fund bone and community based services is expected to accelerate the growth
of group boxes and use of oumunity based services.

IM molrrioiE a or m MDUIOIIrrAILy nTsamiJ

AHCA supports a wide spectrum of services for the developentally disabled
and advocates a system which provides service delivery through an assortment
or settings tailored to address the needs of the individual. A.CA opposes the
'Coamunity and Family Living Amendments Act of 19830 proposal to limit reim-
bursement ror services to a single model of service delivery. The neos or
the developmentally disabled are diverse-and must be addressed by a variety
of systems and programs.

For some developmentally disabled persons a small facility may be ideal.
For others, especially those with numerous complex problems, a larger facility
that can orrer an array or services and full starting is more appropriate.
If all facilities are limited in size, no single facility will be able to provide
a wide array or services. This will cause particular problems tor the severely
handicapped who need multiple services such as professional nursing services,
physical therapy and occupational therapy and other special consultation and
direct care.

Many statements will be made here today citing studies and programs which
support the theory that small community based facilities are less expensive
than institutional oars. These statements are misleading. In order to correctly
interpret them one must understand the various levels of care that are provided
for ICF/MR clients.

Two types of facilities comprise institutionall care facilities. This
fact is not usually apparent in cost studies. There are the large state facilities
and the private ICF/R facilities such as those which are AHCA members. Large
state run facilities are often the most expensive. In part, this is because
of higher labor and, property costs and the higher costs associated with the
heavy care clients they service. These facilities often cost over $100 per
day. AlCA member raoilities are private proprietary and non-prorietary facillties_
which range In size from 16 beds to 200 beds but are usually approximately 50
beds. Reimbursement is approximately $50 to $65 dollars per day per resident.
Problem. arise when the costs of these levels are lumped together. Such a
practice leads to the assumption that all institutional care is more expensive
than community care.

A second problem pertains to the term "private ICF/XRw, which my be mis-
leading. Sometimes it refers to small conunity-based facilities caring for
up to 15 clients. Other studies define private ICF/HR care as mid sized Insti-
tutions caring for up to two hundred clients.

The lack or uniform definitions causes problems when the average per diem
costs are discussed. Small (up to 15 beds) facilities often utilize training,
education, social services, and therapy programs which are supported through
state and county governments, United Way and charitable donations. The costs
of these services are not necessarily included in the "per diem Kid-size
and large facilities usually provide comprehensive s rvices on campus as part
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of the facilities' program. The costs of these omuprebensive services are included
in the peralem rate.

Studies which compare institutional and community-based oare do not tre.t
the aid-size facility and its coats and services as a distinct model of care.
This oould mistakenly lead one to believe that aid size facility costs are
as high as the public institutions or that their costs are higher than oommu-
nity-based faollitles wbioh utilize outside programs.
.qmUmy (V meremTTy aim VANr1.Y LYTTNO Aumm T AMU

The legislation would shift Medicaid funding for the care of severely disabled
Individuals from institutions (ICFB/KR, So/ME, ICs and SUFS) to community
living arrangements. The delnstitutionalization program would be phased in
over ten years for most institutions and fifteen years for relatively new insti-
tutions caring for 15 to 75 clients.

Severely disabled individuals are defined as Individuals with developmental
or physical Impairments or both, which are manifest before age 50, are likely
to continue indefinitely and result in substantial functional llmtat.ona in
three or more of the following areas: self care, language, learning, mobility,
self direction, capacity for Independent living and economic self sufficiency.
This woald Include many mentally retarded, the developmentally disabled and
many bead injured individuals.

Community l-ving facilities would be lilitea in size to 8 or 9 beds, must
be in residential areas but cannot be clustered and must meet safety standards.
Written individual plane of care are required, as is training for start. Modioal
assistance, boe and oomounlty based servloes, vocational seivioes, *ase management
ano monitoring are au'horie4. Access to rehabilitation and rehabilitatlon, social
and educational services Is required. Facilities are required to be licensed
or certified or accredited by the Acreditation Council for Services for Mentally
Retarded and Other Developmentally Disabled Persons. Federal Medicaid payments
would temporarily Increase by 5 percent of the total amount expendWed under the
state plan for the oare of Individuals transferred from institutions to community
oare. There is a 5 percent reduction in the Federal Medicald natch far no -mplying
ftaillties and institutions.

AUCA Ia oppose to the Community and Family Living Amendments. The bill
would withdraw funding from good facilities which are providing oomprehensive
services that enable a developmentally disabled person to learn the skills needed
for independent living and transfer funding to facilities which have an unkuown
capacity to oare for the developmentally disabled and which are dependent upon
outside, piecemeal funding sources.

S. 2I01 .t 1Ty aND lY LTVm AnTS 1013

The fundamental problem with the proposal is that It Is based on unsound,
unproven and clinically unacceptable premises. ..
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Our objections are centered on the following major points:

1. Not all severely disabled personal be roared for in
oommunLty settings. '

2. Quality 18 not related to size. Big is not necessarily
bad and small is not always good.

3. Mandating community care rot all severely disabled persona
will increase the cost or care.

O Not all severely disabled nersona n be Cared ror in inu--ity setting.

-- Many severely disabled are physically and mentally handicapped
and suffer from life threatening medical conditions. Some are
trail and need constant observation by professional staff. For
example, some of these individuals have many seizures daily.
The-adinistratton of medications, shunts, tube feedings require
professional staff.

A large portion of institutionalised mentally retarded residents
also suffer from serious behavioral problems. These people require
a hioh staff ratio and intense oar* by trained Individuals.
Access to professional help Is a necessity for both staff and
residents. Experience shows that these clients are the most
difficult to place In community oare, that they are among the
most expensive to care for and that emotional and behavior problems
are directly related to recidivism.

Some past delnatitutionalization of the severely disabled people
have failed miserably. Efforts In Kentucky and Florida are examples
of inadequate care, high Lrtailty rates and irreversible damage.
In these oases, It is always the disabled who pay the price.

0 Ouliti is not dirotlv relate to e.LQ ,

Larger facilities can provide more services and are in better
positions to develop a professional staff to deliver varied and
complex sophisticated services. Because of the nature of the
funding source for large faoillties clients are less dependent
upon varlea and categorical program appropriations which can
be changed or terminated. Such changes can disrupt or canoel
services.

Numerous studies have oonoludea that size is not related to quality
of care and that home like follities do not guarantee improvement
In behavior of either star or studies.

- Several studies have evaluated family style bome as ore restrio-
tive than larger settings.

t ' . t
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- At-least one study comparing small ano large settings round that
In larger facilities residents engage in more sooial behavior
and oevelop more rriendahips than residents or small faoi- les.
Another tnoludes that larger facilities are more likely to utilize
agencies services and programs ana thus appear to be closer to
the objective of clieot normilzation and developing social ocmpetence
than smaller racilities are.

- Larger raoilitiee, by virtue of large professional staffs ano
large number of visitors allow for greater opportunity to formally
and Inrornally monitor resident care.

The life safety or disabled people is enhanced through physical
structures built or modified to meet life safety and other code
requirements developed to provide eeoed protection. Family
homes are not designed to provide this protection.

o larniatnl~,n c uity oar r Ie MU severell y dintablec nersona vill 4iimread
the cat of oars.

- The Congressional Budget Office report shoving a cost saviN
must be challenged. It Is difficult to determine what assumptions
were used in developing the report. However, it appears that
large costs were not included.

- An example is the cost of now construction. Cost figures are
based on a projected discharge rate of 12,000 residents per year.
This will require over 1,500 new group homes per year. 3xperinoe
shows that It Is cheaper to build new group homes than to retrofit
existing dwellings. Current new construction costs are $25,000
to $30,000 par bed. Between $3 and $3.6 million, plus Interest
and aepreoiation, would be needed each year. Over $1 billion
would be needed just to build group homes for the current residents
of state institutions who would be deinsti- tutionaliaed. States
are currently having difficulty raising bonds; moreover, many
bonds that were raised over the last decade for large Institutions
have not been retired. Some states are placing lids on cost
per bee which would prohibit new construction at current costs.

-- Other costs not clearly included are

1. Additional costs of administering, monitoring, surveying
and inspecting a greater, number of facilities scattered
throughout the country.

2. "Start up" costs which would be assooiatea with the program.
These should Include the cost of maintaining the empty bed
at the large facility. Costs associated with the additional

mber o staff wio be needed to fill gaps in the delivery
of services caused by tim spent traveling to, arn ana
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between facilities. Labor costs are currently approximately
two thirds of the programs costs.

3. Costs of caring for the new population who would be Included
in the definition of severely disabled. We believe it would
Include many hea* injured victims. These people are generally
heavy care residents, needing intense therapy, nursing and
supervision.

4. Costs of adding authorization of vocational rehabilitation
costs under Hedicaid.

5. Costs of transportation to services may also need to be
included.

6. Costs or deinstitutionalizing the heavy care resident.
Approximately one half of the Institutionalized are multiply
handicapped, one-third are non-ambulatory and one-third
suffer from emotional problems. To date, most community
care programs care for less handicapped persons.

Sose severely disabled may be oared for in community settings
for less dollars. However, we find this rarely-to be true.
Several factors should be considered when calculating expendi--
tures.

1. In community care costs for services are distributed among
different cost centers or funding programs. For example,
transportation day programming, therapy and workshops are
often funded out of education, Title UX, state county or
local funds. At the same time, institutional costs are
usually the total cost.

2. Information on reimbursement of private ICFs/MB (such as
those which belong to ABCA) compared with small programs
is not available for each state. however, as the following
exampls show, oommunity care can be more expensive.

Lsiq realities loasn than 1 beds

$39.53 per day $50.54 per day

4O bad fatllity 11 other taa1l1tian ranfiny
ten R to- 2 beds

$54.38 'per day $73.79 -(average per day
rate of 9 facilities)



180

$56.00 per cay $94.00 per day

Private Id/HNR ~i~ cr

,23,000 per year $40,000 per year

There are other concerns which moc to Do considered in the impact of this
legislation.

0 As written, this legislation vould also afoot the care o the whead
injur patient. these people are usually the victims of accidents
such as auto crashed, drug overoma am enots. hey fit the aerinition
Of the developmentally disabled as outlined In Seotion 1916(h). In
any oaose these Individuals are carec ror in nursing homes. 3coe

are oomatose and smi-oomtose and-require dally nursing and therapy
services. Cognitive retraining, respiratory oare, tube feedings anc
snaory stimulation are professional services which are often required.
These services cannot ao effectively provided In small settings.

o What would be the impact on the cost of oare if states opt to Include
those severely disabled whose familoei spend up to five percent of
their aajustec gross Income on care? Ian' t this adding a population
that Is not necessarily financially needy?

0 What states rights issues would be generated by a program which Is
mandated by the federal government, but is also part of the Medicaid
program which Is supposed to allow flexibility to states to design
and provide services according to the needs of its population?

o There Is no provision ror the rights of the disables er their families
who prefer the institutional care model. These people must have the
right to choose or at lemt inrlueno the choice of oare.

o The intent of the legislation is ror a gradual phase out of institu-
tions. Private ICY&/MR and SIFs/HR must sake ends meet. The break
even point is not too rar below full capacity. Many of the residents
would be sent to Institutions until community oare Is available.
Each trAnsfer causes a alsruptio in services to the client. This
could result in a- loss of skill development.

o Recidivism is a fact. Under this proposal, clients would baye no
here- to return. How will these people be handled - will they be

transferred from one community program to another ana eventually fall
through the cracks?
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" What about investors vho have risked private capital to develop aid
sized private institutions? Mow (or will) they be oompensated? Many
private companies were approached by the state and asked to establish
mid sized facilities.

o How would the 5% increase per person affect implementation of the
Se. 1915 edoaid waivers for bone and community based care? The
waiver money can only be used to support community car If the average
cost of that care is less than the cost of instttutionalization.
Would this create two classes of coauity care recipients?

o How will the rite percent be calculated? Will it be based on the
per dim rate for the facility the person was previously in or the
average per diem rate for the state?

o Who would be responsible for maintaining closed Institutions? Rven
closed facilities Incur costs. Billions of dollars have been spent
In the last few years to Improve these facilities.

o The bill assumes that there will be group bomes available. Who will
be responsible for acquiring or building the homes?

o There is no doubt that Medicaid funding and standards have Improved
care in XCFs/NR of all sizes. If It is withdrawn from large Insti-
tutions and if the state must maintain the Institution we say see
a recurrence of problems which existed prior to the early 1970s.
If Medicaid funding is not provided, Medicaid standards will not be
required to be met.

0 Previous efforts to restructure care for the mentally ill have failed.
In the mid 1960's, national effort to deinstitutionalize over crowded,
large mental hospitals was implemented. Plans to serve the deinstitu-
tionallsed through oomunlty-based roscroes did not materialize.
The result was a rapid and unplanned exodus of thousands of state
mental hospital patients whioh caused a shift of the location of the
ohronioally mentally ill to the community without the concurrent shift
in sufficient community services or resources. As a result, many
of these people were unable to live Independently and were forced
into substandard boarding homes or shelters for the homeless. Others
have been placed in nursing homes which are not always able to provide
theoare needed. Transfers to appropriate care settings are usually
difficult because Of an insufficient bed supply in those settings.

1. The Senate Finanoe Committee should not mark up or report 8. 2053.
For the reasons listed above, the proposed program would be detri-
mental to the care or the severely disabled.

2. States should utilize, the So. 2176 Medioaid home and Community Based
Waiver Progrem to develop community arse programs." The program provides
needed flexibility and funding for effective, oommunity care.
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3. The Se. 2176 waiver programs should be studied ror effectiveness
before any drastio changes are made to the MedLoad program.

AiCA cannot endorse the proposed system. It Is based on an arbitrary size
and premised on unproven theories. If enacted, we foresee many ex-residents
or raoilities isolated In snail homes, unoared for and eventually forgotten
or Ignored.

Any changes in Hedloaid must encourage a balanced approach to the oare
of the severely disabled. While the severely disabled have one thing in common
-- disability -- they are a heterogeneous group and cannot all be pushed into
a narrowly designed system which works under certain ciroumtanoes.

There in a need for small facilities. For those who can make the transition
from institution to community, small hone like facilities can ease the way.
Unfortunately, many people are unable to develop the skills necessary to live
Independently. These people may be profoundly retarded, blindt crippled and
suffering from any number of medical conditions. Thesr people need nursing
and therapy and custodial oarse 24 hours a dey In addition *o training. Is It
practical or even possible to provide these services in small scattered settings?
Even If the perdonnel were available, the cost would be prohibitive. The total
cost of a nursing visits a hone health aide visit and a therapist visit could
be as high as $80 per day. Add to this the cost of roomp board and custodial
oare and the total cost is much more than what Medicaid now provides.

AICA Is concerned this legislation will appeal to those who are not well
infomed yet who support its goals. We support the goal of independence; however,
we know the proposed system will be disastrous for the developmentally disabled.
They need and deserve more than a system which is based on an arbitrary number
of beds, not the quality or services.

831499.02
12/12/83/2/17/84
3/13/84
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Senator DUREIBERGER. Thank you very much.
Let's see, I guess next is Margaret Shreve.
Hi, Margaret.
Ms. SHREVE. Yes. I've come off the snow bank in Maryland, and

I'm now here.
STATEMENT OF MARGARET L. SHREVE, EXECUTIVE DIRECTOR,

THE WHOLE PERSON, INC., KANSAS CITY, MO.
Ms. SHREVE. I am here to represent physically disabled people,

and particularly those folks living in Kansas and Missouri. I am
the director of a center for independent living called The Whole
Person.

The people that I am concerned about are folks who have arthri-
tis, who have cerebral palsy, who are blind, deaf, with multiple
sclerosis, muscular dystrophy, et cetera. And most of the individ-
uals that my program and others like mine serve are people who
are severely, permanently physically disabled, medically stable,
and mentally competent. We support the bill.

We have some concerns about the bill, and the four largest con-
cerns are the age limit, the degree of consumer control which can
be exerted over a medicaid service, the living arrangements, which
according to the current text are somewhat restrictive, and I think
that is due to the fact that they were written for community-based
facilities, and that the definition of "naturarhomes" should be ex-
panded so that it includes choice for the severely physically dis-
abled person, such as living alone, living with friends, living with
spouse, dependents, and any arrangement thereof.

An example of the current problem we have in the State of Mis-
souri is that we have no in-home personal care services under med-
icaid for more than 60 hours per month. For a severely physically
disabled quadraplegic person, that is not sufficient; therefore, the
only alternative is a nursing home.

We are working right now in Kansas City with someone who is a
spinal cord injured man, 18 years of age, who does require 24-hour
attention because he is on a respirator. But no nursing home will
take him, and if he doesn't leave the State and fmd the services
that he requires in his own home, he is probably not going to sur-
vive.

We have the technology to make sure that people with this level
of disability survive, but we are not providing the in-home or the
community-based services to make sure that they have the quality
of life ttmt they deserve.

Programs like mine are working on issues like accessible hous-
ing, accessible transportation, public-accessibiity in the sense that
our public buildings are more wheelchair-accessible, communica-
tion accessible, et cetera.

The thing that we seem to be lacking the most is the personal
care, the in-home service, and it has to be individualized, tailored
to the individual's level of functioning and level of physical disabil-
ity. And that is why we therefore support the bill.

Thank you.
Senator DURENBERGER. Thank you very much.
Guerin Fischer.
[Ms. Shreve's prepared statement follows:]
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SUMMARY OF PRINCIPAL POINTS

contained in
Testimony for S. 2053 by Margaret L. Shreve

I am representing the interests of severely physically disabled people from the
states of Kansas and Missouri In support of S. 2053, the Community and Family
Living Amendments of 1983.

This bill could provide for the community-based, in-home services needed by severely
physically disabled persons In order to live independently in the community settings
of personal choice. The bill needs to address several concerns which were apparently
overlooked in regard to the physically disabled population. These concerns are:

I) Lifting the age restriction so that persons who Incur a permanent
physical disability after age 50 are eligible for comumnity-based
services.

2) Defining "natural home" to Include many options such as living alone,
living with friends, living with spouse, living with dependents, or
any combination of such living arrangements.

3) Removing restrictive language In reference to where a severely
disabled individual can live.

4) Expansion of consumer Involvement throughout requirements of the bill;
Including disabled people in the planning of community-based services
as well as Implementiation and supervision of such services where
pobsIble.

Like the developmentally disabled population, severely physically disabled
persons are often placed in Institutions for lack of any alternative. If a major
funding mechanism can be used to reverse this situation, severely physically disabled
people could live independently In the community with minimal support services.
The severely physically disabled population does not need community-based facilities
or "bricks and mortar" projects but does need Individualized and personal services
in the home setting of their choice. Senate Bill 2053 could provide this.

Advocates for severely physically disabled people look forward to passage of
Senate Bill 2053 and thank the Subconmittee for the opportunity to speak In
the bill's favor.

SW Rockhill Road, Suite C 0ME ,816/130M TTYIlo* KansasCtty, A10 6031
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TO: Senator Dave Ourenberger, Chatrnan
Subcommittee on Health of the Senate Committee on Finance

RE: Testimony for S. 2053, The Community and Family Living Amendments of 1983

DATE: February 21, 198.

I am Maggie Shreve, Executive Director of The WHOLE PERSON, Inc. in Kansas City.
The WHOLE PERSON Is a community-based, non-residentiaY service and advocacy
organization for people who have severe physical disabilities. I an testifying
for Senate Bill 2053 as a representative of various consumer groups of physically
"Tsabled people in Kansas and Missouri. We believe that Senate Bill 2053, the
Community and Family Living Amendments of 1983, has tremendous positive implications
for severely physically disabled people who are struggling to live Independently
In the community.

The population to which I am referring is composed of individuals who have severe
physical limitations but are mentally competent. This group includes many types of
physical disabilities such as arthritis, blindness, cerebral palsy, deafness, head
Injury, multiple sclerosis, muscular dystrophy, polio, spina bifida, spinal cord
Injury, stroke and similar disabling conditions. As a representative of this group,
I have concerns about some language used in Senate Bill 2053. I am concerned about
the age limitations used in the bill; the definition of "natural home;" the degree
of consumer control which can be exerted over the types of services to be covered
by Medicaid funds; and the definition of the type of neighborhood In which a severely
disabled recipient of Medicaid funded services can live.

It is obvious that Senate Bill 2053 was drAfted to respond to the non-institutional
service needs of developmentally disabled persons. I see the same potential for
people with severe physical disabilities but In different ways. First of all, I
do not assume that severely physically disabled people need "bricks and mortar"
projects specific to their disabilities or their needs. I assume that a broad
spectrum of community-based, In-home services which are tailored to eacht individual's
level of physical functioning and management abilities are needed. Secondly, I do
not assume heavy Involvement from parents or guardians but rather reliance upon the
consumer him or her self regarding the planning, implementation, supervision,-oend
evaluation of community-based services.

Many severely physically disabled people are able to live in the conmity if certain
environmental changes are made and necessary supportive personal services are available.
These services are not housed within a "facility" of any specific type but need to
be provided to the Individual In his or her choice of residence. One such typical
service which is not readily available in this country Is Personal Care Assistance
or PCA. A frequently used definition of Personal Care Assistance services Is a
consumer-directed. In-homo service which allows for up to 42 hours of service per
week and in which the consumer recruits, Interv-ews, hires, trains, manages, and
discharges his or her attendants (or ICAs). Senate Bill 2053 could provide the

601 Rockhill Road, Suits 3W5E a Kansas CiOX MO 64131 * 8161N-X4 TTY/Voic
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funding mechanism needed for the establishment of Personal Care Assistance services.

Based upon these general Issues, the physically disabled population will benefit
from Senate Bill 2053 If certain sections of the bill can be clarified. Below are
those sections which will require additional attention In order to meet the needs
of severely physically disabled persons while maintaining a cost effectiveness compared
to Institutionalization.

Section (c)(l)(A) should Include skilled nursing facilities as well as Intermediate
care facilities and Institutions for the mentally retarded.

Section (c)(l)(C) may be too limiting if only section 702(b) of the Rehabilitation
Act of 1973 is used. We would add general language which addresses the need
for any community-based service which is necessary for the health and well-being
of a severely disabled Individual living Independently in the community.

Section (h)(1)(B) should not be restricted to age 50 as the cut-off for onset of
disability. Some advocates believe that 65 is a more appropriate age. I
personally believe that this bill has great potential for disabled elderly
individuals as well as other age groups and should not contain any upper age
limits at all.

Section (h)(I)(E) assumes that the Medicaid recipient is in need of more than one
service which may not be the case. This section should include the possibility
that a severely disabled person may need only one service from Medicaid.

Section (h)(2) should provide a definition of "natural home." Typical developmental
disability policy and language limits "natural home, to a residence where a
parent or guardian is in charge. For the severely physically disabled adult
who wants to live alone this would not be appropriate. We therefore suggest
that a definition of "natural home" Include the possibility of living alone,
living with friends, living with spouse, living with dependents, and any com-
bination of such possible living arrangements.

Section (h)(2)(C)(ii)discrlminatiss against the severely disabled individual who
wants to select where he or she will live. This section was presumably written
for the establishment of group homes or other community-based facilities but
needs to be broadened. It should not restrict an individual's choice in the
selection of a living site.

Section (h)(2)(D)(i) needs further definition so that It Includes involvement of
the consumer or Medicaid recipient. In reference to the Personal Care Assistance
concept mentioned above, the only disciplinary team required for Implementation
of the service may be a social worker or occupational therapist who performs an
In-home evaluation. Some services may not require interdisciplinary-teams while
others might. Adding the consumer to the team's membership, as appropriate,
may eliminate this problem.

Section (i)(1)(C) should be expanded to include consumer involvement and/or representa-
tion. This would allow for the training of certain care givers by the consumer
as In the Personal Care Assistance example..

Section (i)(I)(I)(ii) is somewhat unclear. We read this section as requiring peer
or consumer Inyolvement In the planning process; but during a second reading,
we realized that It refers primarily to professionals in the delivery system.
We would prefer to see consumers Involved In order to continue emphasis of
consumer control where possible.

Section (i)(1)(i) and (K) appear to have omitted the severely disabled Individual
In error. The consumer should be the first person contacted In both the
decision making process and In the appeals procedure.

In summary, those of us Involved in the provision of community-based servcles to
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severely physically disabled persons see Senate Bill 2053 as the answer to many of
the planning and service delivery problems which now occur on the local level. It
wcivd reverse the current funding situation which does not permit for community-based
In-home services in many Instances. This current problem results in many unneeded
and costly Institutional placements of severely physically disabled citizens who
could be fully participating in their chosen communities.

We also see the need for changes to the existing bill so that it can adequately
meet the needs of the severely physically disabled population In the most cost
effective manner possible. Changes in the age limitation, definition of "natural
home," delineation of where a consumer can live, and the expansion of consumer Involve-
ment in all aspects of service delivery will strengthen this bill. We hope that
the Subcommittee on Health and eventually the Senate Committee on Finance will see
the merit of this bill and seek its passage. Thank you for your time and attention.
If further Information or clarification Is needed, please do not hesitate to contact:

Margaret L. Shreve
Executive Director
The WHOLE PERSON, Inc.
6301 Rockhill Road, Suite 305E
Kansas City, Missouri 64131
(816) 361-0304 (TTY and Voice)

STATEMENT OF GUERIN A. FISCHER, ED.D., EXECUTIVE DIREC-
TOR, CLEARBROOK CENTER FOR THE HANDICAPPED, ROLLING
MEADOWS, ILL., ON BEHALF OF THE VOICE OF THE RETARDED
Mr. FISCHER. My name is Guerin Fischer, and I am representing

the Voice of the Retarded, a large group in Illinois that is made up
of 28 various parent groups, representing about 8,000 parents in Il-
linois. It is a very new organization that came upon the scene
shortly after we had more news with regard to S. 2053.

I also am the executive director of Clearbrook Center for the
Handicapped, a large facility in suburban Chicago that has 14 dif-
ferent sites and has about 450 people from ages zero to adulthood.
We have a variety of services, including many group homes and
also some large facilities.

On behalf of the group I am here today to represent, I want to
make a few comments and give some examples. a

We are opposed to the bill because, based on the premise that
care can only be delivered appropriately in a very small, less than
10 environment, we maintain that some forms of developmental
disability demand special technologies and specialized staffs which
are only available in larger facilities, and by "larger" I am talking
about larger than 10.

The phasing out of residential facilities that house more than 10
people is being promulgated without the assurance that communi-
ty-based facilities are available.

Let me give you an example: There are only at the present time
16 group homes in Illinois, four of which are managed by Clear-
brook Center for the Retarded. No start-up money, Senator, which
you asked earlier, was available to purchase the homes and start
them up, as far as capital purchase monies from the State of Jlli-
nols.

The parents who were interested in going to this new concept
were the ones who started the fund raising, and, incidentally, 60
percent of our budget comes from the State of Illinois. For 40 per-
cent we do our own on fund raising, which also we feel very strong-
ly would have a direct implication should this bill be passed.

33-270 0-84-15
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So back to your question about the capital. No, we have not re-
ceived capital funds for our group homes, nor have we received
capital funds for a facility that we are currently building that
would house 90 people in a residential area in suburban Chicago,
that would happen to be clustered, with 15 people per cluster and 6
total clusters, which also would be eliminated should this bill be
promulgated as it is currently written. We have very strong feel-
ings about the cluster concept.

Now, for a minute, on costs. Please do not be persuaded or too
sure about some figures you have perhaps heard as far as the cost
of group homes in the community versus State facilities.

We have taken people from the State institutions, and our cur-
rent costs in our group homes run at $85"a day versus $100 a day,
which is what the State is paying now in Illinois. And we are talk-
ing about mild and moderate individuals, higher functioning re-
tarded people. And so I think you have -to see the association be-
tween starting putting other types of important people in the com-
munity, the profound and severe which only make up 5 percent of
the total population out into the community, and you can add the
difference of costs. There isn't that big of a difference; in fact, I
would suggest that maybe the researchers should look at the indi-
vidual agency's audits, like Touche Ross, different audits that we
have, rather than looking at Government figures. And I think you
might find more accurate figures amongst all of the States.

So we feel there is a tremendous need for the continuum of serv-
ices, as was mentioned earlier. We are concerned about the State
institutions, decent quality care, decent community care, and we
all I think share that feeling very strongly.

Thank you very much.
Senator DURMBERGER. Thank you very much.
Sister Barbara.
[Mr. Fischer's prepared statement follows:]
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VOICE OF THE RETARDED
798 LINDEN AVENUE ELMHURST, IL60126

Marty Prall. Charme.n
Phone: 356-6381 Hearing on COMMUNITY AND FAMILY LIVING
Joan Cadin. C*-CA irmanPhone:44-4441 AMENDMENTS OF 1983, S. 2053

8*iadgle SullIvan. Soelary
Phone: W214-5M February 27, 1984
Liz Marguulte, Treasurer
Phone: 8374481

The President's Commission on Mental Retardation was appointed

in May of 1966. As a result of this commission, some progress has been

made in serving the mentally retarded but it is proceeding through a

succession of small advances across the broad front, rather than by any

singular spectacular advance. Unfortunately, little has been done in the

area of residential services. Now we are faced with a proposed Senate

Bill which, as written, could eliminate much progress that has been made

these past 18 years.

SB 2053 is basically lumping all classifications of mentally retarded

into one living arrangement, non-clustered group homes in the community with

less than 10 people per home. By classification, I mean the Profound (0-19 IQ)

or 1.5 percent of the retarded population; Severe (IQs between 20-34) or

3.5 percent of the retarded population; Moderate (IQs of 35-49) or 6 percent

of the retarded population and the Milds or IQs oft 50-69, 89 percent of the

mentally retarded population.

There is merit in placing Mild and Moderate retardates in community

based facilities if proper funding is available. Clearbrook Center for the

Retarded has done just that. Clearbrook manages 4 of the 36 group homes in

the State of Illinois. 484 more homes would be needed to accommodate the

5,000 State institutionalized people, not to mention another 8,000 retarded

adults who are at home and will need an eventual placement as their parents

or relatives become unable to manage them. Our annual Touche-Ross audit

reveals that group homes are expensive. i.e. $85 per day for a person in a
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group home versus $100 per day for a person in a state institution.

But please remember that the $100 per day is for service rendered to profound

and severe clients. It costs more for that population-which comprises on1X

five percent of the total mentally retarded population.

From my personal experience, support services for group homes are

not available and we are located in affluent suburban Northweit Chicago.

We serve higher functioning individuals who need supervisio.n and guidance,

24 hours a day: however, they can self-medicate, can be trained to cross an

intersection, can be trained for possible fires in the home, Atc. Staff

turnover is a problem but manageable. It would become unranag,.able if the

clients were profound and sLvere.

SB 2053, as written, does not differentiate between the services

that a good State institution provides, that good community-based ICF/DDs with

15 and over provide, or quality group homes. An example: Clearbrook currently

is building a 90-bed ICF/DD in the residential community of Rolling Meadows,

Illinois. It is a one-story, 41,000 square foot building accessible to

ambulatory and non-ambulatory prople. It will have an indoor pool, bicycle

trails, nursing care, doctors, six clusters interconnected with individual

kitchens and laundry facilities. $2.1 million has been raised thus far, all

as a result of the community-based parent oriented Board. No financial

assistance has been received from the State of Illirois. The Illinois/ARC

testified during the zoning hearings two years ago in support of the project.

SB 2053 would put the ICF/DD out of business before it opened, because
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95% of the population would be Medicaid recipients.

We advocate a continuum of services. Please refer to the attached

chart which systematically depicts..a continuum of alternatives. We support

the philosophy that espouses helping retarded people progress to another

advanced level, which includes a less restrictive residential setting if

they qualify and if facilities are available. But in contemporary Illinois,

a minimum number of state residents could move to community-based facilities

because the accommodations are not available for profound and severe people.

Another major issue is the question of costs. The provisions of

SB 2053 would force the abandonment of a functioning system of quality rare

of the severely developmentally disabled individual. This abandonment would

be based on isolated experiences that are said to prove that care can be

provided more economically in settings of 10 or fewer clients. Proponents

of SB 2053 have publicized what are purported to be comparisons of costs

of services between large State-operated institutions and small community-

based services. These comparisons show the cost of community-based services

to be approximately one-half the cost of services provided in the larger

institutions. However, Ronald Conley, an economist at the National Institute

of Mental Health, cautions that "thest comparisons depend on the categories

of residents and the complex of services provided within or outside of the

facility". It is wrong to take the average cost per resident of a large

facility serving a developmentally disabled population which has a wide
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spectrum of needs - from minimal to very extensive and intensive - and

compare that average cost to the average cost of a small community

facility whose clients have a narrow spectrum of minimal r.eeds.

Our attempts to procure cust data which compare characteristics

of clients and kindIs of quality of services have beer unsuccessful to

the point that we seriously doubt such data exist. Our request for a copy

of the Congressional Budget Office preliminary cost savings estimated on

SB 2053 (quoted in AR-/I information sheet) revealed that the study had

been withdrawn because of errors. A conversation with a representative

of the Hubert Humphrey Institute for PuLlic Policy (also quoted by APC/It

indicates that savings were achieved in a facility serving approximately

30 residents; however, it seems foolhardy to destroy a system serving many

thousands on the basis of that limited exrersence. The Report of the

President's Committee on Mental Retardation Past and Present (1977) states

that "While there is little disagreement that the traditional institutional

patterns of custodial care have been dehumanizing, there is disagreement on

the question of economy and the comparative quality of community services

presently available". The President's Committee also reported the conclu-

sions of a three-state study prepared for the Department of Health, Education

and Welfare: "The costs of services to developmentally disabled persons in

State hospitals (sic) do not differ significantly from the adjusted, true
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costs of services in community settings provided both groups are

provided with a full array of needed services."

Senate Bill 2053 would arbitrarily deny Medicaid funding to

institutions which are now providing quality services to the developmentally

disabled. It is discriminatory in tat, by forcing the closure of institu-

tions, it will eliminate a valid choice from among an array of settings in

which services may be provided. ARC/US' Position Statement on "Least

Restriction" states that this choice of setting should "involve a team

consisting of professionals, parents and other advocates and, when appro-

priate, the individual who is mentally retarded". SO 2053, by forcing the

closure of institutions, would substitute its decision-making process for

that of the prescribed team.

We disagree with the assumption that SB 2053 will bring a more

equitable distribution of DMH/PD dollars. Proponents of the bill state

that 53% of DMH/DD moneys are expended on 13% of the developmentally

disabled population. We do not question these figures, but we think it is

important to note that the 13% are the segment of the developmentally

disabled population - namely the severely and profoundly retarded - that

requires the greater amount and kinds of care, and that this fact will not

change whether they are served in the institution or the community. In

fact, a greater expenditure of funds will be needed for intensive staffing
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and programming to prepare those developmentally disabled individuals who

have serious behavioral and psychological problems for life in the community.

In conclusion, on behalf of the thousands of parents from the state

of Illinois, we want to emphasize that we are not foes of community facilities,

and we are not in favor of large institutions that have not been upgraded in

accordance with the needs of the handicapped. we do not accept Senate Bill

2053's definition of an istitution. We do believe in a developmental model

of care in a least restrictive environment, and we strongly support the

establishment of a full continuum of services required to meet the personal

needs of all developmentally disabled people. We also maintain that both

community-based facilities and the larger facilities each has its own role

in contributing to that continuum. We strongly believe that all retarded

people are entitled to all citizenship rights, and, in particular, to the

freedom of choice of residential facilities which suit their particular needs.

Finally, please permit me to quote Senator Charles H. Percy

(R-Illinois) who, after reading Senate Bill 2053, made the following public

pronouncement:

"For my part, I share the concerns of those who feel that

the bill would unnecessarily eliml.QLate excellent facilities

in Illinois already providing quality care. Please be

assured that I have no intention of either cosponsoring or

supporting this bill."



CLIENTELE TO BE SEED

BY PROGRAM CLASSIFICATION

PROFOUND SEVERE TRAINABLE [EDUCABLE(IQ 0-19) (IQ 20-34) (IQ 35-49) (IQ 50-69)
Profound/Severe SeveeSdereioate Moderate Mild

HOUSING SNF/MR ICF/DD ICF/DD CLFGroup Home (CRA) Group Home (CRA) SLASNF/MR CLF
NATIONAL

POPULATION 1.5% 3.5% 6% 89%

NEEDS: Need Medical Model Need Supervision Need Guidance Ne uprC H A R A C T E R I S T I C. ..--
N eFUNCTIONING e.g.: Intravenous, a) Medication a) Medication a) Money managementtoileting, bathing, b) Toileting b) money management b) Daily living skillsare-dependent 24 c) Hygiene c) Daily living skills C) Socialization andhours, ambulatory, d) Socialization d) Socialization and recreation

non-ambulatory e) Money concepts recreation
f) Ambulatory or e) Ambulatory or

non -ambulatory non-ambulatory

Current needs met -limited 
volume

LEGAL STATUS Declared incom- Full or limited Limited guardianship Full rightspotent. Full guardianship as needed
guardianship
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January 11, 1984

Vs. Mary E. Feldsien
Director of Development
Clearbrook Center Foundation
3201 Wcst Camnbell Street
Rolling Meadows, Illinois 60008

Dear Ms. Feldsien:

I would like very rnxh to ccmrrnd you and the staff and board of Clearbrook
Center on the very fine job you are doing. Clearly your twenty-eight year
record speaks for itself.

Clearbrook Center offers an invaluable service co the handicapped of all
ages in the northwest suburban cama-aities of Oiicago. I an especially
pleased to learn of the new residence facility you have planned. Facilities
of this t-pe accocplish a great deal in allowing their residents greater
independence and access to a wide variety of Ccn~zuty activities with far
more opportunity to ultirmtely take their place in the work force. At the
same time, the costs to the taxpayer are about half what they would be in
a state institution.

I am also impressed by the fine grassroots support you have received from
organizations and individuals within your com-Lmity and the support you are
receiving from many of the nation's top foundations. This is clearly a fine
endorsement of your Center. I wish you continued success.

Sncer

4 les H, Percy

United States Senator

GXP/eh

RECEIVED
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PHILIP M. CRANE
MEMBER N C *4"0ESS K4

I iM DISTRICT J INtl NOIS1 Sw1

Wa.n. DC- M I I

WAYS AND MEANS , /L-I11
COMMITTEE DAVID J. ALLO

A01MIST 5TRATIVi AISS1TANT

..... gre of tbe "Tniteb £tate 140 .,.,
,,,,A,. rK oute of Aepreetutatie-

U&asb(nutn,;s.C. 20515
Members of the 12th Congressional District

President Reagan and the members of Congress are highly
encouraged by the business and voluntary commitment in the
local areas for support of social service organizations.
Clearbrook Center for the handicapped is currently serving
320 mentally retarded and physically impaired individuals in
13 different programs throughout the Northwest Suburbs of
Chicago. Ground breaking ceremonies for Clearbrook Commons,
a 90 bed intermediate care residential center for mentally
retarded adults, was held in Rolling Meadows, Illinois
during early September 1983, paving the way for a home that
will keep our handicapped citizens in the community where
they function best and bring others out of state institutions.
It will operate under the concept of Normalization, the
principle of helping developmentally disabled individuals
obtain an existence as close as possible to the norms and
patterns of society's mainstream.

Recent studies of the geographic area show a large demand
far residential services for the developmentally disabled.

Clearbrook has already received 225 application requests for
the 90 bed facility. The developmentally disabled adult in
need of this service who is presently living at home, has
aging relatives who at some point will not be able to care
for his/her needs and would like a residential placement
within the community.

Economically the mentally retarded can be cared for with
greater quality and efficiency in the community. Nationally,
efforts are under way to bring the mentally retarded citizens
out of costly state institutions and back to their local
areas where many more opportunities are available.

I wish to encourage and urge all of you to support the
Clearbrook Commons project in ahy way possible, financially
or as a volunteer, and to get to know this organization
which has provided quality care for the handicapped for the
past 28 years.Its growth and its progress depend on your
assistance. Daniel Krause 12205 Roger Rd. Woodstock, 111.
60098

ip M. Cng, Dsrc
Illinois 12th Congressional District
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VOICE OF THE RETARDED

ORGANIZATIONS ASSOCIATED WITH VOICE OF THE RETARDED

Little City Foundation

The Lambs

Brother James Court

Clearbrook Center for the Handicapped

Dixon Association

Glenkirk Association

Countryside Center

Good Shepherd Manor

Happiday Center

Howe Center

Beverly Farms

Ada McKinley

Kankakee Assn. for Mentally Retarded

Lincoln Association

Ludeman

Meadows Association

Mount St. Joseph Association

Misericordia Association

Murray Parents Association

New Horizon Center

Parents Assn. for Handicapped Children

Riverside Foundation

St. Mary of Providence

Suburban Township for the Retarded

Waukegan Developmental Center

Fox Center

Augustana Center

Grove School

Palatine, Illinois

Libertyville, Illinois

Springfield, Illinois

Rolling Meadows, Illinois

Dixon, Illinois

Northbrook, Illinois

Barrington, Illinois

Arlington Heights, Illinois

Homewood, Illinois

Chicago, Illinois

Godfrey, Illinois

Chicago, Illinois

Kankakee, Illinois

Rolling Meadows, Illinois'

Lake Zurich, Illinois

Chicago, Illinois

Albers, Illinois

Chicago, Illinois

Hanover

Mundelein, Illinois

Chicago, Illinois

Mt. Prospect, Illinois

Waukegan, Illinois

Geneva, Illinois

Evanston, Illinois

Marty Pratt, C l'marn
Phone: t
Jean Carlin, Co-Chairman
Ph-we: 4744441
BernadIte Sullivan. Seel0,ry
Phone: 834-.0
Li Marguerite, TIwausur
Phone: 837441

ELMHURST, IL 60126



200

STATEMENT OF SISTER BARBARA EIRICH, DIRECTOR, COMMUNI-
TY RESOURCE CENTER FOR THE DEVELOPMENTALLY DIS-
ABLED, INC., BRONX, N.Y.

Sister BARBARA. Good afternoon.
I am the director of the Community Resource Center for the De-

velopmentally Disabled in New York City. Our agency was formed
in a direct response to the Willowbrook consent judgment which re-
quired, among other things, the development of least restrictive
settings possible for individuals who were part of the class member-
ship.

We presently are operating-or have operated up until today-
four separate residences for individuals who have complex physical
involvement and medical management needs. Today we are open-
ing our fifth. We have opened the fourth and fifth house for per-
sons who have been diagnosed and categorized as individuals, with
high-risk problems for neuromotor, respiratory, and seizure disor-
ders. These individuals had spent several years within a hospital
setting. These folks have done very, very well within the communi-
ty.

The first two houses we opened have individuals who came from
the back wards, Senators, the back wards of institutions-individ-
uals who were declared to be "profoundly retarded" or "severely
retarded." Two of these young folks are right here-Marcus Pagan
and Veronica Ward are with us this afternoon, evidence that there
is great growth that can occur with folks if they are in a normal,
natural setting and a small group setting. They have done excep-
tionally well, and so has the staff and the community itself.

Thank you.
Senator DURENBERGER. Thank you very much, Sister.
Mr. Brocato, and Sister Antoinette.
[Sister Barbara Eirich's prepared statement follows:]
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TESTIMONY SUBMITTED TO

UNITED STATES SENATE COMMITTEE ON FINANCE

Subcommittee on Health

February 27, 1984

In Support of # S-2053

Submitted by:

Sr. Barbara Eirich

Community Resource Center
for the

Developmentally Disabled, Inc.
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SUMMARY OF MAJOR POINTS OF TESTIMONY
by Sr. Barbara Eirich before

UNITED STATES SENATE COMMITTEE OF FINANCE

Subcommittee on Health

February 27, 1984

MAJOR POINTS

1. Ownership as referred to in this testimony occurs at a fairly high
frequency in small residential community based settings. Ownership
in this concept has the following characteristics: closeness of
relationships between staff 'and residents, and among the residents
which is exhibited in the knowledge, respect, care, concern and
interest in each other; an interest in maintaining the residence
as neat, clean and homelike as p6ssible; the possession, *s -
pride in ownership of personal possessions of the residents clothing,
radios, pictures, etc.; a closeness of staff to resident to such an
extent that an early detection of an illness or seizure is noticed
in the slightest change in appearance or behavior; the staff
demonstrate a sincere willingness to adopt policies and procedures
that enhance the rights and safety of the residents; a general
sense of advocacy for and an expectancy of development of each
resident by the staff; and a sense of belonging in the community.

2. Individuals who have complex medical or medically related needs can
live in small group settings in the community with appropriate supports.

3. Generic medical services have been and are available in the community
for individuals predominently children, adolescents and young adults
who have multiple handicapping conditions who are living in the
-community with their families.

1P. Medical services are obtained more rapidly in smal] settings, as the
staff are attuned to notice the slightest change in a resident. Since
there are fewer persons in the setting, there is greater knowledge
about each resident.

5. The quality and spectrum of medical services are better in the
community. It is rare to hear of advocacy for medical-service
within an institutional setting.

6. Families would like to have their children/family members placed in
small group settings near their own homes.

7. Community residential programs can be developed and monitored for
quality of service with fewer regulations than the current Intermediate
Care Facility for the Developmentally Disabled ICF/DD regulations.

8. Small residential settings for individuals with multiple medical
management problems cost less than hospital care, and in many cases
will cost less than the large congregate care institutions for the
developmentally disabled.

9. Since physical integration is a pre-requisite r' social integration,
it is imperative that individuals who have speci.,I needs remain in
the community to retain the level of integration.
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The Community Resource Center for the Developmentally Disabled, Inc.

is a private, not-for-profit organization formed to provide residential

settings for individuals with complex medical or medically related problems

associated with, or due to the effects of one or more developmental

disability. The agency presently sponsors four separate residential

settings in the South Bronx, and East Harlem areas of New York City.

We are planning to open a fifth residence in late February, 1984. Each

residence has been planned to provide home for a small group of persons

in an effort to retain as much of a homelike atmosphere as possible.

Four of the five residential settings have six residents, and one

setting has ten residents.

I have been involved as Director with this particular service since

its' inception in 1976. I have seen our residents change as they moved

from large congregate care developmental centers and/or acute care

general hospitals into the smaller homelike settings. We have been

successful in retaining staff in each of the residences which we attribute

to the fact that:there is ample opportunity in each day for each staff

member to interact with our residents as family members; the staff are

given on-going training to assist them to handle the needs of our

residents; and last, but perhaps most important, is the fact that our

staff and residents alike have an attitude of what I would call ownership

within the small group setting.

The qualities that I use to define this ownership in the community

are as follows: a respect for the dignity of each person regardless of

his/her ability; a closeness of relationship between staff to residents

and resident to resident that is exhibited in greater knowledge, respect,

care, concern and interest in each other; an interest in maintaining

33-270 0-84--14
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the home as a home, and an effort to keep it neat and clean while it

is being lived in, used and sometimes abus('A; an encouragement by the

staff of the residents to obtain, retain and use personal possessions

such as clothing, radios, clocks, watches, games, etc.; a closeness

that produces a deep concern when one of the fellow residents or staff

is ill or suffers from the death of a loved one; a closeness of staff

to resident to such an extent that an early detection of an illness

or seizure is noted by the slightest change in appearance or behavior;

staff demonstrating a willingness to adopt policies and procedures

that enhance the rights and safety of the residents, and will participate

in the development of these policies and procedures should an accident

or incident occur that had negatively affected a resident; a general

sense of advocacy for the residents by the staff in obtaining medical

care, education and day traiTTrng services; an air of expectency that

our residents will develop greater skills and socially acceptable

behaviors; and there is a sense of belonging in the local community.

I would venture to say that most of us learned these qualities from our

own families in small settings. Most of us do not live with 20 - 40 -

50 - 100 or more persons as one single family unit. Larger congregate

settings are not natural, and because of that fact, the qualities

attributed to ownership as mentioned above, do not develop to the

fullest potential in the larger settings. This statement does not mean

that there is a lack of these qualities within the individual staff

members within a large congregate setting. Ownership, as I perceive it,

does not achieve full maturity within the large congregate care facility

simply because of its unnatural size.
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When I asked one of our residents what he thought would be

important to tell people about the differences he found in his present

home and Willowbrook State School, he said "the people here are nicer...

the food tastes good ..... I have my own clothes, radio and games .....

I have friends ..... I go to Fchool (program) ..... I like to talk to

the neighbors.... I like it nere...". This was shared by a young

man who is now 23 years of age. When we picked this young man up at

Willowbrook seven (7) years ago, he was diagnosed as functioning on a

low level of severe mental retardation. His IQ score was 21. He

presently demonstrates greater abilities than defined in 1976 within

the institution. The psychologist in the institution noted in 1975

in this record, and in almost every record we received, the need for

smaller, more homelike settings. There is no doubt that the Willowbrook

Consent Judgment influenced the clinicians, but the message was clear -

smaller group settings enhance development of relationships, and the

development of people.

Perhaps the most significant fact that our agency can provide is

that individuals who have complex medical management needs can live in

small group settings in the local community outside a hospital or

nursing home setting. Individuals who are physically handicapped and

virtually dependent on others for all their daily living activities

such as feeding, dressing, bathing, mobility, etc. not only can survive,

but can thrive in a home whether it is located in a free standing house

or in an apartment within a 50 - 1500 apartment complex.
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The residents selected for our residential settings have complex

medical or medically related needs. The staff need training to develop

appropriate positioning, handling and feeding techniques to meet the

needs of the residents so that these functions actually aid rather than

inhibit the development of the resident. Each one of our residents have

a multiplicity of medical or medically related diagnoses and needs which

nave been, for identification purposes, grouped together as follows:

developmental - mental retardation (mild to profound retardation);

physical disability (severe neuromotor involvement including scoliosis

due to the effects of cerebral palsy); respiratory problems (including

asthma); seizure disorders; gastrointestinal problems (including

megacolon, esophogitis, gastrointestinal bleeding); sensory deficits

(blindness, deafness); behavior management needs for socially unacceptable

behaviors (including severe self abUsive and self stimulatory behaviors);

dental care; and nutritional needs (most of the residents are on special

diets).

We have been successful in obtaining good piimxry and generic health

care in the local community. These services have been available to the

general public, and have been made more accessible and available to the

developmentally disabled since the implementation of the Education Act

of 1975. Many children who might have been placed in institutions for

the mentally retarded due to the lack of educational and other support

services prior to 1975, are still living at home with their families.

They are currently receiving medical services in the local community.

It is reasonable to expect that these services would continue to be

available to individuals living in small group settings in the community.

During the past seven years, I have received over 100 referrals from

families who heard of our program - most of the information : was passed
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by word of mouth in the community. Without exception, the parents

wanted their child placed geographically near them, in small group

homes.

Al. of the programs sponsored by our agency are certified by the

New York State Office of Mental Retardation and Developmental Disabilities,

and are funded under the Title XX Medicaid Intermediate Care Facility for

the Developmentally Disabled (ICF/DD) program. I believe that good

quality residentiaI programs can be provided and monitored by local

authorities with fewer regulations. It is my belief that the Community

and Family Life Amendment could enable the development of residential

services with fewer regulations, at a lower cost than the institutional

ICF/DD program

This past week I received a referral from a social worker at one

of the city hospitaJs. The data and information was familiar. The

recurring issue that boggles my mind is the fact that this particular

child has spent twelve consecutive months within an acute care hospital -

for lack of a home. The tax payers are paying over $600.00 a day for

her care - a level of care she has not needed for the past 335 days.

This child's needs could be handled by the family with sufficient

support, or by a group residence. It is inexcusable to allow such a

waste to occur of the public resources. Here again, the acceptance and

approval of the Community and Family Living Amendments of 1983 S-2053

would enable the development of appropriate services at a fraction of the

current hospital costs.

It should be noted that we took six individuals from Flower Hospital

in 1980 and placed them in the small residential setting. The hospital

per diem at that time was over $300.00, while we received approximately

one half that amount. We will be admitting six more individuals into

a new residence the week of February 27, 1984. The hospital is now

receiving over $350.00 a day per client. We anticipate re eiving

approximately one half that amount.

In sum, I would personally like to see the Community and Family

Life Amendments S-2053 moved forward for approval in Congress. - It

is an amendment for families, for the continued development of people

who happen to have very special needs.
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STATEMENT OF SISTER MARY ANTOINETTE BARONCINI, ADMIN-
ISTRATOR OF ST. MARY'S TRAINING SCHOOL FOR RETARDED
CHILDREN, ALEXANDRIA, LA., ACCOMPANIED BY DR. MAURICE
DAYAN, MS. MATHILDE BRADFORD, AND THOMAS BROCATO
Sister ANTOINETFE. Mr. Chairman, I am Sister Mary Antoinette

Baroncini, administrator of St. Mary's Training School, a private
nonprofit intermediate-care facility for mentally retarded located
in Alexandria, La. I am here representing the views of our diocese
and Bishop Charles P. Greco, founder of St. Mary's and Holy
Angels Training Schools.

I have with me Dr. Maurice Dayan, our consultant psychologist,
Ms. Mathilde Bradford, our director of social services, and Mr.
Thomas Brocato, our legal counsel. At this time I would like to call
on Mr. Brocato to speak in our behalf.

Mr. BROCATO. Mr. Chairman, I am Thomas K. Brocato, counsel
for St. Mary's Training School and a member of Governor-elect
Edwin Edwards' Select Advisory Committee on Mental Retardation
in the State of Louisiana, and I represent his views in this regard.

Some 30 years ago in the State of Louisiana the need for residen-
tial care of the mentally retarded became a primary concern of
many of the members of our community, and most notably then-
Bishop Charles Greco, who, as the result of his concern, recruited
the congregation of Our Lady of Sorrows from Italy and brought
them to America to provide this care.

We did not have funding of any sort other than donations and
some grants at that time.

Now, we have several oppositions to this bill, the first being that
we are opposed to the notion that an en masse predetermination is
going to be made that all mentally retarded clients will be placed
into the community regardless of their degree of retardation and
without a professional determination of whether or not such is ap-
propriate.

We have had instances, and experience has taught us in the past,
that there is recidivism, there are abuses which occur, and that
these can be minimized, and that in some cases institutional care is
better for some individuals than not.

In our view the bill does not or will not result in a saving of
money for the Federal Government, because our understanding of
it is that the numbers of persons who are presently in the commu-
nity who are retarded but who cannot get Federal funds will be
able to come in under this bill and be funded in community set-
tings.

We also would like to point out that not all institutions such as
the institutions which were used for the studies to show that se-
verely and profoundly retarded could prosper in a community set-
ting-the facilities that they came from previously were not of the
caliber that ours is and were not of the caliber that exists in the
States presently. There was a different situation in those previous
years.

We are not opposed to community living as an option; we support
a full array of services. We want to make that point very clear. We
think that the community home has definitel -has a place in the
care and treatment of the mentally retarded in this Nation. How-
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ever, we are definitely opposed to the lack of choice, freedom of
choice, for the families of the retarded individuals and of the pro-
fessional input to make those choices as to the appropriate setting.

For these reasons, we would ask that the bill be unfavorably re-
ported.

Senator DURENBERGER. Thank you very much. We let you go a
little longer because Senator Long just couldn't be here; he was
tied up somewhere else. Half the State of Louisiana must be here,
so he regretted not being able to come down.

Mr. BROCATO. Thank you, Senator.
[Mr. Brocato's and Sister Mary Antoinette Baroncini's prepared

statement follows:]
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ST. NR'4Y'S TRAINING SCHOOL STATEMENT OF OPPOSITION TO SENATE BILL #2053

BY THOMAS K. BROCATO, ATTORNEY

FEBRUARY 27, 1984

3 3;1 Thomas K. Brocato, legal counsel for St. Mary's Training School, a pri-

vdte, r.n-profit, intermediate care facility for the mentally retarded, located

in Alexandria, Louisiana. I am also a member of Governor Elect Edwin Edwards

select advisory committee on mental retardation in the State of Louisiana. With

me is Sr. M. Antoinette Baroncini, Administrator of St. Mary's, Mathilde

Bradford, Director of Social Services at St. Mary's, and Dr. Maurice Dayan,

Consulting Psychologist for St. Mary's.

We appear before the Committee to voice our opposition, and the opposition

rf the inco~ninq Administration of the State of Louisiana, to Senate Bill #2053,

by Senator Tnafee. I hve specifically been authorized by Governor Elect

Edwards to speak in this regard.

The effect of this measure, if enacted into law, will be the extinction,

witnin i3 to 15 years, of all intermediate care facilities having a capacity of

more tnan fifteen. Institutionalization will no longer exist as a residential

living optionn for any person, no matter how profoundly retarded or disabled.

Tnii mist not happen.

de are not opposed to the cormi.nnity living concept as an option for the men-

tally retarded, and we coriiind the Senator's efforts to devise a federal funding

mechanism specifically for the "group home" concept. However, elimination of

the institutionalization *option will visit an incalculable harm on the entire

mental retardation co(.niunity of this nation; and more importantly, will forever

cheat those mentally retarded citizens who best prosper in an institutional

setting, of their inalienable right to realize their fullest potential and hap-
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piness. Likewise, the families of these citizens will forever be cheated of the

peace of nind that when they are gone, their special child will be cared for in

an institution of proven stability, longevity and quality.

Finally, assuming that one decade hence, society is inundated with retarded

citizens for whom community placement is inappropriate, abuses of the most

heinous sort will befall these persons. The societal cost of dealing with these

abuses and the expenditure of community resources to address and eliminate them

will make the cost of institutionalization seem a bargain, in terms of both

money and humanity. However, the bargain will no longer be available, because

the institutions will no longer exist.

Our facility, and all other public and private facilities of our state main-

tain a "least restrictive environment" concept, in accordance with the Title XIX

philosophy. Many of us have for years advocated and implemented a program for

comtnjnity placement, on a voluntary basis, where appropriate. However, much

careful thought, planning and review is spent in making a determination of

whether a community placement is appropriate.

Senate Bill #2053 eliminates individual consideration of each case, and

instead, makes an En Masse legislative predermination, which in many cases will

adversely affect the purported beneficiary, his or her family, and society in

general. For these reasons, and for the reasons to be more fully discussed by

my associates, we are opposed to Senate Bill #2053 and ask that it not be

favorably reported.
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ST. MARY'S TRAINING SCHOOL STATEMENT OF OPPOSITION TO SENATE BILL #2053

BY MAURICE DAYAN, Ed. 0., CONSULTING PSYCHOLOGIST

FEBRUARY 27, 1984

I am Dr. Maurice Dayan, consulting psychologist for St. Mary's and Holy Angels.

I have almost thirty years experience in mental retardation and provide psycho-

logical services to community hones as well as residential facilities.

I would like to give some factual reasons why we are opposed to Senate Bill

#2053 as written.

1. First of all, historically, only 3-4% of the mentally retarded have needed

and have been served by residential programs and need Title XIX ICF funding.

Senate Bill #2053 as presently written would open the door and develop

dependence on the Federal dollar for a large number of the 96% who pre-

viously have not been served. Title XIX ICF-MR would no longer be a "most

in need"-"last resort" fundi'ig program.

2. With the improvement of medical care, the numbers of severely and profoundly

retarded are increasing because of an increase in their life survival rate.

As a result there are a larger number of medical-at-risk individuals who

need constant medical care and supervision. This medical care is not pre-

sently readily available in the community and an increasing number of physi-

cians are refusing to accept Medicaid patients in the community.

3. There presently.is a dire shortage of professionals trained in working with

the mentally retarded. The dispersal of the small 3% of the mentally

retarded from the institutions will bring about dispersal of our pro-

fessionals who will be spending more time traveling than providing pro-

fessional services.
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4. Senate Bill #2053 advocates the "Big is Bad/Small is Good" position.

Research studies suggest this is a gross oversimplification. Technical

information including review of the literature can be provided to the

Committee upon their request.

5. Another assumption underlying Senate Bill #2053 seems to be that-life in an

institution is bleak and sterile and that life in the community will be more

enriching and satisfying. A review of the literature clearly indicates that

for retarded individuals, life in the community is not all that it purports

to be. While we can force physical integration of retarded individuals, we

cannot mandate community acceptance.

6. Senate Bill #2053 implies that institutional care is far more costly than

placement in a community based residence. When more accurately compared

(Community Services/Room and Board versus Institutional Placement/Full Aray

of Services), community placement is not less costly than institutionaliza-

tion.

7. Senate Bill #2053 takes away the freedom of choice for the parents and fami-

lies of the mentally retarded. As parents get older, they are concerned

with the ongoing security and care for their children in the inevitable

event of the parents death. Community homes have yet to prove stability and

viability.

There are many other valid points that can be made in opposition to the bill if

time were allotted. I sincerely hope that all ramifications of this legislation

be considered before a Judgment is rendered upon residential facilities.
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ST. MARY'S TRAINING SCHOOL STATEMENT OF OPPOSITION TO SENATE BILL #2053

BY MATHILDE BRADFORD, DIRECTOR OF SOCIAL SERVICES

FEBRUARY 27, 1984

I am M3tnilde Bradford, Director of Social Services at St. Mary's School for

Retarded Children, and would like to speak in opposition to the Chafee Bill for

several reasons. First, through phasing out residential care, this bill will

deprive parents and professionals of the option to use this type of care if it

is felt most appropriate for a particular child or retarded person. We need an

array of services for the mentally retarded including both community based care

and residential care. Parents and professionals should have quality residential

care as an option to consider in working out the most appropriate plans for the

retarded. This_typeof care has already proven itself to be both valuable and

effective. Under the provisions of Title XIX (431.51) parents and clients have

the right to chose and obtain services from any qualified Medicaid provider but

if residential care is phased out, they will be deprived of their right to

freedo-n of choice in regard to securing residential care for their loved ones.

It would indeed be tragic if one type of care, i.e., community based care, is

overemphasized at the expense of residential care to the point that residential

care would disappear and no longer be a viable resource for consideration in

making appropriate individual care plans. Should this happen and residential

care and institutions are lost, they will be lost forever and will not come back

for the amount of money needed to reestablish such facilities is n6T likely to

be forthcoming in the future. We will be throwing out the baby with the bath if
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we dispose of residential facilities. Quality care can be given to the mentally

retarded in a number of ways and quality, individualized residential care is one

of these ways. It has been said that a rose is a rose is a rose, but we cannot

say that a child is a child is a child. Children have different, varying needs

depending upon their particular capacities and we must continue to be able to

utilize an option of residential care when this seems indicated as most

appropriate. We must have a variety of resources to meet a variety of needs and

quality residential care is certainly one of the options which we must continue

to keep.
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YOUR OPINIONS
LETTERS

Helping the retarded
Metaikle such instituUons as St. Mary's and be

I am the mother of a severely given Instead to small, family-sile
retarded child community living arrangements.

Fortunately, my son Kevin Is receiv- I believe the decision on what is best
ing excellent care and professional for each retarded child hod not be
training and gui4gee at the St. Mary's determined by a legislative act, but,
Training School (or Retarded Children should be made by professionals in
in Alexanria. the field of mental retardation and the

It is always a pleasure for parents or rdians of te mentally
retarded individuals.

visit my son at this wonderful Istitu- We don't need laws that would with-
tion and to meet with the dedicated bold finds from facilities such as St.
and competent teachers and assistants Mary's when experience has proven
who do such a marvelous job with the t o
children dren within the classificatioas being

Sen. John Chalee has introduced In cared for at St. Mary's the expert e
Congress Senate Bill 2053 entitled and professional help these unfortunate
"Community and Family Living children are receiving cannt possibly
Amendments Act."Ifthisaactpasse, be equaled by the type of care being
Medicare funds will be diverted from suggested by Sen. Chafee.

For example, the autistic children at
St Mary's can-be helped only by po
fessionals with the technical skills
required to help such children reach
their potential. Sw Uchcidre would be
lost in the kind of community being,
sauggested by Sen. Chafe.

I would suggest to Sen. Chafeead to
Sen. Dave Durenberger, chairman ofi
the subcommittee on hel tb they
visit St. Mary's Training School In
Alexandria and see for themselves the
loving and professional care that thee
little retarded citizens are reciving.
Then I am sure they will no longer'
advocate the passage of the act at
Issue, which will eventually lead to the
demise of St. Mary's Training School
for Retarded Chilr.

Catherixe A. Omans
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conditions
N.Y. Times News Service

CRAM ENTO, Calif - A state coM
Osion. reporting on a.nlne-month inquiry.

found - unsafe and
o~l ~i ns" Ca iorna com-.,ut car fc lhiatwhuse tiW eld-

men My ill and the physically dm-
he report by the Commission on Call-
a State Government Organization and
nomy calts the 150,000 adults and chl-
n in the state's 22,000 licensed com-

y care homes *California's defense-
s Citizens.""ommuuty care facilities are different
m nursing homes in California. which
Lse more residents, are mostly for the
erly and are more closely regulated. Of

in Calif. Facilities Called
the 2.0O communtut are fcilities, I00
are liceRNNeor six or fewer reid nMs,
F port said.

On TIursday, Nathan ShapelL the com.
mission chairman, announced the findings
of visits to some of the 22.000 facilities, say-
ing. "Some residents are actually killed in
facilities each year."

-we found that daily. throughout this
state, residents of community care facil-
ties are being sexuaUy abused, beaten. fed
spoiled food. forced to live with toilets that
don't work. left unattended and generally
subjected to a demeaning existence," he
saul.

The State Department of Social Services
Is to prepare an analysts of the report. A de-
partment official said: "l'bese type of fa-

cilities exp~n.ethe satne problems as
i'y'do n other states We view the report

l 9f 1T s' rnlcSm-Wnt we are doing but
what some types of changes that could be
done by the Le.'gislature."

State Assemblyman Tom Bates, Demo.
crat of O',lnd, c airman of the Assem.
bly's Committee on Human Services, and
state Sen. Henry Mello. Democrat of
Waterville. chairman of the Senate Sub-
committee on Aging. said they planned
hearings on possible legislative proposals.

Shapell. who is chairman of the board of
Shapell Industries and Construction, told of
a facility in southern Cahfornia whose bed-
ridden residents were found lying in their
own excrement and of a Napa County fa-
cility operator who forced a resident to

I 'Abusive'
have sexual relations with him.

Shapell said, -We recognize, of course.
that many facilities provide very good care
to residents who in many cases are ex-
tremely difficult to handle."

The report quotes a representative of the
community care industry as saying. ,Mi..
conditions are far more sever' Tmhn ever
extted in nursing homesi.5 yers ago - it's
a snake pit out there."

-California government s faced with an
enormous task in overseeing community
care," said Jean Kindy Walker of Modesto.
a commission leader. "Although our report
only addresses the elderly, the develop-
mentally disabled and the mentally dis-
abled, foster children and substance abus-
ers are also pars of this system '"

BEST AVAILABLE COPY
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Retarded need elp

Nc O:ktaos
.'t I vic' to cc.rncnd you for

£-.; .c l(:tet frc-n Ca:htrine A.
C .: cLX ( c;,r te re::e rd (Let.
it.s. .an 22).

1, t;,, a .n 0 ,e rt- rer of a retarded
%:.: '- s'. t.,On a rt..ient of Pine-

crs' rl:te S.L,:,l i, Pineville for 20
)ers U: ;: .1' ;.".onal ,:lp of a
, "icated, . Ell t'-i.:ed !,afIf. Le ,as
r- -. e a t'%7'C- .", i .ProVcEcnt that
v cLId r,:,t have tttr, possible if he
' ((c r.: tOcre Ms l:fe tas been so
mt:.. :;;r zre r:i.i: bza-. ti e
C, .; e ::Ihcre

t '*r. -- . c :. " t:. the .-:ro-

euction of senate Bill M03. entitled
Cn.nmunity and Family Living
Ar.endnent Act. If this bill should
pS.. Medicare faIs will be divested
frm such institllions as Pinecrest.
Ti. would rtan a great loss and a big
CL'aa,3Ck on scrvicos currthtly entered
ar, much reeded
L(is&ators tio lave little or no

I.,.ialedge of the type of services
,. fr . rcu.rded citizens are, in

my opir.ion, in no way equipped to
r.l.e er.-i!ior.S that. should be made by
frrfessicr.als in the field of men:al
rat.:ion nd the families and

M,:any of the residents at Pinecrest
would be totally lost in an environment
sugested by Sea. Caftee. I bave writ-
lea to Sens. Johnston and Long. Both
Lave promised whatever help will be

I would suggest that a legislators,
both national, state and local, take
time out of their busy sc edules to vist
such institutions as Pinecrest or St.
Mary's Training School for Retarded
C1-hIdea in Alciandria and see first.
brd the wonderful services these
re:.rdf-J ciizcrs are receiving.

Vtrornlca B. Hill

I
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ST. W,,RY'S TRAINING SCHOOL STATEMENT OF OPPOSITION TO SENATE BILL #2053
BY SR. M. ANTOINETTE BARONCINI, ADMINISTRATOR

FEBRUARY 21, 1984

1 am Sister Mary Antoinette Baroncini, Administrator of St. Mary's Training

School, a private, non-profit intermediate care facility for the mentally

retarded located in Alexandria, Louisiana.

I 3n here representing the views of our Diocese, and Bishop Charles P.

Greco, tojnder of St. Mary's and Holy Angels Training Schools. I have with me

Dr. Mairice Dayan, our consultant psychologist, Ms. Mathilde Bradford, our

Director of Social Services, arid Mr. Thunas Brocato, our Legal Counsel. At this

tine, I sould like to call on Mr. Brecato to speak in my behalf.

33-270 0-84--15
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ST. MARY'S TRAINING SCHOOL STATEMENT OF OPPOSITION TO SENATE BILL #2053
BY THOMAS K. BROCATO, ATTORNEY

FEBRUARY 27, 1984

I vi Thomas K. Brocato, counsel for St. Mary's Training School. I am also a

member of Governor Elect Edwin Edwards select advisory committee on mental retar-

dation in the State of Louisiana, and 1 have been specifically authorized by the

Governor elect to represent the views of the incoming administration on this bill.

We oppose this legislation, for the following reasons. As a result of this

bill, residential living in larger institutional facili-ties will no longer exist as

an option for\he mentally retarded. Community living options, or "group homes" will

be legislatively pre-determined as appropriate placement for all mentally retarded

citizens, regardless of the degree of retardation or other disability, and without

considered professional and familial judgment of whether such placement Is

appropriate for the individual. Experience has taught us that in many cases, even

after considered judgment is exercised, community placement proves to be

inappropriate, and often dettimental to the well being of the client. Assuming that

one decade hence, society is inundated with retarded citizens for whom community pla-

cement is inappropriate, abuses of the most heinous sort will befall. The societal

cost of dealing with these abuses and the expenditure of community resources to

address and eliminate them will make the cost of institutionalization seem a bargain,

in terms of both money ani humanity. This bill has been represented as a money

saver; however, historically, only a very small percentage of the mentally retarded

have been served in institutional settings. Rather than decrease dependence on

Federal funding, this bill will open the way for many individuals not previously

obtaining Title XIX support to do so. The program will no longer support only those

for whom it was originally intended; that is, those most in need. In order to

truly evaluate the fiscal impact of the measure, one must consider that Institutional

care includes many services, which in a group home setting must be purchased In the

community, such as medical care, speech therapy, and physical therapy. Proper care

and treatment of the mentally retarded is not accomplished by merely providing room,

board, and supervision. Many of the services required are not readily available in
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the coarninity. Decentralization of these services can only be more costly and less

efficient. The bill assumes that all mentally retarded citizens will reach their

highest potential only in a community setting. 'owever, studies which appear to sup-

port this notion should be viewed cautiously. Many variables must be considered in

deter:niiing the validity of these studies, such as the degree of retardation of the

individuals involved as weli as the quality of staffing and programming of the indi-

vidual's previous institutional placement. Life in a modern quality facility such as

ours is nt a bleak and sterile existence. Progress in normalization and developmen-

tal -nodel is achieved. We are not opposed to the community living concept as a

valuable and needed option for the mentally retarded, and we commend the Senator's

efforts to devise a Federal funding mechanism specifically for the "group home".

However, institutions should not be eliminated simply because community living is a

valuable option. There is, and always will oe a need for both. Extinction of insti-

tutiotis will visit an incalculable harm on the entire mental retardation community of

this nation which has spent many hours and dollars in developing quality programs and

facilities for the care of the mentallyy retarded. It will deprive those mentally

retarded citizens who best prosper in an institutional setting, of their inalienable

right to realize their fullest potential and happiness. Likewise, the families of

these citizens will forever be deprived of the peace of mind that when they are gone,

their special child, or loved one, will be cared for in an institution of their

choosing, with proven stability, longevity and quality. Many of us have for years

advocated and implemented a program for community placement, on a voluntary basis,

where appropriate. However, much careful thought, planning and review is spent in

making a determination of whether a community placement is appropriate. Senate Bill

#2053 eliminates individual consideration of each case, and instead, makes an En

Masse legislative pre-determination, which in nany cases will adversely affect the

purported beneficiary, his or her family, and society in general. For these reasons,

and for the reasons to be more fully discussed by my associates, we are opposed to

Senate Bill #2053 and ask that it not be favorably reported.
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Senator DURENBERGER. John.
Senator CHAFEE. Thank you, Mr. Chairman.
Sister Barbara, I would like to ask you a question. As I under-

stood your statement, you now have some five homes, as of today.
How many in each home?

Sister BARBARA. We basically have six young people in each resi-
dence. We have residence that has 10 young people.

Senator CHAFEE. And you said that these young people are in
some instances severely physically disabled as well as mentally re-
tarded?

Sister BARBARA. Yes, sir. Three -of the houses that we have
opened have individuals who are functioning on the profound level
of retardation. They have severe physical deficits. They are basical-
ly a nonambulant group of persons. They have multiple contrac-
tures of all of their extremities, severe scoliosis, and very complex
medical problems. Some of these individuals are at high risk for
seizures and respiratory problems.

Senator CHAFEE. Now, are you able to handle these individuals
in this small setting?

Sister BARBARA. Yes, sir.
Senator CHAFEE. Give me your thoughts on your ability to care

for these individuals in small settings_
Sister BARBARA. I think that part of the issue at hand for us is to

look at the needs of the particular individuals that we are serving,
and staff accordingly, and train our staff so that they have the
skills with which to handle the nc'ds of the population.

I think that one of the factors that we realized happened when
we opened up a residence for 10 young people, was that it was very
difficult to manage the situation. And the reason is that- each
person has anywhere from 50 to 100 management needs, and it is
very difficult for the staff to relate to that. When you drop the resi-
dential population down to a smaller number of persons, there is a
great closeness that comes, an awareness of need that emerges by
the slightest change, a change in the way that the person looks,
gives eye contact or doesn't give eye contact, or moves or does not
move. We were able to identify indicators for immediate medical
attention. It may be the way that a person moves that indicates
that a seizure is imminent and that care needs to be provided in-
stantly.

We have found that the larger the number of management
issues, the resident population presents, the smaller the number of
persons in care should be.

Senator CHAFEE. Now, it has been my experience, and obviously I
haven't had half the experience that any of these witnesses or that
many of those gathered here today have had, but it has been my
experience in observing those in a small unit that the growth of
the person toward realizing his or her potential seems far greater
than in an institution. Am I correct in that, from your greater ex-
perience?

Sister BARBARA. In my experience, Senator, that has been the
case. Part of the reason is due to the fact that individuals who
have complex management needs, tend to trigger reactions 'and be-
haviors in other residents. Another fact is the nature of impact on
the staff person. For example, a staff person entering a residential
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setting serving 20 to 30 persons, each having 30 to 50 individual
needs and deficits, perceives the magnitude in a geometric propor-
tion. The impact provides the staff person with the perception that
little can be done for each resident because the staff person sees
several hundred needs, which is an overwhelming experience. In
the smaller setting the staff person is in a position to identify at
least 10 or 20 prioritized needs in each individual that could be ef-
fectively managed during a 24-hour period. The smaller setting is
more normalized and allows for greater knowledge of each resi-
dent. Results of programing is seen almost immediately. The staff
can increase development rather than inhibit it, just by the way
they handle, feed, transfer, and assist a developmentally disabled
person in programing. Since the smaller setting is more home-like,
the staff have a healthier self-image of themselves and have a
greater expectancy of response in each resident. This element of
expectancy in learning is what has helped us all grow. Studies con-
ducted on the children attending inner-city schools in the 1960's
clearly indicated that the students whose teacher expected them to
learn, actually did learn. Individuals who have one or more form of
developmental disabilities need to be perceived as persons who can
and do learn. Smaller settings can enhance the learning process.

Senator CHAFEE. Well, thank you, Sister.
Sister BARBARA. You are welcome, Senator.
Senator CHAFEE. And I just want to pay tribute to the work that

you have done, as well as that of the other witnesses here. I appre-
ciate it.

Senator DURENBERGER. Senator Dole.
Senator DoLE. I wanted to ask Ms. Shreve how S. 2053 would di-

rectly affect your operation.
Ms. SHREVE. My operation, per se, I'm not sure. In terms of what

we might be able to help others do who are living in the communi-
ty, a great deal.

I probably need to clarify that. The Whole Person has a policy of
not being the primary service provider if at all possible; in other
words, we are trying to work with community resources to make
sure they are in place. Therefore, we would not particularly Want
to be a vendor or be a provider of medicaid service if there is an-
other agency in the Kansas City area that could provide that to our
population.

Our biggest problem right now is that those services don't exist,
or if they do they are so restrictive that the only alternative be-
comes nursing home care. And for our population especially, medi-
cally stable individuals, this does not seem to be appropriate, and it
seems to be far more expensive.

Senator DURENBERGER. Well, as I understand-let's see-we have
three witnesses opposed to S. 2053? Or less?

Senator CHAFEE. Three.
Senator DURENBERGER. Have you had an opportunity to see

whether you might be able to modify S. 2053 and therefore remove
your opposition or soften your opposition?

Mr. DECKER. Senator, we are not against deinstitutionalization,
and we would support the concept in that we are not opposed to
seeing a decrease in the numbers of people within larger institu-
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tions to smaller facilities, if in fact that is appropriate for their
care.

I think one of the basic problems that most everyone has is the
timeframes and the phasing out, and mandating that there is only
one modality that you can utilize.

Mr. FISCHER. I would like to add, if possible, that on exhibit 1 of
my presentation, Senator Dole, if there was a configuration of serv-
ices that would handle everyone from profound in the right setting,
with the right kind of model, the right kind of people to take care
of their needs and functions, and also if there was a legally associ-
ated status of that individual from profound all the way to educa-
ble, or "mild," if you want to use that term, that would show a con-
tinuum of services that I think the organization that I am repre-
senting would buy as far as S. 2053.

As it is written right now, these needs of the important people
from zero to 19 IQ up to higher is not being met, and we feel it is
very important that there has to be the basic issue of nonlumping
of all of them into one configuration of service, which as originally
written is less than 10, whether it is a State institution or whether
it is community.

Mr. BROCATO. Senator, if I could defer that question to my col-
league Dr. Dayan, who is a clinical psychologist.

Dr. DAYAN. Thank you. There are several alternatives, and of
course one of the alternatives is the alternative that the National
Association of State Program Directors is presenting and looking at
as an alternative. It's a viable concern.

I think there are a couple of things we are concerned about: We
have not opposed community programs. In fact, we would like to
look at a funding mechanism that will strengthen and give a little
more support to those masses of numbers of people who have uti-
lized volunteered dollars. We haven't even talked about all of those
volunteers dollars that had gone into programs before there was a
medicaid.

We can go across the country and look at programs all over the
country that medicaid has not even supported that are excellent
programs-in Houston, Tex.; in St. Petersburg in Florida-where
the percentage of dollars is all local dollars, volunteer dollars.

What we are talking about is leaving a way so that all the vari-
ous alternatives and all the choices are there for the citizens of the
communities and the parents of these handicapped individuals can
make those choices.

Basically, what the basic alternative is, as I see it, would be to
first of all say, "Let's look at the most in-need group, 3 to 4 percent
of the mentally retarded, and find the funding mechanisms
through medicaid, and then for those 96 percent who are not most
in need, find some lesser restricted combination of contributions of
the community toward that funding; for example, matching Feder-
al dollars with United Way dollars earmarked for community serv-
ices." If not, we are going to have a massive amount of people
trying to get in on the dollars available which is going to decrease
the number of dollars in the country per client.

Senator DURENBERGER. Thank you very much.
I want to make just one brief statement, and perhaps in the form

of a question, that follows this line of questioning.
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Just as other members of this committee, the thing that is both-
ering me is that I would like to find some mechanism by which I
can facilitate choice in the system by someone other than me. So if
anybody has any great ideas on how to do this, please bring those
ideas up here with you when you testify.

In everything we have heard here today it seems to me that the
States-Rhode Island, and a bunch of other States-have been out
ahead of everybody generally, certainly ahead of us at the Federal
level, in moving in the direction of a more sensitive individualized
approach to this problem.

Now it looks like we have a shift here, where we are coming to
the Federal Government, because apparently nobody has adequate
resources, and asking for, basically, a mandated Federal program
to do certain things. It bothers me that that appears to take some
of the choice and some of the decisionmaking away from the local
level.

I would like you to react to that, particularly those of you who
are in favor of this bill.

The second part of that question is this problem of what we
sometimes call "substitution," when we do long-term care and then
we do intermediate care and then we do the SNF's and then we do
home-health, and we do this kind of home health and that kind of
home health, with all the mandates. And we never save any
money, or we never raise the level of care.

There are some figures in the Congressional Research Report on
S. 2053, that says that right now there are 138,738 persons who re-
ceived ICF/MR services in 1982. But, "estimates of eligible persons
range from 725,000 to 2 million."
- Now, it would seem-and maybe this is John's idea and he
should be saluted for it, but I don't know who those 2 million
people are-and the closer you can get to the Bronx model, the
more of these 2 million people you aregoing to serve. Are those
people today unserved where they are? What is going to happen
with regard to those 2 million people?

Sister Barbara?
Sister BARBARA EIRICH. Sir, I would just like to make a state-

ment that there is a group of individuals who are within a hospital
setting at the present time. Today we are taking the seventh
person out of a hospital setting at over $350 a day.

Senator DURENBERGER. So, some of those are in very expensive
settings, paid for out of some other funds?

Sister BARBARA EIRICH. That is correct; and I have a recent refer-
ral that just came in last week for an individual who is in care in a
city hospital at over $600 a day, and that level of care is not
needed.

So, in some instances individuals are within the hospital health
care system somewhere.

Senator DURENBERGER. Where are the rest of them? Are they at
home, a lot of them, particularly the young?

Sister BARBARA EIRICH. There are a large number of persons
who are at home at this point in time, but I am looking at the per-
sons who are more physically involved, have a need of a lot of sup-
port services, and in a sense removing them from a hospital setting
reduces dramatically the cost of care on a per-diem basis.
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Mr. FISCHER. Senator, there was a study done recently in Illinois
that indicates that there are over 8,000 people of that group that
you alluded that are not receiving medicaid funds now, that are at
home with their elderly parents, that are going to have to be some-
day funnelled into the system.

Right now we are in the process of completing a 90-bed facility,
which I talked about, totally raised locally by corporations and par-
ents and foundations, and with a waiting list of over 300 in the
community, not even counting the people that we would like to
take if they are appropriate from State institutions, like we have
done in the past to our group homes. So that is where a good share
of them are, if you just number that out through the country.
There are a significant amount of people who are not receiving it
but who will someday, when they can't stay home any longer.

Senator DURENBERGER. Margaret.
Ms. SHREVE. I was going to suggest that at least for my popula-

tion we have found that oftentimes there are many informal sup-
port systems in place in the community, and I don't think that this
bill is necessarily going to change that.

But what happens is, if the informal support system breaks
down, then the person is "at-risk," OK? If there are no other alter-
natives, if there is no way to get some in-home services in place to
keep that informal system going, that's when you are going to run
into a major cost factor.

For our population, there are a lot of people who are living in
the community now with very little help, but they also tend to
incur higher medical bills when they do need help.

Senator DURENBERGER. Well, what, besides a lot of TLC, are sup-
porting this population that is not in an institutional setting?

Ms. SHREVE. Well, in Kansas City, for example, what we tend to
utilize most heavily is a section 8 subsidized housing unit to try to
get somebody into an accessible apartment.

We have a city sales tax that supports our transportation system,
so people are mobile. We have a degree of medicaid and sometimes
medicare services available through home health agencies, which
we will use as much as we can.

The educational opportunities are there. If a person has a voca-
tional goal or potential, then they are usually a client of vocational
rehabilitation in each State.

In other words, we have such a massive bureaucratic system that
we can work through, if we can train-well, in our case we are
training consumers to work through it, not providing the services
ourselves.

There are bits and pieces available, but the major piece that wa
see missing tends to be the hands-on help, it tends to be the service
that is provided by medicaid if you are willing to go to an institu-
tion.

And in our case, we have been saying, "Look, if that's the onl
option we have had for so long, I don't see anything wrong with
changing the option and saying, 'If you want to go to an institu-
tion, you are going to have to find sources other than Medicaid to
pay for that.'"

Senator DURENBERGER. Are there any other comments on the
issues of the mandates and choice and .substitution and costs?
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Dr. DAYAN. Well, first of all, I would like to make one statement:
Institutions don't go out and recruit clients; clients come to insti-

tutions because the community has not provided appropriate serv-
ices to them. And historically, if you look at the admissions policies
of the majority of the facilities in the last 10 or 15 years, they have
been facilities of last resort, because communities have not provid-
ed those services.

So, institutions don't want the clients, they want the clients
served.

The other factor is, development of an individual doesn't take
place based on whether it is an institution or large or small, it is in
the quality of care of the program. I think the important thing is
how the funding mechanism provides a quality program, wherever
it is provided.

Senator DURENBERGER. I guess Sister Antoinette was going to
add something.

Sister ANTOINETTE BARONCIN9. I would like to tell Senator
Chafee that we don't like to call St. Mary's an "institution." St.
Mary's is a home. It is individualized for each child, and, like
Bishop Greco said, we feel that nothing is too good for these chil-
dren. And that is the way we treat our children.

We have all services for then; they are free to go out; they take
part in sports, and everything.

Our "institution," if you want to call it that, has just 150 beds,
and we want to keep it at that number. We don't want to get any
larger.

So I do think that we need some group homes even though we
have had a sad experience with group homes; in fact, one of my
boys right now is walking the street in Baton Rouge, and he is a
male prostitute. This is the result of a group home without plan-
ning and adequate supervision.

But I agree with Sister in that that was an exception. It is not to
compare with St. Mary's, or Holy Angels or other institutions.
Those two reports here are great, and I agree with them, but those
are the exceptions. You cannot compare them with the regular fa-
cility.

And for my last statement, I would like to invite Dr. Carl to
come to see St. Mary's.

Senator CHAFEE. Fine.
It seems to me, if I could summarize the views of those who are

opposed, that it isn't that they are opposed to group homes; what
they are opposed to is the lack of choice, as it were, the lack of-
there is a code word for it, what is it?

Mr. FISCHER. Alternatives?
Senator CHAFEE. Well, OK, "alternatives." It is more complicated

than that. I could have gotten that one, I think. [Laughter.]
Senator CHAFEE. But here is the problem that we face: The

States say, "We are not opposed to the group homes, but we don't
think everybody should be in a group home, and we should have"-
if I could use the word-"a State 'institution.'

But the fact of the matter is, the States aren't moving in that
direction. And, as Ms. Shreve says, the facilities aren't thcre in the
community.
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So when the home care system breaks down, the mother or
father who is taking care of the retarded child dies or gets terribly
sick herself, there is no alternative but to go to the institution.
There isn't an alternative in most of the States.

So, whereas everybody pays lipservice to the issue of a continu-
um of care-I don t mean the people here pay lipservice, but I
mean the State legislatures and the Governors, and so forth-they
say they are for community-based services, but the dollars continue
pour into the institutions.

I imagine if you compared the capital expenditures for institu-
tions versus group homes across the Nation, it would be no compar-
ison at all; it must be 10 to 1. You can get a bond issue passed for
institutions for the mentally retarded, but nobody thinks of doing
it for the group homes.

So here we are. We believe, at least I believe, that the better care
comes-not in every instance, but in most -instances-from the
smaller units, as Sr. Barbara spoke of.

Now, how do we get a slant in that direction? We are not getting
anywhere the way we are going now. What we have is control over
certain funds, they are Federal funds. We don't have control over
all funds. I think in the figures that came through, Federal medic-
aid dollars amount to about 50 percent. Wasn't that what the first
witness said? Dr. Braddock indicated about 50-50.

So what we are saying, or what this legislation is saying, is that
we are going to direct more of those funds toward the group homes.
Absent that kind of incentive, nothing positive is going to happen
across the country; at least, that is what history has proven so far.

Now, what is the answer to that, Mr. Decker? Why shouldn't we
do this? We don't see much happening as far as these group homes
go across the Nation.

Mr. DECKER. First of all, Senator, I think that if you will take a
look at the information-I think it is in Dr. Braddock's study, and
if it isn't I believe it is in the study that has been done by Richard
Schoenberger-it indicates that since 1974 there has been a tre-
mendous increase in the number of group homes across the United
States. And it has been during that period of time that we have
seen a real expansion in those homes.

The information that was given to you by Dr. Braddock shows a
decline in the institutional population during that same period of
time.

I think, also, with the community-based waiver program that is
now coming into effect, and with some modifications on that, you
are going to accelerate that process.

Senator CHAFEE. That is all medicaid, though; there are no cap-
ital funds involved.

Mr. DECKER. That is true, sir. But I think there are some ways of
utilizing the medicaid waiver program in order to further acceler-
ate the process.

I have been a superintendent of a large State institution in
Idaho, and we own and operate group homes, independent living
situations, apartment living situations, as well as ICF/MR facilities
at the current time, so I have seen this whole spectrum. I honestly
believe that there has been significant progress. I think every State
in the United States has seen a decrease in the population of their



229

institutions; I don't think that there are any that haven't I am not
sure about that, but I know that the people who have testified here
today have all indicated that there has been a tremendous decrease
in their population I think you are going to see that with the com-
munity-based waiver program in effect.

Senator CHAFEE. Well, I think that the hierarchy is clearly tilted
toward the institution. Nearly every institution has a large, strong
union. The unions are frightened of moving toward the community-
based care systems.

In our State, and Dr. Carl and the others could testify to this, the
unions have cooperated and they haven't lost. But that's the un-
known; other unions don't know that.

I suspect most parents groups are opposed to this, because they
don't know what is going to happen, they are worried, and I can
understand those concerns.

So, the thrust is for the continuance of what exists now-namely,
the large institution. And while the population has gone down,
which is splendid, it hasn't gone down dramatically in most States.
So the money is being poured into upgrading these institutions in-
stead of going out to the kind of programs and care that Sister Bar-
bara is talking about and that others have mentioned. That is why
we are seeking this thrust from the Federal Government.

Thank you all for coming. I appreciate it.
Senator CHAFEE. Yes, Sister Barbara.
Sister BARBARA EIRICH. Senator, I would like to thank you very,

very much for having the opportunity to be here today. It could
only happen in America. Thank you.

Senator DURENBERGER. All right. Thank you all very much. I ap-
preciate that. [Applause.]

Our next panel consists of John Clarke of Denver, Colo., father of
a retarded son; my good friend Mel Heckt from Minneapolis, father
of a retarded daughter; Christine Craddy, Cranston, R.I., former
resident of an institution; Peter Kinzler, on behalf of the Parents'
Network and Parents Associates of the Northern Virginia Training
Center, Alexandria, Va.; and Eileen LeVasseur, Barrington, R.I.,
mother of a retarded child.

All right. Let's start with John Clarke.
Dr. Clarke, welcome.
I guess you have all been here long enough, you know what the

rules are. Your statements are all made part of the record, and you
may summarize them in 2 minutes.

Dr. CLARKE. Yes, sir.

STATEMENT OF JOHN CLARKE, PH.D., FATHER OF RETARDED
SON, DENVER, COLO.

Dr. CLARKE. My name is John Clarke. I am a clinical psychologist
by training, and I am the parent of a young man who has been in a
State institution in Colorado for about the last 10 years.

Roger has been diagnosed as "profoundly mentally retarded, of
unknown ideology."

Several years ago, I was strongly opposed to the movement from
institutions toward the community. In Colorado we had no choice
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in that matter. We were told that they were going to reduce the
institution population by about 30 percent in a-couple or 3 years.

My association, which is the Ridge Association for Retarded Citi-
zens at that point opposed such a move- That was probably the be-
ginning of a change in sentiment for me and for many other of the
parents in the Ridge Association. Among other things, we found
out that that move to the community actually worked, even though
my son was not one of the fortunate persons to benefit from it.

Well, along about the same time I also had the opportunity to
visit a number of model programs around the country, including
some in the Philadelphia area, Macomb-Oakland in Michigan, and
in Nebraska.

The point that I gathered from that was that these kinds of pro-
grams work, and they work extremely well. In fact, I came away
convinced that they work better than do the programs in the insti-
tutions. Partly, this is a matter of attitude as much as anything
else, and a lot of other intangibles, but nevertheless it left me im-
pressed.

By the time that I had finished these experiences, both locally
and nationally, I was convinced that the community alternative is
the better alternative.

I would like for my son to be able to increase his responsibilities.
He has not, in general, been ill-treated in the institution. There are
good staff there. There are kind staff there. In fact, sometimes they
are too kind; they do too much for him. And this can happen else-
where, as well. But I think it is more likely to happen in an institu-
tional setting, particularly where there are wards of several indi-
viduals, 20 or more. And I realize that that's not necessarily the
only way it has to be.

Obviously, I could talk at great length. I would simply like to say
that when I and my wife made the decision to place Roger in an
institution, we didn't have the choice of a good community pro-
gram; in fact, we didn't have the choice of any community pro-
gram. Had we had that choice, we would not have opted for an in-
stitutional placement. So I see no reason to change my mind about
that now.

Thank you.
Senator DURENBERGER. Thank you very much.
Mel Heckt.
[Dr. Clarke's prepared statement follows:]
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fly name is John Clarke. I reside at 6338 East Mississippi

Street in Denver, Colorado. I am a licensed Ph.D. Clinical

Psychologist and practice in my firm, Colorado Rehabilitation

and Clinical Consultants. I am also the parent of a son, Roger,

age 20 who resides in a Colorado state institution certified as

an ICF-MR for the purpose of receiving federal medicaid funds at

a current rate exceeding $100/day plus funds for his education.

During the past several years I have had a number of

opportunities which most parents have not. I have traveled out-

side of Colorado to visit community services which have been

recognized for being exemplary; in particular, a number of the

programs outside of Philadelphia for persons who have left

Pennhurst under court order, the Macomb-Oakland Regional Center

in Michigan which has returned 1200 people from institutions to

the community in 10 years and has not admitted anyone to an

institution in the past 5 years, and Region V in Nebraska

(Lincoln and surrounding communities). I have also been fortunate

to attend a number of seminars and workshops in Colorado by

"state of the art" practitioners such as the late Dr. Marc Gold,

Dr. John McGee, Dr. Jerry Goff, Dr. Lou Brown and Karen Green

and to visit several of the newly developed community programs

in Colorado. All of these experiences have changed my views on

services for persons with developmental disabilities. They have

clearly demonstrated to me that anyone can have his/her needs

appropriately met in the community. It is being done, it can be

done and it must be done.

My observations are also consistent with the very compelling

data seen in the longitudinal research over four years on the

Pennhurst populations reported by Jim Conroy at Temple University

and Valerie Bradley at HSRI, Boston. Their research, the most

rigorous scientific design using matched samples or functional

twins, clearly presents data that cannot be argued away by

personal opinions'and emotions. The results indicate that all
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individuals, regardless of severity of disability, continue to

make significant developmental gains leading toward reduced

dependency by living in home-like community settings. Unfortun-

ately, their counterparts who have been lrft behind in the

institution, at a reported cost of $165/dk;y, are making no

developmental gains; indeed, a painful indictment of Pennhurst,

and perhaps large congregate care residences in general.

Institutional environments are not conducive to individualized

-programming, growth and development.

The technological revolution of the past decade has been

invigorating, yet I believe that it is but a glimpse of what

the future holds in special education, vocational training,

non-aversive behavioral psychology, physical/occupational

therapy, adaptive equipment and bioengineering. What we know

today - let alone what is yet to come - can make the future

brighter for all persons with developmental disabilities and

their families; however, Incentives for states to continue

funding institutions with medicaid funds could maintain the

status quo and prevent this bright future and emancipation.

At this point I would like to share my personal perspective

as it relates to my own son. Roger is now 20 years of age and

has resided at the Wheatridge Regional Center for about 10 years.

The decision to place him was extremely difficult for his mother

and me. We did not select institutional placement as our first

choice nor did any of the other parents I know who placed their

children in Wheatridge. When my wife and I realized that we

could not give our son the care and attention he needed, we could

find no family support services nor program in the community that

was right for him. Had community programs been available we

would have placed him in a community program.

There have been substantial changes and new developments in

recent years as I mentioned previously. If I could put myself

in the shoes of youngeL. parents with younger children I would

clearly and unequivocally strive to keep my child at home with

family support services or if necessary, place my child in a
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community living arrangement. There is no question in my mind

that such alternatives are superior to institutional placement.

I have never seen a program that is provided in the institution

that cannot be provided in the community and which is usually

done better. I am aware that good programs don't always exist

in some communities and that the "state of the art" technology

has not been replicated in all communities. It seems clear to

me that Senate Bill 2053 provides the impetus to create such

programs throughout the land and give them financial incentives

and stability.

I am not advocating that institutions simply be closed.

I do not want my son dumped into just any kind of program but

I do want him to have the opportunity to benefit from the best

technological developments, to live in a homelike setting and

to participate in community life just like you and me - to

experience success and failure, happiness and sadness and the

dignity of personal identity. It is the job of parents such as

myself to work with the agencies which have the responsibility

for developing programs for persons with developmental disabilities

to assure that a full array or quality services are developed in

t he community_.

As a final comment I would like to note that my impressions

of Roger's experiences at Wheatridge have been mixed. In general,

he has been kindly treated and there are many good and dedicated

staff members. On the other hand, his programming has been

sporadic at best, particularly in the early years. There were

long periods of time when he received very little, if any, meaning-

ful programming. Only in the past two years has the situation

changed and even then, the impetus came from outside the insti-

tution because of the passage of federal legislation (P.L. 94-142)

and a Right-to Education Lawsuit for Colorado children residing

in institutions.

Roger is presently in an institution based school program

and this experience has been generally positive; however, he has

not had the kind of daily opportunities for social interaction
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and age appropriate peer modeling, which would he most desireable.

Fie never sees anyone in a better state thati he is. tic has no

opportunity to learn from role models who. are not handicapped.

Unfortunately, when he reaches age 21 it is quite uncertain

whether lie will be able to continue to receive adequate proram-

ming. Iri other words, the programs developed at the institution

camie about as a result of outside pressures and may not continue

when Roger "graduates" from school. Most of the adults residing

at Ridge today get almost no developm-ental programming!

Right now we are at a critical stage of development for

Roger and many other young adults. It is extremely timely and

essential that the federal government shift its financial bias

from institutions and congregate care to community program

development so that these young people will have a chance to

develop. You have heard and will continue to hear outcries

from both parents who are losing the perceived security of the

institution and the representatives of the industries we have

created over the past thirteen years through the iCF-HIR medicaid

program. Listen to their concerns and provide the necessary

safeguards to insure continuity of funds and services during

the transition. IHowever, I urge you to rise above the emotion-

alism and vested interests and provide the statesmanship and

leadership for public policy which has been entrusted to you

for the good of all of society. Ensuing generations should

not have institutions forced upon them as it was upon us! We

must provide the next generation with a better legacy. The

future for children and adults with developmental disabilities

is in your hands. I urge you to support S.2053.

33-270 0-84--16
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STATEMENT OF MELVIN D. HECKT, FATHER OF RETARDED
- DAUGHTER, MINNEAPOLIS, MINN.

Mr. HECKT. Thank you, Senator Durenberger.
I am a Minneapolis lawyer and father of a young lady, Janice,

age 32, who is severely mentally retarded. Her home is the Fari-
bault State Hospital in Minnesota.

I would like to speak on behalf of Janice and on behalf of many
parents who have profoundly and severely retarded sons and
daughters who live in our Minnesota State institutions and in our
41 Minnesota community institutions.

First I would like to express to Congress, however, our deep ap-
preciation to each Member of Congress for the medicaid law and
appropriations, which have enabled my State to make substantial
improvement in the quality of care for the 2,211 residents in our
State institutions, of which we have 7. Also, we have increased the

uality of care for over 5,000 residents of our 311 community resi-
ential facilities, all of which are funded by ICF/MR medicaid

funding. They are not nursing homes, however. And we have 2,300
of those 5,000 who live in 41 community institutions.

Our success today, and I think we have made tremendous success
in improving the quality of care in both the-State institutions and
in the community residential development, has been attributable
in large part to the Federal-State medicaid match.

I would like to suggest, however, that we are definitely opposed
to this Senate bill, because we feel that almost all institutions
would close, or they would return to the warehousing of the past.
We are opposed to that. We think there are good and bad, and we
don't believe that we should close down all of our State institutions
and community institutions any more than we should all nursing
homes because there are some bad ones in the country there.

We also think that parents and retarded people would lose the
freedom to chose what is most appropriate, the institution or the
small community home, among all of the options. We think it is
very important that parents have this right to play a very impor-
tant role in the determination of what is best.

Sometimes the government people come and go, but the parents
are still there, and sometimes the monitors don't always have all
the facts and the information on a specific child as to knowing
what is best or isn't best.

In conclusion, we are also concerned about the fact that there
will be many, many thousands of people dumped into inappropriate
community residential facilities if this bill were passed. Such has
happened in Illinois, Chicago, where my daughter was a social
worker, and some of them being dumped into downtown Chicago
hotels. We feel this is a very, very severe problem in this area. And
I think moving almost 2,000 people who live in places over 15 beds
in our Nation would be a mind-boggling task. Many of them have
satisfactory placements, and some don't.

There ought to be a right for those people who want to move into
the community to go into the community; but there should also be
a right for those who believe that the best treatment program is
the institution. They should have that right, too. We don't see how
that can operate under S. 2053.
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We would recommend that the bill be withdrawn and the Feder-
al Government not force or plan closure of all or almost all institu-
tions now; the state of knowledge is too soft. We think States must
decide or have a major role in any such closure decision, and we
think that we do need more experience with the waiver law, the
community care waiver law, to remove some of the bugs out of
that.

We do also, however, fully support you, Senator Chafee, as far as
your ideas of extending medicaid funding to more and additional
community services. We think that can make a lot of sense for
many, but not for all. We think increased appropriations in those
areas would save tax dollars in the long run, by the delay or diver-
sion from the more expensive community and State institutions.

Thank you very much.
[Mr. Heckt's prepared statement follows:]
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-.Sumary of Points

Federal Medicaid should not be withdrawn from all state
and community institutions.

a. Almost all would close or return to the warehousing
of the past.

b. Parents and/or retarded people would lose the
freedom to choose--the institution or the small
community home as the most appropriate and leastrestrict vye.

c. If would dump many out of institutions against
their wills, and their parents wills, and into
inappropriate community residences and services.

d. It would deny residential and other services to
those who have no alternative.

e. It would damage the already low self-esteem of
those who are admitted and then demitted from the
small homes.

f. The mass transfer of all is draconian and
mindboggling - the human suffering of residents,
parents and employees - the economic loss and

- waste.

II. S-2053's arbitrary small limitations for all future
residences should be rejected.

III. Federal Medicaid should be extended to community
services in S-2053.

a. It is good for many, but not for all.

b. Increased appropriations now should save tax
dollars in the future-by prevention or delay and
diversion from the more expensive community and
state institutions.

IV. Recommendations

a. S.2053 should be withdrawn or killed NOW.

b. The Federal Government should not force or plan
closure of all or most institutions now. The state
of knowledge is too soft.

c. States must decide, or play a major role in, any
such closure decision.

d. More experience with and study of the federal
"Community Care Waiver" law is necessary.
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I am Melvin D. Heckt, a Minneapolis lawyer, and father of

Janice# age 32, a severely mentally retarded young lady whose

home is the Faribault State Hospital.

I speak on behalf of my daughter, and for many parents,

relatives and guardians of citize:as who are mentally retarded

and who live in state or community institutions.

May I express our deepest appreciation to you, Senator

Durenberger, and to each member of this subcommittee, and to

Congress for the Medicaid law and appropriations which have

enabled my state to make substantial improvement in the quality

of care for the 2,211 residents in our eight (8) state

institutions, and for the 5,000 residents of our 300+ community

ICFMR facilities* of which 2,300 residents live in 41 community

institutions. Our success today would not have been possible

without federal and state Medicaid funding.

For 30 years, I have joined with other members of the

Association for Retarded Citizens in fighting the long battle

for the development, expansion and improvement of community and
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institutional services for all citizens who are mentally

retarded. As a consequence of that involvement, study and

experience# I strongly support extending federal Medicaid

funding to those additional community services provided in

S.2053, and just as resolutely oppose both the withdrawal of

substantially all of that Medicaid funding from all state and

community institutions, and the arbitrary size limitations for

new community residential facilities contained in the bill.

S.2053 represents the worst of all worlds for many mentally

retarded citizens who reside appropriately in state and

community institutions if Medicaid funding is withlLawnp and the

best of all worlds for many infants, children and adults who

appropriately could continue to live with their parents, or in

foster homes, group homes or semi-independent living facilities

only if Medicaid funding is provided.

8.2053 THR WORST Or ALL ORLDS
However well-intended, 8.2053, the 'Comaunity and Family

Living Amendments of 1983", requires of its supporters an

irresponsible leap into dangerously uncertain waters. The

architects of this questionably designed and imprudently

proposed legislation have advanced a blueprint which creates

many more problems than it seeks to correct.

Based on my independent examination of widely dispersed

research studies, conversations with hundreds of parents and
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numerous experts, and my own-personal experience, I an convinced

that if S.2053 is adopted, most, if not all, of the following

results would develop from the incautious leap previously

mentioned:

1. All state institutions would be closed in 10 years or less,

or, if some states decided to fund the entire cost of those

institutions, the quality of service would return dangerously

close to the warehousing and substandard care which prevailed in

them so disgracetully 15 years ago or such states might maintain

existing standards, pay the entire cost of said institutions,

and reduce the funding of existing necessary community services

by the amount of the loss of the federal Medicaid funds.

2. Almost all community institutions (defined as those having

more than 15 beds) would be forced to close their doors to

mentally retarded citizens In 10 or 15 years because those

community institutions in many states derive 45 to 80 per centum

of their operating costs from federal Medicaid funding.

3. S.2053 would deny tojentally retarded persons, and to their

parents, relatives and/or guardians, the right to choose the

state or community institution as the most appropriate and least

restrictive among the current options.
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4. S.2053, in a baronial disregard of parental wishes or

opinion concerning the best interest of their retarded sons and

daughters, would force many mentally retarded people - against

their wills, and against the wills of their parents, relatives

and/or guardians - to leave appropriate community and state

institutions, and would dump them, almost indifferently, into

inappropriate community residential facilities. Ironically,

that ill-chosen curtailment of residential and programatic

options would, at the same time, deny appropriate small group

home community services for those who now live in community or

institution settings, but who want and are able to live in

smaller community facilities, yet could not secure admission to

them because beds and programming would be taken by those from

the institutions who would be transferred to them

inappropriately and unwillingly.

5. The bill's untested and excessively risky "solution* would

force the removal nation-wide of almost 180,000 retarded persons

from existing state and community facilities which have more

than 15 beds. The turnover problem inherent in such a mass

transfer of mentally retarded persons is as mindboggling as its

ramifications are endless. It is draconian. It is difficult to

predict the economic cost and human suffering of such a move.
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6. This proposed legislation would deny residential and

programatic services-to those who have no alternative but a

state or community institution. This is true especially for

those profoundly and severely and multiply handicapped retarded

who live in sparsely populated areas of America, and who require

24-hour nursing, and other professional care. It also

eliminates a vital resource for those who have been demitted

from the foster or small group home, or whose foster or group

homes have gone out of business, or lost their licenses, or who

have tried the small foster or group homes and found living in

them unbearable. It is safe to say that sometimes 6 normal

adults or 6 retarded adults cannot live under the same roof.

Parenthetically it is important to note that in the past

several years, most admissions to Minnesota's state institutions

have been those discharged from group homes or other community

facilities.

7. The closure of all state and community institutions will

result (notwithstanding the best intentions of the bureaucracy)

in many residents now therein being unloaded, nil aduirari, into

inappropriate community residences and ineffective programs.

What is even more horrifying to consider is the possibility that

those unloaded will be provided with no program or residential

service whatsoever.
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In the paste the efforts of some states to reduce

institution populations have resulted in horrible dumping.

Indiana dumped 4,000 institutionalized residents into nursing

homes without adequate programs. Illinois unloaded thousands

into huge, rundown, downtown Chicago hotels located in high

crime areas. Missouri's plan was nearly a shambles, and even in

Minnesota, which to date has an excellent record of reducing its

mentally retarded state institutionalized population# there has

been some dumping of young adults into nursing homes for the

elderly, and others into larger, more restrictive community

environments than existed in their former state institution

home. Others have been injured by medically prescribed drug

overdoses in the community, and have had to return to the

institution.

I am not convinced that the monitoring, licensing and

individual program plans will eliminate dumping if the federal

and state dollars stop flowing.

8. However unintentional, and perhaps totally overlooked,

consider the psychological damage facing those residents who,

for the sake of expediency, are transferred to group homes, and

then are kicked out. If they know their self esteem is low,

what explanation can be given to those so afflicted that will

abrogate the further decline of self worth brought on by
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another, and then another, and then another dismissal? Not all

of the elderly retarded residents in institutions are Bill

Sackters; nor will all have the good fortune to find such good

and supportive friends as Bill. Some have lived in the

institution for 50 or more years, and do not wish to leave. How

can we totally disregard their feelings, and their rights? Some

retarded people of all ages exhibit great difficulty adjusting

to change. Others can adjust. But still others cannot make

changes without disastrous results.

9. S.2053 leaps recklessly to a number of incorrect conclusions

and unsupportable assumptions. Among these is the notion that

adequate monitoring of small group homes will be guaranteed.

Under other less crucial circumstances, if that idea were not so

pretentious, it might be described as quaint. For example, if

Minnesota were to require 6-to-a-household limitations for those

currently residing in our state's ICFMRs, and in our state

institutions, it would need 1,182 community residential

facilities as opposed to the present 300+ ICFMRs and eight (8)

state institutions now in service. The cost of monitoring those

additional facilities necessitated by S.2053 would be giganticl

the dumping and demissions would be catastrophic; and,

administratively, an ongoing nightmare would be created. Quis

custodiet ipsos custodes?
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10. Among other less less-than-infallible conclusions drawn by_

the promoters of S.2053 is the claim that costs are 1:,ss

expensive and living conditions are better for all mentally

retarded citizens if they reside in small foster or group homes

in the community rather than in state or community

institutions. Nothing resembling acceptable evidence is offered

in support of that claim. Conversely, from across the nation,

and within many disciplines, respected voices are heard

cautioning against premature acceptance of the studies

projecting large cost-savings or superior living conditions for

all mentally retarded people if only they move lock-step into

the small foster or group homes in the community. The more

realistic expectation is that the proponents claim is correct

for some and incorrect for others. Exaggerated projections of

cost-savings can only come back to haunt many retarded citizens

in time.

11. The same thesis further declares that if all state and

community institutions were to be closed within 10 to 15 years,

automatically small foster or group homes would be located,

developed, funded and staffed with experienced and caring

employees for those mentally retarded persons who have been

discharged from them, and also for those living at home but in

desperate need of such community services. Again, that helter
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skelter plunge into unchartered waters. One almost would

conclude that the proponents have overlooked a number of salient

problems. For examples high interest rates, high building

costs, housing shortages, low per diem rates for profit and non-

profit providers, unwillingness of some, states to appropriate

more tax dollars# the logistical problems of closure and

locating new facilities all have a significant bearing upon

achieving the proponent's objective.

Likewise, how can state or community institutions continue

to reduce their populations, and revenues, and still meet the

high standards established by S.2053 and not be sued under Sec.

5 (a)(i) et seq? Does anyone actually believe that such a

massive nationwide shift of people can be well-coordinated among

all of the cooperating county, state and federal agencies?

Now, for the purpose of clarity and openness, and wishing

to state Pay unease with S.2053 as specifically as possible, may

I ask the subcommittee to consider the following questions and

criticisms:

1. Page 2 - Lines 21-31 (b) (2) (3).

Unless changed, this section would deny medical assistance

to persons who have resided in an institution for a period

of two years and who have no other alternative for

residential placement. Likewise, r thi-nk it is both



249

ridiculous and cruel to designate such a short time duration

for care, treatment, and habilitation of some persons who

are mentally retarded.

2. Page 3-- (c) (1) (D) Specialized Vocational Services

Is it not conceivable that the inclusion of vocational and

employment services in medical assistance funding might

drain off dollars for existing services to such an extent

that now in-place community services will receive less

funding than at present?

If that be the case, then I believe that some of these

services should be excluded from medical assistance funding.

3. Page 6 - Lines 7-18 (2) () (i) and (ii).

Exceptions and alternatives must be provided to any bed size

limitation for a facility. This does not distinguish

between the need for providing residential services for

children apart from those established for adults and

severely retarded, and it fails to consider the special

needs of the profoundly multiply handicapped, high intensive

medial and 24-hour nursing care person as contrasted with

the mildly or moderately retarded person without such

handicaps.

(C) Line 25 (i1)

The suggestion that in order to receive medical

assistance, all profoundly retarded, multiply
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handicapped people shall be located in residential

neighborhoods, wherein they would be encouraged and

enabled to participate in the prevailing living,

working and service patterns of such neighborhoods,

either amounts to a classic case of sheer folly or

represents another definition of the word PROFOUNDLY.

4. Pages 6 and 7 - (h) (2) (D) (i)

In the section defining the inter-disciplinary team, S.2053

states that professionals and retarded people shall be part

of the team, and "when appropriate, the parents, guardians,

next of kin, or next friend of such individually may be

involved.

Does it not seem more-than-somewhat illogical to insist that

a profoundly retarded person who can't understand or

communicate or make certain decisions be given-a place on

the inter-disciplinary team while, at the same time, denying

membership to a parent because someone, presumably a

professional, has determined that the participation of a

parent, relative or guardian is irrelevant "to the

habilitation or rehabilitation of such individual."

Parents of profoundly and severely retarded sons and

daughters have been making many decisions for the lifetimes

of those persons who do not have the ability to do so. How
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can anyone summarily pre-empt from them that natural

right? Or deny to them that loving involvement? Before a

parent is precluded from inter-disciplinary team

participation, should not the Court so order that exclusion?

5. Page 8 - Line 2 (B)

Though the plan calls for continuity of medical assistance

for severely disabled individuals who reside in a facility

or institution that ceases to function, it provides no

assurance whatever for the continuation of residential

services.

(F) Refers to a periodic independent monitoring or review

of the quality of medical assistance provided, but

fails to specify the time intervals involved.

Could they be ten years apart?

6. Page 9 - Line 6 (i9)

Deals with maximum efforts made to provide employment of

former institution employees affected by the transfer of

severely disabled individuals to community facilities, but

nowhere in S.2053 appears anything resembling assurance or

guarantee that those etforts will produce positive

results. Other questions regarding employee loss are

ignored or overlooked. Herewith* a samplings

33-270 0-84-17
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(a) If S.2053 passes, will not the beat professionals, and

lay staff, depart the facility as quickly as

possible? Who would remain facing sure dismissal in

10-years, or less? May that not have an adverse affect

upon many residents?

(b) What of the former mentally retarded residents who are

now gainfully employed at institutions? About 50 such

workers are presently employed in Minnesota? Is it

reasonable to think that they will be able to find

employment elsewhere?

(c) Many institutions have excellent ongoing in-service

training programs for those who work with the mentally

retarded and other handicapped persons. How can we

retain the experience, know-how and priceless empathy

and enthusiasm of those employees if we threaten their

jobs?

7. Page 11

Temporary Increase in Federal Payment - Section 3 (7)

The 5 per centum incentive to place severely disabled

persons in the community promises dumping just as surely as

the counties' financial incentive to place them in

institutions guaranteed it. Both were/are wrong.

Appropriate placement must be the prevailing criteria.

Incentives of a fiscal nature can only insure dumping.
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Forced to confront the possibility that 8.2053 might be

enacted, I find myself caught in a crossfire of frustration,

astonishment, uncertainty and parental concern - a

combination of eviscerating emotions not unlike the

helplessness felt by a black person who was denied the right

to vote, forced to sit in the rear of a bus and refused the

freedom to eat in a public restaurant.

My daughter, and thousands of mentally retarded persons like

her, by this legislation will be told that they have been

denied the right, and the choice, to live either in a state

institution or a community-based facility if any of these

abodes exceed the new, mandatory resident limits established

by 8.2053. Instead, imperiously, they will be forced to

live in a house sheltering from 1 to 15 residents, in a

community not of their choosing, a facility chosen for them

by some professional or governmental expert(s) who may or

may not be governed by what is most appropriate, but rather

by how little it costs.

Senator Durenberger, members of the subcommittee, at this

point I should like to share with you some of the feelings,

opinions, and sentiments contained in letters I have

received from other parents and guardians concerning the

enactment of 8.2053.
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...As with all human beings, there is no
'Oneness' to the retarded ppulation, but a
complicated array malfunction within an already
complicated structure of human existence. What
must be established is a system of care that is
capable of matching the myriad of needs present in
the regarded population.

DEAN F. THOMAS,
Minneapolis, Minnesota

'...Unless all the resources available at an
institution are made available in the community,
this proposed legislation is not feasible. Even
today, in small outstate communities many of these
resources are not available for those already
released from State Hospitals. I strongly oppose
S.2053 and implore that you and your committee
consider this piece of legislation for what it is,
a totally inappropriate bill that does NOT protect
the best interest of any retarded person.*

BERNICE UPIN,
Faribault, Minnesota

*...To rule, as in S.2053# that all mentally
retarded Americans must exist in small groups of
fifteen beds or less is cruel, thoughtless, and
brutal. We need community and state institutions
for that portion of the mentally retarded
population who need significant, supportive
services that a group home could not provide.'

FLORENCE M. FISKUM,
Minneapolis, Minnesota

... The 'retarded' are not ONE group with one
problem and therefore one solution. Like all the
rest of society, each retarded person is an
individual, and what is a good living situation
for one may or may not work for another. Please
consider all of the possible implications of this
amendment. Do not be unduly influenced by its
introduction by the Governmental Affairs Committee
of ARC-US. So called 'experts' have been wrong
many times in the past."

MARIAN D. HEALING
Richfield, Minnesota



255

H...Horrified at our first encounter with a state
institution some eighteen (18) years ago and
watching the slow but progressive movement to the
present makes us want to sing praises to all the
people involved in the program. They have done a
tremendous job. Please do not allow it to slide
backward. In our opinion there is no best way for
all. Some people fit well in residential
facilities. Our profoundly retarded son would not
fit this mold. He needs close supervsion and he
needs training. He is receiving that now and we
think he is deserving of it. Our feelings are
strong that it would-be near impossible for him to
receive the same in a small unit somewhere else
with small staffing, different caring and
attitudes."

MR. & MRS. RICHARD SCHULTZ
Bloomington, Minnesota

... The end result would be to force large numbers
of retarded citizens from their present
satisfactory placement in community and state
institutions and dump them into inappropriate
residential facilities that might or might not be
available all this without the retarded citizens,
their parents' relatives' or guardians' input on
planning or decision making."

GORDON S. LUNDBERG
Richfield, Minnesota

"...Not to mention the exodus that would occur,
from them being transferred from hcme to home,
until one at the bottom of the scale would accept
them; to a place, no doubt, where their only
interest is making a buck, and the care is non-
existent. As an example, I have a twin brother
that is retarded who has happily spent most of his
62 years of life in the cam pus like surroundings
of the Faribault State Hospital, where he has
always had good care by the staff, who genuinely
care about himl who is also wheelchair ridden, and
needs a big facility like Faribault with its
spacious grounds to roam around in."

LESTER D. LEONARDSON
St. Paul, Minnesota
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a...At some point in our lives we are all affected
by a mentally retarded person, whether it be our
child, a brother or sister, a-niece or nephew, or
relative of one whom we are associated with. It
is a sad commentary that still we are fighting for
the rights of the mentally retarded. I ur eou
to oppose S.2053. I have seen both sides ol the
coin, having a mentally retarded brother and being
a teacher of the mentally retarded.
I would like to request...that you "unofficially'
spend a day with profoundly and severely retarded
persons, and justify the passage of S.2053...

BETSY PRATT LONG
Tulsa, Oklahoma

... One of the premises behind 9.2053 is that
mentally retarded citizens can and should enjoy
the right to move in larger society at will. Many
are capable of this, they can go to a job or a
movie alone, and there are currently homes (maybe
more are needed) that can meet their needs.
However# there are many retarded citizens who are
not capable of these kinds of activities, who
cannot care for themselves or venture into larger
society, and to whoa living with a large group of
peers is of greater concern. To force these
individuals to live in a small home with only a
few others with whom they can interact is
inhumane...."*

DANIEL 14. FISKUM
St. Paul, Minnesota

BS OF ALL WORLDS

S.2053 does have some very outstanding provisions which

should be approved by Congress. Medicaid should be extended to

cover some of these costs:

1. Parents, who otherwise would have to institutionalize

their infant or child, should be given medical assistance to

enable them to choose to keep their child at home whenever

possible. This option may be best for the child and the
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parent. In most cases, the cost would be much less than that of

the state or community institution or the ICI4R group home. In

some instances, the cost may exceed that of the institution, but

the child's interest should prevail over the cost argument.

Likewise, cost considerations should not force parents to keep

the child at home if it is not feasible to do so. Some families

can cope while others ight be destroyed by having such a child

in the home.

2. Foster parents should be an option for children who

can't live at home. However, mass usage of foster parents is

also fraught with potential for abuse and difficulty in

monitoring. For those profoundly and severely retarded who have

need of 24-hour nursing care, or who have severe behavioral

problems, it may be much more difficult to find such foster

parents than some experts admit, and also such foster parents

may suffer from the same burn-out as the natural parents.

Stability and continuity of care is very important! The use of

foster parents for normal children has frequently resulted in

some of those children being shunted from foster home to foster

home with dire consequences for the child.

3. Small foster homes which need not meet ICFMR standards

and regulations are another viable option for some, but

certainly not all, mentally retarded citizens.

4. Semi-independent living is another viable option for

some mildly and moderately retarded adult citizens. Again, each
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individual must be carefully evaluated or disastrous results can

and do occur from improper placement. This would not be proper

for profoundly retarded adults or for most severely retarded

adults.

5. Also, the small ICFMR group home should be a viable

option for some of the retarded now living in our state and

community institutions. They, and their parents, should have

the right to choose and secure admission to such facilities.

However, the small group home is not the answer for all children

or adults.

In other words, creating more options by extending Medicaid

funding gives parents and their sons and daughters a much better

opportunity to find the proper residence and program. The

prevention, delay or diversion from placement in a more

expensive institution or ICFPR facility will save costs for our

taxpayers and be better for those who can benefit therefrom.

However, too much precaution cannot be taken to prevent cost

from being the sole or most compelling criteria in determining

what is or is not proper care for the individual person. In

Minnesota, I understand that some counties are inappropriately

pushing foster home placements for cost reasons only.

Such an extension of Medicaid to those community and family

services mentioned above will not eliminate the need for

community and state institutions or for ICFNR group homes# but

it will hopefully reduce the demand for more of such services

and in this way reduce this cost pressure.
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There is one other danger I believe should be addressed.

Unless Congress and the states increase appropriations in the

short run for such family and community services, there is a

real danger and probability that present services funded by

Medicaid will suffer cut-backs in funding which may

substantially curtail the quality of services presently being

provided. In the long run, hover, such an extension of

Medicaid should reduce the amount of or need for increased

funding.

TER PPA)POEWTS POSITION

The proponents of S.2053 obviously believe that all state

and community institutions are bad and that all existing

community facilities having 15 beds or less are passable, but in

the future nothing should be funded by Medicaid if larger than 3

times the average family household size which in my state would

be 8.

In trying to convince you that all institutions are bad*

they show you publicity of Pennhurst and Willowbrook and I

understand Senator Weicker's committee is investigating the 10

worst institutions in the nation, as opposed to any

investigation of the best.

They and the media only point out the bad and not the good

in our institutions. They should realize that all state and

community services, including all residential facilities, vary

from quite poor to quite good. Because some are quite poor does
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this mean we should destroy all? In our nation there are some

bad and excellent nursing homes. Should Congress withdraw all

Medicaid funding from all nursing homes because some are bad?

O course notl There are recent developments enabling some who

want to live in their homes or in smaller less expensive

facilities to receive Medicaid assistance. This makes sensel

The proponents also overlook the vast improvements in

physical plants and staffing and individualized programming

which have occurred recently in our state and community

institutions since the advent of the 1977 ICMFR Law. Many of

these improvements have taken place in the past 3 years.

The proponents arrogantly persist in trying to place all

mentally retarded people and their parents in the same lock-

step, iron pants mold. The proponents know best and the

thousands and thousands of parents who have sons and daughters

residing in state and community institutions are all wrong. The

proponents fail to realize that many of our retarded sons and

daughters have much more freedom, such less restriction, much

safer surroundings and a more professionally supportive, sore

loving and happy environment in the larger facility than they

would receive in the small group home for 6 or less.

Some of the proponents advance cost saving as the rationale

for institution closure# but many now are backing away from that

position. In 1963, Minnesota had 6#100 residents in state

institutions. This was reduced to 2,300 plus at the end of
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1982. To compare the cost of care of the mildly and moderately

and even severely retarded who live in community homes with the

cost of caring for those profoundly and severely retarded who

now remain in the institutions is comparing apples with oranges.

Recmendations

a. 8.2053 should be withdrawn or killed now.

b. The Federal Government should not force or plan closure

of all or most institutions now. The state of

knowledge is too soft.

c. States must decide, or play a major role in, any such

closure decision.

d. More experience with and study of the federal

"Community Care Waiver* law is necessary. Why? To

insure that plaoment decisions are in fact being made

based upon what Is most appropriate for each individual

and not made upon vhat is the least costly. Otherwise

there will surely be massive dumping or forcing of

mentally retarded people out of the State and Community

institutions and ICFKR Group Homes into inappropriate

small community residences. This would be true whether

closure or forced reduction of population were involved.
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CONCLUSION

No person who is mentally retarded should be denied the right

to live in either a community or in a State or Community

institution. Nor should such person be obligated to live in

either because there are no other viable-options.

The proponants of 8-2053 are willing to upset or destroy the

entire cart in order to find a few bad apples. The bad apples may

be found by this method but the good ones have then already been

dumped out.

I appreciate the opportunity to appear before you and to

submit this written statement. I am confident this Sbcommittee

will do what is just and right.

Melvin D. Heckt
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Senator DURENBERGER. Thank you very much.
Senator Chafee.
Senator CHAFEE. The next witness will be Christine Craddy, from

Cranston, who was formerly in one of our institutions in Rhode
Island.

All right, Christine, go to it.

STATEMENT OF CHRISTINE CRADDY, CRANSTON, R.I., FORMER
RESIDENT OF AN INSTITUTION

Ms. CRADDY. Mr. Chairman, I have something very important to
tell you. I used-to live at- Ladd School, since I was 5 years old. Now
I am out in the community living in a group home with eight other
people-banking, shopping, doing my own haircuts.

The food was very terrible. We used to be the last building to eat.
It was very cold. I didn't have very much * *. The clothes didn't
fit. My relatives used to buy me new clothes-they used to lose
them. And I don't think anybody else should live in an institution.
If you are going to put them anywhere, put them in a group home.

Thank you.
Senator DURENBERGER. Thank you, Christine. [Applause.]
[Ms. Craddy's prepared statement follows:]
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So2053

Mv name is Christine Craddy and I am a resident of

a group home in Cranston, Rhode Island.

I lived in an institution, called Ladd School,

from the time I was five (5) years old until I was

nineteen (19).

When I was at Ladd, I was scared most of the time and

I was very lonely. Sometimes I would go home on weekends

and when I was taken back to Ladd I would cry for a long

time.

Most of the time at Ladd we would watch television all

day. Lots of times I wore clothes that didn't fit. I

think that we were the last building to get fed because

the food was always cold and it wasn't very good.

At Ladd I spent all of my time in a wheelchair. Now I

use a walker and I even go to the dance on Friday night.

When I dance I don't need the walker.

I have lived in the group home for eight (8) years now,

and I am very happy.

I have come a long way -- from braces to special shoes

and fzom a wheelchair to a walker.
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S.2053

-Christine Craddy

Page 2

In the group home I help make supper, do my own

laundry, go shopping and pay for the hairdresser myself.

At Ladd I used to stay in the ward all day and go to

the dining hall to eat and that's about all.

Since I've been living on Dyer Avenue, I have taken

trips to Virginia, Florida, New Hampshire and Canada.

-I saved my own money for these vacations from working at

the center.

I work every day at the center. All of us are glad

to be out of Ladd.

I think everybody would like to be out of Ladd.

Somebody should just ask them what they would like.

Recorded by:

/James V. Healey /

Submitted by:

Christine Craddy )
cett4, -64, CA"O-
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Senator CHAFE. Thank you Christine.
Senator DURENBERGER. Our next witness will be Peter Kinzler,

from Alexandria, Va.

STATEMENT OF PETER KINZLER, ON BEHALF OF THE PARENTS'
NETWORK AND PARENTS AND ASSOCIATES OF THE NORTHERN
VIRGINIA TRAINING CENTER, ALEXANDRIA, VA.
Mr. KJNZLER. Thank you, Senator Durenberger.
In 1978, when I first considered putting my child in an institu-

tion, my image of an institution was probably that shared by many
of the Senators and other people who have not had children there
and have not had the opportunity to visit that it was a warehouse
with beds lined up along a wall, people shackled in, et cetera.

Fortunately, it was not that. Quite to the contrary, the Northern
Virginia Training Center is a very bright, cheery place with small
units and extremely dedicated and knowledgeable staff.

When we circulated copies of Senator Chafee's bill around the
country to parents' groups, we discovered that other parents were
similarly satisfied. And as a result, The Parents' Network now rep-
resents 60,000 parents-people with first-hand experience-in 38
States. We suggest that institutions really deserve their new name
of "training centers." It is more appropriate.

We do not object at all to community living arrangements. We
think they are entirely appropriate in many situations. We think
there is plenty of experience that shows they work extremely well
with many mildly and moderately retarded people.

We would submit that their experience with severely and pro-
foundly retarded is far more limited and far more questionable.
There are some good experiences and there are some bad dnes. For
example, I have submitted for the record an experience from Flori-
da where 16 people who were moved out of institutions into group
homes died within a short period of time, largely because of lack of
knowledge in the medical care.

What we need are not anecdotes, but well-analyzed data.
The cost questions are difficult ones. The studies that we have

seen tend to compare apples and oranges-the mildly and moder-
ately retarded in the community with the severely and profoundly
retarded in institutions. They compare different constellations of
services. Again, more serious analysis is needed.

What do we favor? What we favor, first of all, is more money.
There simply is no substitute for money. Senator Chafee has re-
ferred to the fact that there may be anywhere between 750,000 and
2 million people out there who would be eligible for medicaid under
his bill. How you squeeze services for all those people out of the
same pot of dollars, I don't know. I don't think it is feasible.

What we think would be extremely useful would be to eliminate
the existing bias in the medicaid program so that people's needs
would be determinative, not the availability of funds.

Finally, if there is one thing that could be done immediately,
that would be to take the mildly- and moderately retarded who are
in institutions who do not belong there and move those people into
the communities.

Thank you, Senator.

33-270 0-84-18
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Senator CHAIn. Thank you, Mr. Kinzler.
The next witness is Eileen LeVasseur from Barrington, R.I.
[Mr. Kinzler's prepared statement follows:]
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Principal Points of Peter Kinzler, of the Parents Network,
in Opposition to S. 2053

the Coftiunity and Family Living Act Amendments of 1983

1. Parents Network represents 60,000 parents of mentally
retarded children who live in institutions in 38 states.

2. We believe, on the basis of first hand experience, that
most of today's institutions for the mentally retarded are well
run places that provide quality care and training for our children.

3. Community living arrangements for severely and profoundly
retarded persons are still in an experimental stage. To date,
most community-based residences have dealt with mildly and
moderately retarded people, those who can dress and feed themselves
and hold jobs in the community. Community experience with severely
and profoundly retarded people-- those whose trainability is very
limited and who need around-the-clock care-- is very limited and
has not been subjected to rigorous analysis. Many expert observers
in the field suggest that other factors--such as the grouping of
residents and the qualifications of staff-- are more relevant to
development.

4. Existing data on the relative costs of institutions and
community living arrangements are contradictory and inconclusive.
Most of the studies are fatally flawed, in that they tend to
compare the costs of less retarded individuals in the community
with those of the more severely retarded residents of insti-
tutions, and they compare a different constellation of services.
Where similar residents and services are compared, the costs
appear to be about the same. There is no reliable data to
support the contention that even one more person can be served
for the same dollars, nevertheless that two to three times the
present population could be served.

5. Parents have a number of questions about what would
happen to our children in the community living arrangements
envisioned in S. 2053. How would the many services now pro-
vided at institutions--from different types of therapists to
medical care-- be provided ? Would bad apples among the staff
be weeded out rapidly ? Could Medicaid monitor 100 times the
number of living arrangements they now monitor with any reasonable
assur!.nce of maintaining quality ? What will happen to the
residents who are left behind in institutions when a financial
crunch occurs ?

6. Some actions can be taken now to better meet the needs
of all severely and profoundly retarded people. One, the states
and the federal government can provide more money. Two, the
bias in Medicaid in favor of institutional funding should be
eliminated, building on the present waiver program. Three,
most mildly and moderately residents of institutions-- those
most demonstrably capable of benefitting from living in the
community-- should be moved there. Finally, we must develop
a continuum of services from private homes to group homes to
institutions to assure that the individual needs of the retarded--
and not the needs of those with an ideological predisposition--
are best served.
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Statement of Peter Kinzler

on behalf of

the Parents' Network

and

Parents and Associates of the Northern Virginia Training Center

in opposition to

S. -2053

the Community and Family Living Act Anendments of 1983

before the Health Subcommittee

of the

Senate Finance Committee

February 27, 1984

I am testifying today as the parent of a severely to profoundly retarded

son who resides in an institution, on behalf of the parents of that institution

and on behalf of the Parents Network, an informal organization of more than

60,000 parents of mentally retarded children who live in institutions. The

Network sprung up more or less spontaneously in the Sunmer of 1983 in reaction

to a legislative proposal by the Association for Retarded Citizens to phase

out, over a 10 to 15 year period, all Medicaid funding for institutions for

the mentally retarded. This concept has been incorporated into S. 2053.

We are generally very satisfied with the care our children are receiving

in today's institutions,which more accurately deserve the name "training centers."

While we are well aware of the need for more community living arrangemen-rts--

and fully support additional funds for their creation-- we believe they are

needed to supplement, not replace, institutional care. What is needed is a

continuum of care so that retarded citizens can receive the most appropriate

care to fit their needs. Unfortunately, S. 2053 would fund more community living

arrangements by cutting off federal Medicaid funds for institutions. This

approach would surely mean the closing of most if not all institutions. There-
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fore, as the parents of the children who would be most directly affected by

this legislation, we vehemently oppose enactment of S. 2053.

Let me state to you as clearly and succinctly as I can the basis for

our opposition.

Most of Today's Institutionsfor the Mentally Retarded Are Well Run Places

that Provide Quality Care and Training for the Residents

Thanks to years of effort by thousands of people-- including many members

or former members of the Association for Retarded Citizens-- today's Institu-

tions no longer are the warehouses of the turn of the century that often come

to the minds of people who do not have relatives in institutions. As parents,

we could never place our children in warehouses.

Federal Medicaid funds and standards have played a major role in the

dramatic improvement in the quality of Institutions. My son lives on a bri-htly

colored unit with 12 other residents andsleeps in a room with two other children.-

He goes out into the community for ,chool each day and when he returns to the

institution, he has training programs for eating, walking, dressing and toileting,

among others. The staff is generlly caring, committed and creative.

Tighter enforcement of existing Medicaid standards or adoption of even -

tougher standards, such as those presently being considered by the Department

of Health and Human Services, could makiour children's residences even better

places.

To say that institutions have come a long way from the olden days is not

to say that all abuses have been eliminated. There are still some instances

of improper care and even violence in institutions--and every possible effort

should be taken to root out these problems.

To be fair, however, one must recognize that these same problems exist in

society as a whole and even in community living arrangements. For example,

a series of articles in the summer of 1983, copies of which are attached for

inclusion in the hearing record, recount how 16 residents of an institution who
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were moved into newly built group homes in Florida died soon after they were

moved. The reasons for their deaths vary from improper nursing and medical

care to "transfer trauma," a medical theory that some people lose the will to

live after being taken from familiar surroundings. As a result of these

unnecessary deaths, further transfers were halted.

I do not cite this example tosuggest that these problems are rampant in

community living arrangements, any more than similar anecdotal information

demonstrates widespread problems in institutions. There is no comprehensive

data to prove either case. The key point is that protection of the handicapped--

in and out of institutions-- is particularly crucial because most handicapped

people are not capable of protecting themselves.

In short, we do not maintain that institutions are perY'fct residences nor

that all of them are run as well as we'd like to see them run. But we do know

from first hand experience that there are many well run institutions in all parts

of the United States that provide significant benefits to our children. Under

these circumstances, we think the advocates of legislation that would inevitably

result in closing many, if not most, of our children's residences have an

enormous responsibility to demonstrate that our children can be equally or better

served in community-based residential facilities.

Group Homes and Related Community-based Living Facilities for Severely to

Profoundly Retarded Persons Are Still in an Experimental Stage

For the most part, group homes have been used for the mildly to moderately

retarded who do not have severe medical or behavorial problems. We think

their track record in serving this population indicates that most such people

who now live in institutions can benefit from placements in community living

facilities.

However, most residents of institutions today are not mildly or moderately
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retarded. They cannot dress and feed themselves and-hold jobs in the community.

They are severelyand profoundly retarded; people whose trainability is very

limited and who need around-the-clock care.

The present population of institutions--where more than 76% of the

residents are severely or profoundly retarded--reflects the success over the

past decade of moving many mildly and moderately retarded people out of

institutions into the community. Over the past 10 years. this movement has

resulted in a 37% decline in the institutional population. At the same time,

the residents who remain in institutions and those children and adults who have

replaced some of the ones who moved into the community are far more retarded

and multiply handicapped.

The number of severely and profoundly retarded persons in community-based

facilities today is very small. The studies of how these people fare are few

and inconclusive; and all the available evidence suggests that it is more a

question of the way in which groups of individuals and staff are organized

than the size of the residence. Pursuant to this concept, many of the larger

institutions redesigned their larger wards into smaller units. Other factors

such as geographical location, resident background, average age and the

qualifications of the'staff have been found to be more important in the develop-

ment of the clients than the size of the faculty.

The experience to date suggests that the concept that 'bigness is bad"

has no more truth when applied to the residences of the mentally retarded than it

does to the size of corporations or universities. The experience-to date

would justify more experimentation with placing severely and profoundly

retarded persons in community living arrangements, but it in no way would justify

moving all such people into the community. What is needed is more experimentation

and study; not more demagoguery. However appealing it is for people who do

not have children in institutions to want to place our children in group homes
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with white picket fences, we the parents want proof-- empirical data, not

articles of faith--- before we acquiesce in moving our children from environments

in which they are doing well.

Existing Data on the Relative Costs of Institutions and Community Living

Arrangements Are Contradictory and Inconclusive

The ARC has stated that cost studies demonstrate that for the same money

we can serve two or three times as many mentally retarded persons in community

living arrangements. Based in substantial part on this assumption, S. 2053

would increase the number of eligible recipients of Medicaid funds at least

two to three hundred percent, and perhaps by as much as 700%.

Unfortunately, the cost studies do not support the basic premise. A

fair reading of them shows that most are fatally flawed in conception. Many

compare the costs of the typical resident of a group home-- a mildly to

moderately retarded individual-- with the typical resident of an institution,

a severely to profoundly retardedperson. In addition, many of the studies

do not compare the same constellation of services. In short, for every study

that says that group homes are cheaper, there is one that says that institutions

cost less.

Where similar residents and services are compared, the costs appear to

be about the same. In Northern Virginia, for example, several intermediate

care facilities for the mentally retarded-- which house 8 to 10 severely to

profoundly retarded persons apiece, including some who have been discharged from

the nearby institution--have found that their actual costs of care exceed t"

per diem costs at the institution.

The question of costs is an important issue. What is needed here is

for proponents and opponents of the different living arrangements to sit down

together and agree upon a proper methodology-- perhaps with some prodding and

funding from the Congress-- and then hire an independent consultant to assess
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the real costs of caring for the severely and profoundly retarded in institutions

and conmunity living arrangements,

If S. 2053 Would "Guarantee" the Quality of Care for People Who Are Now Residents

of Institutions, Why Are the ParertsSo Opposed?

Many parents fought long and bAjrd to establish regional training centers

so that their children could live in a quality residential environment close to

them. Parents who have lived through all the difficulties and uncertainties

of having handicapped children are particularly anxious to make sure their

children will reside in a quality facility for the rest of their lives. To

suggest that the certainty of good care that now exists will be replaced by an

uncertain scheme is very threatening. In short, parents nationwide are pleased

with the present situation and see no reason to trade it in for a system that at

best might provide the same quality and at worst might have disastrous consequences.

Presently, our children live in places with substantial resources on hand--

people experienced in how best to deal with a broad range of behavorial problems,

including aggression, property destruction, self-injury, etc., and who are well

grounded in current statelof-the-art technology, expertise not immediately

available in a small community-based residential setting. In addition, our

children have at hand the skilled servicesof physical and occupational therapists,

social workers, doctors, nurses, dietitians, advocates and local human rights

comittees.

We have many questions about bow our children would fare in comunity

living arrangements. Would they have prompt access to all of these experts,-or

would they have to wait a week or a month until the experts could get to the

house? We know how badly the local hospitals handle our children. Would there be

small community facilities with doctors who understand teir problems and needs?

What would happen to people who have lived in institutions for decades? Is it

really feasible to move them out without inflicting grievous harm?

What would happen to our kids when one of the staff was a bad apple?
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- --- Who else would be a-ound to report that person? How would the facilities

maintain the same kind of continuity that exists in institutions now when they

had the kind of inevitable turnover that comes from burnout on the Job and low

financial rewards? Could Medicaid and other Interested groups possibly

monitor the quality of 20,000 community living arrangements as well as they

presently monitor 260 institutions?

Finally, if group homes are to be opened up by definition to a potential

universe of retarded citizens many times the size of those now receiving

Medicaid funds-- with no criteria for choosing among applicants-- then the

odds are great that many of our children will have no place to go when the

states choose to close the institutions to save money. Or, if a state kept

some of the institutions open, they would be far away from many of the parents

and likely to be grossly underfunded. S. 2053 may say that any remaining

institutions would have to maintain.certa-n'Medicaid standards,' but when the

financial crunch hits who is to say that those standards won't be reduced or

laxly enforced?

Without criteria for admitting applicants into group homes, it is even

possible that the bill might have the perverse effect of atding-mildly and

moderately handicapped individuals to the detriment of the severely and

profoundly retarded. This result could come to pass if states chose to serve

the less retarded first in community lving arrangements because they are less

expensive to care for, i.e., they could serve more people for the same dollars.

We deeply empathize-- and we emphasize the word empathize-- with parents

whose retarded children live at home. We have been there and we know how

difficult it is. However, we know of no magic that can stretch the $3 billion

in Medicaid funds being spent on the most retarded children living in institutions

to provide services for three to seven times that population. The hard data

simply isn't there to demonstrate that we can serve even one more retarded

person and maintain the present level of quality care by moving the retarded
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into community living arrangements. The answer lies in more money and, until

such time as the necessary funds are secured, a rational society always must

devote its limited dollars to those people who are in the greatest need.

If S. 2053 Is Not Acceptable, What Can Be Done to Aid Peopl, Who Could

Best Be Served in the Community, Whether They're Living in Institutions or

at Home Presently?

The first answer is that more money is needed. There is no substitute

for dollars. Realistically, with $200 billion deficits facing the federal

government for as far as the eye can see, there is not likely to be much -

help forthcoming from the federal government. Therefore, the states may be

the places to look. Many of their economies have picked up and the necessary

monies would appear smaller on a state-by-state basis. Moreover, it would

avoid the potentially disastrous effects of infiosing a national solution

bn the very different worlds that exist in different states..

Second, we' must eliminate the bias in the Medicaid program that favors

institutional funding. We believe the Congress made an impressive start in

that direction with the Medicaid waiver program and we understand some 33

states have applied for waivers. That program should be expanded so that

Medicaid funding is authorized for group homes on the same basis as it is

for institutions.

Third, emphasis should be placed first on moving the mildly and moderate

retarded, those without major physical or behavorial problems, out of the

institutions and into group homes. These are the people everyone agrees are

most capable of benefitting from living in the community.

Fourth, the role of the parents in caring for their children must

continue to be respected. We love our kids and know more about them and what

is best for them than all of the professionals in this field. Imagine how

angry you would be if a teacher told you that you were raising your children

incorrectly and that he or she-- the teacher-- was going to correct the problem.
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And that teacher had the authority to do so. It is the height of arrogance

and patronizing for people who are not in our situation to tell us that they

know what is best for our children; that all we need to appreciate that they

are correct is to be "educated."

Until there has been extensive experience in group homes with the many

different kinds of children who are severely and profoundly retarded and that

experience has been quantified and evaluated and truly shown to provide better

care for all our children, we will continue to support federal funding for our

institutions. We must maintain a continuum of services from private--homes

to group homes to institutions to assure that the particular needs of our

children-- and not the needs of those with an ideological predisposition--

are best served.

STATEMENT OF EILEEN LeVASSEUR, BARRINGTON, R.I., MOTHER
OF A RETARDED CHILD

Ms. LEVAssEUR. Gentlemen, my name is Eileen M. LeVasseur. I
am almost 80 years of age, and amon-my several children is my
daughter Marion, who is 45 years old and severely retarded and in
a wheelchair.

Due to the lack of community support services at the time, plus
the needs of my other children, I took action to place my daughter
at the Ladd School in Exeter, R.I., in 1954. She lived there for 29
years until early 1983, when she was placed into a very nice group
home with five other women, a few miles from my home.

I visited my daughter at least weekly during all of those year
she lived in the institution, and, frankly, I was opposed to group
home placement when it was first suggested as a possibility during
1978-79.

Most members of the Parents' Association of Ladd Center were
likewise opposed to the concept, because no such community homes
existed prior to 1980. I served as president of the Ladd School Par-
ents' Association for 6 years, and my other daughter, who is with
me today, has served as president for 4 years.

Today, all of us in the organization- and all of my family are
..proud of Marion's new home. We support the idea of community

residences completely, because we have seen with our own eyes
how much better they are for-our retarded children than the insti-
tutions we have known....

For this reason, we support Senator Chafee's bill, S. 2053.
Thank you.
This is my statement today. We have much more to say, but I

guess we wi I have to wait for a later date. Thank you.
Senator CHAFEE. Well, thank you very much, Mrs. LeVasseur.
We have had some discussion here on the expenses, and Mr.

Kinzler touched on that, and whether we are comparing apples and
oranges; in other words, whether you take the cost of the group
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homes for say the mildly retarded, which can be relatively modest,
compared to the expenses that would be involved for the severely
retarded. And that is certainly a fair comment.

I think what we will try to do as we go along here is to seek fur-
ther information on the expenses, because obviously that is a
factor.

Now, another factor comes into play, and that is, if you imple-
ment the group home alternative you will certainly have a host of
new patients or clients who will appear, who will chose being in
the group homes. Well, I am not sure that is all bad. Yes, it might
be more expensive; but, presumably, they are living with relatives
or parents now, and for a variety of reasons they do not chose to
institutionalize these "young people" because they have concerns
about the institution but would be satisfied with the group home.

I don't think that means that every retarded child who is now
being looked after by parents would necessarily go into a group
home; I don't think that follows, although we don't know.

But, as I said in the beginning, the purpose of this exercise isn't
solely a financial one, certainly not as far as I am concerned; it is
to bring these clients or patients to their fullest potential. That is
what we were seeking in the testimony we havehad today.

We have a few minutes here, does anyone on the panel want to
add anything? Briefly, now.

Mr. KNZLER. As briefly as you wish.
Senator Chafee, let me address what you were talking about.

Senator Durenberger has kind of indicated in his statements that
perhaps what he would be interested in is some kind of a voucher
program. If you had enough funds available for'all of the popula-
tion we are talking about, you could more or less define what their
needs were, give them a certain amount of funds, take off a certain
amount for parents' participation, and then say, "Go choose." But
you don't have enough fun&. Your potential universe, the existing
number of children in State institutions, appears to be approxi-
mately 138,000. How do you increase that universe twofold, three-
fold, or tenfold for the same dollars? I think the needs are there
and they should be met, but I don't know how- you do that. I think
that is an exercise in magic; I don't know how to do it.

Senator CHAFEE. Well, as I get what you are saying, a voucher-
namely, you could turn it in at a-group home, you could turn it in
at a St. Mary's, you could turn it in at the State training center.

Mr. KINZLER. Right.
Senator CHAFE..And you are suggesting that if you did that you

would have a host of new people appear who have up to date been
looked after by their families. Is that what you are suggesting?

Mr. KINZImR. I think that all of the data suggested by Dr. Brad-
dock and others indicates a much larger potential universe to be
served. And using the eligibility criteria of your bill, it would be
anywhere from 400,000 to 1 million or more.

Senator C3laEP. Well, that may be. Somehow I don't think we
want to save money by failing to meet needs. I mean, that's not
exactly the way I want to proceed, and I am confident that is not
the point you are making.

There are two points I want to make in conclusion-



280

One, I am convinced that there are savings in- this. And it may
be that it is the mildly retarded you are talking about. Well, why
not? Let's proceed with that, and achieve the savings.

Second, I wouldn't want people to get involved in horror stories
of what has taken place in A or B. And I know in the illustrations
you gave you weren't suggesting that that is a reflection on group

omes, that story about 16 in Florida. But I think we definitely
don't want to start down on that path, because for every illustra-
tion one could fInd about-something that has happened to some-
body in a group home, you could counterbalance it with something
that has happened to somebody in an institution. So it gets back to
the care and the'upervision, and we have got to advance on cer-
tain assumptions here, and that is that there is going to be decent
supervision and care. And if there isn't decent supervision and %;are
in the group home, there could just as easily be poor supervision in
the group home.

So we know from experience-I am speaking from experience in
my own State, where we have had great success, after proceeding
very carefully, with the training of the personnel, and with careful
selection and integration, and working with the parents, as Ms. Le-
Vasseur has talked about that the community group homes can be
extremely successful.

So, on those two particular points made by those in opposition to
S. 2053: One, that it is going to lead to jerking patients out of a
comfortable institutional setting and arbitrarily throwing them
into a home-let's set that aside; that's not going to take place-
and secondly, that there is lack of supervision in one or the other; I
just don't want to start exchanging horror stories in that vein, be-
cause it is not fair, as we try to come to a fair and good conclusion
of what is best for the patients. -

Thank you, Mr. Chairman.
Senator DURENBEROER. Thank you.
Eileeff; how old is your daughter?
Ms. LEVASSEUR. My daughter is 45 years of age.
Senator DURENBERGER. Forty-five?
I just want to tell one little story that I heard during the recess.

This 45-year-old daughter went to the doctor to get her physical
and see how she was, and the doctor said, "Oh, you're in great
shape. You are going to live to be 100." So she came back to her 80-
year-old mother and said, "Hey, I've got good news; I'm going to
live to be 100." And her mother said, "What am I going to do with
a 100-year-old daughter?' [Laughter.]

Ms. LEVAssEUR. I want to say something about Marion. Marion
is so happy. There is a difference of day and night with her. She
wouldn't be here today if shte were still at the institution. That, I
can guarantee you. She wouldn't be here today.

Senator DURENBERGER. Well, let me conclude by saying how
please, as chairman of the subcommittee, I am that all of you are
here today.

To go back to the focus of this hearing, for people who wanted to
be witnesses today it looked like this was a hearing to say whether
we were for or against S. 2053, I have concluded this i a hearing
that is for the disabled in America, and for the improvement in
their health care.
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The question is: Now, that John has given us the leadership in
moving in the right direction, how can we, in the larger focus that
the subcommittee is working on for this year improve the quality
of health care services by improving the way that we finance those
services. How can we all come together on something that every-
body here can agree on?

Really, it is not a matter, in this area, of wasting money. I just
stepped out to take a phone call from my 16-year-old son who just
went to the doctor. He came back with a 5-minute visit from the
doctor, an X-ray, and a $95 bill. Well, I will tell you, there are
some areas in this country where we are wasting money, it's
coming out our ears. So we don't have the resources to do the
really important things.

So, I don't feel that we ought to be constrained by the $8 billion
or the $4 billion, or whatever it is, dollars and say, 'There isn't
enough to do this right," because there is so much in other parts of
the system that we are absolutely wasting, that we shouldn't use
that to beat up on health care for disabled persons.

So I will just conclude by thanking you.
Senator CHAizz. I would like to thank all of the witneses on this

panel, and the prior panels for the trouble they went to in coming
here.,

Senator DURENBERGER. Let us all thank John for his leadership
in this effort. Thank you very much. [Applause.]

The hearing is adjourned.
[The prepared statements of Dr. Benjamin Ricci and Eileen Le

Vaseur follow:]
(Whereupon, at 3:55 p.m., the hearing was concluded.]
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Until the decade of the 70s, for far too many of us, a choice of placement
for our mentally retarded children was not available. Considering the fact that
only five percent of the retarded was being served by the Commonwealth of
Massachusetts, institutions had been made available to the 'lucky" few. Some of
the more fortunate parents/guardians/relatives, i.e., the politically connected,
had been given placement opportunities in other states. But for the majority of
us, it had to be institutions in Massachusetts, misnamed-"state schools" for the
retarded.

It is well to emphasize that there was no choice of placement.

Without question, for the overwhelming majority of us, the decision to
institutionalize our flesh and blood was the most difficult, heart-rending deci-
sion we have ever had to make and perhaps will ever have to make. But for a
variety of soul-searching reasons, many of us took the step In order to preserve
our individual and collective (family) sanity and to proviJe opportunity for
normal growth.

Through the years, for many of us, the institutions became increasingly
harder to bear. State schools were finally seen in their true lght: they were
colossal misnomers. Civil rights were stripped from our institutionalized
children, as were the protections afforded by the Firet, Fifth, Eighth, Thirteenth,
and Fourteenth Amendments to the Constitution of the United States of America.
Some of us realized that America had let us down. We filed class action suits in
the Federal Court. Robert Simpson Ricci et alli v. Hilton Crcenblatt et alii,1
filed on February 7, 1972, was both historic and precedent-setting In Massachusetts
and America. As a result of Federal Court prodding and guiding, the Commonwealth
of Massachusetts, in particular, made improvements. "Human warehouses" and "pig
pens" were gradually transformed into places which, given the will to do so and
the proper leadership, could easily become residential centers and fully deserving
of praise.

Also as a result of our insistence and constant prodding, community programs
were set up as part of the consent decree process. But as the record reveals, the
community programs were set up neither to humanize nor recognize the dignity and
worth of retarded persons but merely to deinstitutionalize. Deinstitutionalizatinn,
that ugly word and concept which reveals its negative self by the prefix de merely
directed defendants to take away from, to reduce the populations at the st-ate schools.

My record of advocacy (now more than fifteen years), my membership on a Special
Legislative Coraission which investigated two of five Massachusetts institutions
for the mentally retarded, my status as "father and next friend", in legal terms,
of the princLpal plaintiff In our historic class action suit filed more than twelve
years ago in the United States DistricLcourt in Boston, and my having lived with
the problem for close to thirty-seven years qualifies me as an expert on mental
retardation, especially in Massachusetts.

172-469-T. Other related cases are identified as: 74-2768-T, 75-3910-T,

75-5023-T, and 75-5210-T.

83-270 0-84- 19
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Furthermore, my academic preparation and my one-third of a century
experience as a biological scientist on the University of Massachusetts/Amherst
faculty has been of immeasurable benefit, especially when dealing with the
issue of the administration of psychotroplc medications and the resulting side
effects among the mentally retarded; the deleterious effect of poor diet and
lack of exercise; and the contribution of noise, ambient, and heat stresses on
the mentally retarded.

In my travels throughout America r have learned from the social scientists
and those employed in the social services that Massachusetts is viewed as a
"leader"; is "light years ahead in its thinking and in its implementing of pro-
grams for the developmentally disabled" ; is "the place to be for professional
excitement"; and has always been at "the cutting edge of change."- I remain un-
convinced by such kudos because the Massachusetts I know leaves much to be
desired. Of course, those kudos might be considered in a relative sense, but if
that is the case, then America, in fact, is in need of a fundamental overhaul of
its ways and thinking about care and services for its mentally retarded population.

My succeeding remarks will be applicable to Massachusetts. By way of a
preamble, it is interesting for me to note that major support for passage of
S.2053comes from the Association for Retarded Citizens, United States, (ARC/US)
a.k.a. NARC, whose former president, Mr. Joseph Bunonomo, has long been active
in the Massachusetts ARC (MARC), as well as frou other MARC members who have been
extremely vocal in supporting S.2053. It is safe to say that this bill has been
advanced by MARC's efforts, an association which very seldom played its advocacy
role but has steadily Increased its service-provider role. In an economic sense,
so effective hoe MARC become as a vendor of services that today it is a business:
a a collection of vendor ARCs, it receives more than eleven million dollars out
of approximately fifty million dollars awarded by the Commonwealth of Massachusetts
for services. It is merely good business sense for MARC and ARC/US to lobby
vigorously for passage of S.2053. Some years ago we recall hearing Mr. Charles
"Engine Charlie" Wilson Insist that what was good for General Motors was good for
America. Many of us rejected that audacious remark. Likewise, we reject the view
that what is good for MARC and ARC/.US is good for retarded persons and their
parents/guardians/relatives.

It is well also to expose the false assumption that ARC/US and MARC speak for
all retarded persons and their parents. I wish to -state emphatically that they
do not speak for the Massachusetts Coalition of Advocates for State Facilities for
the Retarded, the largest, most active, true advocacy group in Massachusetts.
This coalition, representing parents/guardians/relatives of residents of all the
institutions in Massachusetts, is shocked at the limited position taken by ARC/US
and MARC. This position simply does not meet needs and wants nor is in the best
Interest of all retarded citizens. To phrase it another way, ARC/US and MARC
speak for the Massachusetts Coalition as legitimately as Yasser Arafat speaks for
all the semites.

Let us now turn to some assumptions upon which S.2053 is based. After all,
an assumption means "to pretend to have", "to suppose as a fact--without proof."
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First False AssuMptlon: Generic medical, dental, health, and therapeutic
services are in place and available in community settings, as presumed in S.2053.

The generic services described above do exist at institutions and were
gained as a result of the class action suits cited earlier.

Second False Assumption: All placementside, especially since the Involve-
ment of the federal court, were based on the Individual needs and wants of re-
tarded persons who were "freed" from institutions.

As recently as two weeks ago, a motion was filed in U.S. District Court in
Boston in Ricii to return-to Belchertown State School, two hundred thirty-three
class members who currently reside in nursing homes without benefit of active
treatment, effective programming, and individual service plans (ISPs). The
number of class members in Ricci and related cases who were placed in nursing
homes approximates one thousand. Those persons were literally delivered, like
objects, to nursing homes in the hey-day of deinstitutionalization with full
verbal assurances given by then Mental Health Commissioner, Robert Okmn, that they
would be treated with "full dignity and respect" and would "develop" due to the
"exposure to stimulating programming." -U.S. District Court Honitor, Anne Berry,
expressed the plaintiffs' collective view. "Many of these clients [in nursing
homes) placed in the early days of the consent decree in an effort to set the cen-
sus level down (emphasis mine) now sit in nursing homes where, once again, they
have the potential of being the victims of neglect, at the least, and Pbuse at the
worst, and in those situations these people do not have day programs.

Third False Assumption: Well-designed, organized, financed, administered,
and functioning coamunity-based programs and facilities currently exist.

As a result of our monitoring of community-based facilities for class members
in Ricci and related cases, we have seen the complete absence of the above cited
qualities.

In fact, we have observed many under-served class members whose ISPs have
been deliberately "written down", i.e., they contain deliberate, glaring omissions
in order to keep costs down. We have also identified many unserved class members.

In fact we have observed many mini-institutional models which stifle per-
sonal growth and development.

All this has happened despite the rhetoric that "Massachusetts, especially
Western Massachusetts, has the most extensive and best examples of community
residences in the United States."

Fourth False Assumption: A "plan" exists which will "accommodate" 480 persons
currently residing in state schools into community residences during the forth-
coming fiscal year.

2Transcript, Robert Simpson Ricci et &li v. Milton Greenblatt et alli
Civil Action 72-469-T, and related cases, U.S. District Court, Boston, January
29, 1981, p. 73.
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This "plan", billed during former Governor Edward King's administration as
the "Expanded Phase-Out Plan", was thoroughly discredited in the Federal Court
by U.S. District Judge Joseph L. Tauro, as well as by numerous plaintiffs.
Especially noteworthy is Judge Tauro's remark, "I want you to understand that
I've been listening to this community plaSement projection, these projections,
for seven years now and that will be it."

The recently deceased Secretary of Human Services, Manuel Carballo, said
during a meeting on January 20, 1984 in the presence of Governor Michael Dukakis,
plaintiff representatives, plaintiffs' attorney Beryl Cohen, and high admini-
stration officials including Commissioner of Mental Health James Callahan that
"the projection of 480 persons Is unrealistic; it cannot be accomplished."

In truth the Commonwealth of Massachusetts has never lived up t:, its
projections over the past twelve years, hence the current back-log and the result-
ing problems.

Despite the written agreement contained in the Capitol Community Plan portion
of the Consent Decree, introduced in 1977, the defendants have failed repeatedly
to establish a workable, quality plan. In this regard, U. S. District Court
Monitor Anne Berry stated, "A major concern of the plaintiffs regarding the
establishment of the community system is that, once established it be maintained
and improved, as necessary, and when a problem Is4detected it be addressed."
Each plaintiff group has raised this repeatedly."

Motions have been filed to close down two state operated residential programs
(SORP) because they violate the provisions of the Consent Decree in Ricci. They
were in reality scenes from "One Flew Over The Cuckoo's Nest." Other similar
motions, relating to vendor operated programs are soon to follow because the
vendors are experiencing "financial difficulties."

Fifth False Assumptibn: Community residences are less expensive to operate.

Given the current state of affairs, per capital costs are less, but this is
due to vendors' agreeing to shoestring operations which has resulted in high,
staff-bjrnout, and an "82% state-wide staff turnover rate" (which has a noticeable
impact on retarded persons exposed to frequent staff turnovers), and staff-pay
differentials on the order of $3,000 per year less, in addition to lack of
suploystIt b,;nefitp.

3Transcript, Robert Simpson Ricci et alii v. Hilton Creenblatt et alii,
Civil Action 72-469-T, and related cases, U. S. District Court, Boston, January
29, 1981, p. 106.

4
Ibid., p. 73.



287

Quality community residences and programing have been shown to be costly
to the extent that they exceed institutional per capita costs. Once again, to
quote the late Human Services Secretary Kanuel Carballo, "In most states, deinsti-
tutionalization was sold as something that would cost less. It's now clear that
good community Sare is expensive. There is little difference in cost from insti-
tutional care."

Sixth False Assumption: Comunity residences, with qualified staff and generic
services, currently exist to serve those who are profoundly retarded and who pos-
sess multiple handicaps.

In fact, the only certain way for residents to leave buildings E, F, and the
Infirmary at Belchertown State School and similar residential buildings at the
other state schoQls is in a hearse. Their dilemma and the plaintiffs frustrations
is compounded by the fact that through the years vendors have repeatedly refused
to serve this population. This is true on a state-wide basis.

Seventh False Assumption: Institutions are inherently bad and, by contrast,
community residences are inherently good.

Civen the bias resulting from prejudice and an ignorance of the working models
of successful residential centers such as those in Scandinavia ( in contrast to
our institutions), mental health admflstrators and middle management personnel
repeat parrot-like their disdain fo" institutions. I have toured Scandinavia ex-
tensively, was Impressed, and remain so. Tho Scandinavians continue to lead us
by light years.

Institutions can be improved operationally as well as physically, by hiring
administrators and middle management personnel who are faithful to the concept of
and, tif course, understand the steps needed to transform institutions into resi-
dentil centers. This would also afford parents/guardians/relatives the freedom
of choice. There is a need for both institutions and community-based residences.
A choice must be available to parents/guardians/relatives.

I note with interest that Press Release No. 84-106, announcing the hearing
on S.2053, the Community and Family Living Amendments of 1983, reveals an anti-
institution bias, as well as an assumption of costlier institutional care. The
anti-institution bias is held and espoused by those persons whose professional
preparation was deficient. Those persons are being driven by an impersonal gui-
dance system, much as a missile is targeted. They navigate by ideology rather
than reality, to paraphrase columnist George Will, and they remain closed to
evidence. They are social scientists in name only, not bothering to examine the
data.

Institutional versus comuunity-care costs reveal the disgusting deception
they practice. If cost calculations are made both carefully and honestly, they
reveal, as they do in Kassachusetts. that offering quality care, programming, and

5"State school funds won't end debate $97.5m in Improvements doesn't
address future of institutions for the retarded", The Boston Globe, Jean Dietz,
December 25, 1983, p. 22.
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residences in stable, desirable neighborhoods results in per capita costs which
are approximately equal for institutional and community care.

Many of us have advanced this argument for years; however, the biased,
human services (including mental retardation) administrators assiduously avoid
calculating true costs for services. The only high administration official to
recognize this and courageously express it in a candidly refreshing way was the
late Human Serviccs Secretary Manuel Carballo.

An examination of per capita costs which reflect lower community-delivered
service costs traditionally reveals: (1) Deliberate omissions of programming
and services which would enhance the personal growth and development as well as
the humanization of the retarded consumer. (2) Deliberate omissions of the costs
of service-provider agencies and service coordinator agencies. (3) The salaries
of professional and technical staff persons who are assigned to community based
programs, but are carried on the books of institutional budgets, hence incorrectly
inflating institutional costs while deflating community-setting costs. (4) The
considerably lower salaries of non-profit operated programs resulting in excessively
high turn-over rates, viz, 82% in Massachusetts.

For the sake of intellectual honesty, I urge thi recalculation of costs by
impartial accountants in order to put this matter to rest. It is obvious that
the continued repetition of facts or figures irrespective of correctness,
ultimately assures a measure of validity and truth. With license to paraphrase,
"figures don't lie but [biased persons) do figure." The enlightened American
society deserves this recalculation, thus making it necessary.

I note with interest a recent reply by U.S. Senator John Chaffee, sponsor of
S.2053, to one of his constituents who expressed concern and opposition to S.2053.
Predictably, Senator Chaffee proclaimed, "Rhode Island is the most advanced state
Inh he country in providing community-based services." From that, it is obvious
that such political proclamations do not require a hard-data base, for if one
were available I suspect that statement could not have been made. Secondly, con-
tinued the senator, "one of the key sections of S.2053 is an assessment of each
individual's needs--the parents are participants in that assessment." It is
obvious the senator dutifully signed a letter composed by a biased staff person,
or by a professional mental retardation administrator, or social worker. In the
real world, parents recognize how hopelessly outnumbered--and badgered--they are.
Furthermore, it is revealing that "needs" or biological necessities are to be
assessed, but no mention is made of wants, those quality of life, psychological,
religious, sociological considerations.

Host glaring of all in Senator Chaffee's letter is the omission of total cost
of this package. Continuing to be unserved are those retarded persons who are
not class members (in Massachusetts) or those who have never been at Rhode Island's
Ladd School or who were fortunate not to have been improperly placed at the state
mental hospital in Howard, Rhode Island.
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Hen can never fully comprehend the experience of childbirth. There is no
retort to such a biological truism. It is equally obvious that persons who have
not contributed biologically to the creation of a mentally retarded child can
never fully comprehend the tensions, frustrations, sorrows, and emotional drains
associated with mental retardation. Stress is relentless; no single day is ever
completely free from it. Concern is ever present; respites may involve only hours,
seldom days, never weeks.

It is clear that 5.2053 was crafted by professionals who navigate by ideology
rather than reality. They were aided by others whose sole purpose was to protect
business enterprises. What is obviously lacking is input from parents and families
who have experienced the relentless stresses associated with their re-
tarded family members.

Parents are articulate, visionary, advocates in the truest sense of the word,
and are extremely capable of contributing inputs which would have affected any
proposed legislatioft such as S.2053. We not only do not require ideologue spokes-
persons, we do not wish their intrusions, their insensitivities, their mistaken
belief that increased chronological age among the mentally retarded brings with it
presumed competence. We are outraged at their charge that we are overprotective,
when we merely believe that putting retarded persons into society without well
conceived support systems is both morally offensive and a repugnant violation of
human dignity.

Perhaps it would surprise the reader at this time to learn that my son,
Robert Simpson Ricci, resides in a staffed apartment in Amherst, Massachusetts.
He is employed by the Town of Amherst. Our community of Amherst is as ideal and
supportive an any in America. Those gains, however, were the result of constant
vigilance and abundant persistence to force state government to do its job better.
They came neither easily nor predictably. But, they came.

For the Riccis, a choice was finally offered. However, it came after more
than a decade of vigorous advocacy. Yet, there are parents/guardians/relatives
who believe, as do I, that the right to choose between institutional and community
settings is fundamentally and thoroughly American. It is important, for those
persons in particular, but also for all. of us in general, to have their wishes
respected especially their wish that their children be served in what is currently
called an institution. In Massachusetts, because of our collective advocacy and
because the U.S. District Court is an effective forum, institutions are places
where excellent medical, dental, therapeutic, and vocational services are offered;
where staffing has improved, and environments have been drastically upgraded. So
the choice should belong to parents/guardians/relatives. They must not be forced
to accede to the wishes of ideologues.

S.2053, as it is currently written, does not allow for choice. If passed, it
will dictate community living, because it will eliminate state schools over a
specified time frame. The freedom to choose is an American right. Would our
Congress take away our freedom to select private schools over public schools?

S.2053 lacks much of substance. Any future bill must be distinguishable by
the provision for ombudsmen, roles to be filled specifically by biological
parents of retarded persons, chosen for their independence, vision, courage,
and their sensitivity to wants and needs of retarded persons. This would most
likely assure quality control, thus enabling retarded persons to grow and be-
come humanized.
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TESTIMONY TO THE U.S. SENATE COMMITTEE
ON FINANCE

Re: S.2053

Filed with: Roderick A. DeArment, Esquire

Submitted by:
Mrs. Eileen LeVasseur
Past President
Parents' Association of Ladd Center (P.A.L.)
253 Narragansett Avenue
Barrington, Rhode Island 02806

February 22, 1984

SUMMARY

This testimony is in support of S.2053, given from

the perspective of a parent of a severely disabled

retarded daughter and representing an organization of

parents of persons with retardation in an institution.
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My name is Eileen M. LeVasseur. I am almost

80 years old, and among my several children is my

daughter, Marion, who is a 45 year old severely retarded

woman in a wheelchair.

Due to the lack of community support services at

the time, plus the needs of my other children, I took

action to place my daughter at the Ladd School in

Exeter, Rhode Island in 1954. She lived there for

29 years, until early 1983, when she was placed into a

very nice group home with five other women a few miles

from my home.

I visited my daughter at least weekly during all

of those years she lived at the institution. And,

frankly, I was opposed to group home placement when it

was first suggested as a possibility during 1978-79.

Most members of the Parents' Association of Ladd

Center (P.A.L.) were likewise opposed to the concept

because no such community homes existed prior to 1980.

I served as the President of P.A.L. for six years, and

my other daughter has served as President for four

years.

Today, all of us in the organization and all of

my family are jroud of Marion's new home. We support

the idea of community residences completely, because we

have seen with our own eyes how much better they are

for our retarded children than the institutions we

have known.

For this reason, we support Senator Chafee's bill,

S.2053.

Thank you.
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SUMMARY OF MAJOR POINTS OF TESIMONY
by Karen Green-McGowan, R.N., before

UNITED STATES SENATE COMMITIE ON FINANCE

Subcommittee on Health

February 27, 1984

MAJOR POINTS

1. Health services to institutionalized citizens are almost universally
substandard. Access to health care services available to the ordinary
citizen is vastly superior.

2. Institutional environments are more hazardous than community settings.

3. Persons with complex medical needs are particularly vulnerable to the
effects of traunm and infection and the "revolving door personnel"
phenomena in congregate care settings.

4. The most consistent commonality shared by the profoundly handicapped,
medically fragile population is the diversity of their needs. Complex
needs are corpoanded in complex environments.

. The more handicapped the person, the smaller the setting should be.
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In the nearly twenty years since I began working with the persons labelled

"multi-handicapped", "medically fragile" and usually profoundly handicapped as well,

I have observed the response of these persons in nearly 70 institutional settings in

North America. I have had the opportunity to work with catastrophically handicapped

children and adults during their transition from large state or provincially operated

facilities to small, dispersed community settings in 17 states and 7 Canadian provinces

during the last 12 years. In many cases, I have maintained a 3-5 year running contact

with those persons in their new cor.unity lives. I can tell you that almost without

exception the werst community setting is better than the best institution I have seen.

My initial seven years in the field were spent first as a Nurse clinician and

then as a pro-ra:-. administrator for 240 multiply handicapped persons ranging in age

from almost new'c-.. to mature adulthood. We were so concerned about preventing hepa-

titis and boils in our population in 1965 that little staff effort was left to get

people off their backs. We had no equipment to get them out of their beds. A good

staff ratio the. was 1,20.

Things have changed a lot in t. - succeeding 20 years, and there are more resources

now to assist ne.;rcogically impaired children and adults. But, as I wander fror.

Institution tc institution whose annual fiscal expenditures are simply staggering, I

have long bee. ;;::led tc answer why these facilities fail to achieve the humanization-

and developnenta1 progress I see in their deinstitutionalized (or never institutionalized)

twins wno live In hones or very snail groups, usually at a fraction of the cost of insti-

tutional carze.

This p en. certainly has little tc do with the caring or concern of the staff

who interact wi-. :her o. a daily basis. 1 have yet to train oi consult in an institu-

tional faci--t" .re the majority of staff did not urgently desire what was best for



294

their clients. Interestingly enough, what most hands-on personnel want for those

incredibly handicapped persons in their care is to get them out of the institution

and into a hone. In 1969 at the institution in Glenwood, Iowa where I worked, we

shipped 30J0 severely handicapped young children home with our direct service staff

each weekend. Although unorthodox and frowned upon by top administration, we were

deterri ned that our youngest children would not suffer the effects of congregate

living and deprivation of family life that dulled the souls of our older residents.

In the area of acquiring health care, we were not so fortunate:

"There appears to be general agreement that the quality of health
services available to most of our institutionalized handicapped children
is substandard when compared to that available in the general community.
The residents of institutional facilities, for whom the option to choose
their doctors or types of health care given is not available, are generally
required to live in an environment containing more hazards to health
through infection, trauma or other causes than edst in the average
corinunity setting."I

In our case, children and adults with rajor, acquired deformities were consis-

tently refused corrective surgery that would allow them to sit, move, or develop

because they were confined to "custodial care" in an institution and perceived by

health care Iroviders as waiting to die. This was compounded by apathy on the part

of our facility physicians, many of whom were out of touch with current medical prac-

tice.

Persons with damage to the noctir centers of the brain, as in cerebral palsy, must

depend on others to assist then in achieving normal movement. Early intervention now

prevents a significant percentage of the disability seen in older populations deprived

of preventative care. This is now being delivered by therapists using family members

as primary intervenors. What counts most for these current youngsters is that one or

two persons, usually their parents, are carefully and systematically trained by

developmental therapists to handle them in ways that encourage normal movement to
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to develop and prevent the deformity that inevitably results when severely handicapped

children are left on their backs.

Contrast the response when children are ripped front their families, placed in

impersonal settings and handled by ever-increasing numbers of marginally trained

persons who leave on a regular basis without saying good-bye. In one facility in

Kentucky whose ward for 16 multi-handicapped persons met AC/MRDD ratios, but had a

19C% turnover per year, 56 different persons laid their 'rands on every client in a

12 month period. It is not difficult to imagine the fear and anxiety a child right

experience under these not uncommon conditions when every movement transition is depen-

dent on the hands of another. Some jerk, some yank by ars and legs in ways that cause

fractures. But everybody seems to go away sooner or later.

What is important to understand about this population labelled medically fragile

is that their most consistent commonality is the diversity of their needs. In the

days when we believed that persons with severe handicaps needed only to be kept clean

and comfortable, a nursing car- or medical management model seemed quite appropriate.

What is interesting to discover when incredibly handicapped kids are given conditions

experienced by their non-handicapped peers, is how much they canachieve, even when

that chance is given late in life. There is a program in Kentucky called "New Neigh-

bors" where severely handicapped children and adults are brought back to fa-11y sett-

ings, one per household. They began to move, creep, crayL, walk and talk a- incredible

speed. Wnen they need medical care, they get it from co.-_-nity phys-'ciars. 1f they

don't get what they need, they go elsewhere, or their hosr farlies push, ;ri, nudge

and harangue until these individuals get what they need. The cost: one fourt. cf

the institutional per diem. In two cases, children retured to their own hz.. Had

fiscal support been available, more could have been reunited with their fa-.-_lies.
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This is only one example of a growing trend toward supporting persons with complex

needs in single placements in family settings where they tend to thrive and rapidly

become less complex.

I am currently involved in a special project in Florida, which will close its

last facility serving mlically complex persons by the end of 1984. These very complex

clients are all moving into 4 bedroom houses located in their home communities all over

the state. The death rate for the majority of this population that ha3 lived in comm-

unity for the past two years has been less than half that of the two institutions from

which they came.

When I look back over my last twenty years witA this population both in the insti-

tution and in the community, I am left with the following conclusions,

i. Health uurvicou to institutionalized citiznLi uxu dIRout uWiwJvrlalJy

substandard. Access to health care services available to the oninary

citizen is vastly superior.

2. Institutional environments are more hazardous than community settings.

3. Persons with complex medical needs are particularly vulnerable to the

effects of trauma and infection and the "revolving door personnel" phenomena

in congregate care settings.

4. The most consistent commonality shared by the profoundly handicapped, medically

fragile population is the diversity of their needs. Complex needs are com-

pounded in complex environments.

5. The more handicapped the person, the smaller the setting should be.
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[By direction of the chairman the following communications were
made a part of the hearing record:]

TESTIMONY OF BETHESDA LUTHERAN HOME ON S. 2053,
THE COMMUNITY AND FAMILY LIVING AMENDMENTS ACT
OF 1983, BEFORE THE SUBCOMMITTEE ON HEALTH

OF THE SENATE COMMITTEE ON FINANCE

My name is Alexander L. Napolitano. I am Executive -

Director of Bethesda Lutheran Home located at 700 Hoffman Drive,

Watertown, Wisconsin -53094. I would like to thank the

Subcommittee for this opportunity to offer Bethesda's views on

S. 2053, the Community and Family Living Amendments Act of 1983.

Quite simply, Bethesda believes that S. 2053 would disserve the

Nation's retarded citizens.

I. BETHESDA'S MISSION.

Bethesda is a private, non-profit organization serving

nearly 450.. retarded people from 31 states and one foreign country

on its main campus in Watertown, Wisconsin. Bethesda's residents

range in age from 8 to over 90. Bethesda also presently operates

10 group homes in 8 states and has 3 more such homes under

development. The overall capacity of these group homes is 103

beds.

Bethesda has been successfully serving mentally retarded

children and adults since 1904. Starting as a small facility for

a few retarded children, Bethesda has grown to be a nationally

recognized and widely respected home and training center for

retarded persons. Located on nearly 500 acres of land in a
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pastoral setting bordering the Rock River, Bethesda residents are

cared for by a staff of nearly 600 people. Moreover, over 5,000

volunteers help to enhance this care. The Watertown main campus

includes dormitories, a vocational workshop, therapy rooms, an

infirmary, detached small group homes, an educational center, a

chapel, service buildings (for printing, maintenance and laundry)

and extensive recreational facilities (gym, swimming pool, arts

and crafts).

Bethesda also conducts workshops to train people to work

with retarded persons, publishes various educational materials

and strives to develop public awareness of the needs of America's

retarded citizens. Bethesda provides respite care (short-term

care for a retarded person while the family enjoys a vacation or

deals with an emergency) and intends to open a Christian Resource

Center and a Diagnostic and Evaluation Center to provide

information and guidance to families of retarded persons and to

the parishes that serve them.

When Bethesda was founded in 1904, little was being done

for retarded people. Often they were ignored, mistreated, hidden

in back bedrooms or jailed as criminals. For the last 80 years,

Bethesda has been a pioneer in working to change these

misconceived stereotypes and in training retarded individuals to

develop productive skills.

Bethesda's success in serving mentally retarded citizens

has been widely acclaimed. A study funded by the Joseph P.
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Kennedy, Jr. Foundation and conducted by Dr. David F. Allen at

the Harvard School of Public Health, found Bethesda's programs to

be exemplary.* State inspectors have praised Bethesda's

institutional programs and have concluded that its group homes

a-e models of the group home concept. Indeed, Bethesda's work

received national recognition in the NBC Television documentary

entitled "No Miracle But Love."

Bethesda is deeply committed to the concept of permit-

ting retarded persons to live as normally as possible with as

much autonomy over their own lives as their capabilities allow.

To that end, since 1975, Bethesda has moved 260 residents to

group homes, supervised apartments, foster care placements or

back to living with their natural families.

To ease the transition away from Bethesda and to make as

rewarding as possible the lives of those residents who most

likely can never live in the larger community, Bethesda provides

extensive habilitation programs. These programs include educa-

tional and vocational training; religious instruction; social,

medical, nursing and psychological services; behavioral training;

and occupational, physical, speech, recreation and music

therapies.

* The results of that study are published in a book by Dr.
Allen, now Assistant Professor of Psychiatry at Yale University,
and his wife, Victoria, entitled Ethical Issues in Mental
Retardation: Tragic Choices/Living Hope (Abingdon 1979) with a
foreword by Eunice Kennedy Shriver.

33-270 0-84- 20
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II. S. 2053 WOULD DISSERVE THE INTERESTS OF AMERICA'S
RETARDED CITIZENS.

Bethesda's 80 years of experience in caring for retarded

citizens demonstrates that many retarded people progress much

faster when they have regular access to the intensive therapies,

medical services and educational and job training programs which

can only be made available at a large institution. S. 2053 would

phase out federal funding to institutions for mentally retarded

people and, instead, provide federal funding for small group

homes. With their federal funding gone, institutions for

mentally retarded persons would have to close. As an operator of

both a large institutional facility and a number of small yroup

homes, Bethesda opposes the doctrinaire bias of S. 2053 against

institutions for mentally retarded individuals.

A. Summary of Bethesda's Position.

Bethesda opposes S. 2053 or the following reasons:

1. S. 2053 would have the effect o closing all
institutions for mentally retarded persons, including
private institutions such as Bethesda.

2. S. 2053 assumes, without basis, that institu-
tional care is universally inferior to small group care
for all retarded citizens.

3. S. 2053 incorrectly assumes that community
placement is always the least restrictive alternative
even for severely and profoundly retarded people.

4. S. 2053 would make it much more difficult for
retarded citizens to exercise their religious freedom.
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5. S. 2053 assumes, without basis, that the cost
of-implementing group home care for retarded people
would be less than institutional care.

6. S. 2053 does not take into account the fail-
ures nor prevent repetition of the abuses which have
resulted from previous deinstitutionalization programs.

7. S. 2053 ignores the effect of deinstitution-
alization on the families of retarded persons, on staff
members who care for retarded people, and on the
community at large.

8. S. 2053 is not a necessary prerequisite to the
development of group home care.

B. Total Deinstitutionalization Would Disserve
Many Retarded Citizens.

1. S. 2053 Would Have the Effect of Closing
All Institutions for Mentally Retarded
Persons, Incl'uding Private Institutions
Such As Bethesda, In Favor of Group
Homes.

The goal of S. 2053 is to deinstitutionalize mentally

retarded individuals. To that end S. 2053, over a period of ten

years, would eliminate all federal funding for institutions for

mentally retarded persons in favor of funding for "community or

family living facilities." Such facilities would be limited to

caring for a group of people no more than three times the average

size family household in its area. In short, small group homes

would be federally funded but larger facilities would not.

Because of the extensive services and staffing ratios

mandated by law (which Bethesda believes to be both appropriate
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and necessary), no facility can operate today without the funding

assistance its residents receive from Medicaid. While about half

of Bethesda's 1983 operating budget came from contributions from

over 200,000 people living in every state in the Nation as well

as income from its investments, the remainder of Bethesda's

operating budget came from the Medicaid moneys which S. 2053

proposes to eliminate.

It is unrealistic to believe private funding sources

could cover the $7,355,000 portion of Bethesda's operating budget

which Medicaid funded in 1983. Nor is it realistic to count on

income from endowment funding. At current interest rates,

Bethesda's endowment would have to increase by $70-80 million to

provide enough income to cover the loss of Medicaid funding. It

is also unreasonable to expect the states to assume the funding

responsibilities now borne by Medicaid, especially for private

institutions with residents who come from many different states

across the Nation.

Thus, there is no doubt that an elimination of Medicaid

moneys would eventually close Bethesda as well as all other

facilities larger than the small group homes to be funded under

S. 2053. By so doing, S. 2053 eliminates freedom of choice.

Retarded citizens should have the choice of a home in the

community or in an institution, depending on which setting best

meets a particular individual's needs. The federal government

should not employ its power of the purse to enforce one mod'l of

care to the exclusion of the other.
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2. S. 2053 Assumes, Without Basis, That
Institutional Care is Universally
Inferior to Small Group Care for All
Retarded Citizens.

Bethesda does not oppose the general concept of dein-

stitutionalization. Indeed, Bethesda has been at the forefront

in returning its residents to the community and in establishing

group homes. But while deinstitutionalization is the best course

for many retarded people, it simply is not a solution for all

retarded people.

Bethesda's experience with group homes demonstrates that

such facilities are good for moderately retarded individuals who

can function independently in society while living with peers in

a protected environment. But for severely and profoundly re-

tarded individuals group homes are usually not the answer. These

individuals do not do well in small group homes because they are

often non-verbal and are unable to communicate their problems or

to perform such basic skills as bathing, dressing and cooking.

As Dr. Arthur Mayer concluded in his October 21, 1983, report to

the California ARC:

"What may be optimal in small communities may
not necessarily be optimal in our crime-
ridden, traffic-congested, impersonal, modern
cities. Similarly, what may be optimal for
mildly and moderately retarded individuals,
who can relatively easily communicate and
intermix with the neighboring community, may
not necessarily be optimal for profoundly and
severely retarded people, whose needs and
capabilities are vastly different."
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It would be nothing short of a tragedy if the Subcommittee were

to ignore this reality.

Bethesda believes that the laws in place today to elimi-

nate inferior institutions should be strictly enforced to prevent

the past abuses which occurred in some institutions for mentally

retarded persons. But government intervention should only ensure

the quality of care; it should not remove institutions as a

choice for those who are retarded. Exemplary institutions

provide exemplary care.

A fair inquiry into the institutional reform movement in

mental retardation demonstrates the invalidity of the assumption

that smaller facility size means better quality care. For

example, James S. Payne and James R. Patton, in their treatise

Mental Retardation (Charles E. Merrill 1981) at pp. 314-15,

concluded that "it is incorrect to presume a retarded person will

be better served in a smaller facility simply because it is

smaller."

Moreover, Sharon Landesman-Dwyer of the University of

Wisconsin, conducted a study in 1981 in an attempt to isolate

causative elements which contribute to a retarded person's

successful living in the community. Landesman-Dwyer concluded

that, while many unfortunate living situations existed in large

institutions, the size of a facility, as such, does not have any

material adverse effect on a retarded person's living

experience. Rather, the appropriate facility for a particular
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individual is dependent on the resident's age, past experience,

ability level and current life situation.

As a result, Landesman-Dwyer rejected precisely the

doctrinaire solution to care for the notntally retarded which is

the animating force behind S. 2053 (cited in a Report by Arthur

Mayer, Ph.D, to the Association of Retarded Citizens --

California Medicaid Restructuring Forum on October 21, 1983):

"Indiscriminate solutions, such as small
family-style homes for everyone, will not long
prove satisfactory. Indeed, some such well
intentioned social policies already have failed
or led to backlash." (Emphasis supplied).

3. S. 2053 Incorrectly Assumes That
Community Placement Is Always the Least
Restrictive Alternative Even for Severely
and Profoundly Retarded People.

Community placement is not the least restrictive

placement for many severely and profoundly retarded persons. For

example, a large institution provides a better living situation

than would a group home for people who need major medical/nursing

support systems, who are not ambulatory, or who cannot consis-

tently follow even the simplest of instructions. Such people may

never be in a position to live in group homes -- certainly not in

two years as implied by S. 2053 or in the foreseeable future

(S. 2053, Section 1918(b)(3)).

For many of these individuals an institutional setting

provides more rather than less personal freedom. For severely
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retarded persons, with short attention spans and limited

abilities, a large institution such as Bethesda provides the

concentration of staff and frequency of services which lower-

level retarded persons need. At Bethesda, those who might be

confined to their bed elsewhere are taken to classes, to meals

and to special events. They are not confined to one or two rooms

as they would be in a small facility. Moreover, when services

are miles away, time is consumed in travel to the therapy site

which can necessitate shortened therapy programs.

In their book, Payne and Patton emphasize that, as a

general matter, the institutional setting has value and often is

the least restrictive alternative for severely and profoundly

retarded citizens (id.):

"Many people now recovering from years of ram-
pant anti-institutionalism inspired by various
court cases have begun to realize that
residential services indeed may be appropriate
for those severely and profoundly handicapped
persons for whom community placement is far
from 'least restrictive.'"

Payne and Patton point out nine benefits of the institutional

setting, all of which have been borne out by Bethesda's

experience.

a. "A concentration of mental
retardation specialists and medical

-. personnel."

Bethesda has a full-time medical director and over 50

nurses; dozens of-teachers and teachers aides, supported by
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psychological and psychiatric consultants, all trained in mental

retardation; extensive in-service training for all direct care

staff, plus scholarship assistance to assure that staff remains

professionally current.

b. "A setting where necessary medical
and technological support can be
housed most economically."

Bethesda's costs average between $66 and $73 per day per

person (we receive only $49 per day for those on Medicaid) while

costs at state facilities are over $100 per day. Providing the

level of care offered at Bethesda in a facility of 15 beds or

less for severely and profoundly retarded individuals would not

be economically feasible.

c. "A structured and systematic life-
style, which severely and profoundly
retarded persons usually require."

Bethesda has found that routine is absolutely essential

for lower-level retarded persons. Only after years of training

are most seriously retarded persons able to enjoy a less

restrictive environment.
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d. "A 'home' among peers characterized
by individual attention and care, in
contrast to the mainstream community
where retarded people generally
bring up the rear."

We all need to experience success. There is no way,

however, that severely retarded persons can "win" in competition

with "normal" people. At Bethesda, through quarterly case re-

views and through special activities, we structure opportunities

for personal success and accomplishment. If a resident has not

been meeting program goals, these goals are broken down into

smaller goals which can be mastered, and praise and rewards are

given for mastering each step.

e. "A location where qualitatively sound
and ethically sanctioned research --
both pure and applied -- can take
place; accomplished by encouraging
in-house staff who demonstrate the
requisite research skills/interests
and by cooperating on joint ventures
with universities and other research
groups."

Before Bethesda approves a scientific or behavioral

research project, a special committee must review its value,

appropriateness and moral/ethical implications. In recent years,

Bethesda also has become noted for the development of religious

training programs and materials, all of which are tested in

Bethesda's classes and then published for use in parish and

community settings.
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f. "A vector for developing community
awareness, understanding, partici-
pation and acceptance of persons who
are mentally retarded."

Through its publications, movies and videotapes, through

its volunteer program, and through tours, Bethesda works daily to

break down barriers for retarded persons. Over 5,000 volunteers

a year come to Bethesda to assist with camping and recreational

activities, perform in programs, share classroom activities or

simply serve as friends. All leave with new understanding of the

needs and feelings of retarded persons.

g. "Instilling morale that fosters
interest and pride in the daily
duties of the staff."

"You just can't stop trying," said our Speech Therapy

supervisor the other day as she was talking about all the things

her department has tried to help one of our residents, who has

cerebral palsy and cannot speak. To help him communicate, our

speech therapists have tested a variety of communication boards

placed at different locations on his wheelchair, a focused light,

a bell, a "speller-teller," and a differently-positioned

wheelchair. They still have not found the right answer but the

"trying" goes on, with the aid of consultants and engineers --

because they want to and because they care.



310

Staff members also are enthused about involving our

residents in the community. The staff take the residents out to

dinner, to the community drop-in center, arrange shopping trips

and numerous recreational outings, and encourage community

schools and organizations to participate in classroom activities.

This integration process has created a positive reaction from

Watertown, the community in which Bethesda is located.

h. "Creating an overall climate of hope,
understanding and determination."

Bethesda is known as "a haven of hope." People who

visit comment frequently on the happiness of both the residents

and staff. It was because of this unique atmosphere that

Bethesda was made the subject of an NBC Television special ten

years ago, entitled "No-Miracle But Love."

In all of these ways, the institutional setting is

better than group homes for seriously retarded individuals.

Placement of such individuals in group homes would be a more

restrictive rather than a less restrictive alternative.
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4. S. 2053 Would Make It Much More Difficult
for Retarded Citizens to Exercise Their
Religious Freedom.

Bethesda is associated with the Lutheran Church and

provides an opportunity for worship and spiritual growth to its

residents. Bethesda's chapel has been especially designed to

permit handicapped people to develop a religious life without any

physical barriers. At Bethesda residents attend daily chapel

services and weekly Bible classes, participate in voice or

handbell choirs, belong to the Altar Guild and receive religious

counseling by persons trained to meet their needs.

Unfortunately, the opportunity to practice their faith

and to grow spiritually is often not available to retarded people

in the community. Many congregations simply fail to provide such

opportunities and it is difficult to imagine how retarded citi-

zens, especially severely retarded citizens, could enjoy

spiritual growth in a non-church affiliated group home. Large

institutions, whether church-affiliated or secular, are in a much

better position to offer religious services to retarded citizens

than are group homes.
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5. S. 2053 Assumes, Without Basis, That the
Cost of Implementing Group Home Care for
Retarded People Would Be Less Than for
Institutional Care.

An assumption underlying S. 2053 is that group home care

for retarded people would be less expensive than institutional

care. Bethesda believes that the cost of implementing S. 2053

should be investigated in depth. Among the factors which should

be included in such a cost study are the following:

-- The expense of building, buying or leasing the more
than 10,000 group homes needed to house the 125,000
to 150,000 people now living in large institutions.

-- The cost of supporting community services such as
workshop training, therapies, education, medical
care, respite care, domestic assistance and
transportation.

-- The expenses associated with the expanded state in-
spection teams needed to ensure that the residents
in group homes do not suffer from abuse.

-- The expenses associated with the expanded state or
county social service staff which would be required
to coordinate and manage the placements into group
homes.

-- TIe costs of training programs needed for the group
home staffs.

Unless careful attention is given to these and other factors, the

costs of group home care will be grossly understated.
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6. S. 2053 Does Not Take Into Account the
Failures, Nor Prevent Repetition of the
Abuses, Which Have Resulted From Previous
Deinstitutionalization Programs.

While many individuals have been released from

institutions in recent years, many have been readmitted to other

institutions because sufficient support systems do not exist in

the community. Deinstitutionalization has been largely a process

of reinstitutionalization -- shuffling retarded residents through

devastating experiences in independent living, then placing them

back into an institution when the community experiment fails.

Community facilities are not inherently normalizing. In fact,

they can be as restrictive as the worst possible institution if

the setting is inappropriate and the residents are unsupported by

the services they require.

The failure of the deinstitutionalization effort for the

mentally ill is well known. For example, in Illinois, the

process has come full circle (Radmila Manojlovich, "A Scandal in

Mental Health Care" (American Federation of State, County and

Municipal Employees (Illinois Council)) at page 31):

"The mentally ill -- by the tens of thousands
-- have been discharged from the large public
facilities. However, they have not been
placed in smaller care facilities that are
integrated into real communities. Instead,
they have been dumped into other institutions
-- nursing homes, boarding homes and the like
-- none of which are part of any community.
The mentally ill have not been deinstitution-
alized. They have been reinstitutionalized."
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Great care must be taken to ensure that the probl s

which have attended the deinstitutionalization of the mentally

ill do not repeat themselves in the deinstitutionalization of

mentally retarded individuals. However, disturbing signs of the

deinstitutionalization/reinstitutionalization cycle have appeared

in states like California and Minnesota. The wholesale

deinstitutionalization contemplated by S. 2053 puts many retarded

citizens at risk of suffering through this deinstitutionaliza-

tion/reinstitutionalization cycle.

7. S. 2053 Ignores the Human Effects of De-
institutionalization on Staff Members Who
Care for Retarded People, on the
Community At Large and on the Families of
Retarded Persons.

The deinstitutionalization doctrine championed in

S. 2053 also ignores a number of basic human factors. The

following factors cannot be ignored if community placement of

mentally retarded citizens is ever to be successful.

a. The Staffs of Group Homes Have High
Turnover Rates.

The national average for length of service for staff in

a group home for mentally retarded individuals is 18 months. If

large numbers of new group homes are opened, these staffing prob-

lems will only be exacerbated. Where staff members are unhappy

and not closely supervised, the potential for fraud, neglect, low

quality programming and physical abuse of residents is great.
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b. S. 2053 Makes No Provision for Funds
to Change Community Attitudes.

Bethesda's biggest struggle in establishing group homes

is finding a neighborhood where the neighbors do not object,

where zoning is appropriate, and where the retarded residents can

truly become part of the community. Placing retarded people

where community resentment exists reduces their self-esteem and

creates a sense of isolation. S. 2053 does not confront these

issues and provides no funding mechanism to aid the process of

community integration.

c. Inability of Many Families to Cope
With a Retarded Family Member.

Many families experience guilt over being unable to

handle the retarded family member in the home. Divorces and

problems with "normal" siblings are common in families with a

retarded member. Because many retarded people have normal life-

spans, families must also struggle with questions such as how to

care for the retarded member as the parents grow old and who is

to care for the retarded person after the parents' death.

For many families the very essence of the term institu-

tion -- the notion of permanency and continuity -- gives them

comfort that the retarded individual will be cared for after they

have succumbed to the infirmities of old age or death. The spec-

ter of a retarded son or daughter being shuttled from facility to

83-270 0-84-21
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facility with no one left to "care" is the ultimate nightmare

that haunts parents of retarded children.

8. S. 2053 Is Not a Necessary Prerequisite
to the Development of Group Home Care.

One must not lose sight of the fact that group homes may

be funded without removing funding from institutions. Indeed,

Medicaid funds are available today to community-based Intermedi-

ate Care Facilities for the Mentally Retarded (ICF-MR) of 15 beds

or less. The reason most states have not chosen this route to

funding group homes is two-fold. First, the certification

standards are very high (e.g., each home must have a nurse on

contract, and residents must be recertified by a doctor every two

months). Second, the cost of operating such facilities at the

required standard is substantially higher than the Medicaid cov-

erage provided. With this history, the prospect of success for

the group home concept which lies at the heart of S. 2053 is

extremely limited.

CONCLUSION

No one solution can be best for all retarded people.

The wholesale move to deinstitutionalize contained in S. 2053

would severely disserve the best interests of many retarded

citizens. Bethesda urges the Subcommittee on Health not to lose

sight of this fundamental principle as it continues its review of

the best mix of services and federal assistance for retarded

citizens. Bethesda.thanks the Subcommittee for its willingness

to examine all options for providing care to this Nation's

retarded population.
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TESTIMONY PRESENTED TO SENATE FINANCE COMMITTEE ON

COMMUNITY AND FAMILY LIVING AMENDMENTS OF 1983, S.2053

ON BEHALF OF

NATIONAL ASSOCIATION OF SUPERINTENDENTS OF PUBLIC
RESIDENTIAL FACILITIES FOR THE MENTALLY RETARDED

By Bernard R. Wagner, Ph.D.
Immediate Past President and
Chairman of the Legislative Committee
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I am Bernard R. Wagner, Ph.D., Superintendent of the Georgia Retardation Center,

Atlanta, Georgia, and am speaking on behalf of the National Association of

Superintendents of Public Residential Facilities for the Mentally Retarded. This

organization is comprised of approximately 180 chief executive officers of state

institutions serving mentally retarded clients. The purpose of this presentation

is to express our opposition to the proposal entitled "Community and Family

Living Amendments of 1983". As currently written we feel that these amendments

could carry the potential of seriously harming services offered the mentally

retarded clients whom we serve.

Our first grounds for opposition to this proposal lie in the proposal's rigid

adherence to the elimination of Medicaid funding for state institutions except

for a total of two years of care. I should point out in this context that our

Association consistently for the last ten years has enthusiastically supported

the development of appropriate community based alternatives to institutional living.

We as an organization, however, feel that emphasis should be placed upon each state

developing a full continuum of services and that in many, if not all, states this

continuum of services would probably include some limited institutionally based

services. For example, there are significant numbers of clients currently in

institutions who require relatively sophisticated and intensive services which

would be impractical and uneconomical to deliver in a family-size setting in com-

munity. Many clients are profoundly retarded with medical surveillance from

licensed physicians and nursing personnel, and also require a wide variety of

specialized services such as adaptive equipment, physical therapy, and occupational

therapy. Other clients require intensive behavior modification programs because

of severe behavior problems. In this context many states are now beginning to

realize that they are not adequately serving two very difficult populations -

mentally retarded offenders who all too often are placed in correctional facilities,

and duel diagnosis clients with both mental retardation and psychiatric problems

who are inappropriately placed in psychiatric settings.

Most states in planning for their continuum of services will probably come to the

conclusion that such highly sophisticated services are most humanely and cost

effectively delivered in an institutional rather than community setting. The prob-

lem with the amendments as proposed is that the states would not be allowed this

option under Medicaid funding.
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A second problem which we have with the amendments as proposed is that they appear

to us to be based on incomplete and inconclusive data. While studies quoting that

community based services are more economical than institutional based services are

probably accurate when speaking of the mild and moderately retarded clients with-

out major behavior problems, there is an insufficient data base to draw similar

conclusions regarding cost effectiveness when one considers the types of popula-

tions requiring intensive services described in the preceding paragraph. Further-

more, we feel that the amendments are based on somewhat untested philosophical

rather than data based positions. For example, an assumption is made that by

simply placing retarded clients in community in smaller residences the eventual

result will be a less restrictive, more normalizing environment. Informed profes-

sionals in the field are beginning to recognize that this is a gross oversimplifi-

cation, and that in many cases programs and services exist in institutions which

are in fact more normalizing and less restrictive than a number of community based

programs which meet the criteria of size and location. Unfortunately, the field of

residential services for the mentally retarded has been a field all too frequently

dominated by philosophical based rather than data based positions. We certainly

feel, as leaders in the field of residential services for the mentally retarded,

that our decisions as to what the future of each state's system should look like

should be based on data as well as philosophy, and that hard data regarding the

delivery of services to those residents currently in state institutions requiring

intensive levels of care has certainly not yet been developed.

The absence of complete data regarding the reported efficiency of community over

institutional placement can be highlighted on two grounds. First, many of-the

studies in this area compare the cost of serving mild and moderate clients in

community with the cost of serving severe and profoundly involved clients in

institutions. Second, some of the apparent savings in the community result from

common community practices of paying minimal wages to staff, whereas state

institutions use a much higher salary structure. If emphasis is placed on moving

institutional staff out into community as we repopulate institutions, and such

staff retain their salaries and benefits, much of the apparent cost effectiveness

of community settings will be significantly reduced.

A third basis for our opposition to the amendments as proposed is that we feel

that the mechanism for encouraging the growth of community based services already

exists in the Kedicaid Waiver Program. We as a group do support the planned
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movement of retarded residents out of institutions into the couvanity and the

shifting of the emphasis away from institutional services towards community base

services. Host states, 37 at this point, have already had Medicaid waiver plans

approved, and it is our understanding the remainder of the states are in process

of developing their necessary deinstitutionalization plans. It would appear to

us that the Medicaid Waiver Program provides sufficient incentives to states to

make the appropriate shift in the service system from institution based to com-

munity based, while still allowing each state the flexibility to develop a system

of service involving a comprehensive continuum of services offering the variety

of services and settings our retarded citizens deserve.

In aumary, it is our desire through this presentation to express our serious

reservations regarding the proposed "Community and Family Living Amendments of

1983". We feel that these amendments are too restrictive in that they eliminate

entirely the possibility of a state planning to provide some of its services in

institutional settings, that the amendments are based oii-philosophical positions

rather than data based, and that we are very concerned that the clients whom we

currently serve in our state institutions might have to settle for less intense,

less sophisticated, and perhaps inappropriate services based in community if

these amendments are approved and promulgated as currently written. We are as an

organization totally committed to the development of quality services, but would

put the emphasis on each state developing its own well-thoughout continuum of

services rather than a federal dictation that these services may not include any

institutional based services. We stand ready to provide additional information

through testimony, surveys of our facilities, or any other device you might deem

appropriate as you consider the very complex and significant issues involved in

this area. I am sure we share a common goal of attempting to develop the most

appropriate, cost effective services for mentally retarded individuals which uses

our scarce federal Medicaid resources in the most appropriate and cost effective

manner.
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0 446 SERNARDSTON ROAD M GREENFIELD, WA 01301 ( (413) 773-5155

SENATE BILL 2053
OPPOSED BY

CONGRESS O ADVOCATES FOR THE RETARDEDj, INC.

PRESENTER, BARBARA KONOPIA, PRESIDENT
DATE: FERUARY 20, 1984

DZISTITUTIONALIZATION
1AFFCTIG MENTAL LARDED PERSONS):

CAUSE OF DEATH, DESTRUCTION AND DEGRADATION
OF HUMAN LIFE.

LEAST RESTRICTIVE SETTING:
NOT ALWAYS THE COMMUNITY.

FAMILY INVOLVEMEN:
THE MOST IMPORTANT ENTITY IN PLANNING SERVICES.

FACILITIES AS COMMUNITIES:
MODELS EXIST - A MATTER OF WILL.

TRUTH IN ADVOCACY:
NE=D FOR BOTH COMMUNITY AND INSTITUTIONAL PROGRAMS.

RESTRUCTURING OF MENTAL HEALTH SYSTEMS:

MAKING RESOURCES (TAX DOLLARS) BENEFIT MENTALLY
RETARDED PERSONS.
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TO: U. S. SENATE FINANCE SUB-COMMITTEE ON HEALTH
RE: COMMUNITY AND FAMILY LIVING AMENDMENTS ACT OF 1983 (S. 2053)

FROM: BARBARA KONOPL&, PRESIDENT O5) AOW4
CONGRESS OP ADVOCATES FOR THE RETARDED, INC.

DATE: FEBRUARY 20, 1984

THE PARENTS' VOICVN

During the past two decades, the mass-movement to deinetitutionalise mentally

ill patients from hospitals and *entall" retarded persons from residential

centers included misuse of court systems to accomplish idealistic, libertarian

goals in the name of "residents' rights to treatment in least restrictive 4n-

vironments". By the late 1970's, parents and relatives of retarded persons

living in public residential care and treatment facilities found the reasora-

bleness in their lives turned upside down by the movement to do away with a

choice in care for developmentally impaired individuals.

Congress of Advocates for the Retarded, Inc. was organized in 1979 when a

small but determined group of parents stood up and said "NO -- FOR MANY OP

OUR CHILDREN, PUBLIC RESIDENTIAL CENTERS ARE THE 'LEAST RESTRICTIVE ENVIRON-

MENTS'". The priority goal of CAR is to keep these residential centers for

oars, training and treatment of severely and profoundly retarded persons an

alternative for families who bear the burden of dealing with this developmen-

tal disability.

THESE FACILITIES MUST BE UPGRADED AND TRANSFORMED INTO SPECIAL

COMMUNITItS FOR RETARDED PERSONS WHO REQUIRE SAFE EVIRO .3T$.

The numbers are many and voices strong among those who speak with disregard

of the true needs of the severely and profoundly handicapped in our society.
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Under the United States Constitution, this segment of our retarded population

is entitled to adequate and appropriate oars. This is the basic, realistic in-

tention of our organization, to see that this group of individuals who need

special love and special attention are not sacrificed and lost in the process

of bettering the lives of retarded persons in general. We are avowed in advo-

oaoy for &U retarded persons without exclusion of any who have extraordinary

needs.

Since the early days of incorporation, CAR has received tear-stained letters

from parents and relatives of retarded persons, distraught from the insensitive

attitudes of social scientists who develop plans that thrust their loved ones

into situations where they cannot cope. We have comunioated with Federal and

State Legislators, our membership and the general public regarding the many

tragedies that have befallen retarded individuals who have been cast onto the

streets of an uncaring society. Yet, the process continues with a seeming dis-

regard for the very serious, sometimes fatal consequences. Many state mental

health systems pledge allegiance to the philosophy of Onorualisation" to the

extent that the retarded persons needing services simply become so many apples

and oranges. Until these swollen bureaucracies are broken down, the most ser-

iously mentally handicapped in our society will continue to received only a

small fraction of the resource. allocated for their care and treatment. IN

AMERICA TODAY. YE CAN DO TIM JOB-OF PROPERLY SERVING OUR RETARDED POPULATION.

THE RESOURCES ARE THERE TO-DO IT EFFECTIVELY AND WELL, THER ?MST BE BOTH

COMMNTT AND INSTITUTIONAL PROGRAMS,.

On November 4, 1983, Senator John Chafee of Rhode Island introduced as 8.2053,

COMMUNITY AND FAMILY LIVING AXENDMENTS ACT OF 1983. This bill, as written,

would aoomplish basioly what the ARC US bill intended to do, eliminate a

necessary part of service delivery to retarded persons, the total-oare resi-

dential center.
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Congress of Advocates for the Retarded strongly opposes 3.2053 and concludes

this written testimony with the following text taken from a letter now being

distributed nationally to make known-our position,

wWe do not believe that one type of care should exist at the expense of the

other, nor that only one type service is best for all mentally retarded indi-

viduals. For many mentally retarded citizens the institutional setting with

its many support services is best. For other lesser handicapped mentally re-

tarded citizens the group home, supervised apartment or some other alternative

service may be appropriate. We believe in a oontinuum of quality care, not

Just one type of care.

A majority of our members have a family member in a public institution. Most

of our members have expressed concern over Senate Bill 2053. After reviewing

the proposed bill we find that It would be detrimental to mentally retarded

individuals who need institutional cars. Institutions have in many states

served as the innovators and leaders in quality care for the mentally retarded.

Many of the nations better oomunity programs are supported totally or in part

by institutions. To curb funding to institutions would not only hurt Institu-

tional services, but would also hurt community services.

Many other reasons including impact on the mentally retarded individual's

family; zoning law changes (we do not want mental retardation ghettos); the

negative effect of this proposed law in rural states with limited health care

and mental retardation professionals; the unproven cost of the type of cars

being proposed; and the unproven quality of care to be rendered (the profess-

ional reviews and variety of professionals in an institution can not be du-

plicated in a wall group home at less expense and thus oars In the group

home may not equal the quality of the oars in institutions); have led us to

oppose Senate Bill 2053.P
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Testimony on Conmunity and Family Living Amendments of 1983,

S.2053 by

Pasquale Accardo, M.D.

The nauseating stench of institutional settings for the

handicapped has permanently scarred the olfactory sensibility of

parents and professionals involved with the retarded for many

decades. This abomination is thankfully decreasing in frequency

and becoming a terrifying memory rather than a reality - there are

fewer institutions, institutions are smaller, there are less

inmates in institutions and the standards of quality for the surviving

institutiofts are (underfire) continually improving.

The movement away from institutional settings and towards

community placements as part of a general program of normalization

is both laudable and deserving public and professional support.

It is not inappropriate that part of this support be legislative and

financial. The history of the institutional movement in the United

States is one of almost unrelieved horror, professional incompetence

and public apathy. Starting with the best of intentions, that

movement quickly degenerated into an inhuman warehousing of human

beings that distorted and then justified the mistaken observations

and opinions of psychologists, geneticists, physicians, educators,

administrators and bureaucrats. For too many years, severely-

retarded persons, mildly retarded persons, nonretarded persons,

and emotionally disturbed persons were indiscriminately and

irraftionally segregated from the community in settings that had

started out with the goal of education for return to the community

but quickly declined in enthusiasm and rapidly evolved into a hell
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on earth, a concentration camp for nonpersons without papers. These

errors, abuses, and self-delusions were thoughtlessly propagated and

informed later lay and professional opinion about the handicapped.

It has long been clear that an alternate approach was dictated by

advances ih (as well as a truer prespective of past achivements in)

medicine, education, psychology, philosophy, theology and humanity.

That the old pattern of institutionalization needs to be

erradicated root and branch goes without saying. But the greatest

error inherent in that approach was to consider all retarded persons

to be the same - to have the same minimal needs that could best be

met by a segregated warehousing. Retarded persons are not all the

same: they exhibit as much, if not more,'variation than the

nonhandicapped population. To presume that all severely retarded

persons can function in group home settings makes about as much

sense as assuming that all nonretarded persons can function best

in a home setting. Some retarded and some nonretarded persons have

special needs that can only be met in more specialized settings.

The optimal placement for a person with one specific medical

diagnosis (albeit an exceedingly rare one), hydranencephaly, is

an intermediate care facility with readily available medical support

services. This is also the ideal type of placement for persons with

.either similarly severe organic brain syndromes, other severe medical

conditions, or similar functional levels. The need for this type

of placement is permanent and not short term. It is necessary for

a small but important segment of a special needs population. That

the majority of severely retarded persons may do well in group home

settings is no excuse to ignore the needs of this minority. That
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group homes need legislative and financial support is no rationale

for withdrawing such support from those with different and greater

needs. The population in need of intermediate care facility

placement is more limited, more dependent and most defenseless.

It verges on criminal irresponsiblity to make the growth of one

phase of the service delivery system dependent on the erradication

of an equally necessary phase. That resources need to be shifted -

that many clients currently in institutional settings would do better

in group homes can surely be implemented without blindly removing all

funding support from more specialized intermediate care facilities.

Perhaps the impact of this legislation might be clarified by

a rough analogy to a similar dilemma in the care of the elderly.

Aged grandparents may stay at home with their family, and may live

in community based retirement villages or they may be segregated

in nursing home facilities. Part of the decision as to life style

is a matter of personal choice, but medical and physical limitations

may sometimes make certain of these options impractical and

unrealistic. The family with a severely limited grandparent (scil.

severely retarded grandchild) is being told that unless they are

willing to let their grandparent live in a group home setting, their

only other choice would be to keep them at home. Permanent/long

term nursing home placement is no longer supported. Indeed, if

they pay for that nursing home placement out of their own pocket,

medical services that would otherwise have been covered will not

be. *Now even the best nursing homes for the elderly, should never

be our first choice, but they do remain a necessary form of care in

certain selected cases. Continued financial support for this third
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option provides the best possible entrance for regulating the

improvement of standards and quality of care in such settings.

It is necessary to confess that the medical profession has little

interest or expertise in the provision of quality care to the

severely retarded population. An informal attempt io survey the

meeting of the most basic medical needs of this special population

in community based settings routinely produces blank stares. It

is not so much that the answers are inadequate; the questions have

not yet been framed. It is only in the past 20 years that pediatrics

has reluctantly and slowly moved towards admitting gross ignorance

in the medical management of the developmentally disabled. A full

correction of that almost criminal ineptitude will take at least

the remainder of the present millennium. The numerous problems

inherent in the provision of routine health maintenance for the

severely retarded in community based group homes has been glibly

ignored on the facile assumption that if they qualify for such a

placement they can probably be treated just like anyone else at

the nearest -linic, doctor's office or other health facility. If

professionals and families would trouble their brains ever so

briefly to recall the nightmare of medical ignorance, incompetence,

and callous neglect that retarded adults were victimized by as

.children, they might not feel so complacent about presuming the

availability of routine health services. Indeed, they ought to

be absolutely terrified about future possibilities for the simple

reason that there has been relatively little change in the attitudes

and opinions of the medical.profession towards the severely retarded

over the past century. For every physician who has been converted
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to accept the mildly retarded person and the Down Syndrome adult into

the community, there is another (if not the same) physician who would

strongly support the refusal of extraordinary care (e.g., feeding)

if not actually euthanasia for the severely and profoundly retarded

and handicapped. This legislation testifies to an abysmal ignorance

of the state of preparedness (psychological, ethical, organizational

and educational) of the medical profession to even passively be

drawn into its implementation. For families with profoundly impaired

members with specialized medical and paramedical needs, this

legislation must appear to have been drafted in cloud cuckoo land.

The population of the United States is approximately 230 million.

The prevalence of mental retardation is approximately 3%. Of the

almost 7 million retarded persons in the United States, about 6

million are only mildly retarded; these persons should have benefited

from special education services so that they are (or will be)

functionally literate and capable of independent living with minimal

social support services. In an accepting environment, such persons

should not need segregation in a stigmatized facility such as a

community based group home setting. There are about 1 million

Americans who are moderately retarded: these persons can be

trained to useful employment and can do quite well in group home

settings. It must, nevertheless, be remembered that some moderately

retarded persons with good social skills may do well in a less

restricted environment, while some few others may have long term

problems i-n coping wit.. a group home setting. As the cognitive

limitation becomes more severe, the incidence ot associated medical

and physical problems also tends to increase. Rising mortality and
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morbidity and shortened life span are correlates of severe and

profound mental retardation; they are hallmarks of the increased

special needs of this subpopulation which represents only a small

proportion of the total mentally retarded population - with less

than a half million severely and less than a hinvdied thousand

profoundly retarded persons in the whole United States. Persons

in the profoundly retarded range have intelligence quotients below

25, mental ages below 4 years of age, frequently have no useful

speech and often have severe physical problems and disabilities

such that independent mobility is significantly limited. While

many persons in the severe range of mental retardation can function

ingroup home facilities, some can not; conversely, most profoundly

retarded individuals will not be able to function in group home

facilities, while some few will. Any legislative change needs

to support the widest possible range of choices for living conditions,

a range that needs to be carefully titrated against a complex array

of individual need. Failure to allow for the complexity of the human

needs involved can become a self-fulfilling prophecy: an increased

mortality rate for a segment of the severe and profoundly retarded

and handicapped population inappropriately placed in group home

facilities will be a mute testimony to the ideological poverty

that informs the proposed legislation. Thy hydranencephalic

patients mentioned above are traditionally accorded a lifespan

of less than 1 or 2 years by medical specialists; superior

intermediate care facilities are demonstrating that that

limitation is artificial. The group home placements that are

contemplated wou:.d most probably reinstate the validity of the
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The ability of human beings to function optimally is enhanced

by increasing the options at their disposal. This legislation

reduces options and does so drastically, with such a lack of

foresight as to appear malicious. It used to be feared by parents

and professionals that the use of alternate modes of communication,

such as sign language and electronic communication devices, would

cancel any progress towards the acquisition of speech. Experience

has taught us that alternate modes of communication not only

enhance the overall quality of life for disabled persons but actually

tend to increase the development of spoken language. Quality long-

term and intermediate care facilities are needed choices on the spectrum

of possible living arrangements for severely and profoundly retarded

and handicapped persons. The judicious use of such settings will

enhance the quality of life in selected cases and will also contribute

to maximizing the impact of group homes on the quality of life of

their residents.

The teeth in this legislation bite in only one direction:

funding for existing intermediate care facility programs - even

those doing an excellent as well as necessary job - will be cut

(there is no leeway in that decision) - and patients will be hurt

thereby. On the other hand, while some of these cut funds will be

transferred to group home facilities, there are no teeth to insure

that these latter facilities will be funded sufficiently to even

begin to supply the same services on a decentralized basis. Indeed,

the government's track record indicates (if it does not actually

guarantee) critical funding deficits in this area. The teeth in

83-V0 0-84-22
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this legislation bite only the flesh of the severely and profoundly

handicapped and retarded.

This bill is, in a way, attempting to tell the entire United

States of America that a New England town meeting is the only

acceptable form of local government. The success of that model in

the locale where it evolved is striking. Its proposed transplantation

by legislative fiat to be imposed on the broad diversity of

communities in the 50 United States each with their own regional

history and local practices, some in need of improvement but many

excellent, is a political nightmare.

The great American philosopher, George Santayana, warned that

those who did not learn the lessons of history would be forced to

repeat them. Of all the errors of the past, the pattern most

terrifying to repeat is that of the swinging pendulum. The

replacement of one extreme by its opposite, the correction of one

erroneous course of action by the opposite evil, smacks so much

of the mechanical, of a Hegelian or Marxist dialectic, that it must

appear abhorrent to free men. Bruckberger in his Image of America

noted that it was the glory of America, the virtue of the American

political system, the key to the success of the first of the

world's great revolutions, that it avoided trying to legislate

-utopian ideals but instead remained rooted in practical compromises.

S.2053 is uncompromising, unamerican, inhuman in its extremism and,

if passed, will be judged by history as the action of men and women

too blinded by narrow ideology to take any notice of the human

suffering that could have been avoided.



Statement on The Community and Family Living Amendments (S2053)

Submitted by

The American Association of University Affiliated Programs

for Persons with Developmental Disabilities (AAUAP)

NOTE: Acknowledging the high level of current discussion and concern re-
garding the Issues involved in S 2053, the Board of Directors and
staff of the AAUAP used the occasion of their mid-winter Board
meeting to formulate the following statement. Subsequent to its
distribution to the AAUAP Membership for input and refinement it
was formally submitted as testimony for the record on Friday,
March 16, 1984.

I. Background Factors

o It was agreed that there has been a documented historic failure of
state residential facilities ("institutions") to respect the dig-
nity of individuals and hence they have suppressed human potential
and value.

o It was further noted that irrespective of the level of financial
assistance, centralization of services in institutions does not in-
sure provision of appropriate therapeutic and support programs.

o Deinstitutionalization experiences in Pennsylvania, Michigan, and
New York, for example, have shown that the quality of life has
improved after discharge (at a cost which has been somewhat less)
as judged by the views of clients, families, and service providers.

o We have now learned that there are no individuals who cannot be
effectively served in the setting of community residence.

o Community-based programs appear to provide many personal benefits
which have as yet not been clearly and systematically demonstrated,
but which show important promise.

II. Reflections on Current Realities

o Current Title XIX reimbursement regulations provide a sunnresive
atmosphere for the development of community alternatives, which
could seriously delay or prevent new and vital program improvement.

o There is a need to modify the existing motivations leading to the
placement of handicapped individuals in more supportive and
creative environments.

o Preparation for community life, or assurance about the feasibility
of this plan, cannot be carried out successfully within the insti-
tutional setting alone.



o It is not clear whether or not attitudinal factors in the social
scene must be entirely revised before progress can be made in
achieving gains for exceptional individuals.

o There are many gratifying elements in the S 20S3 language about
specific measures - individualized plans, safety, residential
settings, etc.

III. Cautions about the Planned Steps

o Most landmark legislation in behalf of handicapped persons has
been based on rights and incentives. However, a major component
of S 20S3 is based upon a disincentive model of legislation.

o Inasmuch as the proposed legislation will have the effect of
pressing for the final return of all institutionalized persons
to the community, this must be preceded by systematic planning
for and'a concomitant commitment regarding comnunity-based
support.

o Training in the developmental model is needed for (a) the gate-
keepers, (b) the primary care workers, and (c) the providers of
related services.

o The suggested legislation may not go far enough in consideration
of the range of broad supports needed for families in order to
maintain their handicapped children at home or alternative
community placements.

IV. Conclusion

The AAUAP feels that the Community and Family Living Amendments of
1983 are so important and valuable that we vigorously endorse the
intent and philosophy of this legislation.
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STATEMENT OF

THE AMERICAN FOUNDATION FOR THE BLIND

BY

GLENN M. PLUNKETT
SPECIALIST IN GOVERNMENTAL RELATIONS

TO THE

SUBCOMMITTEE ON HEALTH
COMMITTEE ON FINANCE
UNITED STATES SENATE

ON

S. 2053, THE COMMUNITY AND FAMILY LIVING AMENDMENTS OF 1983

FEBRUARY 27, 1984

THE AMERICAN FOUNDATION FOR THE BLIND JOINS WITH OTHER ORGAN-

IZATIONS, GROUPS AND INDIVIDUALS CONCERNED WITH THE USE OF MEDICAID

FEUDING TO IMPROVE THE CARE AND ASSISTANCE PROVIDED THE SEVERELY

DISABLED. WE SUPPORT THE CONCEPT OF S. 2053, THE COMMUNITY AND

FAMILY LIVING AMENDMENTS OF 1983. HOWEVER, S. 2053 HAS A NUMBER

OF FLAWS THAT MAKE IT DISCRIMINATORY AS TO WHOM IT WOULD SERVE AND
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THE LEGACY OF HELEN KELLER

Hen Keller inspired millions
rtroughoiit the world by her triumph
over deafness and blindness She
used her personal miracle of com-
municalion to open the world for
other blind and deaf-blind people.
She appeared before legislatures.
gave lectures, wrote articles, and
above all, made herself an example
of what a severely handicapped per-
son can accomplish. When the
American Foundation for the Blind
was established in 1921, she found
in it a national organization that
shared her purpose. From 1924 until
her death in 1968, Miss Keller was a
member of the Foundation staff,
serving as counselor on national and
international relations. It was also in
1924 that she began her campaign
to build an endowment fund
for the Foundation. Through
this fund and the kindness of present
benefactors her work is continued.
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HOW WELL IT WOULD ACCOMPLISH THE GOAL OF BETTER SERVING THE DIS-

ABLED. WE HAVE OUTLINED THOSE POINTS IN THE NUMBERED ITEMS BELOW.

THE AMERICAN FOUNDATION FOR THE BLIND IS A NATIONAL, NON-

PROFIT ORGANIZATION WHICH PROVIDES BOTH DIRECT AND TECHNICAL AS-

SISTANCE SERVICES TO BLIND AND VISUALLY IMPAIRED PERSONS AND THEIR

FAMILIES, PROFESSIONALS IN SPECIALIZED AGENCIES FOR THE BLIND,

COMMUNITY AGENCIES, ORGANIZATIONS, SCHOOLS, AND CORPORATIONS.

DIRECT SERVICES INCLUDE INFORMATION AND REFERRAL FOR BLIND PERSONS,

THEIR FAMILIES AND PROFESSIONALS; SPECIAL CONSUMER PRODUCTSi A

TRAVEL IDENTIFICATION SERVICE; AND GENERAL EDUCATIONAL MATERIALS.

TECHNICAL ASSISTANCE SERVICES INCLUDE TRAINING, CONSULTATION,

PROFESSIONAL PUBLICATIONS, PUBLIC INFORMATION, AND SOCIAL AND

TECHNOLOGICAL RESEARCH.

WE SUGGEST MODIFICATION TO S. 2053 IN THE FOLLOWING AREAS:

1. THE RESTRICTIONS IN PROPOSED SEC. 1918 ON THE TIME

SPENT IN AN INSTITUTION WOULD REQUIRE THE MOVEMENT

OF MOST OF THE CURRENT POPULATION OUT OF INSTITU-

TIONS WITHOUT RECOURSE TO FURTHER TREATMENTS IN AN

INSTITUTION, IF NECESSARY. THAT AMENDMENT SHOULD

BE AMENDED TO REMOVE THE ABSOLUTE TIME RESTRICTION

AND REQUIRE CERTIFICATION OF NEED FOR SUCH INSTI-

TUTIONALIZATION AND RECERTIFICATION AT SPECIFIED

TIMES SIMILAR TO MEDICARE CERTIFICATION OF MEDICAL

NEEDS FOR PART A OF TITLE XVIII. THIS CERTIFICA-

TION COULD BE CARRIED OUT BY AN "...INTERDISCIPLI-

NARY TEAM OF INDIVIDUALS..." AS OUTLINED IN SECTION

1918(h) (2)(D)(i) FOR THE COMMUNITY AND FAMILY LIVING

FACILITY. A SPECIFIC PERIOD OF TIME IGNORES THE
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POSSIBILITY OF A NEED AFTER THE STIPULATED

PERIOD AND OFFERS NO ALTERNATIVES.

2. THE DEFINITION OF SEVERELY DISABLED RESTRICTS

THE BENEFITS OF THE PROGRAM TO CERTAIN TYPES

OF DISABLED, AND WOULD TERMINATE THE SERVICES

TO THE MENTALLY DISABLED AT AGE 21 EVEN THOUGH

HAVING RECEIVED SERVICES UNTIL THAT TIME.

FURTHER, IT ESTABLISHES A CUTOFF DATE ,FOR MANI-

FESTATION OF "COVERED" DISABILITIES AT AGE 50.

MORE THAN HALF OF ALL BLINDNESS IN THE U.S., FOR

INSTANCE, OCCURS IN THOSE OVER AGE 50 AND MOST

SEVERELY VISUALLY IMPAIRED PERSONS ARE MULTIPLY-

IMPAIRED.

THE DEFINITION OF THE DISABLED WHO WOULD RECEIVE

SERVICES UNDER THE PROPOSAL SHOULD BE THE SAME AS

THAT FOR DISABILITY/BLINDNESS IN TITLE XVI OF THE

SOCIAL SECURITY ACT AND WITHOUT A CUTOFF DATE FOR

MANIFESTATION OF THE DISABILITY. THERE SHOULD BE

NO AGE LIMITATION SINCE THOSE OVER AGE 50 CAN

BENEFIT FROM "LESS RESTRICTIVE SETTINGS" AND HA-

BILITATION SERVICES AS WELL AS THOSE UNDER THAT AGE.

3. THE PROPOSED LEGISLATION SHOULD MANDATE MEDICAID

COVERAGE FOR ANY AND ALL INDIVIDUgLS WHO MEET TITLE

XVI COVERAGE IN ALL STATES. WITH THE CURRENT MORE

RESTRICTIVE (THAN SSI) CRITERIA IN SOME STATES, SOME

OF THE DISABLED WOULD NOT BE ELIGIBLE FOR ALL SERVICES.

4. THE PROPOSED LEGISLATION SHOULD GIVE MORE FLEXIBILITY

FOR THE STATES IN THE PHASE-OUT OF MEDICAID FUNDING.

THERE ARE NOT SUFFICIENT DATA TO SHOW THAT THE
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PROGRAM CAN BE ACCOMPLISHED WITHIN THE PROPOSED

TIMELINES. SOME STATES MAY BE ABLE TO AC-

COMPLISH THE PROGRAM AT A FASTER RATE THAN OTHERS.

HOWEVER, THE LEGISLATION SHOULD REQUIRE STATES

TO MAINTAIN THE NECESSARY LEVEL OF SERVICES DURING

THE PHASE-OUT.

5. SOME CONSIDERATION SHOULD BE GIVEN TO ASSISTANCE

IN FUNDING THE PURCHASE/RENTAL OF A COMMUNITY FA-

CILITY, AND IN TRAINING FOR MANAGEMENT THEREOF.

6. RECOGNIZING THAT NATURAL/ADOPTIVE FAMILY

STRUCTURES WILL BREAKDOWN OVER THE YEARS

EITHER THROUGH AGE, DEATH, SEPARATION, OR ILL-

NESS, THE ACT SHOULD ENSURE THAT 4N INDIVIDUAL

PLACED IN SUCH AN ARRANGEMENT HAS SUBSEQUENT

CARE.

WE HOPE THAT THIS EFFORT TO PROVIDE ALTERNATIVES TO INSTITU-

TIONALIZATION WILL BE SUCCESSFUL.
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The American Federation of State, County and Municipal
Employees (APSCME) represents more than one million public employees
throughout the United States, including 100,000 who provide direct
care and support services to individuals with developmental disabil-
ities. AFSCHE members work in large developmental centers as well
as in small community residences and apartments, group homes, and
day programs. They work as therapy aides and social workers, house-
keepers and speech pathologists, secretaries, dietary personnel,
firefighters, nurses, maintenance staff, case managers, and physical
therapists. On a daily basis, AFSCME members work to promote the
health, safety, growth, and development of severely disabled people.
Our commitnent to promoting the interests of the developmentally
disabled through a service system characterized by individualization,
accessibility, and a full continuum of care requires that we oppose
S.2053, the Community and Family Living Amendments Act of 1983.

This legislation would phase out entirely Medicaid funding over
the next ten to fifteen years for mental retardation facilities
that house more than three times the number of individuals in an
average family household. States would be required to file written
plans and timetables for reducing their institutional population to
zero. During this phase-out period, severely disabled individuals
would still be entitled to Medicaid coverage for institutional
services only when no community or family arrangements are available,
and provide-dthat the total time such an individual has resided in
an institution does not exceed two years. States would have the
options to continue to operate institutional programs, but would have
to do so entirely with state funds. Following the phase-out period
no developmentally disabled person, irrespective of severity of
impairment or the wishes of his or her parents or guardians, would
be eligible for Medicaid coverage in an institutional setting.

If our experience has taught us anything, it is that the starting
point for any system of services for individuals with developmental
disabilities must be the individual disabled person. Implicit must
be the recognition that, like medications, programs, services, and
settings cannot be prescribed uniformly on a class basis, but must
be determined according to the specific needs and condition of each
disabled beneficiary. Individualization recognizes not only that
the needs of each person differ, but also that each client's require-
ments for services may change many times during the course of a
lifetime. S.2053, however, would subordinate the concept of individ-
ualized care to the programmatic requirements of a very narrow and
absolutist treatment ideology. If enacted, S.2053 would seriously
disrupt the continuum of services necessary for individualized care,
and in the process jeopardize the security and well-being of tens
of thousands of this nation's most vulnerable citizens.

Of the approximately 128,000 persons residing in public residential
facilities for the mentally retarded and developmentally disabled,
80% have I.Q.'s below 35 and a maximum mental age of less than 4 years.
Sixty percent have one additional major handicap; 37% have two or
more handicaps in addition to mental retardation. Fifty-five percent
are-unable to dress themselves. Fifty percent are unable to speak.
Forty-nine percent are not toilet trained. Thrity-five percent
cannot eat without assistance. Twenty-five percent exhibit severe
behavioral disorders that create danger for themselves and others.l/
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While upwards of 96% of this nation's people with developmental
disabilities aready live either at home or in other community place-
ments, those who remain in public residential facilities require
specalized medical and other services merely to survive.2/ They require
intensive individualized care and programing from a variety of
specialties and disciplines if only, in many cases, to prevent a
deterioration in their current levels of functioning. State develop-
mental centers are more than bricks and mortar. Advances in medicine
and the behavioral sciences, judicial intervention, and Medicaid's
ICF-MR program have transformed state institutions from predominantly
custodial facilities to multi-disciplinary, client-focused develop-
mental centers which - at their best - reflect and extend state-of-
the-art programs and services in the care and treatment of profoundly
retarded, multi-handicapped individuals.

Medicaid's role in this transformation, and in the promotion
of the health and welfare of this extremely vulnerable population,
cannot be over-emphasized. The Intermediate Care Facility for the
Mentally Retarded (ICF-MR) regulations which were first published
in 1974 (as 45 CFR Sf249.12 and 249.13; now 42 CFR 442, Subpart G),
provide the only assurances on a national basis that developmentally
disabled peoe will receive adequate individualized services and
humane care. As a condition for Federal funding - which ranges
from 50% to 77% - facilities under this program must provide individ-
ualized planned services for each client, comply with normalized
living and privacy standards, and provide sufficient numbers of
appropriate and adequately trained staff. In addition, facilities
must meet strict architectural standards for life safety, fire
protection, sanitation, privacy, and home-like surroundings. Between
1977 and 1980, 39 states appropriated or spent nearly $1 billion in
capital expenditures for mental retardation facilities - 75% of
these outlays were devoted to projects directed toward bringing
state facilities into ICF-MR compliance. 3/ All such expenditures,
it should be noted, were made with the understanding that long term
financial obligations in connection with these necessary capital
improvements would be amortized, in great part, with Medicaid dollars.

To withdraw Medicaid support from state institutions would be
to undermine those advances that have significantly improved the
quality of life for tens of thousands of severely and multiply-
disabled individuals. States that had counted on Medicaid reim-
bursement to amortize construction and operating gOstS could be
expected to slash institutional programs, reduce staffing levels,
and severely restrict maintenance and capital improvement. Rather
than risk the expenses and vicissitudes of uncertain federal program
and funding policies, states would be encouraged simply to abdicate
all direct care responsibilities. The effect of a forced dismantling
of public institutions would be the dismantling as well of the public
provision of services and care. Simply put, it is easier to provide
paper "assurances" than actual services, and many states could be
expected to take the route with the least potential for administrative
or political risk.
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By discouraging the public sector's role in the direct delivery
of services to the developmentally disabled, S.2053 would promote the
proliferation of a "non-system" of programatically and administra-
tively unrelated provider entities of widely varying quality,
competency and commitment.4/ Pressures on state and local officials
to recruit and maintain sufficient numbers of independent community
vendors would be at odds with the tough regulatory role these same
officials would be required to assume in order to enforce strict
quality standards. The result would be a provider-driven arrangement
of therapeutically and administratively unrelated programs lacking
comprehensive planning, guaranteed continuity of care, adcountibility,
universal access, program diversity and balance, and consistently
applied standards of quality.

It must be emphasized that while the changes envisioned under
S.2053 are drastic and disruptive to the lives of thousands of
severely disabled people, the premises underly-lWqthis bill center
on ideology rather than empirical observations. While anecdotal
comparisons abound, there is no professional or empirical consensus
to support the presumptions that:

e Facility size is the most significant determinant for
positive client outcomes, especially for profoundly
retarded and multiply-disabled clients. 5/

Setting ("community" v. campus) is a primary determinant
in positive developmental outcomes for profoundly retarded
and multiply-disabled individuals.

The total cost of serving profoundly retarded and multiply-
disabled individuals - holding quality, array, and
accessibility. 6/

Proponents of S.2053 cite the experience of Rhode Island and
the phase-down of the Ladd Center to support the objectives of this
legislation. AFSCME is proud to have taken part in the planning,
establishment, and operation of Rhode Island's state-operated system
of community, group home, and institutional services. Rhode Island
AFSCME members, working closely with state officials and parents,
succeeded in upgrading the entire system of care for the developmentally
disabled in Rhode Island. It must be noted, however, that the transfer
of resources from a predominantly institutional service system to one
that is characterized by a full continuum of care occurred with no
changes in current Federal law. Similar initiatives have occurred
in New York, Massachusetts, and other states without the drastic
changes proposed under S.2053.7/Inaddition, PL 97-35 (Section 2176)
amended Title XIX in 1981 to permit states to obtain Medicaid waivers
for the provision of non-institutional, community-based services.
Any state wishing to replace its institutional services with alterna-
tive services can do so now, under existing law without the draconian
measures required under S.2053.
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The Medicaid program must not be altered to limit the options
and opportunities available for the care and treatment of severly
disabled individuals. AFSCME opposes S.2053 because this legislation,
if enacted, would deprive medically fragile and vulnerable people of
the highly specialized services they require. AFSCME agrees with
the preponderance of professional opinion that a balanced, account-
able service system characterized by a full continuum of care will
best meet the needs of developmentally disabled individuals. This
continuum must include high quality institutional and community-
based services which meet the individualized medica-, habilitative,
educational, training and protective needs of developmentally
disabled people. Efforts to de-fund any element of this continuum
of care must be strongly resisted.
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1. R. C. Scheerenberger. Public Residential Facilities for the
Mentally Retarded, National Association of Superintendents
of Public Resid6ential Facilities for the Mentally Retarded, 1982.

2. Inspector General's Report, Department of Health and Human
Services, October, 1981.

3. R. Gettings and D. Mitchell. Trends in Capital Expenditures
for Mental Retardation-Facilities: A State-by-State Survey.
National Association of State Mental Retardation Program
Directors, Inc., June,1980.

4. Neglect and abuse of the aged and the mentally ill in
predominantly privately operated community residences has
been widely reported, most recently in Community Residential
Care in California, Commission on California State Government
Organization and Economy, December 1983. See also: U.S. General
Accounting Office, Report to the Congress: Returning the
Mentally Disabled to the Community: Government Needs to Do More,
1977; Reports on Hearings by the House Select Committee on Aging:
"The National Crises in Adult Care Homes", June 1977; and "The
National Crises in Adult Boarding Homes", February, 1978.

5. Heather S. Menninger. Issues in the Development, Programming,
and Administration of CommuNity Residential Facilities for
Developmentally Disabled Persons: A Review. HCFA, October, 1980

6. See T. Mayeda and F. Wai, The Cost of Long-term Developmental
Disability Care, DHEW, 1976; Jones and Jones, The Measurement
of Community Placement Services and Its Associated Costs,
Florence Heler School of Social Work, 1976; J. G. Murphy and
D. E. Datel, "A Cost-Benefit Analysis of Community Versus
Institutional Living", Hospital and Community Psychiatry, March,
1976.
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Also, recent cost estimates submitted by states seeking Home
and Community-Based Waivers under Medicaid show widely varying
and inconsistent costs for non-institutional services. One
approved waiver, targeted to serve 300 Pennhurst residents
cites the following cost estimates:

Wavered
Institutional Costs (Non-institutional Costs)

1983/1984 $44,584 $43,384
1985/1986 $47,209 $46,855

For the first year for the waiver, non-institutional services
are expected to "save" $1,200 per client. During the second
year, the savingsw are projected to be $354. These expenditure
estimates for community programs, however, do not include the
costs of room and board. Obviously, for this target population -
which is representative of developmental center residents
nationally - the total costs for community placements exceed
the costs of ICF-MR care.

7. New York State and AFSCME collaborated to obtain $224,000 in
Federal Developmental Disabilities funds with which to train
institutional direct care and supervisory staff for new jobs
in state-operated community-based programs. Since 1978, the
State of New York has operated, and continued to expand, its
publicly operated system of community ICF-MR's and group homes.

In Massachusetts, the State Legislature has earmarked 60% of
all capital expenditures in mental retardation for state-operated,
community-based programs.
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March 15, 1984

The Honorable David Durenberger
Chairman
Subcommittee on Health
Senate Finance Committee
219 Dirksen Senate Office Building
United States Senate
Washington, D.C. 20510

Dear Mr. Chairman:

The American Psychiatric Association, a medi-
cal specialty society representing over 29,000
psychiatrists nationwide, is pleased to provide
our comments on the Community and Family Living
Amendments of 1983, S. 2053. We are joined in
this testimony by the American Academy of Child
Psychiatry, an association of 3,000 child psychia-
trists each with two years of training in an
advance program of child psychiatry after complet-
ing a general psychiatry residency. We request
that these comments be made part of the Subcommit-
tee's February 27, 1984 hearing record on this
legislation which would phase out Medicaid funding
for residential facilities serving more than six
to nine disabled persons while entitling such
individuals to receive a wide array of home and
community-based services.

The first objective of the American Psychia-
tric Association is to *improve the treatment,
rehabilitation and care of the mentally ill, the
mentally retarded, and the emotionally dis-
turbed.m  As such, we have been deeply concerned
and committed over the years to meeting the needs
of those articulated populations -- particularly
the most chronically mentally ill and retarded.
We fully support the intent of the Community and
Family Living Amendments: "the full participation
of severely disabled individuals in community and
family life" and have long articulated the need to
provide appropriate levels of insurance coverage
to enable these individuals to be treated for

33-270 0-84'-23
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their medical illnesses enabling them to rejoin the producing,
contributing national workforce. Improving the lives of disabled
Americans -- whether physically or mentally impaired -- without
question should be the goal of Congress, as it is the medical
profession's, in particular. However, the intent and end result
of the proposed legislation would differ markedly, were the
legislation to be enacted as written.

The provisions of S. 2053 are based on arbitrary size limi-
tations and judgments regarding the needs of the mentally dis-
abled. and supported by questionable cost analyses and interpre-
tations of major studies relating to deinstitutionalization.

For these reasons, articulated in greater detail below, we
must oppose enactment of S. 2053 as written. Many questions
remain unanswered; many details remain confused. The experience
of current Medicaid community and home-based care waivers might
more appropriately serve as a guide to future legislation, par-
ticularly given the serious and tragic problem which befell
countless of the chronically mentally ill when they were deinsti-
tutionalized en masse beginning in the mid-1950a.

In 1955, there were 600,000 patients In the nation's mental
hospitals. At about that time, the move to deinstitutionalize
patients began. It stemmed partly from civil rights issues and a
growing emphasis on personal freedom. It was also believed that
community programs for the mentally Ill were more humane and
effective, not to mention cheaper than the so-called warehouses
for the mentally ill, often with populations nearing 5000 In some
facilities. Unfortunately, those community programs were inex-
pensive indeed, they were nonexistent. Thousands of the chronic-
ally mentally ill flooded communities when state after state
sought to close the institutions without the corollary commitment
of funds to support adequate community services. Many of these
people, unable to live independently, were forced into substan-
dard boarding homes or shelters for the homeless. The Congress
learned a number of years ago about SROs (single room occupancy)
and the plight of the thousands of mentally ill living in the
half-world of such facilities. More recently, the nation has
similarly turned to look at the homeless. A recent Little Hoover
report from the state of California has disclosed the very same
pattern of disregard for the disabled and elderly which had been
leveled against larger institutions to be present in the now-
burgeoning board and care facility industry in that state which
has yet another repository for the deinstitutionalized mentally
disabled and elderly.
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Caring psychiatrists, other physicians and health and mental
health personnel coupled with-a small, but growing number of the
patient and parent support organizations are still seeking means
of combatting the stigma of mental illness which reduces the com-
munity concern or activity. They are still scrapping for dollars
to support this community network which was to have been in place
when the movement began. They are seeking, at the same time, to
maintain a full spectrum of care settings, whether: larger or
smaller, whether "institutional" or "community based" (a misnomer
about which we will speak later), which can best meet the parti-
cular needs of each of the chronically mentally ill of our
nation.

The message which emerges from this painful history lesson
is that deinstitutionalization is-good in theory, good for some
in practice, but absent proper planning, data bases, personnel
bases, community support and, indeed, money, it is fatally
flawed. We are concerned that as written, S. 2053 contains many
of the sarie pitfalls and holds out the same altruistic hopes as
did the denstitutionalization movement for the mentally ill.

WHO WOULD S. 2053 TARGET FOR "COMMUNITY" SERVICES?

Medicaid now provides for the health care needs of at least
the financially indigent of all participating states. Many
states have broadened that population to include the medically
needy. Among those persons are mentally disabled individuals
meeting the Medicaid state-Federal criteria. That program sup-
ports medical treatment, whether institution based or community
based for the eligible population. (Mentally ill individuals,
though financially eligible, are excluded from Medicaid coverage
for hospital based care if they are between the ages of 22-65.)

Today, the Federal share of Medicaid funding is being
reduced. States are being hard-pressed to provide sufficient
resources to meet the current agreed-to coverage for those now
eligible for the program. The legislation before the Committee
proposes to broaden at least one segment of the population -- the
mentally retarded -- who will by Federal statute -- not state
decision-making -- be eligible to receive Medicaid funding for
health and other services (some of which have not traditionally
been Medicaid funded). But utilizing the definition from the
Developmental Disability Act to fora the basis for the population
to be covered, the legislation would expand Medicaid coverage to
essentially all mentally impaired persons who may or may not now
be living in the community the onset of whose illness occurred by
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age 22. The legislation proposes to broaden the population fur-
ther, by encompassing individuals for whom onset of the disabil-
ity occurred prior to age 50. As noted, it becOmes irrelevant
whether that person is residing at home or in an institution at
this time. Thus, persons eligible for the services, by Federal
statute, would include not only those now institutionalized with
an illness onset at age SO or lower, but those now residing suc-
cessfully in the community who otherwise might not be Medicaid
eligible. The legislation is creating a new mandatory category
of "medically eligible* individuals (now included under Medicaid
at state option) who must receive community-based care. The pro-
vision extending Medicaid services to the families of severely
disabled children, if the family income exceeds the eligibility
criteria, is needed. However, the five percent of income spent
on disability services does not give an adequate sense of the
effect the provision would have on the family or on Medicaid
expenditures. Last, the measure would extend, by option, to men-
tally ill persons, whether they reside in the community or in
institutions at the very time Medicaid has never provided hos-
pital-based care to the same population between the ages of 22-
65.

Medicaid will be paying substantially more to provide a
myriad of services -- some now not available for Medicaid
eligibles. Funding availability aside, there is a serious ques-
tion as to whether the service network necessary to support such
a population actually exists or could exist in a community. It
would support housing, rehabilitation, vocational activities,
health care, and daily living care for a population as varied in
level of care requirements as can be imagined.

FACILITIES VERSUS COMMUNITY

S. 2053 makes the.argument that "community' is better than
"facility.= It would limit Medicaid payments to eligible indi-
viduals residing in a community or family living facility with
a capacity no greater than three times *the number of persons in
the average family household in the area in which the facility is
located... As the average family household in the U.S. gener-
ally runs between two and three, the maximum size of a community
or family living facility would be six or nine individuals. The
current literature offers no convincing evidence to support the
premise that independent living skills can be taught only in cer-
tain-sized facilities or that given the same individual care --
which can be and is the case in any number of what the bill would
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consider to be institutions" -- developmentally disabled persons
progress better in smaller than in larger settings. (See for
example Baroff, "On 'Sie' and the Quality of Residential Cares
A Second Look-," 18 Mental. Retard. 113(1980) or Brown 6 Buard,
"The Treatment Environment for Retarded Persons in Nursing
HomesO 17 Mental. Retard. 77, 79-80 (1979).)

Community placement is ideal for many developmentally dis-
abled persons but not all. It is a cruel but avoidable fact that
many institutionalized retarded persons are multiply handicapped,
also suffering from blindness, deafness, cerebral palsy,
epilepsy, or other disorders. For patients such as these, a pro-
gram of habilitation may well require a complex array of profes-
sional services -- including not only good care and medical
treatment, but also language or speech therapy, physical therapy,
feeding, behavior training, and occupational therapy -- which
often are available only in institutional settings. Other
patients are so agitated, self-abusive or violent or otherwise
present such behavioral difficulties that some restrictions or
intensive therapy are needed. The APA strongly defends the right
of such patients to institutions, as well as the humaneness of
their being served there.

This position is in no sense an apology for inhumane insti-
tutions. In our view, if the right to habilitation is recog-
nized, comparable high quality humane care and habilitation must
and can be provided regardless of whether or not it is in a set-
ting deemed an 'institution.* We believe that state and other
facilities of a size larger than envisioned by this legislation
should remain available as an option for appropriate patients.
S. 2053 forecloses this option.

As Throne has observed "The distinction between institutions
and communities is a false one. A human community is composed of
people and their institutions .... Small and medium sized com-
munity-based residential facilities, group homes, and foster care
homes are institutions too.... The issue is not one of Institu-
tionalization versus deinstitutionalization.... The issue is
what kind of institutions best serve." (Throne, "Deinstitution-
alizationi Too Wide a Swath," 17 Mental. Retard. 171 (1979)) S.
2053 prohibits a response to that issue by closing some facili-
ties which might "best serve" some of the developmentally dis-
a'bled.
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COST

It is argued that this legislation will save Medicaid funds
now expended for institutional care. It is argued that this
legislation will save many of the developmentally disabled from
lives lacking in habilitation, lacking in treatment. Both are
patently false for a number of reasons:

(I) Medicaid requires "active treatment to occur in all
facilities now providing care for the disabled. That active
treatment could be equally flouted by larger institutions or
smaller facilities which spring up as the result of the board and
care industry this legislation will set in place.

(2) As has been noted, the population base is appreciably
larger than current Medicaid beneficiaries who are developmen-
tally disabled. Even if "community care" costs less per capita,
it will ultimately cost far more than current Medicaid pays for
those now under the program.

(3) Economies of scale do not exist, particularly in meet-
ing the needs of the disabled for physical therapy, and other
forms of therapy routinely provided in so-called institutions.

(4) Saved Federal Medicaid dollars will be more than offset
by State dollars utilized to provide care to those profoundly
disabled who are not candidates for community-based treatment and
to provide care for those persons whose needs require institu-
tional care when *necessary" care fails.

(5) Substantially greater Federal dollars will need to
expended to expand appreciably the programs under P.L. 94-142
(Education for the Handicapped Act) which would be required to
meet the educational needs of those newly returned to the com-
munity -- many of whom would be among the most profoundly dis-
abled of the population.

(6) Cost estimates about community-based care reflect the
costs associated with those now being treated in the community,
not those who remain in institutions. The latter are in greater
need of a large constellation of medical, social and rehabilita-
tion services than the former.

(7) Capital outlays for this legislation are unknow, but
estimates are already in the billions. Coupled with the cost of
services, construction and rehabilitation of facilities for
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community-care for this population far outstrip the modest esti-
mates of the bill's cost. An example of the problem that can
result in the rapid development of community care is the 1974
CHAMPUS problem, when it was discovered that children and adoles-
cents were being sent to residential centers of all sizes and
qualifications. Federal money was being used to provide totally
inadequate treatment because facilities were needed so rapidly
the controls broke down, or were never in place. The recent
California 'Little Hoover Commission Report (December, 1983) bears
out our concern that both a new "industry' could be created by
this legislation, and that existing monitoring cannot today keep
up with the needed certification and review of such facilities.

it appears to us that what this bill represents is an
interesting way to seek adoption of a program which requires sub-
stantial Federal, state and local funding in a time of severe
economic constraints by premising its adoption upon the phantom
availability of Federal-State dollars (through the troubled Medi-
caid program) to pay its way. Given economic realities, however,
we are deeply and seriously concerned that what will be created
is yet another example of the failure of deinstitutionalization
as the result of absent resources. We cannot afford another
example of what we still are trying to resolve for the mentally
ill happen to the mentally retarded.

The APA believes that Congress should not proceed with this
legislation until many of the questions about appropriate care
setting, service availability, financial resources, and popula-
tion to be served are answered clearly. The ongoing experience
under the Medicaid Community and Home-based care waivers may pro-
vide some greater evidence. We hope the Committee will work with
us as we mutually seek answers to these questions as well as
those posed by the failed past deinstitutionalization movement
which has affected the mentally ill.

Respectfully Submitted,

George Tarjan
President, American Psychiatric
Association

Past President, American
Academy of Child Psychiatry

GT/TFemm



354

enter

TESTIMONY

ON

COMMUNITY AND FAMILY LIVING AMENDMENTS OF 1983, S. 2053

FOR

SENATE FINANCE SUBCOMMITTEE ON HEALTH

Senator Dave Durenberger, Chairman

February 27, 1984

Prepared by: Missie Rasnick, President
Arkansas Association of Human
Development Center Parents

1105 Eastwood Drive
Booneville, Arkansas 12927



355

Summary - S. 2053
February 27, 1984 By: Missle Rasnick

Senator Durenberger and members of the Subcommittee on Health, I welcome this
opportunity as a counselor, teacher, parent, and advocate to speak for myself
and thousands of fellow Arkansans in:'opposLtion to "The Community and Family
Living Amendments Act" now S. 2053.

Our major concerns resulting in this consensus follows:

I. Medicaid Restructuring Is Needed . . . but S. 2053 is not the
vehicle for doing so, since the ultimate outcome for Arkansas
would be the closure of all eight of our ICF/HR facilities
serving approximately 1,400 clients. A population which is
99 per cent Title XIX eligible. Maximum reimbursement rate
of 72 per cent eligible costs are realized. The Arkansas
taxpayers, with a present 10.5 per cent unemployment rate,
low wages, and recent raised taxes to support education,
could not generate enough revenue to replace the Title XIX
dollars S. 2053 would take away from our institutions. The
first just began operation in 1959 and their demise would
create a crisis for Arkansas.

It would be Impossible to have alternate services, meeting
Federal guidelines, within the time frame mandated by S. 2053.
Why must it be "one versus the other" instead of a continuum of
services. Why not maintain quality institutions as an alter-
native? Since for many, this is their real home in the least
restrictive environment.

II. The Lack of Learning From Past Mistakes. When advocates began
lobbying to "set the mentally Ill free" and "give them their
rights" as well as "save taxpayers dollar3, the result of such
action has produced hordes of street people whose populace is
much younger with thousands of women. In the past 20 years,
over 800 chronically mentally ill patients have fallen through
official fingers into Arkansas streets and boarding homes, many
of them unfit. Dr. Robert Shannon, State Mental Health Com-
missioner, commenting on S. 2053 stated that unless policy makers
in the field of Mental Retardation profit from the documented
examples in the mental health field, the mentally retarded could
join the mentally ill, the out of work and the alcoholic derelict
in the nation's streets, alleys and bus stations.

In reference to the aforementioned comments, I trust that they have helped clarify
the reason that so many people are opposed to the "Community and Family Living
Amendments of 1983", S. 2053.
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S. 2053, DISASTER FOR ARKANSAS SERVICES

Arkansas was the forty-seventh state to develop a state school for develop-

mentally disabled children. In Conway, Arkansas on October 4, 1959, the Arkansas

Children's Colony was formally dedicated.

This unit is now one of six Human Development Centers, Easter Seal Center and

Nickel's Infant Infirmary. all ICF/HR facilities that serve approximately 1,400

developmentally disabled persons, of all ages, in Arkansas.

The Booneville Human Development Center, Booneville, Arkansas, where my twenty-

nine year old severely retarded daughter resides, like all of the other Centers in

the state, is a model that it right be well for other service providers to observe

and copy. This institutional setting is atop a beautifully landscaped hill among

the pines. It has dormitories with single rooms for each resident and full time

supervision; group homes with varied degrees of supervision; and single family

dwellings for two to four occupants that need a minimum of supervision.

Many of these people are able to go to work, shop, prepare their own meals, par-

ticipate in vocational training, social activities, and sports events which may be

on or off campus. (Exhibit I, Booneville H.D.C. Special Olympics).

The primary objective of this Center is to provide a program to all of the resi-

dents, with emphasis on life survival skills, so, where possible, they may seek a life

away from the institution. During its ten years of existence, 25T residents have left

the Center to reside in group homes; with their respective families; in rehabilitation

centers; in foster care facilities or apartments. Many have made the transition

successfully, but some have not. The lack of success is often due to the fact that

during a difficult adjustment period, these developmentally disabled persons displayed

behavior that the community providers would not tolerate. As a restilt of these actions,

the person involved has ended up on the streets, in jail, or back in intolerable home

situations. This situation should be corrected, since how many so called normal people,
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suddenly thrust into a totally different life style among strangers, can make the

transition without emotional trauma. It is difficult enough for these so called

normal people who possess a far greater reasoning ability to ake decisions and

predict the utility of the action than the mentally retarded person. Yet, there are

those who expect the mentally retarded person to adjust to such a situation in a matter

of days or weeks. Why not maintain quality institutions as an alternative? Since for

many. this is their real home. When the mentally retarded person is forced into a

situation, beyond his or her ability to adapt, it often results in displays of bizarre

behavior (Exhibit II. "Sunland").

A young woman left the Booneville Human Development Center to live in a group home.

she soon progressed to marriage and giving birth to a baby. The constant demand on her

time to care for the baby and its incessant crying caused her to reach a breaking point.

One day she grabbed a pan of boiling water from the stove and used it to scald the

baby to death. This young woman is now in a prison in Arkansas. the victim of a sit-

uation beyond her control. Reports of rape, pregnancy, suicide, public appearances

in underwear, public disturbances, venereal disease, drowning, and disappearances are

just some of the fates awaiting many retarded who are released from the institution

for independent living without the proper follovup by a case wor er. Came management

must have top priority in any move toward deinstitutionalization.

My daughter. Susan, was the recent subject of an editorial by Jack Moseley in the

Southwest Times Record, Fort Smith, Arkansas after he had studied the "Coumanity and

Family Living Amendments of 1983". now referred to as S. 2053. Part of his Letter From

the Editor" read like this: "Goals great, but what about realities? She's twenty-nine

years old and very happy. She has a boyfriend and enjoys the companionship of those

around her. She eels secure and free to walk across the green meadows or rest in the

shade of tall pines. Ulin she visits her family she wants to get back to the place

she considers home. Sut there are those in our society who want her to be more "free

and independent". To achieve that well-intentioned goal, they would uproot this young
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woman, take her away from familiar surroundings, away from friends and make her part

of a social experiment that in some Instances actually has killed people. She and

those who love her face the difficult task of opposing a growing national movement

that sounds extremely appealing and humanitarian. Unfortunately, the practical side

of this movement is packed with peril for the objects of social change."

Realizing that small and medium sized cowumunity-babed residential facilities,

group homes, foster homes and even the household of the conventional nuclear family

are institutions; S. 2053 cuts too wide a swath since its blade threatens any institution

except the one the supporter of S. 2053 chooses to defend. All of our ICF/ R institutions

in Arkansas could be brought under this ax for one reason or another. When deinstitu-

tionalization, in the form of a Federal mandate, attempts to force all mentally retarded

citizens into a specific setting, regardless of prevailing conditions, it is not scientif-

ically or morally sound. Research shows that with the proper use of operant procedures

one can teach retarded people a multitude, 2 skills, dependent upon their abilities.

in any or all of the institutional settings mentioned above.

This issue started some years ago after money became available for research in the

form of studies, travel, experiments, etc., and modern science produced drugs that in

proper, regular amounts made some mentally ill people behave normally, whatever that is.

Advocacy groups sprang up around the country and immediately began lobbying on behalf

of the "rights" of the mentally ill. "Set these people free", they demanded. "Give

them their freedom; give them their rights, besides it will save taxpayer's money."

State after state did just that. An article "Homeless in America" appearing in

January 2, 1984 issue of Newsweek stated: "The people who pass the night in such

accommodations as overnight shelters, phone booths, cardboard boxes, garages, abandoned

buildings, over hot air grates or under bridges, are a much more diverse lot than in

the past and mich younger, now averaging in their low 30's. Twenty years ago the

homeless consisted almost exclusively of alcoholic skidrow men, mostly white males.

They have been joined by huge numbers of released mental patients, who now make up
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one-third to one-half of the total, and have added thousands of women to the streets.

It's hard to tell who were seriously ill before becoming homeless, and who were

driven over the edge by the rigors of street life. As states emptied overcrowded

and Ill-staffed hospitals, they set thousands free to fend for themselves. And now,

as local governments and charitable organizations stretch to provide relief, they

find, according to some accounts, that the more they do, the more they increase demand.

Meanwhile, what they cannot do--from providing underwear (an item. unlike overcoats,

that's rarely donated) to finding family backing and permanent housing--is what the

homeless often need most (Exhibit 111. "Life").

Because they live without addresses, the homeless are unable to receive food stamps

and welfare in most states. Estimates range anywhere from 250,000 to two million

nationwide, tens of thousands of whom hazard the elements every night."

The state of Arkansas is well aware of the plight of its mentally ill residents.

Recently, the Little Rock Arkansas Democrat ran a series of articles on the "Boarding

Homes for the Mentally Ill".

An editorial dated December 16, 1983 exposed the shameful condition and what

brought it about. In part, it read: "Whose mental health? The State Department of

Mental Health tells us that over the past 20 years as many as 800 chronically ill

mental patients have fallen through official fingers into Arkansas streets and boarding

homes, many of them unfit. The figure is probably even larger and State Mental Health

Commissioner, Dr. Robert Shannon, admits to the Democrat that all these people and

others since dead have been "cheated" and are probably even worse off than in the 1969's

when the mentally ill were housed in Arkansas' medieval mental institutions. Shannon,

also, states that unless policy makers in the field of Mental Retardation profit from

the example in the mental health field, the mentally retarded could Join the mentally

ill, the out of work and the alcoholic derelict in the nation's streets, alleys and

bus stations. This comment was made in regard to Shannon's concern for S. 2053.

"At this time, Arkansas' Governor Bill Clinton, legislators and concerned citizens

are working to get funding for a long term care facility back on the State Hospital
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grounds and provide more supervised care for the mentally Ill wherever they can be

found."

"The plight of the people in the boarding homes is the product of the noble drive

for 'deinstitutionalization' but no one intended that people released from institutiors

should end up wandering the streets, eating out of carbage cans and wasting away in

unfit boarding homes which degenerates to mere existence because there is no other place

for them to go."

Arkansas is a small state In area and is not heavily populated; therefore, it is

simple to garner facts as to what has happened in the past and is continuing to happen

to the mentally ill. It is for this reason that so many people are well aware of what

happens when mass deinstitutionalization takes place. Due to the array of authenticated

data from Life, Newsweek, Reader's Digest, newspapers, ahd other sources of information

Including on site observations, from around the nation; we have every right to believe,

beyond a reasonable doubt, that the same fate awaits the mentally retarded in Arkansas

and across America if S. 2053 should become an enforceable law now or ever. In fact,

many states are already seeing some of their mentally retarded living as "street people".

I am president of the Arkansas Association of Human Development Center Parents;

coordinator, Arkansas Parents' Network; board member, National Congrees of Advocates fgr

the Retarded; president, Human Development Center Supporters; member, Developmental

Disabilities Advisary Council; member, Governor's Commission on People With Disabilities;

past president and secretary of local ARC's in Arkansas and Virginia; certified reading

clinician having taught the mentally retarded for twenty-eight years and a secondary

school counselor presently teaching and counseling retarded students and their parents

as well as "normal" students with mentally retarded parent or parents. Most important-

ly, my claim to being an authority in the field of mental retardation is the fact that

I am the mother of a severely retarded Down's Syndrome daughter.

As I have served in the many capacities associated with mental retardation, other

vital concerns about the Federal legislation titled "Consaunity and Family Living Amendments

of 1983" now Senate Bill 2053 have come to my attention. These concerns have come from
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many sources such as parents, service providers, legislators, business leaders,

-Developmental Disabilities Doard members, Human Services Administrators, Arkansas

State Department of Education representatives, and other interested citizens,

Exhibit V "Third Congressional District Caucus Resolution". Some of these concerns

are:

1. Medicaid restructuring is needed but S. 2053 is not the vehicle for

doing so, since the ultimate outcome for Arkansas would be the closure

of our institutions.

2. These concerned people are-completely committeed to the philosophy that

a continuum of services is needed, ranging from home to institutional

care, with as many incremental options in between as necessary with no

time frame attached to providing services.

3. There is a consensus that community options are not available. To

provide this wide array of services, we must accept the responsibility

of working together for the development, implementation and retention

of the alternate services. We cannot let S. 2053 cause us to be "pro-

institution and anti-community based" or "pro-community and "anti-

institution based" service advocates.

4. If S. 2053 were passed and enacted into law in its present form, the

phase down of Arkansas' institutions could begin with4n six months and

be totilly phased out long before the maximum ten year period elapsed.

It would be economically impossible for Arkansas to have alternate

services (that meet Federal guidelines) available for the 1.280 clients

of the ICF/MR facilities within the time frame defined in S. 2053. -

Ray Scott, Director of the State Department of Human Services, agrees

that were the Federal government to decide that at some effective date

Title XIX funding was to cease for the institutions" then it would be a

crisis in Arkansas.
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What Scott sees happening Is a series of things being done that would

result in Congress, for example, devising a different funding rate for

institutional based services, compared to community based ones. He doesn't

foresee the "either or" situation described by Ms. Myrl Weinburg and the

National Association of Retarded Citizens which maintain that both

institutions and community based services cannot be funded and afforded so

the institutions must go.

Dr. Ray Nelson, Comissioner, Developmental Disabilities Services, stated

that Arkansas cannot completely move away from institutional models. A

certain amount of institutional care will continue to be needed.

Proponents of S. 2053 say it is not devised with the intent of forced

closing of the institutions but it would definitely cause this to become

a real situation in Arkansas. The taxpayers of this state could not generate

enough revenue to replace the Title XIX dollars taken away from our institu-

tional programs. At this time almost 99Z of our ICF/MR institutional

population is Title XIX eligible. Maximum reimbursement rate of 722 of

eligible costs are realized.

5. Arkansas has one of the highest rates of teenage pregnancies in America.

These pregnancies are producing a high incident of infants with birth defects.

This situation alone is creating a need for services which will call for

increased revenue at a time when the Federal government is cutting Medicaid

funding to the bone. S. 2053 expects the state to magically produce dollars

for these services but they are just not there. Birth defective children of

mentally retarded females, also, remain as a tremendous problem in Arkansas.

Human Services can place the physically sound babies out for adoption but it

is the responsibility of the family or friends to try to secure hclp for the

defective ones. If S. 2053 were passed, it could mean that facilities such

as Nickel's Infant Infirmary, Clarksville, Arkansas, an ICF/KR facility (the
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only one in the state), that cares for newborns would lose its funding

and cease to operate. Many of these infants will always be medically

involved and not be capable of functioning or even not continue to live

on God's earth without the intense medical supervision necessary for the

sustaining of-life that Mickel's provides them. For some other infants

who receive Mickel's intensified program early in life, a successful

integration back into the community is possible (Exhibit IV, High Risk

Pregnancy).

6. Arkansas unemployment rate rocketed to 10.5 per cent in January and Governor

Clinton stated that many counties had unemployment rates of 16 to 20 percent.

S. 2053 states that due to technological advances the severely and profoundly

retarded can become self-supporting. This claim is totally without scientific

proof. However, there are some of the higher level mentally retarded clients

being trained to leave the institution and become self-reliant If they could

find a job. Due to the shortage of jobs, large numbers of Arkansans seek

the available ones paying minimum wage; therefore, the mentally retarded can-

not compete in the job market. If they are pushed out to fend for themselves,

could they become nothing more than targets for slave labor or an even worse

fate.

7.. Arkansas has the "right to work" law and state employees are not unionized.

S..3053 states that a union representative from each state will negotiate

with the "Secretary" to secure comparable job placements for all institution

employees and acquire some other "business" for the facility when it is

phased out.

When community leaders of Booneville and other towns and cities around

Arkansas became aware of this situation they rallied to our support in the

defeat of S. 2053. The Booneville Human Development Center is the largest

unit that generates jobs in this area. People work at this Center from

33-270 0-84-2



several adjoining counties. The loss of their jobs would be a lose In

state tax dollars too. These tax dollars are needed to generate the

Title XIX funds so this would deny services wherever they might be

located. Most of these people would not be willing to work in a prison

or have one in their community and it would be a likely consideration for

such a facility in this unit as it has been considered strongly in the past.

8. Arkansas has and is currently engaged in the process of upgrading public

education, and the citizens are paying a 'high price" to do so. Forcing

the severely and profoundly mentally retarded children into regular public

school settings will demand far more educational tax dollars and often times

produce nothing more than a life threatening situation for the student. As

an educator, I can tell you this is not what education is about. It will

only help generate opposition to the mentally retarded who are already

being served since the children who can actually be e,,ct.. ed to carry on

the affairs of the community, state, nation, and world will suffer from

such action. Also, ss a parent of a severely retarded child, neither I nor

other parents with whom I have discussed this issue vant it for our children.

-9. S. 2053 could take away from the individual state governments their right to

secure and dispense "Medicaid dollars" to the best of their ability. In

fact, if it comes into the state as "open ended" dollars, it could very well

be up for grabs" by the most powerful interest groups. it could very well

never be used to provice services for the developmentally disabled, regard-

less of whether they are residing in a conaunity or so called institutional

setting unless their advocates are one of tte powerful interest groups.

10. S. 2053 is unacceptable due to Section 6 as it establishes a mandate for

litigations that could result in advocate lawyers and a few clients destroying

the fine programs we have In the state of Arkansas and the denial of services

to those who often times need it worse. The courts should not make program

decisions. I have seen the results first hand in Florida, Texas, Pennsylvania,
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Kentucky and Nebraska and have heard of similar results in Massachusetts,

Connecticut, and New York when advocates, such as state affiliates of

ARC-US, brought suits to close state schools and the devistating affects

of such actions. The agony suffered by both parents and clients of the

schools are untold yet the movement goes on. Death, broken homes, broken

hearts, ana broken bodies have had no impact on the social planners who so

often get the "cart before the horse." The money and the community facility

must be in place before the client is moved from the institution. Then, the

institution must remain as a viable option for those who need it for the

rest of their life. Title XLX money, mst not be used as a ploy to tie.ply

implement a total new concept of care without further research and planning.

Frow, the foregoing comments. I trust that some of the points clarify the position

taken by so many people in opposition to Commnity and Family Living Amendments of 1983,

S. 2053.

I. also. wish to pledge myself and many Arkansans to work diligently with others

to draft and support an alternate version of the Comunity and Living Amendments of

1984. We do realize that development and funding of alternatives to institutionalization

must be done now or in the very near future.

From what I have been able to study, the New Jersey alternative draft version of

the Comunity and Family Services Amendments of 1984 may be the document, already con-

ceived,'from which we can begin discussions.
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EXH IBIT II

Docto u l anid
r zc 2ri z3 rnmin, 0
By Roerr-'ry Goud:cru

Mentally retarded people who are sexually vio-
lent. carry contagious diseases or have life-threaen-
ing medical problems were placed in an Orlando
neighborhood facility not equipped to take care of
them, their doctor says.

One 1I1-year-old gir faces imminent dcath from a
mysterious virus sh caught at the new nursing
home for the relt:ird. he lived 9 years in Orlan-
dos Sunland Cn'Ur. Twenty-four hours after being
moved, she contacted the virus that is killing her.
the doctor said.

The child is one of five people the home's medical
and nursing staff say should never have been taken
out of Sunland and placed in their home.

But in the rust to cmp:y Sunlard cer.:ers in Talla-
h$ise and Orlando, the home's staff said thet sate
health officihAls are pushing the retarded around like

papc.wcrk. with little attention to some of their spe-

cial .-eeds.
, Th -,79 tegilaltl,s. ordered that the tZ
111.,. ,c,,-eVq be ¢ln'Wd 'o-''fetv reasons. Boh r
iut:;orv. formpriijvTXlo!L~it wid

be f,4~i~~.tflr~~: rpopl* w hO -annot walk or

St. lad rcidcnts with medical problems are

b~ir.g roved to 64-bed intermediate care feilities or

24bcd cluster homes being built around the state.

"hose able to help themselves are moving into com-

munity group homes. Retarded inants are going to

" Please seo SUNLAND, B-7

(

I

From 1-1" '

foster homes.
But determining the bert housing for some indi-

vd!uals has created problems for the retarded a-nd
those takig Caro of them.bSmc Aft Orlando-area--intermediate care facility

ved in .July, Dr. Wiliam Musser of Maitl-nd said
five people have been sent there that his staff could
not be expected to handle.

Department of Health and Rehabilitative Servicesofficials said they hope to eliminate some of thetransfer .problems by improving communication
between the Sunlands and the receiv;r.g homes.

But according to HRS rules and Cuidelines, offi.cials said the local: facility should hove been an
appropriate place for the following five patients:* n A v.o!ent retarded man known to have broken
another patient's leg at the Gainesville Sunland Cen.ter. Since his arriva! last month, he ha; punched an
aide in the face. threatened a nurse with a jaggedpiece of glass, and was found disrobed in a female
patient's room, apparently ready to rape her.

He frequently wanders away because tde home is
not allowed by law to lock him in. Arrangeme.-:s are
being made to transfer him to a secure facility.

R The I 1-year-old girl whose medical history
includes chronic viral and respiratory infections,uncontrollable fevers of 10S degrees, dehydration
and a condition requiring a nasal tube for feeding.

However. MS officials decided she did not needan intensive care facility. Since contracting thevirus, she has been near death in an area hospital.
UV Two brothers from the Gainesvil:e Sunland

who were hepatitis carriers, The s:.f. feared other tpatients wou!d catch the contagious disease. Sowhen a van driver from Gainesville brought more 1
patients, the staff packed the brothers in the van

and sent them b.-ck.
3 A your c;rl whose test for tulercu!osis ca.back positive. Although a radiologist sr.d X-r;showed her 1un'is were clear, and all]:ourh

Orange Co.r.ty H,-alth Depament o':;cer saidwas not contagious. the doctor was to!d to kee;
Cdose eye on rt.f. members working with her.

Staff mr.-mbvrs remain, Lneksy about the p(;5sil
spread of the disease.

13 A boy f.-om the Orlando Sunland who hassevere bladder obstruction that prevents urir..-acHis medical hi-story includes kidney disease, rcc-rent urinary infections and urine retention.
I State officials- say these cases are isolated proIcms in a new program that needs commur.ity ac',.lance. They say there are many mr-re ex.inmpesretarded people receiving better cxa:e, ex'ra a:*.ction and more privacy in the rew hon.mes.

Intermediate care facilities have opened it. S",Seminole County. Jacksonville and Tallahass(Each houses 64 retarded people in a cluster of fo:rarch-style homes.
The staff of the local, privately.run facility agr.pto talk about transfer problems only if The Orc .fSentinel agreed n)ot to p;.:.oint thcir Lorne's loc:tion. They said ;hat while they are working wi;HRS to correct the problem,, they fear their nei-i.bors would not understand.
Their home is licensed to care for retarded peop:.who cannot walk or who have minor medicaproblems.
Staff members met twice during July with MRS ofofficials to ask that no more medical or v.o:cnt cas..be sent there. Three cases - the dying girl. the girwith a positive TB test and the boy wih trouble uri-nating - were reviewed.
Joyce DeFlippo. one of many supervisors for por-ions of the transfer plan, and other state officialsagreed the violent man should not have been placeda the home and arrangements are being made toransfer him back to Gainesville's Sunland.

co
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EXHIBIT IV

High-risk pregnancies,
births show increase
in Arkansas, nation
By TEDJCKOVICS
Dwnocoas P,~ nA Sw'kmj

JONESBORO - Kaye Wil-
liams won't forget the two
times she met an internation-
ally renowned professor of
child development from Call.
fornia.

About three years ago. Mrs.
Williams complimented the
professor on a speech she
made about factors that lead to

This ka Vh first of a ive-part
eaeea an hhp~isk prognanciss
&W brths In Arkanss.

mental retardation and other
disabilities.

"Then I told her Jonesboro
didn't have those kinds of
problems" Mrs. Williams re-
called.

The two women met again
earlier this year.

"This time I was not so
smug," Mrs. Williams said.

And for a good reason.
These days, she spends her

Ume counseling people like 14-
Kear-old Suty, who tried to
hide her pregnancy by dieting
and gave birth to a child that
died after three weeks.

As-co-coordinator of one of

High.
risk
prgacK

Ia rt I I~of

the states pilot parentin edu-
cation programs, Mrs. Williams
is well versed with the prob-
lems of the approximately
10,000 annual high-risk births
which touch the lives and
pocketbooks ofArkansans.

Last year in Arkansas, more
children than the student body
at Arkansas State University
were born either with birth de-
fects, at a low birth weight or
to mothers in their early teens
or without husbands.

These children, because of
their medical or social condi-
tion at birth, have the paten-
ia of becoming developmen.
11 disabled, officials said.
To the dismay of people who

believe many of the problems
could be prevented (including,
for example. 50 percent of all
cases of mental retardation).
high-risk pregnancies and
births are pervasive in Arkan-
sas.

Statistics from the nation's
first count of high-risk infants.
prepared specifically for Ar.
kansas. show the following:

* The number or children
with birth defects jumped
from 286 in 1960 to 347 in 1961,
about 1.1 percent of all births.
The most serious defects, often
associated with mental retar-
dation. rose 45 percent in 191
compared to 1960.

To deal with problems of
child development. Arkansas
is making a large investment.

More than 200 agencies that
sponsor programs for develop-
mentally disabled people, as
defined by cornplex federal
law, spent more than $200 mil-
lion in 1960.

However, a closer look
shows there is no overall atrat.
egy of prevention, early inter.
mention and treatment to guide
the myriad of services in Ar-
kansas.

And officials believe many
people who need services are
not getting them.

The Developmental Disabil-
ities Planning Council has re-
sponsibility for statewide
planning, but has no authority
to implement its plans, Direc-
tor Mary EddyThomas said.

Agency omcials with the
same general idea about im-
proving the lives of children
are fighting behind the scenes
for funds for individual pro-

I grams as federal cutbacks
have made money scarce.

And Arkansas, which at.
gained national notoriety in
the 1970s by ranking first
among as&L..jn illegitimacy
and teen-a-ST- lrIncy prob-
lems. is not Ihe only state with
problems of high-nsk pregnan-
cies and births.
,, A report issued in 1960 by
tthe U.S. Department of Health

I land Human Services predicted
that between 100,000 and

1150.000 children born each
year will be destined to be

I mentally retarded. Many of
these children will have other
birth defects. the report said.

I A New York research
agency published a report in
1975 that found the rate of de-
liveries among U.S. teen-agers
- an age group susceptible to
problems of high-risk pregnan-
cies - was among the world's
highest.

Only four industrialized
countries - Romania. New
Zealand. Bulgaria and East
Germany - reported higher
teen-age fertility rates.

And some people have said
the nation's cities are being
threatened with an epidemic
of illegitimate children and its
related problems.
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EXHIBIT V

RESOLUTION

WHER AS, Senator John H. Chafes of Rhode tslatu has introduced

S. 2053 (Community and Family Living Amendoents Act of 1983) in the United

States Senate; and

*IEREAS, S. 2053 would provide monetary incentives to severely disabled

persons to leave institutions and return to community settings; and

...... ,S. 203 would -=en. the Social Security Act to phcse out

Title XIX funds going to most institutions for severely disabled persons; and

WHEUAS, Senator Chafes has stated that S. 2053 vould shift the federal

share of Medicaid funds from institutions housing severely disabled persons

to cce=unity-based integrated settings; and

,HEREAS, Senator Chafes has also stated that S. 2053 is designed to

encourage states to reduce the number of severely disabled persons living

in institutions by providing comunity living arrangements; and

W).EREAS, this proposed tideral legislation would result in the closing

of most institution, for severely disabled persons in Arkansas; and

WHERE.AS, the closing of our institutions would result in virtually

throwing our severely disabled citizens on the street; and

WHEREAS, S. 2053 is unconscionable and must not be enacted into law,

NOW THEREFORE.

BE :T CL.t BY :4E '.Mtn CCOLS3AL:sf~ AL Z OF TE X35OF

TE SENATE AN D HOLSE OF REPRESENTATIVES OF THK ARKANSAS CEIERAL ASSE!3LY:

That the embers of Arkansas' Congressional Delegation are hereby

requested to seek the defeat of S. 2053 entitled The Community and Family

Living Amendments Act of 1983.

Ropresencative Frar.. J. "illr s

Cmoairman

Third Congressional District Caucus
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Varch 23, 1534

-'e C't zi.ns t :r- at t e ",,;ie Criei :ev1:-ert.l Center, -:;le C-ee, C"io,

op -oses the present draft cf Senate 061". 2'51, ,-t s '.jmorts legislation S.'coue cils -"e

increased development of family-sized residential facilities. This letter explains why

%e feel ttis vay and offers some constructive cocr ents on recornended char..es for ycur

consideration.

The Apple Creek Developmental Center is a 346 bed state operated developmental center for

the mentally retarded and developmentally disabled. At one time, it was one of the worst

facilities in the coun.try. Now, because of court mandated compliance with national

accreditation standards (AC/MROD and CARF), it is considered to be one of the best

facilities in the country and the turn-around has been remarkable.

Citizen'Advisory Boards, established under Section 5119 of the Ohio Revised Code, have

a monitoring and review function at state-operated developmental centers. Members serve

without pay. Many of the members on the Apple Creek Developmental Center Citizens

Advisory Board have had some involvement with trying to qet small residential facilities

established in the community. Some of the Citizen Advisory Board members are parents

of mentally retarded and developmentally disabled children who are also served In

community programs. We of the Citizen Advisory Board are concerned with service

provision to this group of people and with long-range planning.

We agree that in general the mentally retarded and developmentally disabled are better

off in small family-sized homes. We feel that many of the people now at the Apple Creek

Developmental Center would do well in small community facilities (least restrictive settings)

where they would be enrolled in community schools and workshops.
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-'er is hz.eer t r.rri=y c' residerts at :,;;'e Creek witn severe Lt.:icr a.d/or

Sprc-'-s t-. : e -.ct feel can be =.--: :riate1y place in t .. CO-rn :'ty,

at least at this tlne. A;ple Creek Develoomental Center se-ves as a ;lace of last

resort for problems people that comijnity agencies have not been able to deal with

adequately. There are approximately 5-10 probate adrissions to ACOC each year of this

type. 6e are convinced that s,-aliEr developmental centers ,ay al ,eys be -eeded for

this group of people.

For these reasons, we oppose those provisions in the Bill that would totally cut off

Medicaid funding to all state institutions within 10 years (pg. 15 of the Bill); or

which would limit the length of time an Individual could stay in a Medicaid-funded

facility only to two (2).years (pg. 2 of the Bill, line 31). How certain are the

sponsors of this Bill that all waiting lists in community programs will be eliminated with-

in ten years? How certain are the sponsors of this Bill that all community proqrams

will stop excluding people and develop zero-reject philosophies? Where would a

developmentally disabled person qo at the end of the two year period when there is no

one else available or willing *e serve them?

There is another danger in setting rigid time limits to withdrawal of funding from the

institutions; namely that people would be forced into the community before appropriate

facilities and program have been established for them. Our Advisory Board is particularly

sensitive to this because as Ohio has reduced its institutional population from 10.017 in

1967 to below 3,000 in 1984, some serious questions have been raised about "dumping"

in order to meet the rigid timetables set by the state. Several class action suits were

initiated as a result of this overall policy.
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The r,.n t:i y re:ariec and deveic:%, -:r-aIIy eisabied t ,at he ve been p 1ced "Ut fr 3r, the

institut'cens thus far have been -e hicler furctioning residErts. ... ra.'cc are

for the rest part lower functioning and ry be rvore difficult to intecrete irto co--..;rity

schools and workshops.

4 Thi-) 1 . re to the philosophythat farily-szied units are ncst appropriate from the

standpoint of normalization, we recognize at the same time that if a facility is family-

sized, it may be too small to have the specialized staff of a larger facility to meet

the complex behavioral and/or medical needs of a low-incidence population. A 6-8 bed

group home is not necessarily better than a 32 bed residential facility with specialized

staff and quality program. Therefore, we do not endorse the rigid provision of

restricting all Medicaidfunded community facilities to those of "a number of beds that

-does not exceed the product obtained by multiplying 3 times.. .the number of individuals

in the average family household" (pg. 6, lines 7-18),,but believe very strongly that

the effectiveness of a program cannot be measured simply by its size but by its ability

to help others in the provision of quality services.

Asomewhatlargqr facility may also be more cost effective and easier to manage. However,

we recommend that the sponsors of tis Bll seriously consider developing greater

financial incentives to encourage the development of smaller, more home-like centers and

not rtelirically set arbitrary limits that mayotherwise shut down some very fine programs.

Another way to encourage small residential facilities would be to cut down on the paper-

work. We feel many small home operators now are not getting involved in Medicaid because

they are afraid of the paperwork.
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The Eill speaks of lo:ating Medicaid funded co=jr, ity facilities ir "residential

neighborhoods" without defining the term (pg. 6, lines 19-31). The Bill fails to

recognize that facilities larger than 6-8 beds are not favored by city zoning codes.

Therefore anything larger than this is most likely to be built in an unincorporated

area where there are no zoning restrictions. We suggest that the Bill incorporate language

that provides that such facilities in unincoroorated areas be tuilt within a 30 minute

radius of schools and workshops for the retarded. Without this provision, those with

more severe seizure disorders may not be transported and will be denied adequate

program and community services.

The Bill stipulates that community and family living facilities should not be "unduly

concentrated in any residential are, (pg. 8, line 14). We suggest that this language

be made more specific to prevent lltigat;on over the term by developers who may want to

for example, place two 12 bed homes side by side In the same neighborhood. We suggest

that you restrict the concentration of such facilities to "no more than one facility per

block face, or no more than one facility in a 1/4 mile radius.

The Bill provides for "periodic independent monitoring or review of the quality of

medical assistance provided" (pg. 8, line 20). The problem with this section is that It

does not provide for reviewing aspc.:ts of the facility other than medical assistance.

Nor does it suggest who is going.to do the independent monitoring. Parents and consumer

groups want to be Involved-in this monitoring and this issue should-not be glossed over

lightly.
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Section G 11 (pg. 8, lines 26-34) orovides for a *periodic review by a State agency,

cocmunity and facility or provider of medical assistance". We strongly disagree with

this language. It can be interpreted to mean that no one other than the medical

doctor who has a vested financial Interest in the facility needs to review the program.

The State Department of Mental Retardation and Developmental Disabilities or its

delegated agent should be reviewing whether or not the needs of the individual are being

served. This responsibility should not be solely a function of the State Departrent

of Health.

We suggest that the language in G iii be made more specific (pg. 9, lines 1-4). Instead

of saying residents should have "access to appropriate social, educational and medical

services...', say "should have access to appropriate social and medical services and

should be enrolled in on'site programs in schools and workshops. Otherwise inferior

services may be substituted.

,On page 10, line 27, the language of the Bill proposes that all community or family

living facilities be accredited by the Accreditation Council for Services for Mentally

Retarded and Other Developmentally Disabled Persons or is licensed or certified by an

appropriate state agency. The sponsors of this Bill are probably not aware that licensing

regulations are minimal (approximately 200) as compared to 565 Medicaid standards and

approximately 1,483 accreditation standards. Our recommnendation would be that all

programs should be licensed. All programs should either be certified or accredited

since accreditation standards are approximately three times more difficult to meet than

Medicaid certification standards. However, if a program is accredited they have a chance

through "deemed status' to waiver any Medicaid survey requirements as long as their

accreditation status is in effect. Accreditation should always be ona voluntary

baits and there should be some incentive for agencies to extend themselves in a more

difficult manner to improve the quality of services. This also would be a nice way to
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reduce the a.o.rnt of reculatios, c.tsi:e rortrirq t. c cie-.-,. ce.nies and

unnecessary paperwork.

Referring to page 10 of the Bill, approval for licensure should have to be jointly-shared

with the department of MR/ED and the Departjent of leaith. Ct:,erwise, you perr't a situation

where facilities are established iroprcpriat.e to the needs of t?.e ertally retarded.

An instance of this nature occurred this last year where a nearby private facility was

granted a Certificate of Need by the Ohio Department of Health to increase to 240 beds

despite the written opposition of the Department of MR/DD, the corwnunity Board of MR,

and our Citizens Advisory Board.

The Bill provides that a -parent or guardian may appeal the transfer of a family member

to a facility where *the types of medical assistance specified in the county services

plan developed with respect to such an individual are inappropriate or inadequate".

We think there needs to be a definition of these terms since they have different meanings

for parents or for facility developers. Moreover, the medical assistance could be fine,

but there could be other reasons that the parent or guardian objects to a transfer

where a hearing wuld be warranted. Parents will not be able to successfully contest

a transfer (pg. 10, lines 4-26) unless some definition of what is appropriate Is written

into the-Bill. Moreover, it should be provided in the Bill that any parent that contests

a transfer should be furnished with a copy of the pertinent legislation. Otherwise parents

with limited means unable to hire a lawyer may not be able to present their case.

Other comments that we consider relevant are that privileqes of normalization should

include ut not be limited to living in a facility that does not look like a nursing home

and which Is not attached asawing to a nursing hoqe unless intended for senior citizens.

Grounds of community living facilities should be landscaped. Individuals livinq in such
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a facility s3ojd be rW'erree to as -sics.ts and nct as p.ticrts.

We believe that in trost instances residents should be placed in their counties of

origin. This is important for two reasons; namely so that an individual car be close

t.z/)er fairily and also because cf the aeve'e efet on local ccur:ty "a:.lities

that develops when most of the retarded in a large aeoaraphical area are concentrated

into a small geographical area. The tax base of one county shouldnot be forced to provide

school buildings and workshops unreasonably related to the local need.

Approved 3/22/84.
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On behalf of The Association for Persons with Severe

Handicaps (TASH) and the Syracuse University Center on Human

Policy, we wish to express our strong support for S.2053, the

Community and Family Living Aihendments Act. We also want to

offer our assistance to the Subcommittee on Health of the Senate

Finance Committee in its efforts to improve the quality of

services offered to citizens with severe disabilities.

The Association on Persons with Severe Handicaps is composed

of 5,000 professionals and parents. Our membership includes not

only university researchers, special educators, and community

service professionals, but institutional employees as well.

Based on its professional expertise and experience, our

membership issued a policy statement that supported family-like

community-based services for all people with severe handicaps:

TASH POLICY
To realize the goals and objectives of the

Association for the Severely Handicapped, the
following resolution is adopted:

In order to develop, learn, grow and live
as fully as possible, persons with
handicapping conditions require access to
services which allow for longitudinal,
comprehensive, systematic and chronological
age appropriate interactions with persons
without identified handicaps.

Such interactions must occur in domestic
living, educational, vocational and
recreational/leisure environments.

Specifically, handicapped individuals
should:

I. participate in family-like and/or
normalized community based domestic living
environments;

2. receive educational services in
chronological - age-appropriate regular
educational environments;

3. receive training in and access to a
wide variety of vocational environments and
opportunities, regardless of functioning
level; and

8S-270 0-84- 25
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4. participate in a wide range of
normalized recreational/leisure environments
and activities that involved persons without
identified handicaps.

The Association for the Severely
Handicapped believes that the above
conditions must be met in order to provide
quality service and that these conditions can
only be met by community based services.

THEREFORE, The Association for the
Severely Handicapped resolves that it will
work toward the rapid termination of living
environment and educational/vocational/
recreational services that segregate,
regiment and isolate persons from the
individualized attention and sustained
normalized community interactions necessary
for maximal growth, development and the
enjoyment of life.

S.2053 requires the transfer of federal Medicaid funds from

institutions to community and family living facilities over an

extended period of time. Let us briefly summarize why our

Association supports this important legislation:

*S.2053 corrects the-current federal financial bias in

favor of costly, restrictive, and ineffective

institutionalization for people with severe disabilities.

*The current ICF/MR program lacks accountability conditions

at Medicaid funded institutions remain grossly inadequate.

*S.2053 supports the direction of federal policy as

articulated over the past two decades.

*S.2053 is consistent with the state of the art in

professional services and programs for people with severe

disabilities.

*S.2053 is supported by the preponderance of research

evidence on institutions and community settings.

*S.2053 is supported by studies concluding that costs for
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comparable services in the community are, on the average,

less expensive than services in institutions.

*S.2053 would prevent the placement of persons with severe

disabilities in inappropriate and ineffective settings.

*S.2053 contains safeguards on the rights and interests of

people with severe handicaps and their families.

We devote our testimony to each of these points in favor of

S. 2053.

THE CURRENT FEDERAL BIAS

Medicaid, specifically the ICF/MR program, is today perhaps

the single most formidable obstacle to community living for

people with severe disabilities nationally. By making federal

funds readily available for institutionalization and requiring

states to spend scarce resources for institutional construction

or renovation# the Medicaid program has perpetuated institutions

for people with mental retardation and other disabilities.

Under the Intermediate Care Facilities (ICF) program, the

federal government provides a strong incentive for states to

maintain people with severe handicaps in institutions for the

mentally retarded and developmentally disabled, nursing homes,

and similar facilities. Through this program, the federal

government pays 501 to 78% of the costs of medical and

rehabilitation services provided in *intermediate care

facilities," including "intermediate care facilities for the

mentally retarded (ICF/MR)." In 1978 alone, payments under the

ICF/MR program totalled $1,337,325,086. Today, payments total

between $3 and $4 billion per year.
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As of June, 1981, the populations of public institutions for

the mentally retarded totalled 128,472 (Scheerenberger, 1982).

In 1980, an additional 69,024 mentally retarded persons remained

in nursing homes (Lakin, et al., 1982). Thousands of others were

placed in other forms of institutions, including mental hospitals

and private institutions.

The federal ICF program subsidizes the costs of

institutionalization for the vast majority of people with severe

disabilities currently residing in public institutions and

nursing homes. Scheerenberger (1982) reports that in a survey of

189 public institutions for the mentally retarded 94% were at

least partially funded by Medicaid under the ICF program.

The ICF program also encourages states to invest capital

funds in institutional construction and renovation. Under the

ICF/MR program, states have undertaken major capital construction

projects in order to insure the continued receipt of federal

Medicaid monies. According to one national survey, in the fiscal

years 1977-80, 49 states and the District of Columbia included in

their budgets appropriations or requests for capital investment

in institutions at a cost of $821,456,000 (National Association

of State Mental Retardation Program Directors, 1980).

Significant capital investment in institutions continues today.

For example, New York and Massachusetts recently announced plans

to allocate massive capital funding for institutions for the

mentally retarded and developmentally disabled.

While some states have used Medicaid funds to develop

community services, the vast majority of funds continue to be
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spent for public institutions. Further, in many instances,

states have used these funds for private institutions,- rather

than small family-scale settings (Taylor, et al., 1981).

S.2053 replaces federal financial incentives to

institutionalize people with severe handicaps with incentives to

serve them in their own homes and communities.

INSTITUTIONAL CONDITIONS

Institutional conditions have improved over the past decade,

though not as much as some commentators claim. With decreased

populations, institutions are no longer so overcrowded and

understaffed as they once were. Yet institutions continue to

deprive their residents of programming, meaningful activities,

and human dignity and respect.

Recent studies of Medicdaid-funded institutions indicate

that the conditions that have plagued institutions traditionally

persist to this day to some extent. In 1981, the Center on Human

Policy issued a national report on the impact of the federal

Medicaid ICF/MR program (Taylor, et al., 1981). Based on a

review of federally-mandated surveys at 44 ICF/MR-certified

institutions in 23 states, the report concluded that serious

violations of the standards existed at all of the institutions.

The surveys reviewed in this report documented a lack of

programming and professional services, unsanitary conditions, a

lack of privacy, and other shocking conditions at these federally

subsidized institutions. Examples of violations listed in the

ICF/MR surveys included:

. . Sixty-four out of sixty-seven activity
schedules reviewed and personal observation
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in the living units indicates that residents
do not participate in activities as
scheduled, the schedules also showed more
than three hours duration of unscheduled
activity. ..

9 . Residents who were incontinent were not
bathed or cleansed immediately afte voiding
or soiling as observed by surveyors in Unit E
and in the dining room in Holly Building. It
was reported that residents were brought to
the support services with wet or soiled
clothing.

• Thirty of thirty activity schedules
reviewed did not allow for individual
activities with appropriate materials as
individual needs had not been defined by the
program team...

0 . Food was taken from one resident's mouth
and placed back on another resident's tray
during meal time. .

a . .A resident who needed to be dressed was
taken to a public area where there was four
members of the opposite sex and undressed
without any regard for the resident's
dignity, and redressed. One female resident
was wearing a turkish towel for a diaper...

0* .Fixtures, furnishings, and floors were
found to be excessively soiled and some areas
were objectionably odorous. The facility is
also fn need of more effective pest control
as evidenced by a cockroach infestation in
many buildings. ..

a . .Many areas do not have furniture other
than beds for residents. In some cases,
storage of clothes is in open bins...

0 . .Common use of hairbrushes between
residents is practiced. ..

. . No individual privacy provided between
commodes in toileting areas. ..

0 .Seclusion was used as punishment. Only
17 of 65 residents, subject to this
seclusion, were functioning with an existing
behavioral plan. ..
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In an indepth analysis of ICF/MF survey reports conducted by

state inspectors at Mansfield Training School in Connecticut,

Taylor (1982) found widespread noncompliance with federally

mandated ICF/MR standards. Taylor reported that violations of

ICF/MR standards actually increased over a four year period from

1978 to 1981, despite the institution's repeated assurances that

violations would be corrected within a six-month time frame.

The inability of large-scale outmoded facilities to meet

minimum programming standards, even with massive federal funding,

is widely acknowledged by those who operate the facilities. At

Mansfield, for example, the Superintendent proposed for 1984 to

spend $38,000 (including federal funds) per year. Even that

amount he acknowledged in his budget narrative "does not reflect

the needs of our clientele for consistent basic care, protection

from harm and minimally active treatment in accordance with.

.regulations governing the operation of Intermediate Care

- Facilities for the mentally retarded (Title XIX)."

The failure of Medicaid-funded institutions to provide a

minimal level of programming or even a decent level of custodial

care has been documented by other researchers as well. In 1979,

Burton Blatt (Blatt, Ozolins, and McNally, 1979) published a

ten-year follow-up study of his now famous photographic essay,

Christmas in Purgatory (Blatt and Kaplan, 1966). Blatt found

that despite a massive infusion of public fuinds institutions for

the mentally retarded remain grossly substandard. In the

conlusion of this follow-up study, Blatt and his colleagues make
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an eloquent plea for the closing of all institutions for the

mentally retarded (Blatt, Ozolins, and McNally, 1979: 143):

We must evacuate Kthe institutions for the
mentally retarded. There is no time any more
for task forces and new evaluation teams.
The time is long since past for such
nonsense. Joint accreditation commissions do
no good. We need to empty the institutions.
The quicker we accomplish that goal the
quicker we will be able to repair the damage
done to generations of inno,'ent inmates. The
quicker we get about converting our
ideologies and resources to a community
model, the quicker we will learn how to
forget what we perpetuated in the name of
humanity.

Repp and Barton (1980) conducted an-observational study of

certified and noncertified units at a single institution. They

concluded that there was little programming or even

staff-to-resident interaction in either certified or noncertified

units during normal programming hours. According to Repp and

Barton, institutional units can be certified when they are not

providing habilitation.

Institutional expenditures have soared since the inception

of the Medicaid ICF/MR program. According to the former

Commissioner of Mental Retardation and Developmental Disabilities

in New York State, the average cost of institutionalization

statewide stood at $53,200 per person per year in 1981. The

federal government paid for half of these costs. Yet conditions

at many institutions remain shocking. Programs are implemented

haphazardly if at all. Institutional residents lack a decent

quality of life.

TASH believes that the orderly and graduated phase-out of

federal aid to institutional facilities, contemplated by S.2053,
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is necessary to extricate the federal government from long-term

support for high-cost, custodial care.

FEDERAL POLICY

On February 5, 1983, following the findings of his

President's Panel on Mental Retardation, President John Kennedy

delivered a Special Message to the Congress calling its attention

to the "antiquiated, vastly overcrowded, chain of custodial state

institutions." 1963Public Papers of the Presidents 126, 128; 109

Cong. Rec. 1837, 1838 (1963). As to the future, the President's

1963 Message said:

"(S)ervices to the mentally retarded must be
community based.. .We must move from the
outmoded use of distant custodial
institutions to the concept of
community-centered agencies. Id. at 128,
134; 109 Cong. Rec. at 1838, 1841.

The Special Message called upon the Congress to legislate:

To retain in and return to the
community...the mentally retarded, and there
to restore and revitalize their lives through
better health programs and strengthened
educational and rehabilitation services."
Id. at 137; 109 Cong. Rec. at 1842.

Congress responded by authorizing funds for comprehensive

retardation plans (The Maternal and Child Health and Mental

Retardation Planning Amendments of 1963, P.L. 88-156) and by

enacting a new federal-state grant-in-aid program to fund

community-based alternatives (The Mental Retardation Facilities

and Community Mental Health Centers Construction Act of 1963,

P.L. 88-164).

In 1967, Congress expanded federal funding authority to

include grants to the states for staffing and start-up expenses
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of community facilities ((The Mental Retardation Amendments of

1967, P.L. 90-170, 54, 81 Stat. 528).

In 1970, Congress replaced these authorities with the

Developmental Disabilities Services and Facilities Construction

Amendments, a broad, new federal-state grant-in-aid program

intended (1) to provide funds to the states for "gap-filling"

community services, because other statutes, for example, the

Social Security Act and the Rehabilitation Act, by now provided

the largest portion of federal funds to state retardation

services; and (2) to focus the state's use of these other federal

funding authorities upon supplying communit alternatives to

institutionalization by requiring certain state planning

mechanisms. See P.L.91-517, 84 Stat. 1316-21; S101(b).

In the early 1970's, Congress enacted a set of laws intended

to enable severely handicapped children and adults to live, learn

and grow with their families and friends in the community.

Section 504 of the Rehabilitation Act of1973, P.L. 94-142, the

N Education for All Handicapped Children Act of 1975, and the

Developmentally Disabled Assistance and Bill of Rights Act of

1975 were all a piece of the Congressional charter to reverse

patterns of segregation and institutionalization of people with

-disabilities and return them to their rightful place in society.

In the Developmentally Disabled Assistance and Bill of

Rights Act of 1975 the Congress addressed residential programs

for the severely retarded. Congress embraced the standard that

state residential programs "should be designed to maximize the

developmental potential" of every severely retarded person and
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that this design could best be accomplished in small-scale (i.e.,

family-styled), community-based residences (i.e., in the language

of the statute, "in the setting that is least restrictive of

...personal liberty"). Through the Hearings on the D.D. Act,

just as in the recent S.2053 Hearings before this Committee, at

no point is there identified or described, as a matter of act or

theoretically, any large public institution designed to maximize

developmental potential. The Senate Committee instead concluded:

It must be recognized that the vast majority
of developmentally disabled persons and the
vast majority of persons now
institutionalized should not be in these
institutions at all. Efforts to assure
proper treatment, education, and habilitation
services in large institutions should not
deflect attention from the fact that most of
these institutions themselves are
anachronisms, and that rapid steps should be
taken to phase them out. Many of these
institutions by their very nature, their
size, their isolation, their impersonality,
are unsuitable for treatment, education, and
habilitation programs." S. Rep. 94-160 at
32-33 (emphais supplied).

The funding approach in S.2053 is based upon the long-

standing recognition by Congress of these facts about

institutions.

A significant step in moving the Federal government's policy

on long-term care to include support for community alternatives

to institutions was taken with the Medicaid Amendments in the

Omnibus Budget Reconciliation Act of 1981. Section 2176 adds a

new section, 1915(c) to Title XIX of the Social Security Act

authorizing the Secretary of the Department of Health and Human

Services to waive existing statutory limitations that previously

prevented states from paying for home and community-based
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services under their State Medicaid Plan. Such waivers allow the

state under its Medicaid plan to cover home care and other

services for individuals who, without such services, would

require institutional care in a Title XIX certified facility.

Before enactment of this legislation, practically no federal

support was available for long-term supportive services in

community settings, even though Medicaid provided full or partial

coverage for such services within nursing home and institutional

settings. The Home and Community Based Services Amendment to the

Medicaid plan recognized that the existing funding pattern has

served as an incentive for the development of institutional

services and a disincentive for the development of alternative

service delivery models.

Thirty-one states have elected to provide community services

under the waiver programs. Those states have demonstrated their

desire to move away from institutional programs to community

services. Wisconsin's waiver proposal provides a good statement

of the rationale to redirect Medicaid funding from institutions

to the community.

Wisconsin has chosen to participate in the
waiver program in the belief that many of the
individuals who are currently residing in the
State Centers for the Developmentally
Disabled can benefit from services provided
in their home communities. For many
individuals with disabilities, community-
based services offer substantial advantages.
In particular, it is easier to become an
active member of the community and enjoy
consistent contact with friends and family
members. The small, integrated nature of
many. community programs can provide greater
opportunities for participants to be viewed
as individuals and have services designated
to meet their individual needs.
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The diversity of most communities and the
many environments and activities available in
those communities can provide an increased
number of learning opportunities.
Community-based programs also have the
advantage of allowing the citizens of a
community to gain experience with the
services needed by individuals with
disabilities and see those individuals
living, working, and recreating in 'normal'
community environments. Such experiences
advance the understanding of individual
differences and facilitate the acceptance of
individuals with disabilities as members of
the community.

S.2053 provides the next logical incremental step in the

transition of federal support for residential services from one

of a segregated, institutional model to a range of community and

family service options.

S.2053 aligns federal financial assistance with federal

policy pronouncements on the disabled. Nothing in the proposed

legislation requires states to close institutions, even though

this may be desirable. S. 2053 simply sets conditions on the

receipt of federal Medicaid funds for services for people with

severe handicaps.

STATE OF THE ART

Tremendous strides have been made in services for people

with severe handicaps over the past decade. Model community and

family living facilities for people with the most severe

disabilities may be found throughout the nation. The Eastern

Nebraska Community Office of Retardation (ENCOR) and the

Macomb-Oakland Regional Center in Michigan are two notable

community service systems that serve a large number of people

with severe handicaps (including people with severe and profound



392

mental retardation, multiple disabilities, medical involvements,

and behavior problems) in family-scale community settings. For

every individual living in an institution today, there is another

individual with the same level of disability thriving in a

community setting somewhere in our country.

The primary barriers to community living for persons with

severe disabilities are not technological or professional. The

technology exists today to serve all people in family-scale

community settings. Rather, the barriers are administrative and

economic in nature. They reflect the lack of clear incentives to

maintain people with disabilities in their home communities.

When Congress enacted P.L. 94-142, the Education for All

Handicapped Children Act, some commentators disputed whether all

handicapped children could benefit from a free appropriate public

education. Now hardly anyone would deny that P.L. 94-142 was

morally right and programmatically sound. Today some

commentators question whether all people with severe disabilities

should live in normal homes and communities.

THE RESEARCH EVIDENCE

Social science research can seldom, if ever, resolve major

public policy debates and dilemmas. While sound research should

inform policy decisions, the research evidence alone is never

conclusive. This is true for several reasons: researchers

seldom agree on the key variables to study; no study follows a

perfect research design; some of the most important areas of life

are the most difficult to measure objectively (for example,

quality of life); all researchers bring their own values, biases,
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and assumptions into their research. It should not be

surprising, therefore, that researchers will disagree on the

evidence supporting S.2053. Indeed, some may even argue that

more research is necessary before supporting such a major piece

of legislation.

The issues of institution versus community setting and large

versus small facilities have been the subject of a large number

of studies. For the reasons stated above, these studies are not

all consistent. Yet a preponderance of the research evidence

strongly supports the basic provisions of S.2053. Here is a

brief summary of some of the research that supports the policy

direction contained in S.2053:

*In a study of resident management practices in England,

King, Raynes, and Tizard (1971) found that practices were

more resident-oriented in smaller group homes than in either

large hospitals or medium size "voluntary homes."

*In a replication of the King, et al. study in Scandanavia

and the United States, McCormick, Balla, and Zigler (1975)

confirmed that care practices are more resident-oriented and

less regimented in community homes than in large

institutions or regional centers.

*A host of socioogical studies of mental hospitals and

institutions for the mentally retarded in England and the

United States have concluded that institutions foster

dehumanization and depersonalization: Goffman (1961),

Morris (1969), Biklen (1977), Taylor (1977), Perrucci

(1974).
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*In an English study, Tizard (1969) reported that "severely

subnormal" children transferred to family-type homes made

significantly greater advances in verbal and social

development than a matched group who remained in a public

hospital.

*A national survey of community residential facilities by

O'Connor (1976) found that smaller settings were more

normalized than larger ones.

*Another national study of institutions and community

residential facilities by Rotegard, Bruininks, and Hill

(1981) in 1978-79 reported that community residential

facilities with fewer than 15 residents were much more

home-like than either larger private facilities or

public institutions.

*Hull and Thompson (1981) found that size was an important

factor in the degree of normalization of residential

institutions.

*Thompson and Carey (1980) found significant increases in

intellectual functioning and adaptive behavior among

residents transferred from an institution to a normalized

community home.

*Eyman, Demaine, and Lei (1979) reported a significant

relationship between normalization of community residential

facilities and gains in residents' adaptive behavior.

*Separate studies by Knight, Zimring, Weitzer and Wheeler

(1977) and MacEachron (1983) found that normalization of

living units within institutions resulted in positive gains
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in residents' functioning.

*Rotegard, Bruininks, and HIll (1981) reported in a study

of 156 private facilities and 75 public institutions that

small community settings containing eight or fewer residents

encouraged more resident activity and autonomy than larger

private facilities or public institutions.

*In a review of the research on the relationship between

residential size and the quality of services, Baroff (1980)

identified seven studies that demonstrated advantages of

small settings, while one study showed no difference in

facilities of differing sizes.

*In an indepth study of three institutions for the mentally

retarded, Bogdan, Taylor, deGranpre, and Haynes (1974)

found that direct care staff members at institutions subvert

innovative programs designed by professionals and

administrators.

*In an observation study of licensed and unlicensed units

at one institution, Repp and Barton (1980) found a lack of

programming and habilitation efforts during normal

programming hours.

*Conroy, Efthimiou, and Lemanowicz (1982) reported

significant gains in adaptive behavior among a group of 70

individuals placed in small community settings as compared

to a matched group who remained at the institution.

As noted previously, the research evidence is seldom

perfectly consistent. One study which yields a different

impression than the body of research listed above is cited

33-270 0-84-26
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repeatedly to justify large facilities. This study, published by

Landesman-Dwyer, Sackett, and Kleinman (1980), seems to indicate

there is not much difference between large and small residential

facilities. However, since this study focused solely on

community residences (ranging in size from six to twenty) and

included a study sample that is not representative of persons

currently residing in institutions, its relevance to S.2053 is

dubious at best.

The Landesman-Dwyer, et al. study has been subject to

misinterpretation and is characterized by methodological and

conceptual weaknesses. For this reason, we analyze this study in

depth in the Appendix of this statement. As our analysis

indicates, this study fails to provide a sound basis for

opposition to S.2053.

In concluding this section on the research on institutions

and community living, it is essential to point out that not one

shred of research supports the policy of institutionalization.

Historically, our society has institutionalized hundreds of

thousands of individuals with mental retardation, developmental

disabilities, and physical impairments in the absence of

scientific research. Indeed, myths and unfounded stereotypes

have been the major force behind institutionalization. Even if

the research evidence on the benefits of community living were

less clear, it would be impossible to justify denying severely

disabled individuals the right to full participation in community

and family life.
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COMPARATIVE COSTS OF SMALL-SCALE COMMUNITY PROGRAMS

The Senate has kept itself informed as to the conditions in

large-scale institutions for the mentally retarded. Most

recently, Hearings before the Senate Subcommittee on the

Handicapped revealed continuing violations of basic human rights

in institutions in Maryland, Connecticut and Oklahoma. However,

up to now Congress has not focused on the cost of federal funding

of such institutions. The cost of institutional care and

comparable costs for community care should be carefully

considered by the Congress in determining whether to continue

federal funding for institutions into the long-term indefinite

future. Early cost studies have not been helplful, because a

range of community programs for severely handicapped persons have

not been available, and studies often compared "apples and

oranges". More recently studies have been completed reaching the

conclusion that cost in the community for comparable servaices to

similarly disabled persons is on the average less expensive in

small scale community settings. In a carefully controlled

cost-effectiveness study conducted by the Temple University

Developmental Disabilities Center for the U.S. Department of

Health and Human Services as part of the five-year longitudinal

study of the deinstitutionalization of Pennhurst, an institution

the State of Pennsylvania plans to phase out, the Temple

researchers reached the following conclusions:

-- Clients placed in CLA's increased in
adaptive behavior, while clients remaining
at the institution did not;

-- Clients placed in CLA's were receiving
greater total amounts of direct,
structured, developmentally oriented
services than their matched peers at the
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institution;

-- The public dollar amount expended for
clients in the CLAs was less than that in
the institution (institutional mean,
$47,000/year, median, $47,000; CLA mean
$42,000, median $36,000);

-- The state share of the public cost was far
greater for the clients in CLAs (89%) as
opposed to clients at the institution
(45%).

The Temple researchers attributed the imbalance in

state-federal funding share for community services to the fact

that the Federal government, under the ICF/MR program, paid over

half of the total institutional costs, while CLAs were not part

of the ICF/MR program. S.2053 is designed to correct this

imbalance and relieve the burden on states to fund community

programs without federal assistance.

PREVENTION OF INAPPROPRIATE PLACEMENTS

S.2053 does not merely require the closing of institutions,

but rather, encourages the planned phase-out of institutions and

the transfer of financial resources necessary to ensure

appropriate and successful community placements.

over the past decade and one-half, thousands of persons with

disabilities have been placed in high quality appropriate

settings in the community. Yet deinstitutionalization has

proceeded amid charges of "transinstitutionalization" and

"dumping" (Blatt, Bogdan, Biklen and Taylor, 1977). That is to

say, in some locations, deinstitutionalization has meant nothing

more than the release of individuals from public institutions.

Many persons have been transferred from large institutions to

small ones and from custodial care facilities to non-care ones.
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The populations of public institutions for tne mentally

retarded and developmentally disabled have declined at a steady

pace since the late 1960's. However, many individuals have

simply been moved to other forms of institutions. Lakin,

Bruininks, Doth, Hill, and Hauber (1982) report that as of 1980,

69,024 mentally retarded people resided in nursing homes.

Scheerenberger (1982) reports that over 30% (approximately 3,000

individuals) of the mentally retarded persons who were placed out

of public institutions in the fiscal year 1980-81 ended up in

other forms of institutions, including nursing homes, mental

hospitals, and other facilities for the mentally retarded. In

addition, many of what are termed "community facilities" are, in

fact, relatively large, segregated institutions.

While "dumping" has not occurred in the field of

developmental disabilities to the same extent as the field of

mental health, there are also reports that many developmentally

disabled individuals have been moved from public institutions to

substandard facilities and boarding homes in the community

(General Accounting Office, 1977). One recently published study

by Bercovici (1983) found that many mentally retarded persons

have been placed in substandard community facilities in which

they are just as isolated and segregated as they were when they

lived in institutions.

The passage of S.2053 would call a halt to widespread

"transinstitutionalization" and "dumping". The proposed

legislation contains numerous provisions to assure that the
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phase-out of institutions is conducted in a planned and

coordinated fashion:

*The ten-to-fifteen year time period given institutions to

reduce their populations to zero, which will provide states

with sufficient time to engage in careful planning of

services;

*The requirement that institutions develop written phase-out

plans and submit progress reports, including information on

individuals transferred to community facilities, every six

months;

*The expansion of services reimbursable through Medicaid

that will enable the diverse needs of severely disabled

individuals to be met in the community; notably,

comprehensive services for independent living and vocational

services;

*The requirements for independent monitoring of services,

the provision of case management services, and the

development of a community services plan for each severely

disabled individual residing in an institution;

*The requirements in regard to the location of community and

family living facilities in residential neighborhoods.

While some professionals and parents have expressed fears

that S.2053 might result in "dumping" of severely disabled

individuals into the community, the proposed legislation

represents a federal mandate to halt the placement of individuals

in inappropriate or substandard facilities. S.2053 might

properly be called an "anti-dumping" act.
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SAFEGUARDS

S.2053 contains numerous safeguards on the rights of

individuals and their parents or guardians. The proposed

legislation requires an individual plan of assistance for each

severely disabled individual and provides for the central

involvement of parents and guardians in the provisions of

services.

S.2053 establishes essential due process procedures,

including provisions for an impartial hearing and private

enforcement, which are currently lacking in Medicaid programs.

Under the ICF and ICF/MR programs, individuals and their

guardians are deprived of mechanisms through which to challenge

decisions regarding proposed services and placements. In fact,

the ICF and ICF/MR programs enable a facilitiy to continue to

receive federal financial assistance even when placement at the

facility is determined to be inappropriate for an individual.

S.2053 has generated opposition from some parents of

severely disabled individuals currently residing a institutions.

Our Association sympathizes with those parents who, often on the

advice of professionals in another era, made a painful decision

to institutionalize their children and strongly supports their

rights to assure that their children receive appropriate

supervision and services in the community. Often parents'

concerns and fears about community living stem from the negative

deinstitutionalization experiences described in the preceding

section. However, we cannot agree that some individuals should

be cut off from community participation simply because of their
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disabilities. Indeed, most parents of formerly institutionalized

individuals express satisfaction with community placement over

time, despite initial opposition.

Parents and guardians shQuld have opportunities to

participate in the development of individual plans and should

have available mechanisms to challenge inappropriate placement

and services decisions. They should have the right to assure

that their children receive the community supports and services

their children require. S.2053 provides these things.

CONCLUSION

The Association for Persons with Severe Handicaps joins

those organizations and individuals who have given their support

to S.2053. The time to return people with severe, disabilities to

their rightful place in the community has long since passed.

Like Section 504 and P.L. 94-142, S.2053 represents a mandate to

end the exclusion of people with disabilities from the mainstream

of American life. Federal funds must be used only to support

community participation and not isolation and segregation.

We want to offer once more our consultation and assistance

to the Senate Committee on Finance in its continuing

deliberations on S.2053. We stand ready to assist the Committee

in strengthening this extremely sound piece of federal _

legislation.

In closing, our Association expresses its appreciation to

the U.S. Senate Committee on Finance for its efforts on behalf of

our nation's citizens with severe disabilities.
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R RP ASSOCIATION for the ADVANCEMENT of PSYCHOLOGY

March 16, 1984

Senator Dave Durenberger
Chairman, Health Subcommittee
Senate Finance Committee
United States Senate
Washington, DC 20510

Dear Mr. Chairman:

On behalf of the Association for the Advancement of Psychology
and the American Psychological Association (APA/AAP), representing
over 70,000 psychologists nationwide, we would like to thank you for
this opportunity to submit for the record our comments and concerns
regarding S.2053, the Community and Family Living Amendments of 1983.
We also wish to commend the Committee, and its Members, for its interest
in the needs of the mentally retarded (MR) and developmentally disabled
(DD) persons in this country.

S.2053 would provide mentally retarded and developmentally disabled
persons with greater access to community-based treatment. In so
doing, the legislation is responding to the importance of offering these
-persons effective alternatives to institutional-based care; a finding
that is well-documented in the psychological literature and substantiated
by the trend of the past decade away from institutional care for all
but the most severely mentally retarded or developmentally disabled in-
dividual.

In its present form, S.2053 would amend Title XIX (Medicaid) of
the Social Security Act so as to effect a shift in Medicaid funding
from large institutional (16-2,000bed) providers of intermediate
care to small community-based (fewer than 10 bed) providers. A
change that is needed to correct the institutional bias that set in
after 1971, when Congress amended Title XIX to permit reimbursement
for services provided in intermediate care facilities (ICFs), and
the States amended their own Medicaid plans to include intermediate
care facilities for the mentally retarded (ICFs/MR). However, in
its present form, S.2053 accomplishes that end to the detriment of
institutional-based care: it creates a "community-bias" whereby
institutional care is no longer a financially viable option.

At present, there are only three forms of Medicaid-certified
providers to serve the mentally retarded and developmentally disabled
population: intermediate care facilities, intermediate care facilities
for the mentally retarded, and skilled nursing facilities (SNFs).

1200 Seventeenth Street, N.W., Washingtoo, D.C. 20036 e Phone (202) 466-5757
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The majority of MR/DD persons receiving institutional care do so
in the large ICFs/MR setting. This is because of the hiqh level of
professional care that can be offered at such facilities and the
financial constraints that limit a family's range of options.

A primary concern with the implementation of this deinstitutionalization
program is that quality of care must not be sacrificed as a result
of the change. Many large institutions are capable of providing a
wide range of services along with sophisticated professional care.
Proper treatment of the mentally retarded and developmentally disableQ
requires that they have access to a full range of health care practitioner,
appropriate therapeutic and rehabilitation programs, and high quality
nutritional and life/safety standards. Anything less would be to shirk
the responsiblility that is ours. The present Medicare and Medicaid
statutes and regulations discriminate against the provision of the
full range of professional services required by those in need of help
for mental illness, developmental disabilities and mental retardation.
For instance, Sec. 1833(c) of the Social Security Act which limits
Medicare payment for mental and emotional illnesses to $250.00 with a
$250.00 co-payment and restricts access to mental health professionals,
has not been improved since Medicare's inception in 1967. The opportunity
exists for Congress to address these issues in the present legislation
as part of a partial deinstitutionalization program. Such programs and
facilities must be in place before larger institutions could be
phased out.

Congress took the first step toward deinstitutionalization
when it included Section 2176 in the Omnibus Reconciliation Act of
1981 (ORA). In essence, that section granted the Secretary of the
Department of Health and Human Services the authority to waive certain
Medicaid requirements to permit States the flexibility of establishing
home and community-based long-term care delivery systems for Medicaid-
eligible individuals who were at risk of institutionalization. This
represented a significant advancement in providing a full range of
care to the mentally retarded or developmentally disabled person who
requires 24-hour care. And it continues to offer the greatest
assurance that a full range of options will be retained in the
future.

The present legislation, however, would phase out all of the large
Medicaid-funded ICFs over the next 10 years. The only exceptions to
that phaseout would be the exemption granted to those facilities
with fewer than 15 residents at the time of the bill's enactment,
and the 5 year extension for those facilities that were opened after
January 1, 1979 and maintain 16-75 residents. Yet, the net effect
of this action would be to eliminate one inequity by creating another:
the availability of community-based care needs to be expanded, and
it is equally important that institutional-based care continues to be pro-
Vided. This is especially true for the profoundly retarded individual
who simply cannot obtain a comparable level of professional care in
the smaller setting: for them, the consequences of deinstitutionalization
are literally a matter of life and death. Similarly, there are those for
whom deinstitutionalization would result in homelessness.
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There are significant difficulties in obtaining community and
zoning approval for the small group facilities that are envisioned
by this legislation. Experience has shown that citizens favor
deinstitutionalization from large facilities but fear loss of property
values and "neighborhood peace" if a MR/DD group home were to be located
in residential areas. In spite of this community fear, however, these
small group homes have not proven to be disruptive. But, the committee
needs to consider the political impediments to rapid development of
community resources as opposed to the good intentions of the public
policy that is proposes.

Beyond the social concerns of this legislation, attention must
also be focused on its economic aspects. In its present form, the bill
would provide a 5 percent increase in the Federal Medicaid matching
rate for 5 years for each deinstitutionalized individual.
Yet, there is insufficient data to indicate that this amount could cover
the transition costs involved in dismantling one system and establishing
another. For if there is a lesson to be learned from history, it
is that the beneficiaries of this legislation will be the ones to
suffer from any miscalculation of judgment or cost excess. And their
suffering is likely to carry with it some very real consequences;
namely, a reduction in the quality of care being provided and the
elimination of vital services.

Furthermore, the economic impact of this legislation would
adversely affect those who are employed by the institutions.
The employment assurances contained in the bill's present form do not
provide ample safeguards against the unemployment and displacement
of workers. And it is crucial to the success of this program that these
highly trained professionals are not lost from the workforce.

In sum, our concerns with this legislation as it is currently
drafted are: that the option of institutional care be retained; that there
are adequate assurances that a high level of professional care can
be maintained in a small community setting; and that the closing of
the larger institutions will not produce an economic hardship on its
employees. As an alternative to the problems that this bill would
create, we respectfully suggest that the Committee consider utilizing
the existJng Section 2176 Medicaid waiver provisions as a more efficacious
means of acccmplishirig a worthy end.

We appreciate the Committee's willingness to accept our comments
and entertain our proposals.

Sincerely,

Michael S. Pallak, Ph.D. C are ce J
Executive Officer Execu ve Director and General Counsel
American Psychological Association Association for the Advancement

of Psychology
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ASSOCIATION FOR RETARDED CITIZENS - CALIFORNIA
1414 "K" Street, Suite 300

Sacramento, CA. 95814 . (916) 41-3322

TESTIMONY PREPARED FOR SUBMISSION TO THE UNITED STATES SENATE
COMMITTEE ON FINANCE, SUBCOMMTEE ON HEALTH,

PERTAINING TO S. 2053,"COMMUNITY AND FAMILY LIVING AMENDMENTS OF 1983"
Fe-13. -j -, 1 cls

I am Owen Mock, president of the Association for Retarded Citizens-California, an

organization consisting of fifty-two (52) local units representing all regions of the state.

Our principal reason for existence is that of working to bring about quality programs and

services for the more than 660,000 mentally retarded residents in California. We applaud

the basic intent of S. 2053, that of making available the federal funds required to

guarantee adequate quality community residential services. Each mentally retarded

individual must be assured the right to live in or near his or her home community and we

enthusiastically support twat provision of the bill.

We also endorse other provisions of the bill which require: that the quality of services be

reviewed and monitored by an independent entity; that case management services be

provided; that protections to preserve employee rights and benefits be established; and

that all staff receive adequate and continuing training. We believe that quality health

care and all other services are best available in those same communities in which we

choose to live. In short, we share the same goals as the sponsors of S. 2053, the right for

each individual to be a part of the community and share those rights and privileges which

each of us considers inviolable.

We must part with the sponsors of S. 2053 in certain sections of the bill which deal with

process. The bill appears to assume that all of the fifty states are starting from

approximately the same point, and that for all practical purposes each state can begin

and end a process at the same time, and with equal and positive results. We maintain

that the several states are vastly different, that they are not all at the same point in a
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transition to adequate quality community living arrangements. Among our basic concerns

are the following:

It is impossible for each state to accomplish a total change to community

residences of ten or less in a period of ten years. California currently has 7,000

individuals residing in its state-operated congregate care institutions and at least

another 7,500 who would require the same type of community facilities over the

ten-year time frame. Small homelike facilities, housing ten or fewer, would

require a construction schedule of approximately 1,400 units per year. The

availability of adequate state funds to meet that schedule cannot be assured.

There is also the fact that use permits, zoning restrictions and restrictive

covenants must all be dealt with before building can even begin. It is a simple

fact that laws are not always changed easily and if an impasse in that regard

should occur, California would lose its current federal funding and the mentally

retarded citizens of this state would bear the brunt of a political misapplication

of justice.

2. Whether or not a maximum of 9 or 10 residents per facility is the most

appropriate size remains to be proven by history. In the meantime, we cannot

accept someone's arbitrary judgment that such is the case. Because of the

diverse needs of the mentally retarded population, it may be possible that

facility size, in some cases, should be in the 20 to 25 range. There is no

conclusive evidence that small is good and there must be opportunity for

flexibility in facility size. The havoc caused by such restrictive and rigid size

requirements would probably be of very substantial proportions.

3. We are deeply concerned with the lack of attention to standards and a

monitoring process. Section 1918(iXIXL) calls for each facility being accredited
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by the Accreditation Council for Services for Mentally Retarded and Other

Developmentally Disabled Persons (or another appropriate national accrediting

body) or is licensed or certified by an appropriate state agency. Allowing a state

licensing procedure to substitute for accreditation by ACMR-DD is tantamount

to the continuation of an unacceptable process now used in California.

Permitting each state to accredit its own facilities through a license is totally

unacceptable. A monitoring plan in the bill is chiefly noticeable by its absence.

I must also note that I do not believe this bill should be merchandised as a less expensive

system of residential services. State institutions have a reputation for being more

expensive largely because of the salary disparity. While state employees have finally

achieved some semblance of adequate pay for their work, community facilities often pay

at or near minimum wages. If we expect to develop a quality community residential

system, we must pay appropriate wages. Quality staff can only be recruited and retained

if fairly compensated. A plan which allows for the transition of congregate care

employees into community facilities demands higher wages. Whatever real cost

difference there may be between community and institutional facilities will most likely

disappear if quality residences are developed. No individual legislator should support S.

2053 because of its cheapness.

We do believe, as already stated, that each individual has a right to live in the community.

We cannot, however, accept the rigidity of S. 2053's ten-year transition period nor the

arbitrary size imposed upon the community facility. The bill must be revised in these and

other areas I have touched upon before it can be supported by ARC-California. In its

present form the bill's enactment could very well destroy one system without constructing

a better one in its place. Surely, we cannot take that chance. Give us a bill with

flexibility that truly recognizes the individuality of each state and the mentally retarded

citizens who dwell therein.
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SUMMARY OF TESTIMONY PREPARED FOR SUBMISSION BEFORE THE
UNITED STATES SENATE COMMITTEE ON FINANCEt SUBCOMMITTEE ON HEALTH,
PERTAINING TO S. 2053, "COMMUNITY AND FAMILY LIVING AMENDMENTS OF 193"

ARC-California agrees with the following provisions of S. 2053:

A. The diversion of federal funds for the support of community living arrangements;
B. That the quality of services be reviewed and monitored by an independent entity;
C. That case management service be provided;
D. That protections to preserve employee rights and benefits be established; and
E. That all staff receive adequate and continuing training.

Major issues with which we disagree are as follows:

A. The bill appears to assume that all of the 50 states are starting from
approximately the same point, that for all practical purposes they can begin and
end a process at the same time and with equal and positive results. We maintain
that the several states are vastly different and that the 10-year transition phase
is highly unrealistic. Start-up costs and zoning problems are major obstacles.

B. The arbitrary size of 9 to 10 residents per facility is not based upon solid
evidence and greater flexibility in size is required.

C. We are deeply concerned with the lack of attention to standards and a
monitoring process. Permitting each state to accredit its own facilities through
a license is totally unacceptable.

D. A monitoring plan is chiefly. noticeable by its absence in the bill.

In summary, the bill is not acceptable in its present form. Without major overhaul its

enactment could very well destroy one system without constructing a better one in its

place. We are also dismayed that supporters of the bill have introduced its purported

"cheapness" as a significant reason for its passage. Quality community living

arrangements are not likely to cost less than institutional programs.

2/21/84
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Dr. and Mrs. Jack Bartnolmai
Route 4, Box 182
Beaver Dam, Wisconsin 53916

Senate Finance Committee
Subcommittee on Health
United States Senate
Washington, D.C. 20510

February 8, 1984

Re: Senate Bill #2053 "Community and Family Living Amendments"

Honorable Senators:
As parents of a profoundly retarded child, who is now living

at Central Wisconsin Center for'tbhe Developmentally Disabled (CWC),
we are concerned as to the of fets of SB2053 on her life and the
lives of other institutionalized retarded with medical problems.
This letter is meant to give yoU an example of the contrast
between good institutional medical care and care received in
a community setting.

Our daughter Wendi, is mentally retarded along with severe
spastic tetraplegla and microcephaly. She requires 24 hour a
day nursing and medical care including the administration of
medications to controll muscle spasms and seizure activity.

At CWC, registered nurses are on duty 24 hours a day, medi-
cines are dispensed by them, and medical needs are brought to
their attention as soon as they are noticed by the staff.
Physicians, wYho are employed by CWC, are called in to see our
daughter and diagnose and treat her as needed without having to
move Wendi from her unit. If hospitalization is needed, CWC
has its own. These nurses and physicians-have developed,
through years of experience, special skills and expertise in
the diagnosis and treatment of medical problems in the mentally
retarded. They have an interest in and understanding of the
retarded as* human beings with feelings, fears, and needs Just
like anyone else. They express madness and Joy over the health
status of their patients and have always kept us, as parents,
well informed of-our daughter's well being.

In contrast,' let us tell you of some of our experiences with
medical facilities outside of Central Wisconsin Center.

In 1981, our daughter was admitted to a Madison hospital
fcr a gastrostomy ( a tube placed directly into the stomach for
feeding). The attitude of the physician and nursing staff towards
the dignity of our daughter's life is reflected in the events
that occured. Wendi's routine medications to control spasm and
seizure activity were often not given ca schedule or lost due
to poor administration technique or failure to notice that they
sere vomited out soon after being given. Nurses did not respond
to call buttons and trips to the nurses station by parents when
N'endi was in great distress from pain or gagging. Wendils face
became swollen and skin broke down from lying in wet caustic
bedding. A bladder and surgical sight infection developed due
to poor hygiene care. Nurses were- overheard saying, "she (Wendi).
doesn't know the difference.".Frequent-calla to-the physician in
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in charge were never answered, and we Nere unable to talk to
him throughout the hospitalization. Our daughter returned to
CWC with bed sores and infections all due to lack of proper
care. The staff at CWC was enraged, as were we, at Wendi's
condition.

These are not isolated incidents, but rather a pattern we
and other parents have experienced with our retarded children
in hospitals in the community setting. Medical professionals
in the community are used to treating "normal" sick people and
lack the expertise, interest, experience, and often proper
attitudes needed in the proper and humane care of the pro-
foundly retarded. Medical and nursing schools as well as
resident programs do not deal in tne treatment of the retarded
or create specialists in this field. Only those medical per-
sonelle who truly care about the well-being of the retarded
and work in a place such as CWC will gain the expertise re-
quired to handle their needs.

Senate Bill 2053 will, within 10 years on enactment, indis-
criminantly close all institutions for the mentally retarded and
thereby shut the door to medical care being obtained in a place
avhere the staff has the aforementioned skills and ihterest in
the retarded's well-being. SB2053 actually requires that "homes"
for the retarded not be near a hospital. This bill would, there-
fore, put an unusual burden on local physicians and hospitals
scattered about communities in the United States. As a father
of a retarded child and a physician, I ask you to consider the
medical implications of SB 2053. As caring parents, we ask you
to investigate the effects of moving children like ours into
community settings. Will the availability and quality of medical
care be as good or better than presently obtain ij the institution-
al setting? Where will the medical professionals with necessary
attitudes and expertise in the care of profoundly retarded come
from? Will these children survive in the community "home"?

We feel that SB2053 threatens the health and dignity of
children like ours and indeed their very survival. We oppose
this bill for many reasons, the greatest of these being its
failure to insure the availability of health care services equal
to or better than those presently received in good institutional
settings.

Sincerely,

4akand Holly Bartholmai
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TESTIMONY TO THE SENATE FINANCE COMMITTEE

IN OPPOSITION TO SENATE BILL S-2053

Parents and Friends of Belle Chasse

State School

P. 0. Box 1522

Belle Chasse, LA 70059
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THE PARENTS AND FRIENDS CLUB OF-BELLE CHASSE

STATE SCHOOL, BELIEVING THAT ALL LIVING OPTIONS,

BOTH INSTITUTIONAL AND COMMUNITY SERVICES, SHOULD

REMAIN OPEN TO RETARDED CITIZENS, OPPOSE SENATE

BILL S-2053, COMMUNITY AND FAMILY LIVING AMENDMENTS

ACT, BECAUSE IT WILL CUT OFF ALL INSTITUTIONAL

FUNDING.

The Parents and Friends Club of 3elle Chasse State School

is an organization composed of relatives of residents of the

school, professionals and other interested friends who are

dedicated to the enrichment of the lives of the retarded

children and adults living at BCSS. Besides our efforts to

provide special activities during the year, we have provided

funds for such projects as a swimming pool, special equipment

and wheelchairs, audio-visual aids and sports equipment and

uniforms. We have worked closely with the administration and

staff to identify areas where our assistance can be most beneficial.

Special services for the disabled in Louisiana are adminis-

tered regionally, with Belle Chasse State School the center

of services for a four-parish region. Under this regional

management system, we have seen a commitment to develop a full-

spectrum community services system coordinated by case managers.

In the 1984-85 regional plan, needs were identified for resi-

dential living options including residential facilities, group

homes, supervised apartments, foster care, respite care and



417

home living with the requisite support services necessary for

each. In support of this commitment for a full range of options,

our group has cooperated in setting up several group homes in

our community. We are trying to help increase community awareness

and acceptance through our educational efforts. Many of the

residents at BCSS have benefitted from these new options and

are able to live more independently in the community. We feel

the mechanisms are in place in the state to develop community

services. We feel federal incentives will be more effective in

encouraging new progress in developing programs than imposition

of penalties.

We feel strongly that Senate Bill S-2053 is a threat to

the rights of retarded citizens for an appropriate, INDIVIDUAL,

treatment plan. To mandate a single option for services under

strong budgetary and time constraints will cause unconscionable

hardship as many severely handicapped individuals are deprived

of the special services they require. Senator Chafee's bill

is a well-meaning attempt to provide optimum care to the retarded,

but is unrealistic in its insensitivity to the wide range of

disabilities to be served. He disregards the need to assess the

varying needs of each individual. Believe us, we want the best

for our children. That "best" must be the result of a carefully

thought out decision by parents or advocates and professionals

who are familiar with each person's unique needs.

We are concerned that implementation of such a mandate

would cause a fragmentation of services. Without a strong

case management system and support services in the areas of
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education, training, recreation and medical assistance already

in place it would be very difficult to identify and provide

for the needs of persons in various programs. We do not want

the special few with severe or multiple disabilities to "fall

through the crack" as centralized services disappear. In the

same way, persons requiring services in rural areas would be

deprived because their small communities would be unable to meet

their needs.

The continuing emotional debate over "BIG BAD" institutions

and "SMALL GOOD" community homes is an unfair indictment of

many dedicated persons providing excellent care and training

to residents in large facilities. The issue is not large versus

small, but is in fact our demand for excellence, no matter the

size or location of a facility. Our goal is for all retarded

persons to be treated with dignity and caring and helped to

achieve the most they can. Strict standards and strict enforce-

ment of these standards can help to achieve this goal, not the

closing down of facilities already providing superlative care.

Lowering of costs has been cited as a fundamental benefit

of S-2053. To date, none of the cost studies have proven con-

clusively such a claim. Group home costs for high functioning

individuals, excluding all medical and educational costs, are

hardly comparable to the costs of 24-hour facilities caring for

predominantly severely and profoundly handicapped individuals.

As parents and friends of the retarded, we would urge passage

of this legislation, no matter the cost, if we felt our children
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would be better served. However, we ask you not to consider

passage of a bill that would spend more money and would cause

abandonment of needed services to our most severely handicapped

persons.

There are some who claim to speak for the retarded who

have endorsed this legislation. The National Association for

Retarded Citizens has approved S-2053, without endorsement of its

individual members or the member state bodies. The Louisiana ARC

has taken a formal position in opposition to the bill which

we attach. Dissension among providers of care is not new, and

in fact is welcome for development of creative solutions to the

problems of developmental disabilities. Listen to the endorse-

ments of S-2053 as voices calling for expansion of services

desperately needed to enable some individuals to live indepen-

dent and happy lives. But please heed the voices of those who

protest passage of S-2053. We do not propose institutionaliza-

tion for all! We want to preserve an existing option which

works for many by providing a sheltered, safe environment where

an individual can thrive without the dangers and frustrations

of a so-called "normal" life. Indeed the definition of normal

is as varied as the number of individuals on the face of the earth.

Please, vote against Senate Bill S-2053 and preserve our

right to choose a safe and appropriate environment for all

retarded persons.
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RESO L UT1O N

BE IT RESOLVED by the Louisiana Asclotion for Retrded Citlirt that

WHEREAS, The Louisiana Assclation for Retorded Citipens believes that for
the vast majority of persons with mental retadation a residential Iiving option
within the community Is the eppropriate plocement; but that the Loulsiona
Asoclotion remains firmly committed to the development end provision of a
wide ong. of appropriate rsldentiol living options; and

WHEREAS, The Louisiana Associatlon does not believe that the provisloni of
Senate Ill 2053 which mandates the totl phose-out ofTitle XIX funds to all
facilities other than communityy or family living facllitles" as defined in the
Act will advance the provision for a wide specthm of residential living
options In this state; and

WHEREAS, Senate ill 2053 has the effect of eliminating the right of on
Individual with &evelopmental disabilitfes to choose a preferred residential
living option as provided by Louisiana Low:

SE IT THEREFORE RESOLVED that the Louisiana AiclotIon for Retarded
Citizens opposes the pagse of Senate Sill 2053.

BE IT FURTHER RESOLVED that the Louisiana Assotion for Retarded
Citizens supports new federal legislation which would:

I. Add "home and cammunity-based services", as that term is
currently used In Section 1915 (C) (4) (B) of the Social Security Act,
as on optional service which states may elect to cover under their
respective medical assistance plans, submitted In accordance with the
provisions of Section 1902 of the Act.

2. Amend Section 1915 (C) of the Act to specify that in onier to
quallfy for approval of a new or renewal waiver request, oan or after
July 1, 194, a state must enter Into on agreement with HHS which
outlines the steps It will take to assure that, no later than tMn years
after the Initial dote of approval, a full orroy of home and community-
based services will be available, statewide, to Medicaid-eligible
elderly, blind and disabled Individuals capable of benefiting from
such services.

3. Amend Section 1902 (A) of the Act, effective July 1, 1984,
to Incres the federal matching ratio for home and community-bosed
services, delivered in accordance with en approved Section 1915(C)
waiver request or as an optional service under a sate's Medicaid
plan, by five percentage points above the percentage a state Is
otherwise entitled to receive under the provisions of Section 1905(B)
of the Act.

4. Explicitly authorize the states to cover pre-vocational services
for eligible, non-elderly disabled persons under a home and community
cmre waiver program and/or a state plan amendment.

5. Amnd Section 1913(C) (2) (D) of the Social Security Act to
limit the Secretary's authority to place certain rptrictions on the
manner In which average per capital expenditures ore calculoted for
p of determination whether a state qualfles for a home and

community care waiver and/or (5) Is eligible to furnish under the
proposed optional state plan omndmemt.

6. Amend Section 192 of the Act to require that MNS conduct
validation surveys for the purpose of determining If participating
state are fulfillIng the term of their agreement with HHS, as
outlined under Item 2 above.

Adopted by the Boord of Directors on January 22, 194.
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Introduction

Beverly Enterprises provides care for individuals with mental

and physical disabilities in many settings across the United States.

We presently operate facilities in eight states which are specifically

dedicated to providing services to children and adults who suffer

from mental retardation or psychiatric disorders. These facilities

range in size from 38 to 208 residents.

S. 2053, which seeks to divert ICF-MR Title XIX funds from

"large" institutions (larger than sixteen beds) to smaller residential

programs, raises issues deserving far more careful analysis than

apparent to date. Those issues include cost of care, numbers and

types of services available in the community, quality and monitoring

of services, and adequacy of safeguards for health and life safety.

Based on our experience and the findings from a number of studies,

we feel that a group home or "small" residential program are not

the only appropriate settings fox meeting the needs of the mentally

retarded nor the developmentally disabled.

Background

Prior to the availability of federal funds from Title XIX,

states were appropriating general State revenue funds to support

intitutional services for mentally retarded persons. There was

a wide range of quality in the care rendered in these facilities

throughout the country. During the 1960-1970 decade, many

states were involved in litigation in which the plaintiffs
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argued that the legal and constitutional rights of persons in these

institutions were-abridged.

The Intermediate Care Facility for the Mentally Retarded

(ICF-MR) program was developed by the federal government during

this time (early 1970's) and most states eventually participated.

The government objectives behind this development were numerous.

They included a desire to apply consistent standard of care to

all institutions to improve the quality of care in these institu-

tions, and to create community based programs for mentally retarded

persons. The hope was that institutions would be helped by a

massive infusion of federal funds to prepare people for moving

to their home communities.

During the last decade these objectives were met. Quality

of services rendered to persons in state schools/hospitals increased

substantially and thousands of persons were transferred or discharged

to both public and privately-owned, community-based ICF-MR

facilities. This has been possible due to the availability of ICF-MR

Title XIX funds. It is important to note that there are at least

four settings of care within the ICF-MR system. Those are (1) large

state institutions, (300-2,000 residents), (2) private community-

based facilities (generally 30-90 residents), (3) public and private

15 bed ICF-MR facilities, and (4) 8 beds or less group homes. Medicaid

support for these settings vary by state according to their program.

Position on S. 2053

Beverly Enterprises is concerned as to the impact of the

Community and Family Living Amendments Act, as written, on the basis

that it would withdraw funding from the well-developed system of
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residential, habilitation, training and support services currently

being provided to developmentally disabled through the ICF-MR Program.

We do support the further development of community based

living alternatives but not by eliminating existing programs

which are providing cost effective quality services.

A discussion of our contentions regarding S. 2053 follows:

1. No one setting or service delivery model can appropriately meet

the needs of all developmentally disabled persons. A major

feature of the bill is that Medicaid payments would only be

permitted on behalf of eligible individuals residing in a

communityy or family living facility". This is defined as a

community based home with a capacity no greater than twice

the number of persons in the average family household in the

area where the facility is located (maximum of 5-6).

a. These is no independent evidence that independent living

skills can be taught only in a certain size facility or

that developmentally disabled persons progress slower in

larger settings, given the same individualized care.

b. Size is not a guarantee of success. Without the provision of

training, opportunities for vocational and social activities,

and outside monitoring of programming, it is possible that

a "small" home may be even more sterile than that of a large

residential facility. Studies of the Willowbrook case,
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produced by the New York State Commission on quality of

care for the mentally retarded: Willowbrook From the

Institute to the Community, and various facilities in

California have revealed that in some cases smaller environ-

ments do not function as well as larger ones.

c. Developmentally disabled persons have varying and diverse

needs. In addition to suffering from mental retardation, an

individual might also, for example, be deaf, blind, epileptic,

and unable to speak or walk. Service requirements may vary

from the need for vocational training and money management

skills to the need for intensive medical care and therapy

services. Larger institution ICF-MRs can offer residents

a number of services: registered nurses, speech pathologists,

speech clinics, and education departments with teachers

trained in special education, music therapy and recreation

therapy. A continuum of programs and living alternatives

are necessary to meet the changing needs of an individual

at any time of life. Sometimes thd placement most appropriate

to meet a person's needs is a larger facility where the

needed professional staff and services are immediately available.

2. The proposed care system will increase costs. It has not been

substantiated that small facilities are less expensive than

larger facilities. Quite the contrary is true. We have several

questions regarding the cost savings to the Federal Government
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as portrayed by the Congressional Budget Office's report.

a. For example, the state of Texas define=three levels

ofcare for ICF/MR; as Severely Retarded; Moderately

Retarded and Mildly Retarded. Mildly Retarded-has a

cost to the state of $52.86 per day, per patient bed with a bed

requirement of 15 or less. Moderately Retarded patient

care cost is $44.54 per day and Severely Retarded patient

care cost is $54.89 per day with no restrictions on the number

of beds.

This clearly draws into question the argument that small

facilities are less costly since the most expensive rate is

paid to the smallest facility for the least disabled

patient.

b. An apparent conflict in the cost data-is also produced by

the lack of a common definition of the various existing

"institutional" and community programs. Although the study

attempte. to limit the definition of a residential facility

for survey purposes, it did not differentiate between

facilities according to types or numbers of services offered.

Instead, it emphasized publicly owned versus privately

owned facilities and facility size. Cost data will, of

course, be affected since types and number of services,

and staff needed to provide services will alter the costs.
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For example:

The dats regarding number of private and public facilities

in each state is questionable. The figures for

Texas, for example, report 73 publicly operated facilities

with 4,546 MR Re-sidents. These figures do not correlate

with figures from Texas State agencies. For example,

the agencies report 42 publicly operated facilities. It

appears many facilities were included that should not have been.

Additionally, institutional usually refers to the large

state schools and not the smaller private, community base

ICF-MR facilities although both are classified as institutional

and maybe funded under the Medicaid program.

Furthermore, unless covered by ICF-MR regulations, services

provided in a community residential facility or group

home may range from a basic room and board program, to a

highly supervised support service program for the profoundly

disabled individual.

c. Smaller does not necessarily equate to lower costs. Discussions

with officials associated with 8 beds or less programs in

Pennsylvania, New York, and Michigan have revealed costs

that are two to three times the cost of ICF-MR community

based care. In Michigan, the McComb-Oklahoma Development

Center, which is responsible for 1,300 developmentally-

disabled persons, reports average costs of $70 to $130 day.

33-270 0-84- 28
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This does not include any specialized equipment, transportation

or medical care. Costs in New York range from $95 to $155

per day. It was reported that Pennsylvania has picked up

45% of the cost of care for individuals in the institution;

following deinstitutionalization to the community, the state's

share escalated to 89%.

Studies, other than those previously cited, and some of

their findings are:

" "Comparative costs of Public Residential and Community

Residential Programs", (in Texas), Texas Tech University.

concluded: "Based upon the data collected in this survey,

the costs of providing community based residential services

appear-to be at least equal to if not greater than those

in a public residential facility .... One should try not -

to "sell" group home care as being better than care in a

public residential facility because of lower cost."

" "The Cost of Community Residential Care for Mentally Retarded

Persons", Clearing house on the Handicapped, Inez Fitzgeral

found that:.the development of community residential facilities

entails a shift of public funds, with fewer federal monies

used and a greater dependence on state funding.

* Unpublished 1981 report by the Department of Health and Human

Services: Long Term Care: Background and Future Direction,

cites the several factors influencing per diem rates as
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differences between geographic regions: capital expenditures

to upgrade institutions which have been factored into rates%

and the level of disability of residents (which affects

composition of a facility's staff and is equal to 75% of

institutional costs).

"Long Term Care: Background and Future Directions" U.S.

Department of Health and Human Services reported that there is

little evidence that coverage of community based and

in home services reduces total public expenditures. Most

of the evidence is to the contrary. This is because expanded

service benefits largely go to a new (additional) service

population rather than substituting for institutional care.

c% S. 2g53 proposes to expand coverage to individuals with a

developmental disability manifested before he attains age

50, rather than the current requirement of 22. It also would

allow coverage of severely disabled children who live with

their natural or adopted families and who have been ineligible

because of their families' income and resources. While

this is commendable, we question what consideration has

- been given by the Congressional Budget Office to the cost

of serving this new and greatly expanded population. This

is indicative of the "woodwork effect" cited in a 1981 report

by HHS' Region X Office-of Inspector General. The report

said that although there is a great puBlic demand for more

community based services, it feared a "woodwork effect"
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where a large number of people not currently taking

advantages of financed services, would do so if made

available.

3. Quality of care and the safety of the deinstitutionalized person

will be diminished due to an inadequate community support system,

inconsistent standards of care/licensing requirements, and

insufficient monitoring. S. 2053 would terminate, over a period

of years, Medicaid funding to any facility serving over sixteen

persons.

a. Past experience has shown that deinstitutionalization, of

the mentally ill, without an adequate community system of

services is detrimental to these individuals' own health and

safety. S. 2053 proposes a narrowly defined system of care

and we are skeptical of the ability of the government to

prevent the "dumping" that has and may occur as states are

required to deinstitutionalize.

b. Studies reveal that many mentally retarded persons in

"community" settings received inadequate medical care and

suffered more health problems than those in a setting with

a treatment program and medical personnel who are willing

to treat them. A study conducted by the University of

Massachusetts entitled "The Status of Health Care for

Deinstitutionalized Mentally Retarded People in Massachussetts:

Present and Future Directions," reports that the state found:

(1) current health systems are reluctantly responsive to the

deinstitutionalized, (2) many of the skills needed by the

physician exceed those which he customarily received during
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training (3) provision of medical care to the mentally

retarded persons is exceedingly complex and time-consuming

for the physician, (4) direct care staff and medical care

staffs are usually ill-prepared or knowledgeable to deal

with the mentally retarded's health problems, (5) doctors,

dentists, and nurses have a problem in managing people whose

appearance or behavior is different and want them segregated

from other patients, and (6) 252 of the sample had difficulties

in obtaining medical services.

c. Thousands of new providers, often in the form of-converted

private homes, would be generated by this bill. Residents

would supposedly partake of a multiplicity of services offered

by an assortment of providers, all operating under various

standards and authorities. The homes, according to current

requirements, would operate under minimal licensing and fine

safety standards (depending on size and state/local codes.)

We would question the value gained in the quality of life for

the individuals unless the providers were monitored to prot-ect

the health and safety of the mentally retarded residents to

the same level as in the other nursing facilities. This

would create a new administrative burden for the state and

Federal officials at a sizeable new cost.

States have been wrestling unsuccessfully for a number of years

with enforcing the Keys Amendment which governs the licensing

of boarding homes where many aged and disabled persons reside.

A tragic thought is that S. 2053 may very well push even more

disabled persons into substandards boarding homes. Problems

with safety standards in these settings have received national

press attention for years.
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4. Sufficient incentives already exist for appropriate deinstitu-

tionalization under the "Home and Community-Based Waiver"

provisions of the Omnibus Reconciliation Act of 1981.

a. This Act allows states to finance non-institutional long

term care services through the Medicaid Program. This new

waiver authority has presented the states with an excellent

opportunity to experiment with alternative approaches and to

determine their cost effectiveness. States have responded

to this opportunity. As of July, 1983, 44 states had

submitted 86 waiver applications. Most states have

recognized any transfer of large numbers of persons from

institutions to community must be done with considerable

planning and preparation. This is to assure that appropriate

services are in place to guarantee that the quality of life

will, in fact, be improved.

b. The waiver includes safeguards on program costs and sizes.

The statute requires states to provide an assurance that the

per capita Medicaid program costs will not increase as a

result of the waiver. Also, states are not able to use the

savings generated by keeping people out of institutions to

provide services to "newts clients who may not have gone into

an institution although they themselves would meet the criteria

for receiving services.

c. Finally, we believe states, not the federal government,

should have the primary responsibility for planning a continuum

of services for their aged and disabled citizens. It appears
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with few exceptions, that states-see a need to include a varied

number of institutional beds as part of that continuum.

In conclusion, we would oppose S. 2053 as currently drafted on the

grounds that the system of care it proposes would in fact be

detrimental to the care of the developmentally disabled.

Appropriate planning and research have not yet been done. Numerous

questions, including those we have raised, need to be addressed

about the practical implications of restructuring the way in which

services to the developmentally disabled are provided.

The current system is not perfect but it should only be replaced

with well researched and independently tested techniques for

meeting the needs of the developmentally disabled. It should not

be replaced by a program whose foundation is the size of the facility

rather than the practical ability of the facility to provide

the necessary trained staff and appropriate services in a safe

environment.

We believe that yes in some instances those three qualities can be

met in small facilities but there is no basis for establishing

an arbitrary rule at a given bed capacity. Any limits should

reflect an assessment by state and local authorities of the needs

of the involved population and the resources available in the

facilities to meet those needs.

We stand ready as a provider to participate in any research or

studies designed to perfect the best service program for the

developmentally disabled. At the same time we are willing to

support the work of this Subcommittee in developing the legislation

to implement such a system.

We appreciate this opportunity to present our views on the

"Community and Family Living Amendments Act of 1983"; S.2053.
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Senate Finance Sub-Committee
Hearing of Senate Bill 2053
Testimony of Beverly Farm
Godfrey, Illinois

m:y name is William J. Penly, I am the father of Suzanne, a 32 year
old mentally retarded daughter, and the Vice Chairman of the Board of
Directors of Beverly Farm. A parent owned facility located in Godfrey, IL,
where developmental care is provided to 400 happy, mentally handicapped
children and adults. My comments today are based on my experiences as a
parent, and my experiences from having served in various capacities for
20 years in the operation of Beverly Farm.

I appreciate this opportunity to present to you the seriousness of
withdrawing funds from institutions, in fact closing them, without regard
to the quality or role they play in making life meaningful for over 123,000
mentally retarded citizens.

My training as an engineer has taught me to first study all aspects of
the problem before adopting a solution. There is strong evidence that this
bill was not conceived on this premise. I urge this committee to fully
investigate the problem areas in this discriminating legislation. To do
otherwise would be criminal and negligent. Thereby, failing the mentally
retarded who most need the best professional help and support of the
government.

It has been said, *Idealism increases in direct proportion to ones'
distance from the problems. Let's get closer to the problems that must
be dealt with and achieved in any government supported program. Each of
the following should be analyzed in depth and legislation adopted that
only fully meets these criterias.

1. The rights of all citizens to equal treatment.
2. Quality development care for all.
3. Safe physical care.
4. Permanency
5. Affordable

Before commenting specifically on each of the above objectives the
following general comments are offered. First, we are not opposed to
community facility living, nor do we favor large institutions. We do
believe there is a need for both. Regardless of size, any facility should
be properly operated as a developmental center, with a wide range of pro-
grams, services, and recreation.
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Secondly, it is readily apparent that the problems involved in the
care of the retarded are very complex and it is naive to think the answer
lies in one and only one solution.

Third, the advocates of this legislation contend community facility
living provides better care for all regardless of severity of retardation
or disability, and for less cost. If true, is it necessary to advance
community facilities by destroying all other methods which provide develop-
mental care? The proposed legislation S 2053 answers this question in the
affirmative. It is this reason,we who have responsibilities for daily care
are so concerned. In fact, we strongly oppose this dangerous and ill con-
ceived legislation.

The proponents may have had good intention in dictating only one
concept but they failed to conceive or visualize the broad spectrum of
problems in caring for the retarded. They have left more voids than benefits
and the following comments on the above 5 objectives address these omissions.

I., On individuals' rights - The need to protect a citizen's rights, is

the American way, and should not require any comments. This proposed legis-
lation is discriminatory in favor of a select few who are fortunate enough
to fit into the standards compatible with community residential living. It
completely ignores those with more severe problems who need it the most.
Would you allow a public fire department to protect 2211 single family resi-
dents and deny the same protection to persons living in apartments? Of course
not. Similarly you should demand the same support and assistance to all
handicapped persons regardless of where they reside for developmental care.

The proposed legislation camouflages this discriminatory act by establishing
a pitifully inadequate transition time amd with lny assurance the proposed
commitments are feasible. It is shocking that this basic principle is so
blantantly ignored.

The proponents of this bill state their objective is to phase out all
care that does not fit their definition of community living facilities. What
makes their difinition right? Beverly Farm, a home for 400 mentally retarded,
is surrounded by residential homes, with no barriers. It is recognized and
receives considerable support from the administration and the citizens of
the city of Godfrey. Local citizens have established an organization titled,
"Friends of Beverly Farm", which has contributed much in time and monies to
make Beverly Farm an integral part of the community. Volunteers have organized
scout troops, churches offer choir training and bell ringing, etc. In parti-
cular this selfless spontaneous response provides opportunities for the
handicapped to associate with non-disabled persons in a relaxed environment
without frustrations or pressures. At the same time it contributes to perso-
nal-interactions with their friends. When you see the happy faces, how can
anyone say 8 to 10 is better? It is doubtful if fragmented and dispersed
homes could produce the same high degree of collective community awareness
and support.

The proponents of this bill presume all large health care facilities
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are bad, and small units are good. We challenge this statement. It is no
more logical than stating all tall people are bad and short people are good,
so let's get rid of all tall people.

2. Quality developmental care for all - The majority of parents of the
400 residents at Beverly Farm can assure you from personal experience, that
after examining the full spectrum of care facilities, they decided on Beverly
Farm for the care of their loved one, not because of the size, but because
of the type of care, and the opportunities offered to develop his or her
personality. The programs offered are so varied, that each resident partici-
pates regardless of degree of handicap or age. Currently the age varies from
5 to 85. They actively participate daily in programs focused on his or her
needs. What he does rather than what he lacks.

Beverly Farm provides therapy, medical care, psychological, speech,
recreation, vocational training etc. None of which can be provided in small
facilities of 8 to 10. It is too appalling to imagine that the government
would propose phazing out this facility that offers so much in development
and loving compassionate care.

The subject of what is best for growth and development of the retarded
has been studied by experts with varing conclusions and opinions. These have
frequently changed when theory is applied in actual practice. We will continue
to have this pattern repeated as we progress to better care. It is pointed out
that larger social groups offer more flexibility than small facilities, in
implementing new developmental programs and discarding those that prove to not
have merit or benefits.

Beverly Farm, founded in 1897, has proven its excellency by surviving
these 87 years when it has always been a matter of choice. This is contrary
to the proposed legislation that can only advance the conuunity residential
facilities by eliminating all other choices. This concept is so discriminatory
and dangerous we do not believe this proposed legislation can even be used as
a framework for discussions in providing better care to the retarded.

3. Safe physical care - I mention this important criteria because it is
not normally available in small residential homes, such as, fire protection,
freedom of barriers, and health services. In Beverly Farm and larger facilities,
these safe guards are the norm. Sprinkler systems meet NFPA codes, doors and
corridors are extra wide to accommodate those with low or even no mobility,
side walks are wider, easy access to all buildings, etc.

In addition Beverly Farm has a comprehensive health service program
including, a Medical Director, highly qualified nursing staff, physical and
speech therapy, and dental care. All on the campus. The cost of similar
physical protection and health care in small units becomes excessively
expensive.

4. Permanency - The major concern of all parents of retarded children is
"how will their loved ones be cared for after they are gone? Beverly Farm
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has provided a permanent hou* for the retarded for over 87 years. Three
years ago r resident passed away that came to Beverly Farm in 1897. We
currently have 40 residents who no longer have living relatives. This is
not only comforting to the parents, but is essential to the residents, who
have developed a companionship of like individuals.

The Nashville Tennessean newspaper on February 5, 1984 carried a
feature story on a couple who became foster parents to four retarded
children when a community home closed because of "funding problems".
Larger facilities with a broader base of support are more stable and less
apt to close at the drop of a hat.

Even with adequate funding can you be assured community acceptance will
let you achieve high quality residential environments. It is inconceivable
that anyone would phase out an existing high quality facility until this pro-
blem has been resolved. The possibility of ending up with no provision for
thousands is real.

i

5. Affordable - We must face reality and constraints imposed by the limits
of monies available regardless of the source. Rather than engage in a specula-
tive dialogue on relative costs we will provide you with the actual costs at
Beverly Farm. You can then make a comparison with actual costs of operating
a community residential facility of 10 or less, being sure to include the same
support costs in community homes, offered at Beverly Farm.

In the first place, Beverly Farm facilities valued at over $7,000,000
were built exclusively with private funds. We are just completing a $1,2000,000
residential building with monies raised by parents' sacrifices. The need for
this building was dictated by the government and now before it is occupied,
this legislation wants to close it. Not because of the quality of care and
equipment, but because it is too large.

This years operating budget is at a cost of $12,000 per resident per
year and over half of that is privately funded. Stated differently the average
government support cost is $6,000 per resident per year. Are community resi-
dences costing less? Beverly Farm's costs are low for the services, programs,
and care offered because parents take an active personal interest in the
operation and they assure monies are only spent for the benefit of the resident.

The National Association of State Mental Retardation Program Directors
(NASHRPD). had estimated conservatively that the initial capital investment
would be $12 billion. This lesiglation provides zero dollars. That is tant-
amount to voluntarily jumping out of an airplane without a parachute.

In addition is,this bill places an immediate and devastating impact
on privately supported facilities. Contribution would soon cease with the
enactment of the Bill. Contributors would rightly conclude needed plant and.
operation support would be without purpose for a facility with no future.

This proposed bill has no provisions for funding the training require-



438

ments, added cost during transition, and the list goes on. It is obvious
that the bill must be defeated. We are dealing with live people and we
cannot start from a negative position by destroying one part of the system
until other productive alternatives are in place.

In summary this proposal Senate Bill 2053 is counter productive and
we respectfully request that you defeat this unacceptable bill.

Sincerely,

William J. Penly
Vice Chairman of the Board
Beverly Farm Foundation

WJP:pr
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Re: Senate Bill S.2053

"Community and Family Living Amendment of 1983"

Hearing date February 27, 1984

Beverly Farm is a residential home for mentally

retarded. It is a not-for-profit corporation located

in Godfrey, Illinois. It is owned and operated by the

parents of children residing there.

Beverly Farm was started by Or. and Mrs. William

Smith in 1897. Their son, Dr. Groves B. Smith, took over

management of the Farm in 1928. Due to serious illness,

Dr. Smith sold the Farm to the parents in 1958. The Farm

consisted of t6 buildings and equipment. The parents have

since added 10 new buildings at a cost of three million

dollars financed completely within the Beverly Farm family

and its friends via contributions. Beverly Farm has no

debt.

Dr. Groves Smith described Beverly Farm as a little

world within the larger world, where competition is lessened,

the pare is slower, and security and acceptance are Felt by

each child. 'Ihis philosophy has been carefully nurLurel by

the parents.

In an atmosphere of kindness, patience, and loving
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care the 400 residents are able to pursue the maximum of

their abilities without the frustration of being forced

to try to perform at levels beyond their measured capabili-

ties.

Many residents are severely retarded and also have

multiple physical handicaps. They require a great amount

of individual care. Beverly Farm has been the home of

many of these children for most of their lives. Many

residents are higher functioning and a broad range of

programs offers them opportunities for growth and develop-

ment.

Beverly Farm has an "Open Door" policy where visits

are encouraged at any time. The campus setting permits

freedom of movement for all residents. Activities include

baseball, bowlings Special Olympics, visits by bus to the

zoo, amusement parks, band concerts, circus, and municipal

opera. Birthdays and holidays are celebrated as special

occasions.

The great relationship between residents, parents,

and house mothers, freedom of discussion, and lack of

regimentation, provide a peace or mind to parents and a

home with a spirit of love for our children.

Senate Bill S.2053 would completely destroy Beverly

Farm.
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Many years of hard work, dedication, sacrifice,

and love have gone into the development of this home.

Please don't destroy something that is good and has a

long proven record by substituting something that is

going to be more costly, more difficult to monitor, has

not been proven as realistic on this scale, and can not

possibly offer the services offered by Beverly Farm.

Moving these residents from their home, separating

them from friends of many years and completely uprooting

their relationship with the people who have been caring

for them for most of their lives can have a devastating

effect on their lives. Please do not permit this to

happen.

Your opposition to Senate Bill S.2053 is respect-

fully requested.

Sincerely,

illiam R. Black
Chairman of the Board
Beverly Farm
(Father of a mentally retardc,!
son, David Black of Beverly Farm)
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STATE OF CONNECTICUT
DEPARTMENT OF MENTAL RETARDATION

GOVERNOR'S COUNCIL ON MENTAL RETARDATION

March 12, 1984

Roderick A. DeArment, Chief Counsel
Senate Committee on Finance
Room 221
Senate Dirkson Office Building
Washington D.C. 20510

Dear Mr. DeArment:

The following represents TESTIMONY OF THE CONNECTICUT COUNCIL ON
MENTAL RETARDATION ON S 2053 - COMMUNITY AND FAMILY LIVING AMENDMENTS
OF 1983.

The Connecticut Counc!l on Mental Retardation Is an 11 member body,
appointed by the Governor to advise the State Commissioner of Mental Retarda
tion and to recommend legislation to the Governor and General Assembly.

This Council applauds any and all Congressional efforts to extend
Medicaid reimbursement to a wide array of community based services and
residential programs for severely handicapped persons. We recognize the
serious Inequities In federal funding of programs for mentally retarded
people, with funding much more easily available to Institutional programs
than it is for community-based residential facilities and programs. How-
ever, we oppose S 2053, as currently written, because it goes too far.
More specifically, we oppose the withdrawal of Medicaid reimbursement
of larger residential facilities. We do so for three reasons:

1) It is sheer folly to eliminate the existing system of reimbursement
to larger facilities in order to "encourage" states to provide
services in the community. Why not simply provide what hasn't
existed up to this time: Madicaid system that pays for community--
based services? State's don't have to be forced to develop com-
munity services with Medicaid funds. They need only be enabled

-to do so.

2) This bill chills state Investment in federal programs by punishing
those states who have made good faith investments in the current
Medicaid system.

What a message the Chafee bill sendsl "Tough luck," it says,
"Too bad that you invested heavily in physical plan improvements
in order to qualify for our old'passe Medicaid reimbursement
system. No matter that it was the only program option available
at the time. Too bad we haven't fully amortized your capital
expenditures like we promised. The rules of the game have

342 N.;rVr mmn Stre
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changed now. We don't like those big facilities anymore.
If you want federal funding you'll have to replace them with
the latest Congressional gimmick - the family size community
residence. Will we change our minds again a few years down
the road? Probably not, but only time will tell."

3) There is little, if any, empirical evlderce that ALL severely
disabled persons would be better served in small community facilities.
It would be highly irresponsible for Congress to eliminate funding
of a wide range of residential alternatives for those who would
benefit from them in order to support the group home rhetoric.

Essentially, the proponents of this bill seek to eliminate funding
from Institutions because they feel that institutions are utilized
too heavily. But the net result of their proposal would be overuse
of small community facilities. Group homes aren't for everyone
either.

A better, more rational, solution would be to provide for reimbursement
of a wide range of residential programs, but to require and fund
a state screening and monitoring system to ensure that clients
receive only that level of care which their needs dictate. Funding
would be contingent upon appropriate placement which could be
nel-ther too restrictive or too unstructured. This system, too,
would have to be phased In as the proper mix of alternatives
for individuals has not yet been completely developed in most
or all states.

In summary, the Council on Mental Retardation believes that the com-
munity focus of S 2053 is laudable but the bill goes much further than
is necessary or wise if its goal is to increase community service options
for severely handicapped persons. The amendments should be redrafted
to create fiscal Incentives for states to develop community-based programs.
Given such incentives, we are certain that states will accelerate that
already established trend toward development of smaller homelike residential
options and services at the local level. And states will also make use
of any available funds to develop services to support families In caring
for their disabled members and to permit handicapped persons to live as
independently as possible.

We support the Inclusion of state screening processes to ensure appro-
priate placement and of close federal monitoring of state use of Medicaid
funds under this program. But we vehemently oppose the statutory disenfrachise-
ment of thousands of people in larger facilities which Is threatened by
the current Chafee amendments. It is not wise, it is not human, and it
is not necessary.

Sincerely,

Herbert Barall, Chairman
Governor's Council on Mental Retardation

HD:C:eac
cc: Council members

83-270 0-84-29
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January 30, 1984

Mr. Roderick DeArment
Chief Counsl and Staff Director, Comittee on Finance
U. S. Senate, Room SD 219
Washington, D. C. 20510

Ret Prooosed Bill 0 52053 "Comnunity and Family Living Amendments of 1983"

Dea- Mr. DeArmnnti

I would like to eoon record s being opposed to the above bill. My brother
Jimmy cannot survive if te-abovbill becomes lawl Currently, Jiin, almost 42 years
of age, resides in Wisconsin's excellent Central Center for the Developmentally
Disabled in Madison. Re has been there for almost 24 years. Prior to being
institutonalized, he lived at home - with loving, caring parents, 2 sisters, and a
brother - in the community. He was institutionalized because as we all got older,
especially our parents, it became terrifyingly apparent that we as a family and the
community as a whole, could not continue to care for him properly.

While we were growing up, there were many things we could not do because there
were no facilities for Jiuy, many places we could not go because Jiumy was not
Wallowed." There were no ramps for his wheelchair to enable his passage into build-
inrs - whether the building's were the doctor's office, dentist's office, stores, movies,
anything. If we 4id manage to lift his chair into any place, he was frequently sub-
jected to stares and very cruel remarks. Now, more than 25 years later, and as a
mother of 4 healthy, normal, active children, I can appreciate the monumental task
my parents had in providing care for my brother. I also realize that coumuntiss (and
people) today are not prepared to provide care and facilities for citizens like my
brother any more than they were then.

The knowledge that he is well cared for and would be well cared for until his
death, made his institutionalization bearable for our whole family. This proposed bill
has destroyed this knowledge a.nd created confusion and much consternation - not only
in my family, but in other families with relatives in similar situations across the
country.

Jimmy cannot sit up, valk, talk, or care for himself in an way. But he does
enjoy his life at the Center tremendously. The Center provides this enjoyment - the
daily, constant stimulation of lots of people and their activities would cease if he
were subjected to "community living." Jimy is in a ward with 15 other residents with
similar afflictions. In addition to the aides, a nurse is on duty 24 hours a day. A
doctor is always available 24 hours a day. This particular institution consists of
10 buildings interconnected by wide underground tunnels; These tunnels enable residents
to move or be moved for various activities in safet. There is air conditioning; flooles
are heated allowing residents to lay down, crawl or roll about on special carts; there
is a well equipped hospital; there is a Braces Shop-very necessary for repairs, modifi-
cations, etc. to special wheelchairs and other equipment so residents with atrophied
limbs can tolerate sitting positions for several hours. All these services are right
there-on the premises- where they are needed and used - not spread out over miles in
many different directions as in the community. A move back into the community would
greatly disrupt and disturb Jimmy's happy life and in all probability - shorten it
considerably.

I thoroughly agree that some retarded belong in the community - but not all.
M)ST EMPHATICALLY NOT A1.1, And those that are in the community need a very well
educated community - not in the academic sense, but in the sense that the community
is aware of the special needs of these special people. This proposed bill, if enacted,
will undoubtedly go the way of the Poster Care program, people will volunteer, strictly
for the money. Our country's existing social and law enforcement agencies (at any level-
federal, state, local) cannot effectively police that program and provide a safe environ-
ment for "normal" citizens, how can they be expected to effectively police a program for
the retarded. Exploitation at its worst will be the name of the game.
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I ask that your committee investigate and understand the plight of the profoundly
through the mildly mentally retarded much more thoroughly before taking any further
action on this bill. Investigate the "burn out" rate of doctors, nurses, aides, and
others who work with these people. It is the highest burn out rate known. Investigate
too, the cost of oving them into the community. Many new housinR units will have to
be constructed. In order to convert existing houses to suit their needs, mary expensive
modifications will be needed on each dwelling. The cost will be staggering. The strain
on the existing community services and to the taxpayer, whose taxes (federal, state, and
local) will rise appreciably in order to pay for-the training and salaries of the
additional personnel that will be necessary. And what becomes of the existing facilities-
that our tax dollars have already paid for? Please investigate the future of these empty
buildings that cover acres in each state. Will the buildings be demolished and the
acreage used? In what way, by whom, at whose expense, at whose profit?

Please visit several different states institutions for the mentally retarded. Some
states have very poor facilities indeed. But on the other hand, states like Wisconsin,
Michigan, and Minnesota have excellent facilities and should not be closed down, federal
funding limited, or penalitbd in any way because of the poor administrations and/or lack
of state funding in other states. Institutions, like people, should be judged on their
individual merits or faults.

This bill denies the retarded and/or handicapped, their parents and/or guardians,
the choice of institutional oi-comunity living. This bill forces all back into the
community whether they want it or not, whether to their benefit or not, and whether to
the community's benefit or not. A very large portion of our tax dollars are presently
appropriated to social welfare programs. Much of this goes towards assistance (in some
form) for those who are physically and mentally able to care for themselves. It appears
to me that perhaps a better target for funding cuts can be found, while we as a society
continue to support and provide for the truly needy.

Sincerely,

Gail Y. Daniello
RR #5, Box 585, Rt. 37
New Fairfield, CT 06812
(203) 746-9867
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STATEMENT
OF

DIXON ASSOCIATION FOR RETARDED CITIZENS
IN OPPOSITION TG

UNITED STATES SENATE BILL 2053
SUBMITTED TO

SENATE FINANCE COMMITTEE
SUBCOMMITTEE ON HEALTH

By way of introduction, DARC is a non-profit organization

composed of parents, relatives, guardians and friends of

residents of the Dixon Developmental Center. Our organization

is 34 years old and has as its primary purpose promoting the

general welfare of the mentally retarded, wherever they may be,

and particularly those multiple handicapped at the Dixon

Developmental Center.

The Dixon Developmental Center is located in Dixon, Illinois,

a community of approximately 16,000 persons and, as you know,

the hometown of President Reagan. The current population of

the Dixon Developmental Center consists of 109 multiple

handicapped, developmentally disabled individuals, the youngest

of which is seventeen years of age.

The following chart summarizes the multiple handicaps which

are encountered by this population of 109 residents at the

Dixon Developmental Center.
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DISABI LITIES

POPULATION MENTAL RETARDATION SEIZURE DISORDERS

Not

Male Female Total Mild Moderate Severe Profound Controlled Controlled

73 36 109 13 22 11 62 18 13

AUTISM CEREBRAL PALSY

Mild or

Moderate Severe Mild Moderate Severe

1 0 14 7 0

The dominant group in this multiple handicapped setting are the

deaf, 41 residents, and the deaf-blind, 28 residents. However,

what is important is the recognition that each of these individuals

has, at a minimum, two handicaps, of which severe mental retardation is

just one. In essence, you are dealing with the severely retarded

multiple handicapped, developmentally disabled.

HEARING IMPAIRMENT VISION IMPAIRMENT OTHER

Hard-of Normal
Hearing Deaf Impaired Blind Intel.

60 15 6 30 1
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Our purpose here today is to give testimony opposing Senate Bill

2053. Upon review of Senate Bill 2053, one draws the conclusion

tha* it .s dedicated to ultimately closing down all state and

private institutions for the mentally retarded having more than

ten individuals. In this regard, we quote Senator Dave Durenberger:

'IS. 2053 would seek to provide more individualized services for

the severely disabled by shifting federal medicaid funds from

institutions for the disabled, primarily intermediate care

facilities (ICF's) and ICF's for the mentally retarded, to

community-based settings." While this may be a desired effect by

some, without medicaid funds, any institutional facility for the

mentally retarded could only provide custodial care-and none of

the programs that are necessary for the well-being of their

residents. In effect, these institutions become warehouses and

set back to the Middle-Ages the cause of the mentally retarded.

The Dixon Association for Retarded Citizens has not opposed the

moving of residents into "Community Facilities," but has been

insistent that these facilities provide the appropriate programmatic

and habilitative needs of the resident. However, experience has

demonstrated that those who are able to function in "Community

Facilities" are the mildly retarded. Further, these facilities

are programmed, designed and staffed to meet the needs of such

individuals. In the case of the more severely retarded multiple

handicapped, the experience is different.
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Yhen Governor Thompson, in January of 1982, announced the conversion

of the Dixon Developmental Center (DDC) into a prison, the Illinois

Association for Retarded Citizens, through its directors, attempted

to assure the parents at DDC that there were one thousand beds

available in the community to take care of the residents. Many

parents of DDC residents were not impressed with these pronouncements

and turned to the courts for assistance.

The end result of the legal maneuverings was that the Department

of Mental Health and Developmental Disabilities recognized its

responsibilities in this matter and implemented a process which

ensured that the retarded multiple handicapped residing at Dixon,

except for the deaf, deaf-blind, -and a few other severely retarded

multiple handicapped, were placed in appropriate settings which met

their programmatic and habilitative requirements. Respectfully,

we point out to this Senate Committee that of the approximately

seven hundred residents transferred, only twenty-five were able

to be placed in "Community Facilities," or approximately 3.5 percent;

the remaining were moved to other state facilities.

This case alone demonstrates the inability of "Community Facilities"

to meet the programmatic and habilitative needs of the retarded

multiple handicapped. The Association for Retarded Citizens

(National) and Illinois Association for Retarded Citizens do not seem to

recognize and appear determined to ignore the fact that community

living facilities do not meet the needs of a substantial number of the

retarded multiple handicapped. The facts point out that these people
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need a highly trained staff and dynamic programs within a

protective setting. At this point, and with all due respect

to the parties involved, we must point out that in this most

serious matter the Association for Retarded Citizens ('-Iational),

one of the driving forces behind this bill, does not speak for us

nor for an overwhelming number of the multiple handicapped,

developmentally disabled.

One of the outstanding areas of the Dixon Developmental Center

was the development of a program for the deaf and deaf-blind

retarded. This program had gained national attention and had

been looked upon by others as a model program. When Covernor

Thompson gave his statement on the conversion of the Dixon

Developmental Center into a prison, he also noted the unique

qualities of this program and announced that it would remain

in Dixon and be housed in a new facility.

The decision of Governor Thompson to retain this specialized

population at Dixon was based on the multiple needs of the

severly and profoundly, developmentally disabled deaf and

deaf-blind individuals currently residing at this facility

for whom there is no appropriate alternative residential

placement.
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At the present time, the Department of Mental Health and

Developmental Disabilities is proceeding with the development

of a new facility in Dixon which will be used as a state resource

in developing programs for the deaf and deaf-blind rer-.ced. This

facility will be built on a lovely 16-acre site which will contain

one administration building and seven residences, each complete

with dining, recreational and specialized training rooms, and

each housing sixteen persons.

This new facility is specifically designed for small individualized

groupings in a more normalized living envi 'onment. Since these

residential buildings are clustered, it is possible to maintain

the large group of specialized training staff who are necessary to

meet the needs of these residents. It would have been economically -

prohibitive and impossible to maintain this program and core of

highly specialized staff had the housing of these residents been

scattered over a larger geographical area.

When the conversion of the Dixon Developmental Center was announced,

the State of Illinois and the American Federation of State, County

and Municipal Employees Union met to discuss the deaf and deaf-blind

program. These meetings resulted in retaining the specialized staff,

which provided direct care services to these individuals, outside

the normal layoff process (last hired - first fired). The principles

involved in this decision were that these individuals had, had years

of specialized training and experience in working with the deaf and

deaf-blind, severely and profoundly mentally retarded individuals.
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Nowhere else in the state is there such a concentration of staff

wi-:h the specialized education and dedication to meet these needs.

This staff training not only includes providing basic care needs

for the severely and profoundly, developmentally disabled individual,

but also specialized training in manual communication for the deaf

and deaf-blind, which, incidentally, all the staff have.

The Dixon Developmental Center, in a residential setting, is structured

by the principles of normalization and provides habilitative training

in the areas of self-help skills, maladaptive behavior reduction,

communication skills, gross and-fine motor skills, socialization

skills and independent living skills within a protective environment.

The programs used for this training have been specifically designed

for use with the deaf and deaf-blind impaired, developmentally

disaDled population and have been refined over the course of several

years.

The Dixon Developmental Center staff responsible for the provision

of habilitative services, include two administrators (with clinical

backgrounds in social work and nursing), a psychologist, a

registered nurse, a social worker, two activity therapists, a speech

pathologist, an audiologist and a mental health specialist, as well

as a specially trained and highly dedicated group of mental health

technicians.
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In addition, Dixon Developmental Center recipients, where appropriate,

are enrolled in programs at Krieder Services, Inc., a CARF accredited

organization, in the areas of day care, work activity and workshop

programs, thus providing a coordinated hierarchical continuum of

habilitative service.

The lote professor of psychology Abraham Maslow set forth what he

considered five levels of human needs, and it is appropriate that

we examine these needs and how they are fulfilled at the Dixon

Developmental Center.

Level 1: PHYSIOLOGICAL NEEDS

Examples: Hunger, Thirst, Sleep, and Waste Elimination.

The deaf and deaf-blind multiple handicapped need

special assistance to assure that these needs are

met - these needs have been met at the Dixon

Developmental Center because of the specialized

training given the staff in both manual communication

and sensitivity to the problems of the multiple

handicapped deaf and deaf-blind.

Level 2: THE NEED FOR SAFETY AND SECURITY

Examples: Safe Shelter, a Sense of Home, Security from

Physical Threats and Loss of Property, and

Familiar Surroundings.

The deaf and deaf-blind multiple handicapped would

be overwhelmed in an urban surrounding - yet he or

she can attain this level within the protective

setting of the Dixon Developmental Center.
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Level 3: THE NEED FOR LOVE AND BELONGINGNESS

Examples: Companionship, the Care by Others, Social

Adaptation, and the Caring for Others.

The deaf and deaf-blind multiple handicapped

are able to achieve this level with their own

peers, and staff that can relate to their

special needs, as well as their families.

A "Community Facility" could not provide the

interaction of a homogeneous group nor the

specialized staff to meet these needs - both

of which exist at the Dixon Developmental Center.

Level 4: THE NEED FOR ESTEEM

Examples: Self-Respect and Personal Adequacy.

The deaf and deaf-blind multiple handicapped find

this in workshop programs and group activities

specifically designed to meet their special

requirements - these programs are in an action

mode at the Dixon Developmental Center.

In the heterogeneous setting most likely to

be found in a "Community Facility," it would

be almost impossible to final equivalent programs

for the deaf and deaf-blind multiple handicapped.
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Level 5: THE NEED FOR SELF-ACTUALIZATION

Examples: Accomplishment of Useful Tasks; e.g., Making

One's Bed, Washing One's Clothes, and Brushing

of Teeth.

-The deaf and deaf-blind multiple handicapped

can learn these skills in a collective setting

and under the supervision of specially trained

personnel. The deaf and deaf-blind multiple

handicapped are able to sense accomplishment

when performing these tasks in front of their

own peers. The Dixon Developmental Center

offers the setting and dedication for the

fulfillment of this level.

Students of human behavior would generally agree that an individual

who achieved these levels of human needs would adjust to his or her

setting and that this adjustment will-be-.even greater if that

individual has won the respect of his or heM peers.

In the case of the deaf, deaf-blind and other severely retarded

multiple handicapped, their peers are similarly low incident

handicapped - not us.

In conclusion, the passage of Senate Bill 2053 would destroy this

tremendous program and obliterate whatever progress these individuals

may have made toward attaining their dignity.

Therefore, we oppse passage of Senate Bill 2053.

Thank you.

Nicholas J. De Leonardis, President
Dixon Association for Retarded Citizens

8S-270 O-84- 30--
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STATEMENT OF LEONA FIALKOWSKI
IN SUPPORT OF S.2053

I am Leona Fialkowski of 5113 James Street, Philadelphia.

I wish to have my statement in support of S.2053 made part of

the record of the Hearings held on S.2053, the Conmunity and

Family Living Amendments Act.

I had the opportunity to attend the hearings on S.2053,

ard listen to the testimony of the experts and professionals on

the complex issues surrounding services for disabled and retarded

persons. I would like you to consider as well the views of par-

ents, who have attempted over a long period of time, to secure

appropriate services for their children. I am not a profes-

sional, I have no degrees or credentials, but from my life ex-

perience I believe I qualify as an expert in parenting and the

parents struggle to obtain appropriate services. I am 60 years

old and with my husband, now retired, have brought up 10 chil-

dren. Two of my sons, Walter and David, are severely handicap-

ped. David, age 22 who is still at home, will "graduate" from

high school next year. Walter, age 32, lives nearby in a com-

munity residence, and attends a workshop in Northeast Philadel-

phia.

When David and Walter were of school age, there was no

public school for them. If I wanted "education", my only choice

was an institution far from home. I did not know much about in-

stitutions in those days, but I did know that I did not want my

sons separated from their family. With no public school services
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available, we started our own school for children with severe

handicaps. Finally, as a result of Court action and the enact-

ment of federal law P. L. 94-142, David and Walter were accepted

into'public school.

While I was always concerned with the quality of education

for my sons, as they grew older I fully realized that the equally

important question was:"where do they go after they finish school".

For children as severely handicapped as Walter and David, the

likely answer was an institution. Throughout my years of advoca-

ting for my children and working with parents I came to know in-

stitutions. I know tie worst, like Pennhurst, where I served as

a parent advocate for residents; and I know the so-called good

institutions such as Woodhaven, where I serve on the Board of

Trustees. Despite all the professional debate about improving

institutions, it takes little more than a parent's common sense to

know that no institution is a substitute for home and family. Par-

ents have used institutions as a last resort because there are

no other alternatives.

As a parent who has struggled to keep our sons in the

family with us, and as a taxpayer, I am angry and upset when I

learn that my federal taxes go to support ICF institutions but

not for in-home support or community services. If I choose to

place my two sons in Woodhaven, an ICF institution for 300 de-

velopmentally disabled persons in Philadelphia, it would cost

at current ICF Medicaid rates over $180.00 a day for each, or

over $131,000 a year for both. The federal government would
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pick up more than half the cost. On the other hand, if I want

to keep my family together and in the community, I and other

parents must make do on our own and be continually told, "there

is no money, there are no programs, only waiting lists." If we

could have just a fraction of what the federal government is wil-

ling to spend if we institutionalize our children, local commun-

ities could support severely handicapped children and adults at

home and in the community. My sons are now young men. Many

parents of younger severely handicapped children, who thanks to

Congress have never been excluded from school programs, do not

realize what is waiting for them after the school years. If

Congress does not enact S.2053 or similar legislation, the fu-

ture will be more institutions, separated families, and a waste

of the years of investment in education of our handicapped young-

sters.

I urge you not to let S.2053 die. If there are problems

with the bill, correct them; but do not abandon those families

who have sacrificed in the past and urgently need support now.

Thank you for your consideration of my view.
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February 20, 1984

Tot Mr. Roderick A. De Arment, Chief Counsel
Senate Committee on Finance SD 219
Dirksen Office Bldg.
Washington, D. C. 20510

We are opposed to Senate Bill 2053 which discimin-
ates against profoundly retarded people and their parents
and guardians because,

I. It denies them the right to select the most normaliz-
in- : residential services in the community.

2. It denies states such as Wisconsin, which have superior
institutional programs, the right to provide a continuum
of care for all retarded people.
3. It denies Medicaid funding to states, such as Wisconsin,
which have been responsible in the use of that money.

In collusion, Between us we have had 67 years of
service in the Milwaukee Public Schools as teachers of
special and academic classes, counselors to disadvantaged
pupils, and as administrators; we know from experience
the compassionate and educational programs available to the
largest number of retarded people in the community.

Sincerely yours,

( Mr. and Mrs. Fred C. Gee )
3451 N. Frederick Avenue

Milwaukee, Wisconsin 53211
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Georgetown University Medical Center
OORMAN BUILDING

3500 RESERVOIR ROAD. NW.

WAIIHINGTON. D.C. 20007

DIPARTMMIY OF PIfIATRIfg

JOlX H A. EL ANTI. M.D.

Introduction

I am' Joseph A. 8ellanti, M.D. , a Professor of Pediatrics and Micro-

biology at Georgetown University School of Medicine. For the past 20

years I have been engaged in research, education and patient care ac-

tivities related to children. I this capacity I have provided care for

hundreds of children with various forms of chronic handicapping condi-

tions, including mental retardation. Many of these children have been

referred from residential institutions, such as Great Oaks facility in

Maryland, which have provided quality care to these children, many of

whom are severely and profundly mentally retarded. Included within this

testimony is a basis for my recommendation to the Subcommittee that both

residential institutions and community facilities are needed in a compre-

hensive system of care for the mentally retarded. The following is a

summary of the principal points included in this statement:

I

, Changing trends of placement of mentally retarded persons from pub-

lic institutions to residential placements in the community.

I Medical need for institutions in providing care for these most se-

riously involved - a need which cannot be met by residential placements in

the community.

DIVISION OF GEORGETOWN UNIVERSITY MEDICAL CENTER
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Need for a diversified approach of care for the mentally retarded in-

volving alternative facilities for the mentally retarded in respbnse to

the wide spectrum of severity of mental retardation ranging from minimal

involvement to those who are severely and profoundly affected.

* Reduction of medical and related services for mentally retarded

would not be cost-effective.

e The record of community facilities thus far is not reassuring.

t Will group homes envisaged by S. 2053 fall heir to the ills of the

nursing homes?

* Conclusion - the need for diversification of health care facilities

for the mentally retarded.
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1. Background: institutional and community oriented residential
facilities for the mentally retarded

in 1971, a Presidential Statement on Mental Retardation established a

goal of placing one-third of some 200,000 mentally retarded persons in public

institutions in residential placements in the community. The goal was based

on public recognition that large numbers of persons living in overcrowded

conditions in underfinanced public institutions might be better able to

lead richer and more rewarding lives in smaller residential settings in

the community. By June 1979 the number in such institutions had decreased

to about 140,000 and in 1982 this number had further declined to about

119,000. At the same time the number of mentally retarded persons living

in community based residential facilities increased from about 600 facilities

housing over 9,000 persons to nearly 5,000 facilities housing 62,000 persons.l/

While this goal was in the process of realization, Congress also

recognized the basic medical reality that residential Institutions will

continue to be needed in the spectrum of services that must be available

for the mentally retarded. As Senator Allan Cranston noted of the bill

which became the Developmental Disabilities Act, that bill:

recognizedizel) that the need for some long-term residential
programs will remain. The bill specifically provides that
where institutional programs are appropriate, adequate support
should be planned for them so that the necessary treatment and

1/ Longitudinal Study of Court-Ordered Deinstitutionalization of
Pennhurst Residents (Dec. 15, 1983). Federal funding helped play a part:

"Federal housing assistance program can be successfully
used to fund many of the types of housing in the community
needed by mentally disabled persons. Although housing assistance
legislation was amenled in 1974 to authorize assistance to mentally
disabled persons, surprislogly little federally funded hotising has
actually been extended to this population. The Roney is available,
however, and many of the roadblocks which have traditionally
prevented its use to fund needed housing for disabled persons
gradually are being removed."

Yohalem, "Federal Housing Programs for the Mentally Disabled," 2 PLI Legal
Rights of mentally Disabled Persons 1745 (1979).
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habilitation programs can be given residential patients to
develop their full potential."1/

2. A medical need for institutions for those most seriously involved

Congressional recognition of the continuing role that institutions

for the mentally retarded must play is based on some harsh medical facts.

While many retarded persons are endowed with the good health that may

allow them to function well in the community, there are tens of thousands

of others who regrettably are in a very different category. Crippled,

non-ambulatory, seizure-prone, unable to feed themselves or attend to

their basic needs, blind, deaf and without language, these persons are in

constant need of medical surveillance and attention. It is a tragic fact

that among a substantial proportion of the mentally retarded, nature has

not been content to visit only a single handicap upon its victims. It

has all too often struck with catastrophic effect and plagued these

people with multiple deficits. These occurrences are so frequent that

careful physicians who find themselves in the presence of one handicap,

whether at birth or subsequently, especially if manifested in severe or

profound form, will routinely search for a syndrome of handicaps and

problems. This phenomenon has long been recognized and is commonly

reflected in surveys of the handicapped- population.

Now the innate deficits that may be discovered in many mentally

retarded persons do not unfortunately exhaust the catalogue of illness

1/ 121 Cong. Rec. 16520 (1975).
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to which they are subject. They are at higher risk than the general

population to the ravages of infectious diseases as well. To take but

-one example, the incidence and mortality of respiratory disease in the

retarded is higher than in the general population and it is greater in

the more severely retarded than in the less retarded. Of all causes of

death among the retarded, respiratory disease has been documented

as the most frequent, especially in the profoundly mentally retarded.

The differences between the death rates for the profoundly mentally

retarded and other retarded persons in oomparlson to those rates for

the U.S. population as a whole are especially striking. Thus one study/

disclosed the foll6wing comparisons:

Age - standardized death rates/lO00

All deaths Resp. deaths Respirat

Profoundly mentally retarded

Other mentally retarded

U S.A.

40

15

9.5

27

9

0.4

specific death
ratios

66.7

50.1

4.2

ory-

The study noted that profound retardation was at particularly outstanding

risk when in combination with epilepsy, inability to ambulate, and

developmental cranial anomalies.

1/ Chaney, Eynan, Hiller, "CQmparison of Respiratory ortality in the
Profoundly entaLly Retarded and In the Less Retarded," 23 Journ. of Mental
Deficiency I (197Q).
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This state of affairs is but one Indicium of the need of a substantial

class of mentally retarded persons for a medically adequate setting.

3. Recognition of the need for a diversified approach involving
alternative facilities for the mentally retarded

It has long been recognized by professionals and others concerned

with the problems of the mentally retarded and other developmentally

disabled/ that these labels do not describe a single homogeneous class.

Rather they apply to a large number of dis1iarate individuals whose needs

require a spectrum of alternatives rather than a single panacea, however

beguiling-its appeal. Phillip Roos, a former Executive Director of the

National Association for Retarded Children (now Citizens), has vritten:2/

"***We must develop alternative plans and solutions, resisting
the temptation of simplifying life by selecting a single answer
to a problem.***"

"If we are to capitalize on this liberalizing trend in
our society, we must, of course, expand differentiated service
options so that selection among varied desirable alternatives
is indeed possible. Adequate funding is, of course, essential.
However, it is not sufficient. Standards and regulations which
determine funding patterns must encourage alternative service
models. We are tempted to adopt simplistic answers and to
encourage simple solutions while eliminating options. For
instance, there are voices raised today which clamor for the
complete abolition of residential institutions. Based on the
deplorable conditions currently existing in many institutions,
the temptation is indeed great to eliminate this possible

1/ The term "developmental disability" is defined at 42 U.S.C. 16001(7)
and includes mental retardation, cerebral palsy, epilepsy, autism and
learning disabilities.

2/ Roon, "Mentally Retairded Citizens: Chnliengces for the 1970's,"
23 Syracuse Lnw Review 1059, 1060, 1063, 1065-1912).
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alternative. Yet this solution is simplistic and is based on
emotional rather than on rational grounds. If we are to
capitalize on diversification we need to expand rather than
curtail possible alternative solutions."

Elizabeth H. Boggs, a former president of the same organization, has

also stressed the need for a multifaceted approach to the needs of the

mentally retarded:

"***Successful societies are students of ergonomics; they
fit the habitat to the inhabitants. If the inhabit-ants differ
from one another, then so should the habitats and even the
subcultures, ethnic or otherwise. In an era of divergent
life styles, it seems particularly ironic that we place such
stress on normalization for the retarded. Somehow the gap
between public policy and private preferences seems great
at times. Social reforms based on theoretical constructs
are still pursued with the same missionary zeal as was the
eugenics movement in times past."i/

The need for a diversity of approaches that is stressed by both

Mr. Roos and Mrs. Boggs requires recognition that the needs of the more

medically involved retarded must never be sacrificed in order to advance

the cause of those more advantaged in health.

4. Cost savings should not be realized by reducing medical and
related services

If health requirements for the most disadvantaged among the retarded

cannot be sacrified to ideology, should they be sacrificed to the more

mundane concerns of cost? Advocates of wholesale deinstitutionalization

have been Joined- by those who see in the movement the possibility of

conserving public revenues. A number of studies has been conducted to

ascertain the costs of public and community residential facilities but

they are far from uniform in their conclusions:

1/ "Who is Putting Whose Head in the Sand Or in the Clouds as the Case
Kay Be?" in Turnbull & Turnbull, Parents Speak Out 51, 64 (1978).
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"Over the past decade, there have been a number of studies
the relative costs of institutional and community residential
programs in an attempt to replace these presumptions with hard
data. Wieck and Bruininks (1980) provide an excellent review
of such studies. The results of these and more recent studies
are not conclusive. Some researchers indicate lower costs for
community alternatives (Murphy and Datel, 1976; Touche Ross and
Company, 1980; Temple University, 1982; Ray, Blessing, Bradley
and McCausland, 1982; Sullivan, Bosworth, and Nurney, 1983);
others are unable to find a consistent difference in costs in
favor of community programs or institutional programs (Mayeda
and Wat, 1975; Jones and Jones, 1976; Templeman, Gage, and
Fredricks, 1982). As noted by Wieck and pruininks (1980, p. 17)
"Opinions about the costs of residential services abound, while
rigorous studies remain difficult to design, implement, and
evaluate." 1/

In the Wieck and Bruininks2/ study just mentioned, another study (by

Mayeda and Wai) is summarized. The latter provides a distressing clue

as to the nature of the savings that might be ascribed to an exclusively

community oriented approach:

"One of the most carefully designed studies of comparisons
between community and public facilities was conducted by Mayeda
and Wai (1975). The model they employed aggregated costs over
six direct variables and one indirect cost variable including:
a) room and board, b) attendant services, c) special programs,
d) educational programs, f) support services, and g) general
administrative costs. By analyzing budgets of state hospitals
and regional centers in California, Florida, and Washington for
a six-month period in 1974 and 1975, Hayeda and Wai were able
to trace and record the total costs for services provided to
4,284 community and institutional residents."

The clue emerges-in the first two conclusions of the Mayeda and Wai

study: --

"***The first conclusion of this study was:

The cost of services to development-ally disabled persons
in state hospitals does not differ significantly from the
adjusted true costs of services in community settings provided
both groups are provided with a full array of needed services."
(underscoring supplied)

1/ Longitudinal Study of Court-Ordered Deinstitutionalization of
Pennhurst Residents 3 (dec. 15, 1983).

2/ Wieck and Bruininks, "The Cost of Public and Community Residential
Care for Mentally Retarded People in the U.S. (1980).
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In other words, if needed services are supplied to the mentally retarded,

there is no significant cost benefit in favor of a community setting.

That there may, in fact, be a cost differential arises from the fact

that less services are given to those who need them in the community

facilities. Nor can this be wholly ascribed to the elimination of

.unnecessary" services to what is most evidently not a pampered

population.

"The authors concluded:

The service utilization patterns in community settings
are lower than utilization patterns of services in state
hospitals due partially to the weaknesses of the coordinating
interface in community settings and differences in repayment
criteria and policies." (underscoring supplied)

In short, if "savings" are to be derived from a diminishment of services

that were until recently universally recognized as inadequate, then it is

those least able to defend themselves who will lose out. Predictably,

-these will not be the more highly functioning individuals with superior

health. The loss will fall disproportionately on those in precarious

health and with medical complications. The result is foreseeable:

With every decrease in medical and related services there will be a

parallel increase in the illness, suffering and mortality of the

severely and profoundly retarded.

5. Community facilities: the record thus far is not reassuring

This brings me to a consideration of how well the community

facilities are in fact working, for if the nation were to decide to

phase out its public residential institutions in accordance with the

mandate of S. 2053, it is these facilities that would form the bulwark
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and standard of the new system. The conclusion can only be preliminary

and tentative and I undertake it not as an adversary of community facilities

but rather as one who believes that, properly constituted and regulated,

they will contribute importantly to a comprehensive system of alternative

facilities for the mentally retarded.--

I regret to say that the conclusion is not unmixed. In the view of

one objective and sympathetic observer:

"***Only in a few states and a number of isolated communities
were there the support services and commitment necessary to
overcome inertia and planned opposition. Too many former
residents of institutions were rendered helpless by community
placements that were made without regard to the individual
needs of the disabled person. Too many individuals capable
of living outside the institution were never given the proper
opportunity to do so. Decentralization in many instances
made enforcement of the most basic humanitarian values
impossible; abuses were simply allowed to go on unchecked.
Even with the heartwarming examples of how deinstitutionalization,
when properly supported, has worked out well, the overwhelming
series of horror stories from across the United States has left
a bad impression in the minds of many policymakers.l/

As far back as 1976, Butterfield had sounded an alarm:

"***The question must be asked:

Are these released people faring better outside than they

were inside the institution?"2/

He 'noted the lack of objective Information about the quality and outcomes

of care provided. More recently comprehensive inquiries have been

undertaken in New York and California.

1/ "Summary and Analysis," American Bar Association Commission on the
Mentally Disabled, 5 tiental Disability Law Reporter 379 (Nov.-Dec. 1981).
2/ Butterfield, in ChanglvA Patterns in Residential Services for the

Mentally Retarded,. President's Committee on Mental Retardation 34 (1976).
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In New York since 1967, the number of mentally retarded persons

in public institutions has been reduced from 27,563 to approximately

14,000 in 1980. A study conducted by Wilier and Intagliata found

"A**wide variations in the quality of care and a poorly planned system

for determining community placements."I/ Etziont-was less cautious

in his assessment.2/

1 -"Study says New York's placement of mentally retarded in community
is poorly planned," A.B.A. Commission on the Mentally Disabled 5 Mental
Disability Law Reporter 52 (Jan.-Feb. 1981).

2/ Referring to the fortunate who are ambulatory, he wrote:

"For New Yorkers the 'deinstitutionalized' are familiar
fixtures. On .upper Broadway, for example, they line the
benches of the traffic islands, next to paper bags which
contain the full measure of their belongings. Others
scavenge trash baskets in the Bowery, or sleep in the
doorways in the Bloomingdale's- area." '_

Moreover, in seeking the cause of a basically good idea gone wrong, he
attempted to go to the heart of the matter:

"***you can repeat after Schumacher 'small is beautiful'
until all the big institutions are broken up into small
ones, but please also note that the greatest abuses occur
in the small ones. Thus horrid as the huge state institutions
are, many 'adult' residential halls and nursing homes, in which
many of the so-called 'detnstitutionalized' persons end up,
are more scandal-riddled and more abusive than anyone ever
charged any state institution of being. 'Small' here means
even more difficult to oversee, inspect, and keep tabs on,
than big, and hence even more unresponsive to reform.
Also, 'small' often means run on a profitmaking basis.
and these small institutions are often run not by normal
businessmen, but by profiteers. As Senator Frank Moss
said when he released a report on the boarding home
industry, prepared by the staff of the Senate Subcommittee
on Long-Term Care: 'Operators-understand that the way to
make n profit is to cut h ck on food, staff, bedding and
other vital services. Whatever Is not speit becomes profit."

Etzioni, "Deinstitutionalization...A Vastly Oversold Good Idea,"
Columbia 14, 17 (Spring 1978).
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In December, 1983 California released a comprehensive study of

its community care facilities. As long ago as 1975 in a study of

family-care homes with six or fewer residents and board and care

facilities in California, Edgerton stated:

"Some board and care facilities are open setting which provide
more nearly normalized experiences than large institutions
typically do. Host, however, are closed ghetto-like places,
whose residents are walled off from any access to community
life. Such places frequently lack most medical, psychological,
and recreational services and their amenities are few indeed.
the quality of life in the alternative care facilities we
have studied is highly variable, with evidence here and there
of exciting progress toward the goal of normalization. For
most mentally retarded people in this system, however, the
little institutions where they now reside appear to be no
better than the large ones from which they came, and some
are manifestly worse. (pp. 130-131)"1/

The recent study of the California State Commission has gone further:

"The first finding of this study is the most shocking:
California is tolerating the operation of numerous community
care facilities in deplorable conditions.2/

Now the California study was not confined to group homes for the retarded.

It examined a variety of different forms of community care facilities.

-1/ Edgerton, "Issues relating to the quality of life among mentally
retarded persons in Begab & Richardson, The Mentally Retarded in Society (1975)
quoted in Balla, "Relationship of Institution Size to Quality of Care:
A Review of the Literature," 81 Am. Journ. of Mental Deficiency 117 (1976).
2/ The report continued:

"The residents are subjected to physical and sexual
abuse, neglect, and generally unsafe living conditions.
As one representative of the community care industry observed,
'the conditions are far more severe than ever existed in
nursing homes fifteen years ago. It's a snake pit out there.'

The unfortunate difference is that few people, particularly
government officials, are aware of the unconscionable conditions
which thousands of community care residents, most of whom cannot
care for themselves, must live in each day."

Commission on California State Government Organization and Economy,
"Community Residential Care in Californiaf(Dec. 1983) at p. 21. See
also New York Times, January 16, 1984.

33-270 0-84- 81
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Of 22,000 community residential care facilities throughout the state,

18,000 (82%) were licensed for six or fewer residents. Of the latter,

approximately 4,000 housed the elderly and developmentally and mentally

disabled clients, while the remainder served foster care children. What

united the category under study was the absence of on-site medical care:

"It is 'nonmedical care' that places all these quite disparate
care options into the single category 'community care' for
purposes of licensing. The efforts of government to reduce
the high costs of professional long-term care for various
disabilities have led to this categorization and have thereby
stimulated the demand for increasing numbers of community care
beds. Individuals without medical training, but with their
own homes to offer as a resource, have come forward to supply
this care."

It is this aspect that particularly concerns me when I consider the

plight of those retarded, especially the profoundly and severely

affected, who frequently display the most medical complications and

enjoy only the most fragile health. With their hold on life tenuous

at best, little need be left to the imagination were their well-being

to be consigned to facilities whose proprietors, however well intentioned,

were distinguished by their lack of medical knowledge and skill.

6. Will the group homes envisaged by S. 2053 fall heir to the ills
of the nursing homes?

To most of us the term "group home" is new. This is the colloquial

description of the kind of community facility which S. 2053 would seek to

establish. Because of its novelty, it may be difficult to assimilate it

conceptually. One way of doing so would be to compare it briefly with

facilities with which we have more familiar associations. Consider the

nursing home.l/

I/ See Brown, "An Appraisal of the Nursing Home Enforcement Process,"
17-Arizona Law Rev. 304 (1975) from which the following analysis is drawn.
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There are currently in excess of 20,000 nursing homes in the

United States and their revenues exceed $7 billion, of which more than

one-half is public funds. Since the enactment of Medicare and Medicaid

in 1965 the nursing home industry has experienced rapid growtf.-

Over one million people live in nursing homes and most suffer from

several 4€roniic diseases. A substantial. number suffer from cerebral

arteriosclerosis which restricts the flow of blood to the brain. Many

of the residents must rely for help on others. Thus less than half can

walk or bathe by themselves and almost a half need help in dressing.

About ten per cent need help in eating. To some extent, then the

problems of these persons resemble those of the severely and profoundly

retarded.

As a general matter, nursing homes are facilities that provide

medical services to persons who do not need the extensive medical care

available in hospitals. There are two basic types of nursing homes.

One type is the "skilled nursing facility." It offers 24 hour nursing

care-under a registered nurse's supervision. There are more than 9,000

of these facilities with almost 650,000 beds. The second type of nursing

home is called an "intermediate care facility." It provides health-related

care to persons who need more than bed and board but less than that which

is furnished by the "skilled nursing facility." Both types of nursing

home. are regulated by the Department of Health and Human Services,

as well as by the states. I/

1/ There is a third facility which, although not truly a nursing home,
may be borne in mind as well. It is a custodial care facility sometimes
called a "bed and board home." It provides no nursing services, but only
custodial services such as aid in bathing, dressing and eating. Unlike
the true nursing homes, it is not eligible for reimbursement under
Medicare and Medicaid and is supervised only by the states.
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Professor Brown has supplied an evaluation of the nursing homes:

"In some homes, the care we desire is provided compassionately
and competently. In others, it is not. Indeed, evidence is
mounting that more than half the nursing homes in this nation
are abusing the public trust; patients are neglected or physically
abused, their money and property is stolen, their very lives are
endangered, and massive misuse of public funds is commonplace
in the Industry. Further, despite the nation's enormous moral
and monetary investment in the nursing home industry, public
agencies entrusted with the regulation of nursing homes have
been ineffectual In preventing these abuses."l/

While the nursing home is not an exact model for the "group home,"

certain features of the two are similar. Both would ordinarily have

homogenous populations, would ordinarily be located in the community

and would serve individuals (especially in the case of the severely

and profoundly retarded) who need more medical and medically related care

than the general population.

Although nursing homes are the recipients of substantial federal

funds and the subjects of federal regulation, experience has sadly

demonstrated that much is wanting in the services that they render to

their residents. Now the regulatory framework is more explicit in

regard to the type of medical care that must be provided to those

housed in nursing homes than to the type that would be required to

be provided to those who would be housed in the community facilities

that would be established if S. 2053 were enacted. Nor are the means

of enforcement of any federal standards that may be promulgated to

implement the vague criteria of S. 2053 concerning the provision of

1/ Ibid at p. 305.
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medical care any better than those that have hitherto proved inadequate

in respect of nursing homes.

Hany observers of the nursing home industry have suggested ways

in which federal standards of care might be enforced.l/ S. 2053

shows no evidence that its drafters have taken notice. If the

medical care mandated under S. 2053 is vaguer and the enforcement

procedures no better than those already developed for nursing homes,

I cannot be optimistic concerning the welfare of persons-who would

be transferred to the community facilities.

7. Conclusion

In conclusion, both residential institutions and community facilities

are needed in a comprehensive system of care for the mentally retarded.

Both need federal funding and federal regulation to assure that proper

medical and other standards are observed. Neither is a complete answer

in itself and they should be encouraged to play both complementary and

competing roles. The latter role is as important as the former for it

is only through competition that the one may serve as a quality control

upon the other. The former role cannot be dispensed with as long as we

recognize the harsh facts of medical reality: There are large numbers

of severely and profoundly mentally retarded persons with medical

complications who will always require the resources and specialized

care that only a high quality institution can offer.

/ See, e.g.: Brown, "An Appraisal of the Nursing Home Entorcement
Process," 17 Ariz. Law Rev. 304 (1975); Berman, "The Nursing [tome M4orass,"
17 Ariz. Law Rev. 357 (1975); "Governmental Regulation of Nursing Homes-
An Inquiry," Utah Law Rev. 270 (1973); Kemanis, "A Critical Evaluation of
the Federal Role in Nursing Home Quality Enforcement," 51 Univ. of Colorado
Law Rev. 607 (1979-1980); Regan, "A Quality Assurance System in Nursing
Homes," 53 Journal of Urban Law 153 (1975).
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"Experience should teach us to be most on our guard. .. when the
government's purposes are beneficent .... The greatest dangers
to liberty lurk in insidious encroachments by men of zeal,
well-meaning but without understanding." Olmastead v. United
States, 277 U.S. 438, 479 (1928) (Brandeis J., dissenting)

A bill (S. 2053) called "Community and Family Living Amendments of 1983"

has been introduced into the U.S. Senate. Its objective is to phase out, over

a period of ten to fifteen years, all institutions for the mentally retarded

with more than 15 residents by taking away their federal funding. It would

direct that this funding be put into smll group homes instead.

We are the parents of mentally retarded persons residing at Great

Oaks Center in Silver Spring, Haryland. We feel that some persons would

benefit by being in group homes but that other persons need the shelter

and specialized resources that only a quality institution can offer. It is

our belief that, in a free society, there should be a choice of arrangements

for the mentally retarded and that neither the federal government nor any

one else should dictate the type of arrangements. Both institutions and

group hoses have their place and should be supported by federal funds,

neither to the exclusion of the other. Both should be monitored, kept at

a high standard and constantly Improved In quality. Because S. 2053 fails

to recognize these important, points, we have serious reservations to that bill.

Our parents' association has taken the following resolution:

"It is resolved that it is the opinion of the Great Oaks
Association that every effort be made, including the amendment
of the proposed bill (S. 2053), to preserve Great Oaks Institution
and other Institutions that have comparable fine quality."

In our view, an amendment to the bill would have to make clear that:

(1) institutions for the mentally retarded would not be phased out,
but would continue to receive federal funding adequate for
their needs and would continue to be upgraded in quality;

(2) mandatory standards of care and inspection would have to be
inserted into the amended bill to assure quality care for
those retarded persons wh9 would live in community facilities;
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(3) effective means of enforcement of those standards of care that were
set out in the amended bill would have to be afforded, on behalf
of the retarded, to both the supervisory agencies and the families
of the retarded.

(1) There Is an important and continuing need for quality residential
institutions (in addition to group homes) and, accordingly, federal.
funding should not be withdrawn from the institutions.

For more than a decade important progress has been made in the care

of the mentally hiindicapped. Hundreds of million of dollars have been

invested through federally assisted funding of state programs in improving

residential institutions.l/ Simultaneously, large numbers of retarded persons

have taken up residence in community facilities.2/ Movement to community

facilities reflects the view that many retarded persons are able to

profit by living in the community in small group homes. This view is,

in turn, based on a -belief that "normalization" is the best policy and

that retarded persons should enjoyjhe "least restrictive conditions

appropriate to their needs."

While there Is general consensus on these points, differences of opinion

arise concerning their Implementation. Thus, Philip Roos, a former Executive

Director of the National Association for Retarded Citizens, has written that

1/ According to one estimate:

"In order to comply with federal ICF/MR standards, states
invested well over a billion dollars during the late 1970's
and earlier 1980's to improve the physical plants of public
institutions for the mentally retarded." National Assn. of
State Mental Retardation Program Directors, Inc., Position
Statement on S. 2053 at p. 4 (1984).

2/ From 194,650"in 1967, the number of mentally retarded persons living
in public residential facilities declined to about 119, 335 in 1982. Lakin,
Krantz etal., "One Hundred Years of Data on Populations of Public Residential
Facilities for Mentally Retarded People," 87 American Journal of Mental
Deficiency (1982).
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there are circuastancea in which an institution Is loas restrictive than a

group home:

"But how do we determine 'restrictiveness'? It say be naive
to asouse that the most 'normative' setting to necessarily the
least restrictive for everyone. What feels restrictive to one
person say feel unconstraining to another. A wheelchair is a
restriction to an ambulatory person, but it provides increased
freedom to a paraplegic. The problem is especially complicated
for persons suffering sensory or cognitive impairment. A setting
which provides freedom to a non-handicapped person say be more
restrictive to a handicapped person than a specially designed
prosthetic environment. And the problem is more complicated
still when the least restrictive alternative test is applied
to the larger social environment in which a retarded person
lives as opposed to facilities designed for specific programs.
A small group home nestled in a hostile neighborhood, even if
honorifically labeled as 'community care,' or a place 'in the
community,' say be considerably sore restrictive to its
residents than a small village-type facility in which retarded
residents are full participants in their own community, '
even if some might call that community an 'institution. The
ultimate complexity of the least restrictive alternative
analysis, however, may be that restrictiveness and freedom are
experiences of individuals, and th3t categorical determinations
of these stters will always be clumsy."l/

Writing of her institutionalized son, Elizabeth M. Boggs, a former president

of the National Association for Retarded Citizens, has noted:

"But what of the community environment? The community '
surrounding David's 'home' is the campus of the state school.
It is an ergonomic community; that is, one which has been planned
to suit the inhabitants. Its swimming pool is designed so that
any one can stand up in any part of it. There is a twenty-mile
hour speed limit on all its roads. Its doctors make house calls.
Its respite care arrangements are always available, that is, when
the parent surrogate has an emergency, another one is available.
There is a restaurant where no one stares at the sloppy eaters.
Nobody there thinks that it is inappropriate for a thirty-two-year-old
man to use a swing on the playground by choice; it is not considered
dehumanizing to let a man act like a child if he wants to. David
is not restricted by any such environmental taboos."

If Roos, "The Law and Mentally Retarded People: An Uncertain Future,"
31 Stanford Law Rev. 613, 622 (1979). (underlining provided)
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From his point of view this community is more facilitative
and more enhancing than the town half a mile down the road."I/

What is important to observe about these comments is that there is no

preordained form of living arrangement that is best for all retarded persons.

Smaller does not necessarily mean better:

"It has been assumed that, almost by definition, quality of
care for retarded individuals is superior in small institutions to
that in large central institutions. Unfortunately, there seems to
be little empirical basis for this assumption. "2/

Both residential institutions and group homes have advantages and disadvantages

both in general and in the particular. While some institutions are better

than some group homes, the converse is also certainly true. The answer

depends on the particular institution, the particular group home and the

needs of the particular retarded individual.

It is important to note that not all persons may benefit from living in

group homes and the welfare of many may actually require the specialized

resources and protection of a residential institution.3/ This is especially

true of the multiply handicapped and those with medical problems who

require an adequate medical setting in which nurses and doctors familiar

with the needs of the handicapped are at hand. Parents of these children

l/ Boggs, "Who is Putting Whose Head in the Sand Or in the Clouds as the
Case May be" in Turnbull & Turnbull, Parents Speak Out 63 (1978) (underlining
supplied)

2/ Balls, -Relationship of Institution Size to Quality of Care," 81
American Journal of Mental Deficiency 117 (1976).
3/ "Small residences with half a dozen clients may be unable to provide

specialized care and could isolate the severely retarded person more fully
than life in a larger institution***." Rose-Ackerman, "Mental Retardation
and society: The Ethics and Politics of Normalization," Ethics 81, 90
(Oct. 1982). (underlining provided)
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are only too aware of the problems of finding doctors and other specialists

in the community who are knowledgeable and willing to assist in the

specialized care and problems, of the severely and profoundly handicapped.

Attempting to get a house call for an ill non-ambulatory retarded person

or, conversely, attempting to transport him to a doctor's office can be

a frustrating and even tragic event.

Severely and profoundly retarded persons with multiple handicaps and

medical problems are not the only persons who may require the specialized

resources of an institution. Those persons afflicted vith behavioral

disorders may also require the shelter of an institution.l/ That these

persons are not insignificant in number can be noted from the concern of

professionals in regard to the increasing number of readmissions of

persons to residential institutions after an attempt by them to reside

in the community:

"Although there has been a steady decline in the number
of new admissions to public residential facilities since 1965,
there has also been an increase in the number of readmissions***
In 1964, the ratio of annual total readmissions to the average
population of public residential facilities was 1:113.6.
In 1969, this same ratio was 1:65.4 ***; in 1977, 1:27.0;
and in 1980, 1:25.6 ***"2/

1/ "The finding of more frequent affective behaviors among
those in jeopardy of placement failure suggest that group
homes may be less tolerant of, or capable of dealing with problems
stemming from chronic characterological traits
(affective behavior problems) than with episodic behavior
problems."

Jacobeon and Schwartz, "Personal and Service Characteristics Affecting Group
Hose Placement Success," 21 Mental Retardation 1, 5 (February 1983).
2/ Lakin, et.al, "New Admissions and Readmissions to a National Sample of

Public Residential Facilities," 88 American Journal of Mental Deficiency 12
(July 1983) (underlining supplied)
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(2) Detailed standards of care and inspection should be made a part of
any bill that seeks to obtain increased federal funding of community
facilities.

One grave deficiency of S. 2053 is that it is almost devoid of any

statutory standards to which group homes would be held in the kind of care

that they would be required to provide to their retarded residents. The

closest that the bill comes to setting standards are provisions that would

require States to enter into agreements concerning group homes:

(i) to assure that each resident has some sort of "written plans
of assistance" (Section 1918(h)(2)(D)) and of "medical assistance"
(Section 1918(I)(1) and

(ii) to meet "such standards of safety and sanitation" as are
established by the Secretary of Health and Human Resources
and state law (Section 1918(h)(2)(E)(i)).l/

To put this regrettable absence of real standards of care in proper

perspective, it is necessary to cosipare the experience of the retarded

in residential institutions.

There was a time when institutions operated in a relative vacuum

without the framework of clear standards of care. With a lack of adequate

funding and minimal staff, inhumane abuses became rife. Eventually, in

the historic case of Wyatt v. Stickne., 344 F. Supp. 387 (1972), a court

elaborated a set of express minimum standards of care that an institution

was required to meet. The order of the court covered thirteen pages of

explicit standards.

l/ In addition, the bill would require agreement to provisions that
would "ensure continuity of medical assistance for severely disabled
persons who reside in a facility or institution that ceases to provide
such assistance" (Section 1918(i)(1)B)). This is limited in its scope
to an institution or facility that once provided medical care to an
individual but then discontinued it.
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"The decree set forth standards guaranteeing basic patient
rights to privacy, presumption of competency, comunication with
outsiders, compensation for labor, freedom from unnecessary medica-
tion or restraint,_ and freedom from treatment or experimentation
without informed consent. Requirements were established governing
staff-to-patient ratios, educational opportunities, floor space,
sanitary facilities and nutrition. The court also ordered that
individual treatment plans be developed, that written medication
and restraint orders be filed, and that these be periodically
reviewed."1/

Among the most important provisions in the court order were minimum

staffing ratios based on those adopted by the American Psychiatric

Association which are reproduced below:

Severe/
Mild Moderate Profound

"Unit 60 60 60
(1) Psychologists 1:60 1:60 1:60
(2) Social Workers 1:60 1:60 1:60
(3) Special Educators (shall 1:15 1:10 1:30

include an equal number of
master's degree and bachelor's
degree holders in special
education)

(4) Vocational Therapists 1:60 1:60 1:60
(5) Recreational Therapists 1:60 1:60 1:60

(shall be master's degree
graduates from an accre-
dited program)

(6) Occupational Therapists - -- 1:60
(7) Registered Nurses 1:60 1:60 1:12
(8) Resident Care Workers 1:2.5 1:1.25 1:1

The following professional staff shall be fulltime employees of the
institution who shall not be assigned to a single unit but who shall
be available to meet the needs of any resident of the institution:

Physicians 1:200
Physical Therapists 1:100
Speech & Hearing Therapists 1:100
Dentists 1:200

Social Workers (shall be principally involved in the
placement of residents in the community and shall include
bachelor's degree graduates from an accredited program in
social work) 1:80

Chaplains 1:200"

1/ "Wyatt v. Stickney and the Right To Treatment," 86 Harvard Law
Review 1282 (1973).
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Subsequent to the Wyatt case, the federal government adopted a somewhat

watered down but detailed set of minimum standards by way of regulation for

public residential institutions for the mentally retarded which qualify for

medicaid assistance. These are set forth in 42 C.F.R. Section 442.400-442.516.

The standards apply to the civil rights of the residents, communication

between them and their families, health and safety, records, transfers

to other facilities, activities, personal possessions, discipline, physical,

chemical and mechanical restraint, behavior modification, hygiene, grooming,

grouping of residents, location, size and furnishing of bedrooms, bathrooms

and dining rooms, heating and ventilation, dental service, food and diet

requirements, medical, nursing and pharmacy services, as well as therapy,

social, psychological and speech and audiology services.

Standards such as those that were adopted by the Wyatt court and those

that appear in the federal regulations are absolutely essential to assure

the well-beilng of retarded persons. Without them, care deteriorates into

neglect and then into outright abuse. It Is no answer that group homes

will be different from institutions because they are small or because

they are located in the community or because they may have devoted employees.

Unless they are subject from the outset to rigid standards, they will

deteriorate, too. This is the lesson that California has recently learned

after a special state commission studied conditions in its community care

facilities.

After extensive investigations of the 22,000 community residential care

facilities in that State (of which 18,000 were licensed for six or fewer

residents) the California Commission stated:
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"The first finding of this study is the most shocking:
California is tolerating the operation of numerous community
care facilities in deplorable conditions. The residents are
subjected to physical and sexual abuse, neglect, and generally
unsafe living conditions. As one representative of the
community care industry observed, 'the conditions are far
more severe than ever existed in nursing homes fifteen years
ago. It's a snake pit out there.'

The unfortunate difference is that few people, particularly
government officials, are aware of the unconscionable conditions
which thousands of community care residents, most of whom cannot
care for themselves, must live in each day.

Members of the Little Hoover Commission visited facilities
and saw first-hand the dirt, the neglect, and the emptiness.l/

Proponents of S. 2053 may suggest that it would be cumbersome

and awkward to incorporate standards of care for community facilities

into a statute and that these should rather be left for the courts or

the administrative agencies to develop.2./ This is merely postponing

consideration of what should be the most important matter of any bill

that would extend community facilities. If there is a fear that the

standards, once established by statute, will become entrenched, so much

the bett. ;kV may be expressed as minimum standards that an

administrative agency may tighten (but not loosen) as conditions

indicate the appropriateness of such action.

Are minimum standards ever incorporated into a statute? Of course.

In fact, the U.S. Supreme Court noted that the Senate version of the bill

I/ Commission on California State Government Organization and Economy,
"Community Residential Care in California," at p. 1 (Dec. 1983) (hereafter
referred to as "California Report")

2/ See, e.g. Gilhool, "The Uses of Courts and Lawyers," Changing Patterns
in Residential Services for the Mentally Retarded 155, 170 (1976).
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which subsequently became the Developmentally Disabled Assistance and Bill

of Rights Act:

"***contained over 400 pages of detailed standards 'designed
to assist in the protection of the human rights guaranteed
under the Constitution.' S. Rep. No. 94-160, p. 34 (1975)."l/
(under lining provided)

Those who have the welfare of the retarded at heart should insist upon

the inclusion of standards of care in the bill from the outset.

(3) Real means of enforcement of standards of care that would be set
iut in an amended bill would have to be afforded, on behalf of the
retarded, to both the supervisory agencies and the families of the retarded.

A look at the enforcement provisions of S. 2053 shows them to be

sadly deficient. At most they seem to be but three vague and feeble provisions:

(i) Section 1918(f) provides that the Secretary may treat certain payments

made to a state as inappropriate;

(ii) Section 4 confines itself to reduction of certain funds if residential

institutions (but not community facilities) do not meet federal standards for

them;

(iii) Section 5 allows individuals to bring suit against a State plan,

but apparently not against a community facility which is in violation of

whatever vague standards may be found or deduced from the bill.

I/ Pennhurst State School and Hospital v. Halderman, 101 S.Ct. 1531 at
p. 1541 (1981). These standards were unfortunately lost when the House bill
was substituted in conference. See 2 U.S. Code Congressional and Administra-
tive News 961 (1975) at which the House Conference Report No. 94-473 noted:

"The Senate amendment, but not the House bill states the purpose
of the bill of rights to be establishing standards to assure the
humane care, treatment, habilitation and protection of mentally
retarded and other developmentally disabled individuals who are
served by residential and community facilities and agencies."
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The abseAce of real enforcement measures in the bill practically

guarantees that abuses in community facilities, if detected at all, will

go unchecked indefinitely.

Instead of creating a system of federally financed community facilities with

built in enforcement problems, would it oat make more sense to explore realistic

remedies? In the related area of nursing homes similar problems have been uncovered:

"If HEW's performance in enforcing standards has been ambivalent, the
efforts of many states have been aptly described as 'a national farce.'
The enforcement pattern is all too familiar: (1) the inspection force
is understaffed; (2) inspections are infrequent; (3) advance notice of
the inspection is routinely sent to the facility; (4) inspections are
cursory and ritualistic; (5) they concentrate on the physical plant
rather than patient care; and (6) adverse recommendations are ignored."I/

Professor Regan has addressed some of these problems with the following suggestions

for a workable system of inspection and enforcement. In such a system:

". Complaints against a facility, triggering the inspection-citation
system, may be filed by any person, not just the state agency.

2. No advance notice of an inspection should be given unless authorized
by an administrator of the agency or otherwise required by law. Public
employees giving advance notice in violation of law should be subject to
disciplinary action.

3. The complainant or his representative may be allowed to accompany
the inspector on his tour of the facility.

4. At least two classes of citations should be established, depending
on the degree of risk of death or serious physical harm that can result
from the violation. Different penalties would be attached to each class
of citation.

5. Each citation which has become final must be posted in a place or
places for a specified period in plain view of the patients, persons
visiting those patients, and persons who inquire about placement in
the facility.

I/ Regan, "Quality Assurance Systems in Nursing Homes," 53 Journal of Urban Law
153, 185 (1975).

33-270 0-84----32
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6. A report listing all***homes and the status of any citation
issued against them should be published periodically and made
available to the public.

7. All records pertaining to the citation should be open to
public inspection.

8. Retaliation against any patient or employee who participates
in the citation process should be prohibited.

***-I/

Those recommendations should be made a part of a system of inspection and

enforcement of group homes. They should be incorporated into any bill

which conditions the increased availability of federal assistance to states

for group homes. Moreover such procedures should be required to be in place

before federal funds are made available for this purpose.

The California Commission which disclosed the glaring deficiencies of

community facilities in that state also made a series of recommendations to put

teeth into the law which are worth noting. Among othtr things, it recommended

the following:

(i) the development of "***specific criteria regarding abusive or
life-threatening conditions in a community care facility that
indicate when***I the supervisory authority] should seek a temporary
suspension order with the intention of revoking the license."2/
The Commission further recommended the establishment of "***an
emergency fund, possibly out of increased fines***to provide for
the relocation and care of residents when***[the supervisory
agencyJ closes facilities on short notice."3/ -

(ii) Increased fines for violations. The Commission stated:

"If fines are to deter willful violations of law and regulations,
they must be high enough to make noncompliance a financial hard-
ship for the administrator.'4/

1/ Id. at pp. 193-194.
2/ California Report at p. 93.
3/ Id. at p. 94.
4/ Id. at p. 96.
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"We further recommend that fines for repeat violations be trebled."1/

"We recommend that***[the supervisory authority retain in its
own budget 50 percent of the total fines revenue to support
enforcement activities; we further recommend that the remaining
50 percent be used to support monitoring efforts by volunteers."2/

(iii) Require all licensees of community facilities to be bonded. The

Commission stated:

"We recommend that***all community care licenses***be bonded***."

"[The supervisory agencyJ***will have the right to collect the
fines from the bonding entity. When the amount owed for fines
exceeds the amount of the bond, we recommend that***[the
supervisory agency be required] 'to automatically initiate
license revocation proceedings."3/

(iv) Authorize the supervisory agency to place a community care

facility into receivership. This should

"***include a wide choice of receivers; a mechanism whereby
residents can request, or petition for, receivership; and
wide discretion to invoke receivership and determine the
duration of receivership in any given situation."4/

(v) Authorize the supervisory agency to develop a "crisis
team that could be sent to facilities that are experiencing
administrative failures, but which [itj***considers
redeemable. "5/

(vi) Private actions. The Commission recommended:

"Encourage Private Action Against Unsatisfactory Community
Care Facilities by Allowing Recovery of Legal Fees by
Attachments of Administrators' Property."6/

1/ Id. at p. 97.
2/ Ibid.
3/ Id. at p. 98.
4/ Id. at p. 99.
5/ Id. at p. 99.
/ -d. at p. 100.
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In our view, effective means of enforcement such as those set out

above should be required in any bill that would increase federal aidl/

to states in respect of group facilities. Only with these in place can

we rest assured that the welfare of the retarded will be safeguarded.

We believe these safeguards are necessary because the nature of a

decentralized system of small group homes, uncoordinated and without

the layers of supervision that exist in institutions, will otherwise

lead to a silent corrosion of care and responsibility. In the words

of Professor Etzioni:

"'Small'***means even more difficult to oversee, inspect,
and keep tabs on, than big, and hence even more unresponsive
to reform."2/

I/ Authority already exists for states to receive federal funding for
community facilities. Under current law the Secretary of Health and
Human Services may approve waiver requests submitted by states that
wish to provide medicaid-reimbursable home and community based services
to the mentally retarded. See Section 1915(c)(1) of the Social Security
Act, 42 U.S.C $1396n(c). In order for such a waiver to be granted, a
state must provide assurances, among other things, that "***necessary
safeguards (including adequate standards for provider participation)
have been taken to protect the health and welfare of individuals provided
services under the waiver and to assure financial accountability for
funds expended with respect to such services***." As of December 1983,
31 states had submitted a total of 48 such requests to the Secretary
which expressly sought authority to provide home and community care
services for the mentally retarded and developmentally handicapped.
Twenty-nine of these requests have been approved, three disapproved and
one rejected as of that date. See National Association of State Mental
Retardation Program Directors, Inc., Position Statement on S. 2053 at
p. 15 (Feb. 1984).
2/ Etzioni, "DeinstitutionalizatLon...A Vastly Oversold Good Idea,"

Columbia 14, 17 (Spring 1978).
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WRITTEN TESTIMONY ON SENATE BILL 2053-

COMMUNITY AND FAMILY LIVING AMENDMENTS OF 1983

Submitted by

The Parents Association
Hammond State School
Route 3, Box 165 P
Hammond,LA.

March S, 1984

Note:Request to qive verbal
testimony at Feb.27,1984
hearing was not granted.
This written statement
is submitted for the record
in accorddnce with normal
procedure In such cases.
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The Hammond State School

With Its 687 residents, this "awful" institution would seemingly be fair

game for the anti-institutioualists,many of whom seem to be obsessed with

the matter of size. Isn't this a lace with bars on the windows and

children lying neglected In crowded wards? The answer is a resounding

"No". The fact is that a devoted staff and an active Parents Association

have Joined together to make the school's environment as close as oossible

to a home-like atmosphere. While we feel that HSS is outstanding, we know

that other larqe institutions across the country -both public and private -

are doing a fine Job. We are sure that they can and will speak for

themselves.

Because "instirutions"have been unjustly maligned, we will devote oart of

this testimony to describe the character of HSS. The school Is located

about 60 miles outside New Orleans on 110 beautiful woodland acres

donated by a private citizen. It enjoys an excellent reputation, thanks

to sound, compassionate mananement, the cooneration of the Parents

Association, and a modern physical plant.

The first residential center for Vocational Rehabilitation residents

was the Seid Hendrix Memorial Center established at Hammond State School

in 1964. This center offers evaluation and work adjustment training

to young men and women housed there.

About ten years aqo. HSS began preparing for accreditation under the

Title XIX Program as an Intermediate Care Facility for the mentally retarded

This included renovation of the school's cottages at a cost of t3.5 million,

and completion of a new Section of Total Care. Accreditation was

awarded and is beina continuted in strict compliance with stringent

governmental standards. The cottages are so architectural arranged

as to enable the severely and orofoundly retarded oersons to live their lives
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as fully and as independently as possible.

HSS is the official. domicile of the Louisiana Special MlympicS

housing the Special Olympics staff. The school, active in this

area for several years, was partially resnonsible for the

International Games beinn held at Louisiana State University in

Raton Rouge in 1983. Particioants came from every state in

the United States. five U.S. Territories, and forty seven

foreign countries.

The school is presently in the process of doing a self-study with

the goal of becoming accredited by the Accreditation Council on

Mentally Retarded and Develoomentally Disabilities (ACMRO[1).

This is being done in cooperation with the Parent Association,which

Is represented on the committee conducting the study.

IISS was the first facility for the mentally retarded in the

country to form a JAYCEE Chapter. The Chapter has won numerous

awards for community work and other activities. The school asked

for and was granted special dispensation from the National

Office to have a Jayne Chapter. This was done even though the

National Bylaw s reouire a Jayne heing married to a JAYCFE.The

Jayne Chapter is also very active.

The school's Music Therapy Group has appeared on innumerable radio

and television programs. They have been quests on television

stations in New Orleans, and have made numerous appearances on

the Owane Graham "Morning in.Louisiana" Show, Channel 9,Baton Rouge,

La. They are in constant demand by many civic organizations,church

groups, Louisiana Conference of Social Welfare and by ARC oroups,
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AMMO Meetings, and have performed for the Governor at the State

Capital. A highlight was a visit to Washinqtnn,D.C.,when they

entertained the President In the White House.

The school's budget has grown from lo.ss than $1 million it,, the

present budget of approximately WA million. This reflects the steady

increases in services which today finds HSS with a full spectrum of

activities benefiting the retarded. The school is considered the

Epilepsy Center of the State and the only tracheotomy and qastrostomy

unit In Louisiana, housing some 40 residents.

Over the years, the Paeefts Association has worked very closely with

HSS officials to provide the best possible living environment for the

residents. Contributions included $67,onn toward construction of Am all

faith chapel, construction on nazebos throughout the campus, finaAnrJ.ng

of an annual Bible School, sponsorship of Christmas parties and parades,

purchases of wheelchairs, televisions and other appliances, providing

materials and furnishings for both the gymnasium and swimming pool,

subsidization of the Industrial Therapy Program and numerous other

activities. ( A partial list Is attached).

Residents are regularly entertained through picnics, trips to State

Fairs, football and other athletic contests, and various other outings.

A group of "Foster Grandparents" visit the school several times

each week to spend time with the residents. The school also has a

Parent-Surrogate Program with parents "adoptinq"children other than

their own, whose parents have expired. The participants visit requ)Arly

with the children, giving them Christmas and Rirthday presents, and

otherwise envokinq a feeling of family among them.
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Residents of Hammond State School

Level ?o. Percent

Prodouid 6 )2.6
Severe 114 16.6
Moderate 8? 11.9
Mild 45 A.6
Rorderllne 1 2.1

totals 687 100.0

A total of 265 residents, or 38.6% are non-ambulatory. Four

hundred or 58% are non-verbal. Those without self-help skills

total 275 or 40%. Of course, there are overlappinQs, with some having

more than one disability(e.g. blindness, deafness).

It Is difficult indeed to imagine that the majorityv of these

residents could function in a community setting, without the 24

hour attention that they require. Many would be easy prey for

murderers and rapists and would be in constant peril from things

normally considered as routine, such as crossing a busy street

unattended. Some would suffer the fate of heing a virtual prisoner

behind locked doors and windows. (A neighbor of a community home

recently noted that since the home opened seven months ago, no

one has seen the residents.)

It would be wonderful if these people could be mainstreamed and

striving for this goal would be admirable if such a goal were

attainable. But the truth is they wnuld he utterly lost in a

community setting. It is wrong to stereotype the retarded. There

are different degrees of retardation and what will work for one

will not work for another.
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- The Obsession with Size

S.2()53 provides that Community and Family livinq facilities will

not exceed three times the average household size In the areas In

which they are located. According to the National ARC, census

figures would therefore limit the size of these residences to 9

or 10 people. (Units now havinn uo to 1S residents would be

IArandfathered"in). In the oroc.ss of settinq up such homes

for all retarded citizens, Title XIX funds would be diverted

from units with more than 15 residents, thus eliminatina the

many excellent large scale State and private schools throughout

the country which are providing a service for the severely and

profoundly retarded that could by nn stretch of the imagination

be duplicated or even aoproached hy small community living nits.

Proponents of S.?053 seem to be obsessed with the idea that units of

more than 15 residents are, per se, verhoten. This hinhlv arbitrary

concept flies in the face of numerous studies to the contrary.

Rut formal studies aside, It should, be obvious that laroe is not

necessarily bad, .lust as small is not necessarily good.

Size of a facility is not as Important as other factors such as

the nature of social groupings. In larger institutions, the

residents encaae n'a more social behavioroarticularly with

peers and are more likely to have intense reciprocal friendships

than In smaller f~rilitlo,

Tho Coat Factor

A common contention of the antiinstitutional group is that

institutional care is far more costly than community-based

residence care. Little in the form of documentation has been
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offered In support of this position. What data has been

presented Is obsolete: moreover, the instiutional costs reported

inevitably include the full spectrum of services offered by

large institutions, while reflectinQ for the small units only

the cost of-housing,food and live-in staff. This is comparing

apples with oranges.

Despite this obvious distortion, some studies bave shown that

institutional costs are still lower than those for small homes.

Given the Economy of Scale princile, large units lboutd hive

lower unit costs, a factor commonly overlooked by those who would

insist that S.2053 would save money.

The fact is that no reliable cost data is now available. Per-

haps in any event cost should not be a primary issue in providinq

services to retarded people. Rutif' tis to be considered, a complete

objective study should be made by an independent group, moving

full consideration to the kinds of services avaiahle at both

types of living arrangments/and the number of cost units to which

overall expenses can be spread.

Communt - Based Residences

We are fully in favor of properly staffed and operated homes for

those retarded persons who would indeed function better In such

homes than In large-scale instiutions. As parents, we dearly

wish our children could fit into these homes, but from long and

painful experience, we know that this lust cannot be. (If it
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could. we would have our children in our own homes:).

We often hear of the abominable state of some community-hased

residences. Some are extremely unstable. closing abruptly without any

consideration of or orovision for the residents. What results are

forced transfers, which can he very unsettling to the persons involved.

Proper training is often lackinn, and nersonnel turnover can be

stanoerino. If all this can have a detrimental effect on the

moderately retarded person who miaht ordinarily fit in v;th a

properly operated home. imanine what this would do to the severely

and orofoundly retarded nersons. One authority found that the

most dramatic and tranic consenuence of the inability of profoundly

retarded people to adjust to even a single relocation from institution

to community living was an increased incidence of death. The National

Association and other orononents of S.953 should realize this and abstain

from oromoting a program which would exneriment with sociolonical ideas

rather than face reality.

Efforts to locate community homes are constantly beinq stymied by

neighborhood orouns who unfortunately, for various reasons, feel that

the presence of retarded Persons would somehow adversely affect their

property. One could possibly be sunportive of their position, if

severely and profoundly retarded lived In their neinhborhoods,not

because these unfortunate oeonle would eo anyone any harm but

because they would be in constant dancer of wanderino offoettinn

lost, and possibly beino Iniured or killed. Penardless of the

reasons for and the morality of the neighbors' Position, their stand
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represents a real and continuinq restraint on the location of

these homes in suitable neighborhoods.

Commercial interests are now offering community homes. One could

argue that one concern noerattnq several homes could throunh experience

become more proficient, but what will happen if a venture turns out to

be a money-losing proposition? Obviously it would be terminated, with

the residents being subjected to the trauma that goes with transfers.

The profit motive could encourage an operator to curtail services to

the detriment of the residents.

In this litiquous age, lawsuits involving defective care of the

severe and profoundly retarded would be rife. Government agencies as

well as community homes would be targets.

Implementation of S. 2053 would be an administrative nightmare.

Ptghts of the Severely and Profoundly Retarded

Retarded citizens are entitled to all citizenship rightsand in par-

ticular. to the freedom of choice of residential facilities that

best suit their particular needs. Proponents of S.2n53 will point

out that rany former Institutional residents expressed a preference

for community living. The fact' that they could respond to a

systematic interview would indicate that these persons were functioning

at a reasonably high level and no doubt did not belong in a large

multi-purpose facility in the first place. Compare this situation

with one Involving the severely retarded, many of whom cannot talk.
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Just as many of the moderately retarded belong in small homes.

practically all of the severlY and nrofoundlv retarded belong In ajn

environment that will best suit their needs. And this is an

environment with 24 hour availability of medical and nursino

services and the sophisticated enuloment and other facilities that qo

with these things.

At the national ARC convention In Detroit, a oanel of retarded

persons were featured,all'of whom spoke highly of community-

based homes. These articulate people made splendid presentations.

Proponents of S.2.53 had a retarded person testify in favor of the

legislation at the Senate hearing on February 77,19R4, and this

person also did an excellent iob. In both instances, the speakers

were no doubt thriving In their community settinns, with some

Possibly gainfully employed. We aonlaud this, and repeat that we

are strongly in fayor of properly run homes for the moderately

retarded. We only wish that all retarded oeonle could do as well

in these home, but we know that the severely and profoundly retarded

cannot.

Position of National ARC does not reflerct
that of all APC Chanters

In advocating S.2153,the national AOC wronoly implied that the

state ARC chapters also endorsed the lenislation. The fact is

that the states voted only to support the rinhts of the retarded

to live in community settings. The national group does not speak

for all state chapters, and certainly not for the narents of the
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severely and profniindlv retarded children who know from sad

experience that they could not function in small community-hfvfnn

units

At the recent ARC national convention in Oetroit,several states

ARC representatives vehemently protested the national nroup's''

endorsement.with some warninn that such unilaterlal actions

could split the ARC.

Community placement will not lead to Improvements
in functional levels

There is no clear evidence to support the relative suneriortiy

of community placementnarticularlv for the tyoes of severely

handicapped residents who constitute the hulk of the current

instiutional ponulattons, despite assumption to the contrary

reflected In the proposed leotslation.

The role of parents

Throughout history of the anti-institution movement, little if

any input has been asked of the narents of severely retarded

children. This type of anoroach Is usually taken by those

"profeSionals" who discount the oninions and feelinqs of

parents/ relying on their academic trainino that often leaves

little room for ludqements based on the out experiences of

parents. Rut to ignore parents and to write them off as not

beina emotionally conditioned to know what is really best for
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their own flesh and blood is not only unfair, but rather

foolish. It may come as a surprise to some that the narents

know more about their children than the orofes4rlonals do,

especially those experts who may have spent only a few minutes

or no time at all with the children.

One qood thing that has come out of the'anti-institution movement

and its climax in the draftinn of S..1 1, is that the parents are

now alerted as to what is noinn on, and their oresence is at

last heing felt. Parents Network and other qrnuns are in the

midst of programs informing the parents and educating those

well--meaninn people who do not have retarded children and are

therefore not aware of the need for Institutions thatnoble though

it may sound, the concept that all retarded persons should be In

community homes is wholly unrealistic. The parents are also letting

Washinqton know where they stand.

Summary. and Conclusions

We are strongly opposed to Senate Bill ?l53 for the followinQ

reasons!

I. it would divert Title XIX funds from larqe-scale institutions

to !flMll community-ylvinn units, resulting in the closure of

the former. Larqe scale schools -state and orivate -will always

be needed for the severely and nrofoundlv retarded who require 74

hour attention and the ready availability of medical and nursinn

care with the sophisticated enuipment that noes with these things.

Larne and small units are not mutually exclusive. Roth are
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needed. One cannot stereotyne the retarded which S.'nM tends to

do. There are different denrees of retardation, and what will

work for one will not work for another. And beinq bin is not

necessarily bad, lust as heinn small is not necessarily nnod.

). There is substantial opnosition to S.7nl. This comes from

State ARC chapters, and, more imnortantly, from parents nf

retarded children.

3. There is no question that some retarded nersons can function

well in small homes, and sufficient funds should he madp available

so that all persons in this catenorv Arp niven the oonortunitv of

living in properly operated community homes. But to aoolv this

premise across the board is sheer lunacy. It should be obvious

that If a severely retarded nerson could fit in with A community

lvinn situation, his parents wnud have him in their own home.

4. We maintain that an indenendent,thorounhlv objective cost

study would reveal that Per-diem costs of small homes would be

hlqhter than instiution costs. Those holding the onnosite position

use stale data which innores the Economy of Scale nrincinle, and

compares costs of a continuum of service available at lame

institutions with simple room and board costs of community homes.

What the prononents come un with is definitely slanted against

/llsti tutions.

5.The instability of community homes and the traumatic effect reassiq-

ment would have on retarded persons as homes abruot/v no out of

business. Attitude of neighborhood orouns onnosino location on

33-270 0-84- 33
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homes in their areas is already creating problems In locatino

retarded persons, with the lkllhood that the solution will lie

in opening these homes in less desirable areas.

6. It would be hiqhly arbitrary to dismantle schools which,

over the years have evolved into fine 1nstiutions simply to

test the idea of a relatively small nroup that instltutinns,oer se,

are bad and that small community homes will be the answer to

everythlnq.

7. The national ARC and other Qrouns wishine to mainstream

all retarded citizens, and ourselves really have a common qoal:

we want the best for these citizens. It is indeed unfortunate that

we are involved in a larre vs. small dichotomy. There really is

need for both types of environment. It is our hone that both

factions can unite in a proqram that will indeed benefit the

retarded citizens, includinn those that are severely and

profoundly retarded.

qhmitttd hv:

Parents AssociAtion

Hammond State School
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The following are am of the aooo lisebaets of the Parents Association
siam it was organised at the eod of 1964.

Our first project, financing a brightly painted, wooden fence for a play-
grd area, us"ed by the e11ler, tMlat7 childtm. This ha solace been re-
loated eNd replaced with a orme durable Met feuoe.

The next major undaziaking wa buying the colorful treotar tran and
coaches, that still give so m pleam. to the residents, am they ride ao
the grounds and in various parades I the senrrmdi ng area.

Through the years many different types of picnic tables and benes have
bee purchased and placed around the grounds for the convealeave of the residents
Md their visitors.

Funds were vipplied for the finishing materials and furnishlgs for both
the GyMMLU ad wim'ng Pool.

Needed materials were purchased to build the boat pavilion, near the gym-

To protect the residents and their visitors, from su and rain, fuds were given
to build the gazebos, that dot our c ud.

The Industrial Therapy progrin was able to be started because of our ability
to subeLdize this activity.

Much reded linens were supplied, during some of the past linen shortages.

Our All Faiths Chapel Building Fund raised $67,000.00 in addition to the
100,000.00 that Kr. Dillups contributed. This onabled us to build and opltAly

fur sh our Chapel and offices. in a matter of four years.

Our &anual vacation Bible school, organized by Brother T. V. Owen, is financed
fro the Chapel Pund.

Since building the Chapel we have improved the outside by creating a beauti-
fai little patio between the Chplain's offices and the Prayer Mom. We also
changed the ILghtng system and now have a ach brighter and prettier Interior.
Safety glass was Lntalled and a complete mound system that can be ued Ln and out
of the building was purchased.

The Chap el Fwd has paid the cost of fencing in our Cemtery, erecting a
lovely wrought iron etrance with the school's nme gand also build a beautful,
graiW nment, in honor of those residents who am buied there.

C.risraa is beautiful at the school. Thi is a time Of great ativity for
the children, staff, parents ad friends. A CthrList pared 10 orgaized Ad travels
the whole camsp so that all residents can view and eme the event. O0raItins
parties ar hold In all area with 22 Santa Claues the center attractLon.
Mrist~ms morning all residents who are unable to be at hmat receive a specLal
gift. The staff membrs are also rcamdaehed with a small Cl rsitu" ato.
This progem has beome such a tradition that all the res1ents look fomvd from
me emr to the next for this .eapon

o!
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Through the years ve have sugplied swc needed itm as washers, dryers,
air-conditioners. T. V.'o, electric fans, whlchalras, electric shaversl a -
kiln for oeremic@, C. a. radios and a special 1ms nwor for the play are"s.

we have been able to underwrite the pcblieatic. of the c"Onr's first s.lmm
and also generously contrLbuted to their WaskiDgtom trip.

Ivory yor we finamoially asiLt in the Bet Program.

We have added to wad aocmulatsd fm4. to provide two Station Wagons ad
a Copact car for the Soc il service Departmest. Thue axe used to transport
our residents to the various parts of tow that require traportatin.

We established a visual record of our past superintendent. Pictures of
Mr. X. Roy ogillio and Mr. Zdgar Lee Morgan, were made from ma photos and
Installed In the lobby of the school.

Our Legislative Comittee keeps in close contact vith our State and Federal
Legislators. They have been able to insure that tk school would not be without
natural gas duriDg the energy crises. They were LnstrLmental In having the school's
budget increased, when more direct care was needed for the children. Thoy also
petitioned the Governor for his aid in securing housing and financial help to
obtain the necessary medical personnel that was needed. Our political Lnvolvemet
is a most Important activity that requires the slwport of all our parents and
friends.

We are constantly trying to stake the public avare of the Haond State School
end educate tham to the needs of our children.

We have created a special fund to furnish a Weorks Activitys building that
the State has built for the school.

Saven pianos were bought to be able to have them n all areas# so that the
residents could be entertained with muAsic and song.

We have paid to have a train room built to house a cqWlete collection of
electxia trains, that was given for the enjoyment of the residents. This collection
will over en area of 64 square feet.

An area for outdoor picnics, has been developed, this means shelters, tables,
benches, barbecue pits and water facilities. This vs feel Is important s it will
provide a space where private gathearLgs can be had# right on the school grounds.

A very generous contribution was give to the Ofal Iws Kghoy 1 prmotioa
to raise fund for the international Special Olympioe.

in answer to an emeeancy plea from our 8tperimtadeat. fund were made
avalUable to purchase an auto lVe 04t to completee the Mit PCOVvi4e bY the State.

Many problems a needs within tta Oa".x.,d State fc~ml hae bee solved
by the Parents Assooition and the Coc, L, r oloely tqether, for the benefit
of the residents. This is the reason for Aoe.4atiem. first for the good of
the children, their welfare axd prco.t se , secoely to ad the school, our
parents sad guardians.
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Concerned Families
of 1azelwood facilityy

Mr. Chairman and members of the Health sub-committee. My name

is Louise Underwood and I represent over 1000 caring and concerned

families of the mentally retarded from the state of Kentucky.

These families are well satisfied with the care our children and

relatives receive i- our fine state and private residential

institutions for the mentally retarded. If I way, I'd like to

give you the results of our experiences with institutional care

and community care in Kentucky over the past 10 years.

As one of the leading states in developing community services for

the mentally retarded in the early 1970's, Kentucky started a

program called the "Circle of Care". T1h0 purpose or the prograin

was to place MR children back into communities under the supervis-

ion of Regional Comprehensive Care Centers. At face Value the

program appeared to be a good one but after operating about three

years it was abandoned. Poor monitoring, excessive cost, and

self interest resulted in inadequate care, neglect and even death

for some of our helpless MR children. Some are alive today

because they were fortunate enough to be returned to the safety

of our state residential facilities.

In 1975, Kentucky began another well-meaning deinstitutionalization

effort called the "New Diructions Progra"t". Again, iilliuns and

millions of dollars were poured into another program designed to

care for the mentally retarded in-the community. This tine the

state's child welfare department's social workers were plugged into

the system to assist the comprehensive care centers social workers

I
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inl muuilitoriiig pla umetiiis slLci Lha th l idr ii jel'L the Stael insLiLtL-

ions. The program looked great on paper! Part of the program

involved placing profoundly retarded, no a iaibulatory children into

the vcry.best community killed nursing facilities. However, before

long problems began to develop. Monitoring by inexperienced social

workers, conflict between agencies, improper or inadequate placements

and increasing cost all began to lead to neglect and rapid movement

from one type of placement to another. Children became lost in the

system. Our Hazelwood children who were placed into very fine

community, skilled nursing facilities started to deteriorate and

some began to die. One of our friends at the facility did a study

and found that the life expectancy of a profoundly retarded, non-

ambulatory person with no self help skills and who had chronic

medical problems had a life expectancy of 8.8 months after leaving

Hazelwood. A similar type of child at the facility but one who was

too weak to be placed into the community, had a life span of 2.3

YEARS at Hazelwood. I want to emphasize that only the healthiest

and strongest left Hazelwood for community placement. Once they

were in the community, their life spans were dramatically shortened.

In April 1978, Roger T. ( an 18 year old young man) was placed out

of Hazelwood into a very good community skilled nursing facility

which specialized in caring for s"ch pvr.o n. IFivc days a l'tr Ie ,ving;

Hazelwood, he died. Roger's death and the deaths of others resulted

in a suit against the state of Kentucky. Biccause the state agreed

to halt such commune ity placeents the suit was dropped. This timec
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it had taken the lives of some of our fatallyy retrded children

to inform the professionals what we as parents and relatives had

already known. That is --- If our children could have been

adequately cared for in the community, we would have kept them

at home with us in the first place!!

In 1979 Kentucky began a third deinstitutionalization effort and

called it tiLe "New Neighburs Prograi". Aga in , tilL state had tiLe

non-profit, comprehensive care centers playing a major role in

the program. This time, however, the state's own Child Welfare

social workers were not included in the after placement monitoring

process. In previous deinstitutionalization efforts these state

social workers had made the comprehensive care centers too uncom-

fortable by reporting too many problems. I should like to remind

you that these community comprehensive care centers are now functionin

at less than SO capacity then when they were back in the days of

plenty. Some in Kentucky have taken bankruptcies and others are

fighting for their financial survival. Staff have been reduced,

personnel turnovers are frequent and funding sources are becomming

increasingly uncertain. In spite of all this instability, Kentucky's

Division for Community Services again contracted with the Comprehen-

sive Care Agencies and continues to use them to develop placement

sites and then to do their own monitoring. It is quite believable

that the Comprehensive Care Centers are not going to find fault

with a program from which they financially benefit and it is conceiv-

able that the state's Division mayJicsitate to criticize its own

program if things don't go well. Again, tire vell'a re of our children
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is exposed! This timv tihe state sucial workers arc iiut in the field

to m11On1itor what is happening to our children. Twice before,

deinstitutionalization programs could not function even in times of

better funding, more personnel and more resources so it is no wonder

that we have again began to hear of abuse and neglect. Recently

we were able to obtain a few sample reports concerning some of the

children placed into community placements from state residential

institutions unuer the New Neighbors Program. I ha'e attached copies

of these reports to materials I gave to the committee. These reports

show that many of the community placements are anything but successful

when you compare the care these MR persons received in our state

residential institutions.

lie parents and relatives of the mentally retarded in state and private

institutions number over 1000 families in Kentucky. We have had

extensive experiences with community placements. We know that comm-

unity placements are not appropriate for all types of mentally

retarded children. Ile know that there is a significant difference

between the following:

I) A profoundly retarded child.
2) A profoundly retarded child who is non-ambulatory and who has

minimal self-help skills.
3) A profoundly retarded child who is non-ambulatory and who has

minimal or no self-help skills and who is further effected by
chronic medical problems. Children to whom a common cold becomes
life threatening pneumonia because their irmunological defense
systems function poorly.

Many authors of community MR Frograms deal with the later two catagories

of MR children by omission. As an example, 1 am including to the

committee a copy of one such program designer's definitions of various

classifications of Mental Retardation. In it he completely ignores
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the existance of the very type of child that fills our llazelwood

facility. Such children as these make up app)roximately 10-I5' of

all mentally retarded children. Such children would die without

inte:tsive, ongoing and well-monitored care as is found in Kentucky's

sta:e residential institutions.

This type of mentally retarded child cannot be successfully placed

into community settinjgs unless tax payers are ready to spend

upwards of $40,000. PER YEAR per child (just to start the placement).

Attached is a copy of correspondence identifying this amount as the

cost for one of Hazelwood's residents who was to be placed into the

community. The cost of care for this young titan was computed by

Kentucky's Division for Community Services who are very eager to

place children out of our fine state institutions. Knowing then as

I do, I would say the figures probably fall short of the true cost

of community care for this person. Since this particular resident

of lazelwood is one of our few higher functioning individuals who

has no medical problems, community care very well may be appropriate

for him. But ---- considering cost by itself---this young Mall

has available to him at Hazelwood every conceivable type of service,

therapy, medical care and teaching staff at a cost of $23,000. per

year. The price for providing in the community such resources as

is available to him at Hazelwood would exceed $100,000. per year if

you could get it. But you can't get it in the community. How mn-'ny

of you know doctors, psychologist or physical therapists who make

house calls? In some areas of Kentucky there is not a doctor for

SO miles and not a physical therapist for 70 or more. Tho Hazelwood

children of whom I speak not only require ongoing pret-ltivmye 'med ik.l
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Cure bui t 1WdiCill trIe: tIllent tLit Must be rapidly available i f it is

to be effective.

Another type of mentally retarded person poorly suited for community

placenent is one who has severe behavioral problems. Some mild

behavior problems may be successful but I am concerned about the

more severe situations. I am giving the committee copies of sample

reports I obtained which show what has happened to such mentally

retarded persons and to the individuals who cared for them. Imagine

the actual cost of taking care of a MR person with severe behavioral

problems in the community whereby sometimes one-to-one care around

the clock is not sufficient.

MY POINTS OF CONCERN ARE THESE:

I- Community care is NOT less expensive than institutional care for

some children. Indeed, it is far more costly than institutional

ca re.

2- Institutibnal care can provide more services at a lesser cost for

many children because all services are located in the same facility.

This is especially true for MR children who require a higher level

of care.

3- There are insufficient numbers of doctors & therapists available

in all communities, to travel from home to home in order to provide

good care. Even if there were, the cost would be out of sight.

4. Community care programs for the mentally retarded handled through

the Compreheiisive Care Centers have not been is successful as the
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various Associations for Retarded Citizens' Public Relations

muin would have you believe. Kuentucky his goui through Lilluc

such efforts and spent millions of dollars with little to show

in proportion to the amount it used.

S. Effective Commiunity care programs for the Mcnt. !ly Retarded

must be operated directly by state agencies who are directly

responsible for themn. Contracting out for sCrvices , even

with the best monitoring system, still adds excessive layers

of administrative cost. An example: The state division for

-community services in Kentucky contracts with the Seven

Counties Comprehensive Care Centers for community services.

The comprehensive care center subcontracts with the Council

Ior Retarded Citizens for these services. The CoMIilCil ther

subcontracts with Community Living, Inc. who finally gets

the job done. Imagine how much money is wasted through all

these layers of administrative contracting. There are simply

too many fingers in the piel Community care for the mentally

retarded is becomming a very large and lucrative business. It

provides a solution for various organizations who are eager

to maintain their financial security and expand their areas

of influence .... and this is not always in the best interest

of the mentally retarded child.

6. It is no more correct to say that one form of care is right

for all types of mentally retarded children that it is to say

only one form of medication is correct for all forms of illness.

7. This is but another effort, on the part of pro.ession.ils who

favor deinstitutionalization, to try to close our linc staLte
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and private institutions. We have dealt with these Associations

for the Retarded for years and although their strategies change

their ultimate goal remains the same. At home I have a

newspaper clipping from several years ago that quotes one

of the Association's officials. It boldly states:

"in our plans there is no room for
institutions, large or small".

I can assure you that this association does not speak for

over 1000 fCamilies in Kentucky who want good institutional

care for their children, such as we have in Kentucky.

8. If Senate Bill 2053 is approved, I can assure you the cost of

care for the mentally retarded will greatly increase while

the quality of care will shrink. The victims will be our

ch i ld ren !

In closing, I should like to offer a few suggestions that might

continue the same level of services and at the sare time reduce

the cost of such services:

A/ There are many MRI persons who do not require ICF/MR level

of care and who would do well in a lower level of care such

as PERSONAL CARi with attached MR programming (PC/MIR). Personal

care is less expensive than Intermediate Care. Such o level

of care could be offered both in institutions and in the

commune i ty.

B/ Establish a level of care higher than the current ICl/MlM

level. Such a level could be called Skilled Nursing IR

(SN/NR). This level would emphasize skilled nursing Mind ;IW('l,
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care with programs to provide stimulation for the purpose of

preventing regression. iHeavy/intensc training in self help

skills would not be necessary here because many of these children

function at less than a one year level. With permanently

damaged nerves and muscles, the expectations of these children

developing self help skills is remote, at best. Since

intense programming and training accounts for 65 to 70t of

the cost of operating an ICF/MR, a significant reduction in

cost could be realized.

C/ Public law 94-142 is excellent for the handicapped and some

higher functioning MlR children. But for profoundly retarded

children who are non-ambulatory, who have no ability to comm-

unicate, who have no self help skills, who are chronically

ill and who, because of permanent brain damage, function at

less than one year level and who will always be dependent---

I feel that busing such children as these to school across

town on cold winter mornings is not normalization but speaks

more of child abuse. Yet, we do this very thing to some 70

children at Hazelwood each day because the officials say we

must do it to..obey the law. Some of these children who require

physical therapy inorder to stop contractures from developing,

must wait to receive the therapy until their little tired

bodies arrive back at lazelwood, late in the day. The very

programs these schools offer (as well as the various therapies

which they do not) arc all available at lazelwood AT A FAIt

LESSER COST.

D/ Kentucky recejntl), st,; it d providiig ;in option f'o) Medt.;1I

Assistatnce tO INay Ci tie fon care in institutions 01' I'o c.it,
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in the community. It is called Alternative Intermediate

Services/Mental Retardation or AIS/MR for short. In other

words, the state has just begun to financially support u

system of care suited to the needs of the mentally retarded

individual. Provided it does nlot become too costly, I

believe this is the answer to the care that all of our

mentally retarded children require.

1 thank you for your time in letting me express the feelings

of our many Kentucky families. As you know, we are people

who must work for a living and must take time from work to

plead the needs of our children. Since we are not endowed

like the various Associations, I car, say as parents and

relatives of the mentally retarded, that our concerns are

sincere and without any motive other than good care for our

very special children.

-Louise Underwood
President, Concerned Families

of hazelwood Facility

February 27, 1984

Address: 3129-Bank St
Louisville, Ky; 40212
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FOR COMON17Y PLACEMENT AFTER RETURNING TO HAZELWOOD

FRht COMAN7ITY PlAC E.inr

,,, 11



522

CO&VAOMWTH Of KENTUKcY

OFFICE FOR PUBLIC ADVOCACY
SuLI Ofte W |S &mn. frinkot Feucky 40601

Proteclwo ed Advoccy OrmswcnOW( 69roce PubkCW D vtsd~j564.37 ivnWW Bnch $64-)754
-64.3765

July 25, 1983

Dr. Jeff Strully
Seven Counties Services(iur
Box 628
Stark Building
Louisville# Kentucky 40203

Dear Dr. Strullyi

I am a bit confused about the status of
application to the Aw8/nR program. As I mentioned to you# I wastold by Xr. Bill Draper that mu edtimated oost for oommunity
living has boon oeF4 4 $40,000. I was later informed that adoisiowTW n iot 60" eoen Ma o on acceptance tothis program. Please advise me if a decision has been made, ifthe cost estimate has been establishedt and if those seven
residential slots are taken.

I understand that there may be some expensive initial kLJs in
moving into his own apartment. Xarly next week I willbe receiving a report from Uaselwood ICF/MR as to what equipment
belongs to MW already and the purchase cost of any equipment
might need and does not own. I am also eager to work with No.Cassidy in identifying other resources in helping MW establishhimself in a new home in an inexpensive manner.

I would hope that before a final decision as to costs or
acceptance is made from your agency that you would allow
S time to obtain another cost estimate if deemed necessary,
and to speak with you about the quality of the living situation
0 chooses to place himself in. I would assume that you wouldgive his guardian and myself as his representative that same
opportunity.

care cost $23,000 per year as opposed
to $40,000 per year plus initial cost
of moving & setting up the apartment
plus med ical needs.
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I am sure that we can work together to ensure that the procedures
taken to determine his eligibility ire working towards 0's
benefit.

Sincerely,

Pam Clay, Rem dental Advooate

Protection and Advooaoy Division

PC/cyd

Ms. Paula Corbett

33-270 0-84-34
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MARCH 14, 1978

82 Residents who have been placed out of Hazelwood from
6/1/71 to 3/14/78

-5 Returned to Hazelwood after placement (did not meet
criteria, etc.)

77 Permanent transfers
-1 Residents not admitted to Hazelwood for treatment but

only for "holdover" until they could be sent to TIP home.

76 Residents transferred

15 died since transfer. Life span for those who died
is 8.8 months (average). 20% mortality rate for placed

residents.

376 Total admissions to Hazelwood

-12 Respite care cases admitted

364

-76 Transferred from Hazelwood

288 Net Hazelwood admissions

38 Died at Hazelwood. Life span for those who died
is 2 years (average)

13 % mortality rate for Hazelwood Population

OF THOSE TRANSFERRED FROM HAZELWOOD:

Life span during stay at Hazelwood 2.31 years
Life span at transfer facility (nursing home) 8.8 months.

It should be noted that 14 transfers have been made within
the past 8 weeks. Although these 14 have been considered in
this report, such a recent concentration of placements (which
is unusual) artificially decreases the mortality rate of placed
residents. Prior to 8 weeks ago, placement mortality rate
was 22.58%.

The 15 deaths (of residents transferred) are cases of which
Hazelwood is aware. It is very probable that other deaths
have occurred of which we are not aware. No surveys have been
made during the past three months during which deaths of
placed residents also may have occurred.



DEATHS AFTER PLACEMENT

INPATIENT YRS
AT HAZELWOOD

TRANSFER YEARS OF LIFE
DATE AFTER TRANSFER DEATH BIRTHDATE

SCHRICHTE,JOAN

MEREDITH, LOTTIE

RICKETSON, LORENE

REYNOLDS, SARAH

CRANE, MAYME

SUMMIT, ROBERT THOMAS

ROUNDTREE, EDWARD MARTIN

BRYANT, CHARLES :KEVIN

TORSTRICK, AUGUSTA

WILBOITE, SANDRA GAYLE

CROWELL, JONAS WESLEY, JR.

ROGERS, JOSEPH JULIAN

TURNER, DONNIE LEE

REYNOLDS, KAREN

MORGAN, TIMOTHY

AVERAGE ......... 2.31
inpatient years of life
at Hazelwood

AVERAGE... o.73
years of life
after transfer
from Haze wood

AVERAGE.. 34.46
age at death

NAME
ADM.
DATE

AGE
AT DEATH

11/13/72

07/10/73

07/12/73

08/25/72

07/12/73

11/27/73

08/04/71

04/12/73

08/25/72

08/12/71

04/16/73

04/03/73

06/11/73

05/10/73

07/24/75

.90

.23

.36
1.43

.72

.61

3.01
2.52
3.63
4.81
3.38
3.56
3.42

4.06

2.04

10/09/73

10/22/73

11/21/73

02/01/74

04/02/74

07/11/74

08/09/74

10/20/75

04/13/76

06/04/76

09/02/76

10/27/76

11/12/76

05/31/77

08/10/77

1.06
2.73

.02

.17

.51

.08
1.62

1.37
.25
.07

1.07

1.11

.46

.13

.37

11/01/74

07/18/76

11/30/73

04/06/74
10/06/74

08/12/74

03/23/76

03/06/77

07/15/76

07/02/76

09/30/77
12/09/77

04/29/77

07/21/77

12/25/77

05/31/29
03/08/11
03110/09

02/06/30

02/24/27

10/02/47

08/31/51

07/27/62

03/12/18

04/29/50

02/15/61
07/22/39

07/05/59

04/05/53

04/21/68

45

65

64

44

47

26

24
14

58

26

16

38

17

24

09

0'



NAME

Averbeck, Todd Alexander
Jessee, Linda Gayle
Johnson, Ray
Browning, Katherine
Reed, Carrie Etta
Webater, Stanley Michael
tielah, Donald Edward
Boone, Deborah Knren
Sexton, Carl Lynn
Livingston, Vickie Lynn
Cock@, Cynthia Ann
Bllandford, Wands Lou
Irolenan, Andrvw lBerintt
Woods, hark Nickolas
Crenshaw, Gary Wayne
Policy, Alma
Drake, Felecia Frederick
Richardson, Floyd E.
Spatinhoward,-Tbatha Carol
Bradford, Dara Kay
Morriaey, William McMurray,
Rayhill, Dawn Sils
Thompson, Sharon Gayle
moberley, Lawrence Barry
Rodgers, Florene
Brown, Frances Susan
Douglaa, Gaylon Gene
Greer, Douglas Welliford
Page, James Bland
Wright, Earl Turner III
Speed, Gary Stanley
Johnson Roy Gene
KAhlo, Douglas Scott
lewis, Sharon Marie
Rider, Alice Michelle
Kirkpatrick, Charles Russell
Dethridge, Melissa Ann
Maunlng, Chnrles Kie,
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DEATHS AT IIAZELWOOD

ADM. IN-PATIENT DEATH
DATE YEARS DATE

6-01-71 .50
7-07-71 2.02
7-08-71 1.71
7-13-71 .38
7-13-71 2.60
7-19-71 2.44
7-29-71 4.33
8-05-71 5.61
8-11-71 2.81
8-18-71 1.08
8-18-71 5.02
8-18-71 1.21
12-08-71 1.35
12-20-71 2.00
12-20-71 3.01
8-18- 72 1.44
8-18-72 2.40
8-25-72 .86
4-02-73 3.65
4-17-73 .49

Jr. 5-10-73 3.13
5-10-73 .05
5-10-73 4.75
6-13-73 1.91
6-18-73 2.34
6-19-73 .03
6-20-73 .03
7-05-73 1.58
7-05-73 .86
7-10-73 .27
7-12-73 3.66
9-07-73 0
2-11-74 .24
5-09-74 3.46
9-13-74 1.46

12-17-74 1,04
4-15-76 .58
5-08-71 '.79

AVI'HAUF YiAKS AT
I(AZELWOOD AT TIME
OF DEA1T1 ............ 1.69

12-02-71
7-15-73
3-26-73

12-01-71
2-18-74
1-06-74

11-28-75
3- 14- 77
6-04-74
9-18-72
8-25-76

11-04-72
4-17-73

12-22-73
12-26-74
1-29-74
1-14-75
7-05-73

11-26-76
10-16-73
6-26-76--
5-29-73
2-11-78
5-13-75

10-21-75
7-03-73
7-03-73
2-05-75
5-16-74

10-19-73
3-11-77
9-10-73
5-10-74

10-23-77
2-28-76
1-01-76

11-13-76
2-?1-7R

AGE AT
DEATH

I1
16
25
15
21
17
22
21
17
15
18
15
15
8

14
58
30
50
9
6

14
23
19
16
32
11
15
32
SI
16
25
27
6

24
15
5

14
11

BIRTHDAT

2-25s-60
8-10-56
8-30-47
5-13-56
4-04-52
8-06-56
2-27-52
8-15-55
7-08-56

11-02-56
12-05-57
12-14-56

1-12-58
3-14-65
5-23-59
8-20-15
6-12-44
2-14-23
6-14-67
2-02-67
7-14-61

12-13-49
9-22-58
4-10-59
3-15-43

12-19-61
7-07-58
4-28-42
3-03-23
9-02-57
8-07-51
9-02-46
7-01-67

12-16-52
8-06-60
2-25-70
6-26-62

12-30-6/1

AVERAGE AGE
AT DEATH... 20.02
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It should be noted that nearly all of the children who died
at Hazelwood were very delicate children and were admitted
in very poor condition. Examples: (at random)

Averbeck- very frail, prone to upper respiratory
infections, chronically III, totally
helpless. Had to be turned, etc.

Douglas- Admitted as an emergency. Dehydrated, not
-eating, had bleeding ulcer. Very frail.
Totally helpless. -.

Rayhill- Congenital heart disease, frequent cyanotic
spells wherein could not breath. Frequent
upper respiratory infections, Very frail
and totally helpless, etc.

WHEREIN--those residents who were placed out of Hazelwood were
in very good health with no serious or problem medical conditions.
All they required was good basic day-to-day maintenance care.

ATTACHMENT TO THE PLACEMENT STUDY
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2922 Wooderoft Cir.
Carrollton, Texas 75006

March 1, 1984

Roderick A. Dearment, Chief Counsel
Senate Committee on Finance SD219
Dirksen Office Bldg.
Washington, D.C. 20510

Dear Mr. Dearment.

I wish to be on record as strongly supporting SB 2053, the "Community
and Family Living Amendments of 1983". This bill is absolutely es-
sential if we Pre to provide "state of the art" services for thousands
of persons in our country with mental retardation. It is time we di-
rected medicaid dollars into appropriate channels to allow the devel-
opment of human, cost effective, non-warehousing productive services
for our citizens in their own community.

Present Medicaid funding is directed to the costly maintainance and
perpetuation of primarily inappropriate services in large institutions.
This gives no choice to the hundreds of thousands of persons with re-
tardation who will need services for the near and long term future.
It does not allow these people to utilize and complement their edu-
cational and vocational training provided by enlightened teachers and
trainers in the past generation.

Substantial Medicaid funds must be diverted to community sources.
These services are are badly in need of stable funding. These ser-
vices are cost effective, desirable and better for both retarded
persons and our society at large. Let me tell you how I know this
to be true.

My son had to reside in a large state institution for more than
twenty years. He is non verbal and was judged to be severely re-
tarded. His state school evaluation team considered his living
skills and socially adaptive behavior insufficient to warrant a
classification to enable him to live in a group home. His I.Q.
was variously reported to be from 18 to 40. His living conditions
in the large facility included poor or non-existant developmental
programming, inadequate and insufficient medical care, isolation
from society, boredom, sexual abuse and other serious physical abuses.
Because of the stultification of the environment and inadequate and
untrained staff (usually busy with crisis intervention) Vicky was un-
able to demonstrate the living skills which I nurtured in his home
visits (about 1/3 of the year).

Small wonder that an institutionalized staff in an institutionalized
environment could see little potential in their clients. Small won-
der that the staff expected (and therefore received) limited response
from clients. Small wonder that the society outside perceived these
state school residents to be incompetent, unproductive, dangerous
and different. Small wonder that a resident was judged to be incapable
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of handling a table knife when he was never provided with the oppor-
tunity to use one. Small wonder that a client displayed little init-
iative in an environment where one is required for staff convenience
to stand in line for everything--meals, tooth brushing, shaving and
in a line of naked persons for showering.

Became I believed in Micky's skills, potential and the state-of-the-
art and through my own efforts over a period of years Micky moved into
a small group home in the community about 18 months ago. A recent
evaluation places his I.Q. at 47. The evaluation notes a rise in
his socially adaptive behavior from a six to a nine year level. He
keeps his own room, washes his own clothes, helps prepare meals, makes
his own lunch, uses bus transportation, works in a workshop and comes.
In contact with many many folks in the community. Most importantly
he has become proud of himself and is a productive member of society.

Community groups are now beginning to accept and understand as well
as to help persons with retardation. A feature of Micky's group home
program is bowling on Saturday mornings. At Christmas time the mana-
ger of the local bowling alley presented each resident with a new
bowling ball of their own. Generic services such as pools, restau-
rants, par)cs,movies, museums and churches now belong to persons with
retardation too.

I'm aware that many persons with institutionalized relatives oppose
this redirection of funds. They too had no choice of service delivery
systems when they needed choices. After many years they dare not or
will not question the viability of that system. Their "problem" is
being taken care of, they rigidly believe. They have time to write
letters, testify and to attend meetings organized by providers with
vested interests who urge them to "save their schools".

I suggest to you that less than 10 years ago in Texas the state was
supporting it's own massive institutional system without Medicaid funds.
The system can survive without Medicaid funds entirely as it once did.
InstitUtional supporters praised their system then as they do now.
We must not allow a small percentage (but very vocal) of selfish per-
sons deprive thousands of persons with retardation of the choices for
a decent life.

I can think of no better endorsement of SB 205) than Micky's story.
Medicaid dollars have been locked for too long into large institutional
funding while small facilities go begging. We must have Federal funding
flexibility so that thousands of Mickys might be removed from a suf-
focating and limited lifestyle to one which more nearly approximates
yours and mine.

Sincerely.

Ellen J. Hugman
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HOWE ASSOCIATION FOR RETARDED CITIZENS
a aoa o0 po lI NP&MOn of peOple owokinQ lot eope

I am testifying in the name of Howe Association for Retarded Citizens,

the ARC group which advocates for Howe Developmental Center, a State Institu-

tion housing 771 developmentally disabled residents with a variety of handi-

caps. We're told that the largest portion of money goes to institutions

which care for only 13% of the DD population, We do not dispute this fact,

however we want to call to your attention that the 13% in institutions includes

the more severely handicapped, medically, physically and behaviorally involved

who have the greatest need.

I recall that one of the speakers at the last National Convention,

obviously a parent of a higher level less handicapped retardate, indicated

that for years she had wondered why she was even a member of this organiza-

tion because the emphasis had always been on support of the institutions.

As I listened to her I couldn't help but reminisce about my early days as a

member of an ARC Unit,when we urged the parents of children in EdUcable

Classes to Join with us in working for the retarded. They wanted no part of

us then, their children were not In the same category with ours. At that

time the only option we had for placement was the Institutions and that was

only after years on the waiting list. The few private schools which existed

were extremely restrictive and very expensive. None of us were happy to place

our charges In State Institutions, particularly with the conditions as they

were then, however there was no alternative, There were no Education, Reorea-

tion or Vocational Training Programs in the community for severely and pro-

foundly handicapped. As those programs came into existence and some housing

began to surface in the community, a few of our residents were transferred to

those facilities, however It was noted that residents in State Institutions

PA Me *,Vt4hMw vAnlp.eo 8 C Abn e. teArnv&i IMAW OX 14
hnd "m A0*.*FWd Sabi 4 0 £ fIft Mow, Spo, ANo*, lmbob O72

TrMimn-ffV* Knaf, 12M &Wwh Ang, Le@vasp P*k Mm*o MM
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were very carefully screened. It Is not our intention to criticize, but mere-

ly to point out that the more severe, hard to manage retardates, sometimes

needing much medical care, are those remaining in the institutions.

As far back as 1980 we had the Compliance Plan which called for deinsti-

tutionalization here In Illinois. I quote John Harcourt from an article in

the ARC/I Newsletter. "The Compliance Plan was written for the purpose of

obtaining a waiver from the Federal Government to allow the State of Illinois

to begin receiving Title XIX funds for beds which currently do not meet any-

one's standards and, therefore, focuses on institutional changes. By attract-

Ing Title XIX funds now, money will be available for use in Community Devel-

ment and for upgrading institutional services". This plan called for the

reduction of population at four institutions--Dixon, Lincoln, Shapiro and

Murray. I'm not too familiar with the progress made in complying with

that plan in the other three institutions, but I do know that the plan was

eventually approved by the Government and extra Federal Dollars were poured

Into Illinois under this waiver agreement for Dixon, even though the units

did not meet ICF/DD standards. Renovation of buildings was begun and some

residents were transferred closer to their homes,- The target population

figure at Dixon was somewhere around the 600 figure by 1982. After much of

the renovation had been completed during which the residents suffered as a

result of the many moves which had to be made from building to building

due to the repairs being made, the Governor then made the decision to close

Dixon and the residents were, for the most part, transferred to other State

Institutions. Population at Shapiro increased to 800 plus and Howe zoomed

from 480 to 772 by the time Dixon was closed. Ludeman and Waukegan were re-

quired to increase the population in each of their houses from 8 to 10. Of

the 695 residents transferred as a result of the closure of Dixon, only

received community placement.
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An additional plan was set in motion last July for reducing the popu-

lation at State Institutions. Medicaid Waiver Funds would be granted to

Community Organizations willing to accept retardates from Institutions in

Illinois. The Department, with Federal approval, plans to transfer these

funds If 75% of the residents'accepted for the new facility will come from

State Institutions. Budgets at the beginning of this fiscal year for the

Institutions were based on the anitioipated gradual reduction of population

due to this plan. 249 residents are to be moved to the community from the

State Institutions in Region II alone. To date, I'm not aware of any

movement out of the institutions to group homes in this region and all of

our institutions are operating at a deficit due to this.

Four years after being told that the Compliance Plan was the answer to

4einstitutionalization we still have had very little movement from the insti-

tution to the community. Now we're being told that the threat of removing

Federal Funds within 10 years will result in the establishment of group

homes 15 or unverfor 5000 retardates now in State Institutions plus those

in private institutions and all in the community waiting placement.

We're told that residents will not be dumped but will only be transferred

when appropriate community services are available. Will those services include

all that now are available to our residents in the institutions? Will there

be a doctor an nurse on call around the clock in those group homes? Will

Vocational, Educational, Psychological and Recreational Services be available

to each and every one of those group homes at the much reduced costs that

have been publicized? Yes, we're assured that the transferred funis will be

available not only to provide living arrangements but all supportive services

necessary, but we can't understand how it is possible to guarantee that the

services are available before the resident is transferred, if, as we're told,
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the money Is to follow the resident. What about, seed money for the establish-

sent of those group homes and the services needed? Are we going to be depend-

ent upon the State for these funds? Illinois' reputation in this area is

nothing to brag about. We understand that since 1977 only 16 group homes

have been opened In this state. Lack of seed money Is one of the important

complaints to say nothing of the toning problems.

Regarding the cost issue ARC claims that a study made by the Hubert

Humphrey Institute for Public Policy proved that only by doing what SB 2053

proposescould there be substantial savingo to both Federal and State

Governments. Upon Investigating we have learned that the study referred to

was made in 1980 and It's no secret to any of us that only the more tractable

retardates with the most skills were welcome in the community then or in

some cases even now for that matter. Bill Copeland of the Hubert Humphrey

Institute informed us that a later study was made of the severely and pro-

foundly mobile retardate with no behavior problems and it was determined that

community care costs for that group were 80% of the institutional care. If

they ever get around to making a study of a similar group but also include

some who are medically fragile and behaviorally involved, maybe we'll get a

more realistic comparison of costs. After all, our State Institutions are

expected to care for residents who have any or all of these handicaps and

the costs are averaged out over all of their residents.

We're assured that the bill does not call for the closure of state

operated institutions and that they will be required to meet ICF/DD standards

even after Medicaid Funds have been cut off. Without the threat of losing

those funds, how can we guarantee that the standards will be met? We

suggest that at the end of the time period for loss of Federal Funds, those

residents left In State Institutions will merely receive custodial care at

the lowest level and we will have lost 20 years of progress In the care of
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the retariel. Yes, sone improvements will have been made in the community

but in this State I fear the most severely handicapped, physically and be-

haviorally involved, will remain under the State's wing.

We are not opposed to group homes in the community. We strongly support

funding for that purpose and readily admit that some residents who are now

in State Institutions can profit by transfer to the community, however

we do not feel that group homes are the answer for all retardates. We need

a continuum of services and we feel this is what our National and State

Organizations should be promoting without sacrificing funding for one end

of the continuum in order to promote care at the other end. In our opinion

this bill is not the answer to our problems and should be scrapped. We'd

like to see a new bill which would avoid discrimination against any portion

of our handicapped individuals and provide the services needed for all of

o-wr loved onea.

Bernadette Sullivan, President
Howe Association for Retarded Citizens
798 Linden Avenue
Flmhurst, Illinois 60126
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'ETA'E'r., T 0: ..R, & :Rs vfLLIAI.: Rn JOH::SOn, PAE:TS 07 CAROLYI l.'ARTE

AND PA;EL). C¢.THERINE IOHrcSO:, C!r C.GO, ILLINOIS

For me having to wnito this statement on behalf of my daughters

|akes me vory angry at the political structrc of the Uniited Ztt.tes.

This co-ant:y as I believe stands for frc- don, " ut 01'.t you are trying

to do %ith-this Senate Bill 2053 I to tal:e awry the froeon -.? ioi:

enjoy. I feel that qs parents of tro neltrlly hPnaierpred c.1,tlrjcu,

Tve cheu].d have the freedom to choo.se the type of school or rcg.!durco

that is best suited for ther. r k.'ov' yuu you do not :'nov thor, Lo hn.:

can you tell no or then that a resiCcntinl school of 10 or .css i,cts

is beet for then And one that htta; r'ore is no'good for thor, PoT yo,.

to naho this judonont is as ebstrd, -.a it would be for no to tol. yoil

what is best for your children lothcr hsndi.c+p1.c(d or not.

I an also dice.nointcd in you be hurnn boi,'g, with in;,"c,- ..vo

otatoriento about how costly things are vith tho eut-J.1y 1.-.:dcr r ed,

How much zonoy is rastod in vid to other countrJ.un, .ilitary h:'rdi,&r%),

political junkets, and neodless govornncnt printtng.& The onl7 prtcra-s

senators end congressmen support are the ones that cerve their politicel

anbitions, I would like to say who needs you, but I cringo at the day

when 1 leave this life and ny daughters are loft to your cost outtiun

whims.

In losing we do not support Senate Bill 2053 end will not support

any adnondncnte- to it, 1l7thdrav this bill from consideration,'
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Mrs. Willis "
Formerly Board Meeer and Officer,
The National Association f"or
Retarded Citizens

March 12, 1964
Poderick A. Do Arment, Chief Ccuneel
Senate Committee on Finance
Dirksen Building
washirgton, D.C. 20Sl0

Nebers of Senate Finance Comittee
subcommittee on Health:

I came to the hearing recently on Mr. Chaffeel 5-2053 and listened
attentively to the testifny. I have t the bill could
conceivably serve my own family interest, its final thrust is destructive.
Its iplemmntation will destroy many very good things a great nNber of
dedicated people have worked lifetime to aditeve. My own first
Congressional hearing on behalf of the mentally retarded was some time in
the fifties. oreover, it will accomplish only a fraction of wAat it
intends.

To address the two arguments most frequently used in its favor, the
increase in beneficial care and personal attention clients will receive,
and the decrease in cost:

Sister M. Antonrtte Boroncini (Administrator for St. Kary's Training
School, Alexandria, Las'isLana. See testimony on Senate Finance Comittee,
8xoommittee on Health hearing on 8-20S3 on February 27, 1964) described the
benefits of the loving care and attention to individual peroa v in mll
groups in the idyllic setting of her Catholic project. But it is most
certainly not the small size that produce thee results. It is the
devoted, practiced staff, supervised by an attentive, frequently present,
Mother &perior type, who teaches and trains and checks often.

This bill will not produce this kind of care or this kind of situation.
In fact, it will frequently do quite the opposite. 7he bureaucratic choice
of *care providers" is by a kind of bidding process on the part of the
government unit, a process a little like a slave auction, except that the
humn beings in question go to the lowest bidder instead of the higt4est.
The winning entreprenar will hire his staff as inexpensively as possible.
There may be som training since this kind of personal is frequently either
very young or very old and unskilled. There will no doubt be a caseworker
who, given the usual cam load for government social worker, may drop in
now and then. But what happens in these small, Isolated unite will most
surely be almost entirely in the hands of the camual caretakers currently in
diargs. fha nature of the clienteal's disability will naturally discount
any observations they might make-if they were so inclined or able to do so.

There is a flyer so ere in the current propoganda which is on
assembly of selcted inflmatory headlines about malfeasance in
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institutional care. I would suggest that wry casual reading of The
Washington Post over the period of a month or t would provide an equally
grim series of headlines about disaster In nursing homo, qrop homes, mWi
similar ccnuity placements whern patients from St. lizabeth's have been
placed recently in the metropolitan area. These events will occasionally
take place in either situation. Bt they are les likely to be known and
therefore corrected in isolated units. In a well-run accredited, small,
modern institution with an excellent professional staff (like Great Oaks,
Prince Georges County, Maryland) they viii hapen les often and are more
likely to be recognized and corrected.

7be statistical argmnts about costs are worth examining as well.
r. David rddocks, statistics (See Senate testimony on 5-2053, Expenditure
Analysis Project, Dr. David Bdock, Director, Institute for the Study of
Develo m ntal Disabilities, .R.D.D.) were thorough and accuate. But
precise parallels are very difficult to etablish because it is almost
Impossible to assemble coaerative cost figures for two suc disparate
financial and operative situations. S a om ms conclusions remain no
mtter what qmnastic configurations the figures may asme.

Oro selected exale is sug tive. The fact that costs in an
institutional setting go up as the institution decreases in sia is not,
except peripherally, a function of the change in size. It is the change in
the nature of the population, which become concentrate on a high-ost
clientele which require much specialized care and equipment. If they have
this kind of care-wn a civilized humanity since Dorothy Dix believes that
they should have-It will cost as much, or owe, divided into small
repetitive units. And again, the caretaker will be no more able, and
possibly less able under inconvenient circumstances, to give the
professional as vell as the loving can which is desirable. Ihis high cost
for the care of the severely handicaed is the figure which cames the
average cost for the care of the mentally retarded in institutions to seem
so high. The higher functioning mentally retarded are less expemive to
care for wherever they are.

There is other possible, result of ever expanding community care which
needs to be faced squarely. There are now in the ommunity a Nr of high
functioning mentally retarded individuals who oould conceivably become
eligible. Any anticipated decline in cost would rapidly vanish in any such
exploding use. When all Medicaid funds are sharply curtailed, which sams
not unlikely, there will surely ensue a confused state of affairs with no
resource for the truly infirm and handicapped if the good institutions have
laed by that tim.

It reminds i cf the generation of college student. who left the
dormitories for apartmews in droves ten years ago and who ar now back in
the dormitories--ihen there is room for them.

I am not swe how persmive personal experience is, but I can give yu
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an example of what "less restrictive environment" means when there is real
pressure to doinstitutionalize a population.

Our son is currently living at Great Oaks Center in Maryland, an
example of an excellent small institution. He is a low level Down syndrome
young man, thirty-seven years old, with a mental age of about five. He has
no Intelligible speech, is blind in one eye, and rapidly booming blind in
the other. At Great Oaks he has had the benefit of a well-chosen, commit
day placement, and good professional direction in other areas. Over the
eight years he has spent there, he has improved drmtically. Now he is a
pleasant, cooperative individual who likes to make beds, set tables and
clear them, and generally be orderly and responsive. On that cams he can
go where he pleases, aioe he is failiar with the terrain, and since if he
speaks unintelligibly in that place he will be listned to patiently. If he
warders into the roeday, no one will mash him. Then he can return to
Cottage 3 to a big comon roo with benty-four to thirty colleagues to
share the company and mic and so forth. In that enviroment he can go on
and be blind, secure, at hom, and still, as far as possible, free.

Great Oaks, however,, mset make room for two hundred clients from
another institution which is being closed. So Christopher, as a result of
profiting from their training, is to be transferred to a "less restrictive
environment," a house in a subub. There he will not be able to step out of
the homse onto the busy street unatt . Except for the tims spent at
his sheltered workshop, unless he is taken somwere on a special expedi-
tion, he will be shut up in that small sbuban living room with a few
colleagues for the forseaible future.

Some mentally retarded can be happily situated in community placemet
and perhaps thereby save the State same money. This i mot likely to oo
in areas with a high tax base and an ware, articulate citizenry, (cf.
Montgomery County, Maryland). But there are now many fine small institutions
who also do an excellent job for their clientele. They both excell in their
own spheres. Let us keep them both.

The terrible Mr. and Mrs. Squeers in Mr. Dickens' Nicholas Nickeby
would not suddenly change their pattern of behavior if DoU9s4i Hll
reduced to five or ten inmates. Poor hapless Seike would be just as hapless
in what Mr. Squeers doubtless would call "a less restrictive enviroment."

Mrs. Willis King
Formerly Board Meber and Officer,
T1he Natia Association for Vc W9r Retarded Citt
Amociations for Retarded Cit ns,

Fraats# M m

Georgia, Maryland, District of Col mbia - ,u Roa

Active in related areas until early seventies 8=e&,%. D 1M
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Spreading the Light

The utheran Ci'urch-Missoun $ynod
1333 South K kwood Road, Saint Lous. Missoi 63122

Telephone: 314-965-9000

February 23, 1984

$cuthe ga, n Bowd tor S~c mIn"ty SwvI

Senator Dave Durenberger
Ms. Lynn Blewett
Senate Office Building
Washington, D. C. 20510

Dear Senator and Lynn,

Let me thank you for the assistance you have given me in pointing out the
direction that I might take as I expressed concern over S. 2053.

Since I will not be at the hearings, let me request that the enclosed
material be submitted for the record. This is my report to the Board of
Directors of The Lutheran Church-Hissouri Synod concerning this issue.

Let me request, further, that you advise me at any future stage of
developments when legislation is pending. My denomination has no small
interest - and a substantial stake -- in issues such as this.

Sincerely yours,

Eugene W. Linse, Executive Secretary
Board for Social Ministry Services
The Lutherani Church-Missouri Synod

Enclosures

EWL:gc

33270 0-84-35
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Agencies of The Lutheran Church-Missouri Synod providing Residential
Care for the Developmentally Disabled

At my request, our Secretary for Agencies and Institutions, Hr. Virgil Fuchs,
has provided a brief summary of the agencies, services rendered, cost of
facilities, annual budget and voluntary contributions to these agencies.
These agencies would be materially affected were S. 2053 to be enacted in its
present form. It would be contrary to current public policy emphasis to
terminate program activities in which such a large measure of volunteer work
and charitable contributions have contributed directly and subsidized the
activities involved in providing quality care to the residents of these
facilities.

CEDAR LAKE LODGE , LAGRANGE, KENTUCKY

Ceder Lake Lodge was established in February of 1970. In a residential
treatment center licensed as ICF/IfR, 76 residents are served. Counseling is
also provided for their families. Plans are underway to open group homes in
1986.

The current value of property is approximately 3.1 million dollars. Cedar
Lake Lodge has an endowment fund currently of *700,000. With 110 emp4oyees,

• tbs urrent annual operating budget is 1.9 million dollars.

Of the operating budget, 1OZ is charitable subsidy.

GOOD SAMARITAN LUTHERAN HONE, CYPRESS, TEXAS

Good Samaritan Lutheran Home was founded in 1968. It serves 40 residents in a
24 hour residential care facility and special education program. It is not
currently licensed as ICF/HR. Ten residents are served in a group home, and
two additional group homes will open in the near future, one serving 16
residents and the other serving 6 residents._

The current value of property is approximately 3 million dollars and endowment
trusts is currently valued at $862,000.

With 48 employees, the annual operating budget is *1,180,850. Of the total
operating budget, 62% is charitable subsidy.

GOOD SHEPHERD LUTHERAN HOMES, TERRA BELLA, CALIFORNIA

Good Shepherd Homes were founded in 1955. One hundred-forty residents are
served in ICF/MR facilities. Forty-two residents are served in 6 group hoses,
32 residents are served in a HUD 202 group home and apartment project.
Twenty-seven people are served in 14 apawmments. Four hundred residents are
served in community care facilities under California license, and plans are in
the process to disburse these residents to ICF/HMR facilities and to group
homes.
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The current value of property is approximately 12 million. The agency Is
assisted by a foundation with a value of 5 million dollars.

With 500 employees, the annual operating budget is 10 million dollars. Of the
annual operating budget, 252 i charitable subsidy.

BETHESDA LUTHERAN HOME, WATERTOWN WISCONSIN

Bethesda was founded
Watertown, Wisconsin
ICF/MR services. In
around the country.
mental retardation.

in 1904. Five hundred residents are served at the
campus, including residential, skilled nursing, and
addition, 72 residents are served in 10 group homes
The agency is also licensed for children's services in

The value of properties is approximately 27 million dollars. A foundation
serving Bethesda is valued at 3 million dollars currently.

With 600 employees, the annual operating budget is 14 million dollars. Of the
annual operating budget 50Z is charitable subsidy.

VLF/cc
February 6, 1984
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REPORT TO THE BOARD OF DIRECTORS

S. 2053: ANALYSIS AND COMMENT:

The Community and Family Living Amendments of 1983, S.2053, was introduced in
the United States Senate by Senator John Chafee (R) R.I., on November 4,
1983. The measure has been referred to the Senate Finance Committee where
hearings have been scheduled by the Subcommittee on Health on Monday,
February 27, 1984. Announcement of the hearings evoked a very large number of
requests to testify before that subcommittee, largely from opponents of the
proposed legislation. Hearings to be held on February 27 are the third in a
series of hearings on long term health care. Chairman of the Subcommittee on
Health is Senator Dave Durenberger (R), Minnesota. In annotincing the
hearings, Senator Durenberger said in part... "the Subcommittee is interested
in the development of an It-egrated long-term care delivery system which
provides an appropriate level of care, in an appropriate setting, on a
cost-effective basis." Senator Durenberger said that the Subcommittee is
interested in hearing from the Administration, the states, providers and
consumers... particularly in comments on the possible benefits to be derived
for the disabled from the Medicaid program as the result of the proposed shift
to community-based care; _khe feasibility and obstacles to providing such care,
and the experience available from existing community based facilities for the
disabled.

Background:

In 1975 rules were issued allowing residents of Intermediate Care Facilities
for the Mentally Retarded (ICF/KR) to be eligible for Medicaid. The goal of
the ICF/KR program is to help each developmentally disabled person reach
his/her maximum potential. Each resident is to have an individual active
treatment and training program. The assumption is that the resident can
develop beyond current capabilities.

ICF/KR facilities are licensed and monitored by the states and must meet Life
Safety Code provisions and many other state and federal standards. (There are
560 specific federal standards alone governing such facilities.) Facilities
are inspected for quality of programming and treatment of residents, for
physical safety and sanitation and for utilization, reviewing the level of
care appropriate to meet residents' needs.

Professional services are extensive. They include nursing, dental, medical,
psychological, physical and occupational therapy, speech pathology, audiology,
therapeutic recreation, pharmacy, social and dietary services. Organizations
such as Good Samaritan, Good Shepherd, Cedar Lake Lodge, and Bethesda provide
an additional dimension of service of no small significance - the religious
atmosphere of. the home and the opportunity for worship and religious
experience for its residents. ICF/MR programs serve persons with a broad
range of needs: blindness, cerebral palsy, epilepsy, and mental retardation.
Some 1CF/t residents have no next of kin and are wards of the state for a
number of reasons, including abuse and rejection by parents.
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In 1978 Public Law 95-602 was enacted to define more clearly the nature of
disability in order to qualify for Medicaid assistance. From 6 to 15% of the
mentally retarded live in some form of residential setting; the majority are
cared for at home. Residential settings vary in size from the very large
state-run institutions to cottage-type residential facilities for 8 or 10
individuals. Local public sentiment, often hostile to the establishment of a
facility in a given neighborhood, creates an added burden in attempting to
care for ICF/HR residents close to their former residence.

Prior to the time that S.2053 was introduced in the Senate, a number of
meetings produced modifications in the then-proposed legislation. However,
the thrust of the legislation remains the same - to deinstitutionalize the
mentally retarded. Major proponent of the legislation is the Association of
Retired Citizens. Opponents include the American Health Care Association,
which represents some 8,000 institutions providing one form of care or
another, as well as Parents Network, the Child Welfare League and National
Homes for Children.

Substance and critique of the proposed legislation:

There are some admirable characteristics in the proposed legislation that
should not be dismissed lightly. Its purpose: to promote full participation
of the severely handicapped in community life. Sections of the bill state
that severely handicapped persons are able to learn and to contribute to
society and should be encouraged to lead productive lives. Emphasis on the
development of settings that emphasize freedom and maximum participation are
commendable. One section of the bill stresses the importance of small
facilities and argues that they should be established in residential
neighborhoods. These are all worthwhile objectives.

Defects in the proposed legislation are readily apparent. To the extent that
S.2053 stresses the small institution over against any other size and would
withdraw from federal funding any institution in excess of 10 persons, the
proposed legislation misses some important considerations. Small is not
necessarily good. Big is not necessarily bad. The bill should address the
question of quality of care rather than one of size. In many cases the range
of services the disabled need are not available in small facilities. Stated
another way - the bill proposes a simplistic answer to a complex social
problem. The question of the size of an institution is relevant only in the
context of available services that are to be measured in terms of quality and
diversity. Effectiveness of treatment is quite forgotten in the concern over
numbers. No consideration in the legislation as proposed is given to the
quality of services provided by a trained staff, very necessary if residents
are to learn those skills that will equip them to function effectively and
live as independently as possible.
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The bill also suffers from a lack of discussion of etandards, provides no
safeguards against patient abuse, fails to discuss sanctions to provide for
enforcement, and may well be considerably more expensive than what Medicaid is
willing to pay. The impact of the legislation as proposed is that it would
withdraw funding from good facilities, such as Bethesda, Cedar Lake Lodge,
Good Samaritan and Good Shepherd Homes, that provide services that enable the
mentally disabled to learn skills needed for independent living. At the same
time the bill would transfer funding to facilities with an unknown ability to
care for the mentally disabled.

However well-intentioned the legislation is - to deinstitutionalize caie for
the disabled - major shifts in the delivery of services that lack adequate
preparation, facilities available to accept responsibility for such a
transfer, or at least the probability that the benefits envisioned would
outweigh the risks and pitfalls such a change might well engender, are
ill-conceived and in need of reconsideration.

Summary and Cohcluslon:

From a national perspective, what seems to be needed is a healthy mix -of
institutions, large and small, that minister to the diverse needs of the
handicapped in our society.. Emphasis needs to be placed on QUALITY OF SERVICE
rather than on size as a determinant for funding, whether from Medicaid or
from any other source. Institutions that are public as well as those that are
private, large and small, regional and local are all part of a balanced
approach to the care of the severely disabled.

As constituted, S.2053 ignores the history of service and the quality of care
that has been recognized nationally, that has earned the continuing
endorsement and support of large constituencies, as in the case of Bethesda
Lutheran Home - one of many religiously related quality-service institutions
in Americd today. If the effect of legislation as proposed in S.2053 is to
disavow the services of such institutions, our society will be poorer for such
a legislative decision.

A Political Note:

S.2053 has .been scheduled for hearings on February 27. Social Ministry
Services will monitor that hearing and report on it. No companion bill is
scheduled in the House of Representatives, nor are there any known sponsors
for such legislation at the present time. -The political Implication of S.2053
in an election year are such that few congressmen would have an interest in
endorsing legislation that has the potential for the arousal of public
sentiment that could be detrimental in an election campaign.
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While interest has been generated in Lutheran circles, efforts to engage in
significant political action at this time do not seen warranted. S.2053 in
its present form has aroused more opponents than it has garnered supporters.
In any case, organizations such as the American Health Care Association, with
whom we are in touch, have promised to keep us apprised of developments, will
coordinate response to this, as well as to other proposed legislation, and has
requested our cooperation at the Information as well as the action level of
response. Through testimony before the Senate Subcoinittee our concerns will
be given ample consideration.

Eugene W. Linse
Board for Social Ministry Services
January 31, 1984

EWL: gc
Rev. 2/20/84
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Statement by

ARTUR HAGER

Submitted for inclusion in the printed record

OF THE SENATE FINANCE SUBCOMMITTEE ON HEALTH

To be held February 27, 1984 in Washington D.C.

Mr. Chairman and Members of the Subcommittees

As a parent of a blind, severely retarded daughter, 2-nd Vice President

of the Association for Retarded Citizens of California, past Chairman of

Los Angeles Developmental Disabilities Area Board, past President of the

Exceptional Childrens Foundation and a recipient of ARC-CA's Golden Rule

Award, I would like to call the Subcommittwes attention to the many

objectionable provisions of 5. 2053 and urge you to defeat this

potentially very harmful bill.

As you know, S. 2053 provides for amendments to the Medicaid laws which

would substantively widen Medicaid eligibility and coverage, but deny

aFsistance to severely disabled individuals residing in facilities which

have more than approximately 9 beds. All larger residential facilities

would be phased out over a 10 (in some very special cases, 15)
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year period. Since such facilities are currently serving primarily

severely and profoundly, often multiply handicapped, mentally retarded

individuals, these would be the people most adversely affected by this ill

conceived legislation.

But let me list and explain my concerns

i.Contrary to often repeated assertions, serious research into the matter

of desirable size of residential facilities for mentally retarded people

(Ref. 1) discloses lack of any substantive evidence that large facilities

are "bad", Just because they are large, and similarly there is no

evidence that small facilities are Ogoodj just because they are small.

Therefore the proposed phase-out of large facilities is grossly

inappropriate and irresponsible because some of the existing large

facilities (such as the newly remodeled, to provide homelike setting.,

Lanterman State Hospital and Developmental Center in Pomona, CA) are

delivering much needed, excellent quality, developmental care. Moreover,

it should be noted that this simplistic use of size as a sole determinant

of the quality of care is particularily wasteful today because many States

have recently spend hundreds of millions of dollars to improve their large

facilities.

2.According to serious researchers the selection of "optimal' residential

facilities for mentally retarded people depends on local environment and

local constraints. The matter of size should be related to a person's age,

past experiences, ability level, current life situation and his or her
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physical, psychological or medical requirements. Because of that, a

properly balanced, but full, spectrum of various kinds of facilities is

required. Legislative imposition of a single mode residential system is

highly inappropriate since it would deny some people the right to care in

facilities that they need.

3. The proposed Medicaid restructuring does not address the lack of

incentives for the establishment of community based facilities. Certainly

not Medicaid-certified facilities, capable of delivering care appropriate

for the needs of profoundly and severely mentally retarded people. It will

dismantle large facilities without any assurance that the needed community

based residences will coce into being. In California alone I estimate that

more than about 1700 now facilities would be required to house the

population currently residing in large facilities. Nationwide probably

some 170000 to 200000 new facilities would have to be opened. Because of

that, the restructuring is potentially harmful, physically and

developmentally, for the severely and profoundly mentally retarded

individuals. It will repeat the tragic mistake we made when

deinstitutionalizing the mentally Ill at an uncountable cost in human

suffering, a mistake which today, in California, we are trying and finding

so expensive to correct.

4. It is very, difficult, if not impossible, to accurately determine

whether the costs of care in large facilities are any different than the

costs, at the same standard of care, in small facilities. Most comparisons

of cost neglect the much greater need for the personal care of the

'S
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severely and profoundly mentally retarded population, as well as,

start-up, monitoring and phasw-out costs which the proposed restructuring

would impose. Indeed, the California Legislative Analyst's data (Ref. 2)

indicates that the costs of similar services in community based

facilities, including start-up, are slightly higher than in comparably

remodeled state hospitals (including remodeling costs). This means that

the proposed restructuring will not only fail to reduce costs, but, even

for the same expenditures, it is likely to lead to a reduced standard of

care for the severely and profoundly mentally retarded people currently

residing in large facilities. And when the major cost increases connected

with the proposed expansion of Medicaid eligibility and coverage are

considered, then it becomes obvious that the aim of this legislation is

not to reduce costsl but to transfer the Medicaid support from those that

need it most to those who can, to a large degree, be self-sufficient.

Isn't this contrary to the very purpose of Medicaid?

5. The transition time provided in the bill is pitifully inadequate.

Nebraska, which since 1968 has been reducing it's institutional population

of only 2400 persons, 17 years later, by 1985, will still have some 250 in

institutions. This slow process was deliberately introduced in 1972 to

stop inhumane Odumpingm (that is, discharge from large facilities

regardless of the existence of appropriate community based facilities).

And in spite of this telling experience this bill proposes to phase-out

large facilities within 10 years! Apparently the cost of human suffering

is unimportant since most of the severely and profoundly mentally retarded

people cannot speak, much loe speak for themselves.
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6.Periodically, in our daily newspapers, we see stories pertaining to the

abominable state of community based residences. Many problems of these

residences may be traced to the fact that privately owned facilities are

extremely unstable, closing overnight without any consideration of what

that will do to their residents. As a result of these forced transfers the

residents live in perpetual threat of a crisis. Moreover, monitoring and

licensing of community based facilities is very superficial and the

constantly changing staff in these facilities lack any training

whatsoever. I am sure that you can readily see what that would do to even

"normal" people. For sensorily deprived, severely and profoundly mentally

retarded individuals this is an incessant psychologically and physically

injurious trauma often resulting in death (Ref. 3). Hardly a normal,

homelike family setting which the proponents of S. 2053 are promising. But

the proposed bill makes but a feeble and meaningless attempt to fix these

most pressing problems of community based facilities which, because of the

additional demand that it will create, are likely to become very much

worse.

Because of the above reasons S. 2053 is not a realistic solution to the

fiscal problems of Medicaid, but a naively wasteful, simplistic approach

to a very complex issue which goes against the very purpose of Medicaid.

It is likely to result in very substantial increase of costs and will

cause untold harm to many. It deserves to be defeated!

You should know that because of these and other objections, the

Association for Retarded Citizens of California (ARC-CA) passed two
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strongly wo-rded resolutions against it's national organization's

involvement in sponsoring this legislation arid continues to be strongly

opposed to S. 2053. I an aware that similar opposition throughout the

Nation is also shared by many other ARC organizations.

Refrencess

1. S. Landesman-Dwyeru LLAi[gAAb-!ggeiaQL&Y. As. Journal of Mental

Deficiency 1991, Vol. 86, No. 3, pp. 223-234.

2. Legi,,lative Analyst State of Californiae eb:l_:Qul.tgf~bh

__ January 1992.

3. C. R. Millers

ftgf2VadIrSgi kadO in 3. C. Cleland & L. J. Talklngton (Eds.) Research

With Profoundly Retarded. Austin TX The Western Research Conference and

the Brown Schools.
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Edward A. Malone
Manament Commtaut

February 8, 1984

Mr. Roderick DeArment
Chief Counsel
Committee on Finance
U.S. Senate Room SD219
Washington, D.C. 20510

Dear Senator.

I am writing you concerning Sen'-n -4o -... titled "The
Community and Family Living Amendments of 1983" which was intro-
duced in the Senate on November 4, 1983 by Senator John H. Chafee
of Rhode Island. I consider this bill to be ill-conceived and
one that should be cancelled or dropped.

I consider myself to be well qualified to comment on this bill.
I have a son who is mentally retarded, and presently resides at
Beverly Farm in Godfrey, Illinois. Ned has resided at Beverly
Farm since 1966, a period of 18 years; they have been 18 great
years for Ned and 18 years of confidence for our family. Beverly
Farm is an outstanding facility, is owned by the parents/guardians
of the residents there, is licensed as an intermediate care
facility (ICF-MR) by the State of Illinois and provides excep-
tional accommodations with particular emphasis on tender loving
care to each resident.

The care, activity and development in the least restrictive
environment as furnished at Beverly Farm could not be dupli-
cated for my son in a group home facility. I am not opposed to
group homes as a community facility but to have a group home
program as proposed in Senate BIll #2053 would be completely
unacceptable to me and I believe to the majority of the parents
of profound and severely retarded children.

I am not represented by any group other than the Beverly Farm
parents group and the "Voice of the Retarded" group in Chicago.
I desire that my opposition to Senate Bill #2053 be considered
opposition of a parent with experience.

I recommend that Senate Bill #2053 in its entirety be cancelled
or dropped and that my letter be entered as testimony in opposi-
tion to Senate Bill #2053.

Sincerely,

'*A wad A a:one
1126 Hunting Court
Palatine, IL 60067

EAM:am

Food Serce Planaing. Opealtas., Mateis, ad M&Anament at a Pro
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PARENTS & FRIENDS VOLUNTEER ASSOCIATION
OF

Mt. Vernon Developmental Center, Inc.
P.O. Box 762 Mt. Vernon, Ohio4300

WRITTEN TESTIMONY FOR THE RECORD - SENATE HEARINGS ON S2053

C.B.O. KD4ORAUH:

The (,.B.O. Memorandum of December 8, 1983 by Diane 3urnside, subjecting Senate

Bill S2053, Community Based Living Arrangements, to a cost analysis can be

described as being statistically and factually inaccurate even from the view-

point of a layman.

First consideration must be paid to the outlay estimates as presented which are
doubtful. at beat. It must be assumed that such figures are projected both by

the number of residents presently in H.R. institutions, and the alleged cost
differential of these same residents in a community setting. It should be

pointed out, however, that all cost comparisons to date have been conducted

using mildly retarded persons as models in both settings. Research organiza-

tions have yet to produce studies of the severely handicapped retarded population's
comparison costs in both environments because they do not exist. Residents of
institutions selected for possible community placement are screened carefully

for adaptable characteristics before placement. We must, therefore, discount
the difference in cost theory on the basis of Institutional per diens being

exactly equal for a mildly involved resident as opposed to a profoundly involved

one, requiring more intensive care, therapeutic and medical treatment.

By all means, we must question the outlay estimates when the fact that many
thousands of people will be added to Medicaid rolls who are presently receiving

family and other support. By virtue of the broad scope of S2053, the National

Association for Retarded Citizens estimates one million people will be added

who are rot now receiving Medicaid.

The -ost of deinstitutionalization estimates are rather paltry when one considers

the start-up costs of one Medicaid-certified facility. It would be Interesting

to know the source of these estimates. According to S2053, the structure must

not be unlike its surroundings; must conform to all local building codes; and

must meet strict Medicaid standards as to square footage per resident; emergency

facilities; emergency exits; furniture (quantity and quality); training of staff;

rehabilitative and recreational programing; resident charting, planned diets,

and proper medical procedures, to mention only a few. The figures, however, seen
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only to assume movement into non-certified homes.

In addition to the expense of Medicaid certification, there will be the age-old

problem of finding a community in which the homes will be approved. Many of our

Ohio communities have enacted moratoriums on group hoses, regardless of size. In

such cases, court proceedings may be necessary to test constitutionalities and

litigation will add to the start-up costs.

The C.B.O. report makes many open-ended statements which are questionable, such as:

1. Projection - decline of institutionalized residents at a .017 rate due to death

and placement.

Statistical Fact - One (1) in five (5) babies born per year are mentally retarded,

.21 requiring institution placement for various reasons.

Question: Isn't the .0172 a lower rate than the .22 admission rate?

2. Projection - Certain educational programs for institutionalized residents are

paid by other sources, but will be picked up by this program.

Statistical Fact - Many institutions provide on-grounds programs which are then

a part of their per diem costs.

Question: Is the added cost of these programs included in the deinstitutionaliza-

tion cost projection, or will public education and local N.R. Boards be required

to assume the responsibility?

3. Projection - Each state-would select its own models of community living deter-

mining the cost/saving factor.

Statistical Fact - Due to the absence of data comparing institutional versus

community costs, community costs on a resident by resident basis may be higher.

Question: It is constantly assumed there will be a savings in all cases. To

what point do we retreat if the cost is greater overall? "

4. Projection - Ho allowance was made for behavioral treatment of the residents

placed in the community.

Statistical-Fact - According to a study by The Association for the Retarded

in Minnesota, " unfortunately, some people who have been moved to small living

arrangements have regressed. Small scale facilities do not cause good programs."

Question: How does the possibility of regression impact the per diem figures?

What is the ratio of progressive to regressive behavioral patterns?

The C.B.O. estimate, like S 2053, assumes "one size fits all" and reflects a study

completed in haste and totally without foundation of statistically or technically

accurate analysis. Observation of recent development by community providers would

indicate that even 15-bed facilities are not cost effective, given the services
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that must be provided; therefore, 32, 48, and even 100 bed facilities have been

newly constructed. S 2053 would effectively establish their demise some 15 years

down the road and we view that as financially demoralizing.

GENERAL OVERVIEW of S2053 and ITS IMPACT

Despite its claims to "protect" the institutionalized M.R. population, S 2053

will, in effect, legislate deteriorating living conditions in institutions.

The influx of Medicaid funds into institutions, and the necessity to meet- ICF/MR

standards, have made possible steady improvements in the surroundings and quality

of life for all residents. In addition, for the first time, there exists a

stability of funding never possible when this population was riding the roller

coaster of shifting state political priorities.

Apparently Ohio is further advanced than many states in community development.

At Mount Vernon Developmental Center there has been active placement in the

community, with the only recidivism being necessitated by severe medical or

behavioral needs. Our population already reflects only the most medically

and/or behaviorally involved residents.

The State of Ohio has problems, however, with efforts to mandate wholesale

deinstitutionalization. An example is Ohio's decision to close Orient Develop-

mental Center and adapt the facility to a prison. Accordingly, Orient's budget

monies were redirected to community development and, now that the Center's

alternative placement is bogged down with approximately 300 residents not yet

placed, money must be drawn from the remaining Centers' funding to operate the

facility. This represents a serious deprivation for all concerned.

As parents, we protest the condescending attitude of the M.R. professionals who

persist in "patting us on the-head" as they assure us that our sons and daughters

belong in the community despite their multihandicaps. Nonsense. This intellectual
"philosophy" on the rights of the retarded was long overdue for many who can profit

from life in the community; however, we had our family members in the community

and sought placement in an environment where, overnight, they achieved a human

dignity and security that was not and WILL NEVER BE available in the public sector.

Only the larger facility can guarantee residents the built-in monitoring systems,

Clients' Rights Advocate, and Security team which protect our family members who

cannot protect themselves from abuse.

33-270 0-84-- 36
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We who have failed at coping on a 24-hour basis, not only recognize the obvious

benefits of three 8 hour shifts, but also understand the pressures contributing

to the frequent turnover in group home staff. Unable to manage a family member's

physical, medical, and behavioral needs in the community, parents view with

concern anyone's ability to cope successfully in a group home situation. The

longevity of group home operation is also a concern, as frequent closure Ls

already evident. Again, the larger facility must be available as a support

service.

No legislation from Washington will diminish the community's staring; nor will

it banish the zoning moratoriums; or encourage the medical community to under-

stand and treat the H.R. population with compassion. Given the medical and

physical involvement of our population, Senator Chaffee's bill literally strips

us of any notion of secure, lifetime care; older institutions fazed out in 10

years, newer large facilities in 15.

It is our understanding that there are alternative bills being drafted - one

by the New Jersey Division of Advocacy for the Developmentally Disabled and one

by the National Association of State Mental Retardation Program Directors. Both

emphasize the need for s continuum of services and neither would remove federal

assistance from larger facilities as long as standards are met and residents

appropriately served. We heartily endorse both approaches and urge consider-

ation of either of these bills as alternatives to S 2053.
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STATBENr
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CC*MJNT1Y AND FAMILY LIVING AMENIU S ACT OF 1983
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The National Council of Health Centers takes this opportunity to offer

its views on S 20S3, the Community and Family Living Amendments Act of 1983.

The proposed legislation would phase out Medicaid funding for residential

facilities serving more than six to nine severely disabled persons while

entitling such individuals to receive a wide array of home and community-based

services.

Members of the National Council are investor-owned multifacility nursing

home corporations that own or manage approximately 2,000 nursing centers in 48

states and the District of Columbia. Our members also provide many other

health-related services, such as home health, alcohol and drug rehabilitation

programs, retirement counties, and hospice centers. In addition, National

Council embers operate many facilities that provide services to children and

adults who suffer from mental retardation or psychiatric disorders. Based on

the experience our members, we believe that the program proposed in S 20S3

would be detrimental to the improvements in care for the developmentally

disabled that have been achieved over the past several years.

We fully support the legislation's intent: "the full participation of

severely disabled individuals in community and family life." Improving the

lives of such Americans should, without question, be the goal of Congress, as

it is the National Council's. But the provisions of S 20S3 are based on

arbitrary size limitations, and supported by questionable cost analyses and

interpretations of major studies, relating to deinstitutionalization.
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Recent national efforts to restructure care for the severely disabled

have met with little success. The anti-institutional outcry of the 1970s and

the "normalization" campaigns that followed were aimed at the

deinstitutionalization of overcrowded large mental institutions.

The result was disastrous and tragic. Thousands of mentally ill persons

flooded communities without the corresponding shift of adequate community

services or resources. Many of these people, unable to live independently,

were forced into substandard boarding homes or shelters for the homeless.

Others were isolated in small homes uncared for and ignored or eventually

forgotten. The message that emerged was that deinstitutionalization is good

in theory, but without proper planning, research and community support, it has

been badly executed. We believe that S 2053 would be an other example of such

poor execution, and we urge the Senate Finance Health Subcommittee to oppose

it.

The following are our specific concerns:

There is little evidence to support the argument that all mentally

retarded individuals are better off living in small community-based

settings. S 2035 would limit Medicaid payments to eligible individuals

residing in a "community or family living facility" with a capacity no greater

than three times "the number of persons in the average family household in the

area in which the facility is located. . ." As the average family household

in the United States generally runs between two and three, the maximum size of

a community or family living facility would be six or nine individuals. The

current literature offers no evidence to support the premise that independent

liing skills can be taught only in certain-sized facilities or that given the
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same individual care, developmentally disabled persons progress better in

smaller than in larger settings.

A 1980 study, "On Size and the Quality of Residential Care: A Second

Look" by George S. Baroff, reviewed several major analyses of size as a

relevant factor in residential care practices in institutions. The author

examined the two kinds of studies that pertain to size. One involves the

relationship between size and the degree to which care practices are resident-

oriented versus institution-oriented. The second considers actual resident

adjustments in settings of different size. Neither instance showed a

relationship between size and the degree to which care practices were

resident- vs. institution-oriented.

Similarily, after analyzing data on clients in group homes of differing

size (ranging from 6 to 20 residents), a research team at the University of

Washington Child Development and Mental Retardation Center concluded that:

group home size usually was not the most important factor.

Variables such as geographic location of the home, heterogenity of the

resident's background, and average age of the residents were typically

more important than was the number of residents in determining patterns

of eating, social behavior, organized activity and being unobservable."

Community placement is ideal for many-developmentally disabled persons

but not all. These individuals have varying and diverse needs. In addition

to suffering from mental retardation, an individual might also, for example,

be deaf, blind, epileptic and unable to speak or walk. Service needs may vary

from vocational training and management skills to the intensive medical care

and therapy services. Lower-functioning individuals are seldom accepted into
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community or family care homes. Incontinent and non-ambulatory clients

require more thah can be provided in a community setting. Others who are not

accepted into the small community environment are people who may function in

the severe to moderate range of retardation but have involved medical

problems. Severely impaired individuals with cerebral palsy, uncontrolled

seizure disorders, and/or sensory impairments are Just a few examples. These

people may not need the expensive and intensive care of the restricted

environment of a state hospital, but neither is community placement

appropriate for them. They are aptly cared for in an intermediate care

facility for the mentally retarded (ICF/)IR).

ICF/MRs also have two important advantages over smaller community

facilities: a stress on socialization and staff longevity. Portland

Residence, a ICF/R in Minneapolis, 4, serves 100 residents. To give its

clients experience with small groups, the facility is divided into eight

living units. For socialization purposes, a resident has the opportunity to

mingle within his or her unit or in other units. This flexibility in the

setting allows an individual the stimulation of a variety of functioning

levels. If a person in a group home has an active personality problem with

others, that individual will likely leave the facility. At Portland

Residence, however, there is an opportunity for residents to move within

different levels of environment so that a client who has conflicts with others

does not have to be removed from the system and feel that he or she has

failed.

Staff longevity is an important element of many ICF/4, s. These

facilities experience a very low burn-out or turnover rate because the staff

works an 8 to 10-hour shift per day during a 40-hour week. These limited'

shifts keep the staff mentally and physically fresh while working with
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residents. This arrangement contrasts sharply with the high burn-out and high

turnover rite in small community-based facilities where the staff live and

work with the residents 24 hours a day. Further, many ICF/Ws hire only

college graduates to work as direct care staff, thereby employing mature,

disciplined people who are trained to think and work with the residents.

Economies of scale and other efficiencies gained from their size allow ICF/4Rs

to offer the competitive salaries to attract such employees. This cannot be

said of many small community facilities. Large ICF/Ws offer the residents an

array of services: registered nurses, speech pathologists, speech clinician

and education departments with teachers trained in special education, music

therapy, and recreation therapy.

The evidence is quite clear. A continuum of programs and living

alternatives are necessary to meet the-many needs of the severely disabled,

Often the placement most appropriate to that individual's needs is a large

ICF/4R facility where the necessary professional staff and services are

available.

The current literature offers no substantial evidence that small

facilities are less expensive than larger facilities. Major studies indicate,

at best, a weak relationship between size and costs. New York City's 1981

examination of community residence programs for individuals with severe and

',cofound developmental disabilities found that the small and coamunity-based

residences studied reported higher per-client costs than the comparable

adjusted average annual per-cllent cost for developmental centers in the

metropolitan areas.

A 1976 study of community care facilities, "A Typology of Community Care

Facilities and Differential Normalization Outcomes," by Edgar Butler and Ann
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Bjaanes, concluded that there are substantial differences in utilization of

community agencies, services and programs by facilities, and variations in

normalization activities within facilities. The authors found that:

"Larger facilities, by and large, utilize agencies, services and

programs, and have more internal normalization activities and, thus,

appear to be closer to the objective of normalization and developing

social competence than smaller facilities."

A comparative cost study of public residential and community residential

programs by the Research and Training Center in Mental Retardation at Texas

Technological University revealed:

"Based upon data collected in this survey, the costs of providing

community-based residential services appear to be at least equal if not

greater than those in public residential facilities."

The Health Care Financing Administration, in a January 1981

report, "Background and Future Directions," said:

'There is little evidence that coverage of comaunity-based and in-home

services reduced total public expenditures in an open-ended fee-for-

services system. Indeed most of the evidence is to the contrary. This

is because expanded service benefits largely go to a new (additional)

service population rather than substituting for nursing home care."
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We agree with the National Association of State Mental Retardation

Program Directors, Inc.'s argument that when some of the very studies cited by

proponents of community-based services are examined, the relationship between

facility size and cost is not nearly so clear as it may appear. "For example,

a recent report by the New York State Commission of Quality of Care for the

Mentally Retarded, "Willowbrook: From Institution to the Community," points

out that the average annual per-client cost of care in state-operated

developmental centers in the New York City area were approximately 29 percent

higher than the average client costs among the sampled community residences.

The authors of the report, however, go on to note that:

'The average per client cost among apartment residences ($39,156) was

actually $2,132 greater than the average per client cost among the

developmental centers. And, more significantly, the average per client

cost among state-operated apartment residences ($47,660) in the sample

was nearly 29 percent greater than the average per client developmental

center costs.' "

It is quite obvious that there are no definitive studies of the

relationship between operating costs and size. The scattered evidence that is

available is contradictory and subject to various interpretations. Smaller

facilities are not necessarily cheaper. Programs with eight beds or fewer in

Pennsylvania, New York and Michigan have revealed expenses that are two to

three times the costs of ICF/MR care. The McComb-Oakland project in Michigan.

reports costs of $70 to $130 per day. Costs in New York have ranged from $95

to $155 a day. Most small facilities for the mentally retarded are reimbursed

at $75 per day, many by at least $100 per day.
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Most states provide a $6S-to-70 per diem for ICF/1R care. For example,

Portland Residence's daily rate is $60, $10 less than the state's payment for

ICF/MR care. This large facility serving 100 persons also provides numerous

services, i.e., speech pathology and behavior analysis, that otherwise are

available in a small facility only through expensive contractual arrangements.

The quality of care for the severely disabled will suffe-f due to

inadequate community support. As mentioned earlier, past national efforts to

deinstitutionalize the mentally ill without proper coamuwllty support have met

with little success. No new law or regulation can guarantee that the

necessary system of services will be in place in every community throughout the

United States. It is impossible. We are skeptical of the ability of

governments -- federal, state and local -- to prevent "dumping" that has

occurred in the past and may occur under S 20S3.

We are particularly concerned with the problems the proposal would bring

to states with large areas with sparse population. For example, Lakecrest

Developmental Care Center is an Orem, LT 75 bed ICF/HR that provides services

to adolescents with mild behavior problems and other mentally retarded

individuals. The facility is currently at capacity and has a patient-

admission area covering a 400-mile radius. The transfer of the facility's

residents into the community would be disastrous due to the lack of community

services. The population distribution is inadeqate for the handling of the

deinstitutionalzation of ICF/fR patients. With SO percent of the population

of Utah located around Salt Lake City, the rest is spread sparsely over the

state. In three-fourths of the state's communities, the availability of

services, physicians, speech and occupational therapists as well as

psychologists and physicians is limited. In addition, travel time and actual



565

Medicaid dollars available would make S 2053 unrealistic except in the Salt-

Lake City area.

A study conducted by the University of Massachusetts on the status of

health care for deinstitutionized, mentally retarded persons in that state

found several disturbing factors. Current health systems are reluctantly

responsive to the deinstitutionized. Care for the mentally retarded person is

exceedingly complex and time-consuming for physicians, and the skills needed

by a doctor to care for the mentally ill usually exceed those that he or she

received during training. Most medical staff are ill-prepared or lack the

knowledge to deal with the mentally retarded's health problems, and many

physicians, dentists and nurses have problems dealing with people whose

appearance or behavior is different and want to segregate them from other

patients. In a similar vein, the Texas Technological University study found

that:

".. being in a group home does not automatically mean a better quality

of life. Without the provision of training, opportunities for vocational

and social activities and outside monitoring of programming, it is

possible that a group home may become more sterile than that of a p ublic

residential facility."

S 2053 would unfairly restrict state flexibility in Droviding services

for the-severely disabled. The proposed legislation is oppressively

prescriptive at a time when states need maximum flexibility in devoting

shrinking funds and resources to cdre for the severely disabled. State

institutions still will need to remain open to incur full fixed costs of

operation as well as the marginal costs of caring for individuals who will
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remain institutionized because of their medical condition or the inability of

the state to make a community placement. Further, S 2053 would force states

to comply equally with statutory priorities not tailored to the current status

of their efforts to deinstitutionize.

The increase in the number of program eligibles and program costs that

would be imposed by the new legislation would be extremely difficult for the

states to absorb, particularly in light of the Reagan Administration's efforts

to further reduce the federal share of Medicaid.

The states have already moved consistently over the past IS years to

successfully reduce the total population of public institutions. That

population has dropped by 37 percent over the last 11 years while the number

of community residencies has increased by more than nine-fold over the same

period.

The states, and not the federal government, should have prime

responsibility for planning a continuum of services for severely disabled

citizens. The federal government should be supportive, not pre-emptive. It

should serve as a catalyst and supplement state efforts only as needed.

Clearly, states will continue to include a varied number of institutional beds

as part of that continuum of care.

Deinstitutionalization of the severely disabled is already available

through home- and community-based waivers. Incentives for appropriate

deinstitutionalization already exist under home- and community-based service

waivers available under Section 1915(c) of the Medicaid law. At present more

than 20 states have waivers for the mentally retarded, and otfer states are

pending approval. These waivers increase the incentives for states to develop

less costly alternatives to institutional care and to operate their facilities

for the mentally retarded more efticiently.
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Many community service packages for the developmentally disabled are more

costly than institutional care, a fact that casts doubt on the savings

assumptions included in the proposal. If community care is less expensive, it

can be covered wider present law and no statutory changes are necessary.

Sumunary

For the many reasons discussed, the National Council of Health Centers

opposes S 20S3. The National Council believes the program and support for the

legislation is based on arbitrary size limitations and questionable cost

analyses and interpretation of major studies relating to

deinstitutionalization. S 205S3 would Jeopardize the improvements in care for

the mentally retarded that have been achieved over the past several years.

The National Council urges the Senate Finance Health Subcommittee to oppose S

2053.
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Mr. Chairman, the National Federation of Licensed

Practical Nurses# Inc. (NFLPN) appreciates the opportunity -to

present its views regarding the inadequacies of the present

Medicaid reimbursement system, and the future of health delivery

to our Mentally Retarded and Developmentally Disabled (M.R.D.D.)__

citizens.

The NFLPN is the professional organization which

represents this country's 750,000 licensed practical nurses

(LPNs). As an organization whose members are dedicated to the

delivery of high quality nursing health care, we have long been

concerned with the lack of access to quality long-term health

care which Medicaid provides to the economically disadvantaged.

Unfortunately, today a number of problems plague the Federal-

State partnership that provides care for patients with such

disabilities as severe mental retardation, severe epilepsy,

cerebral palsy and paralysis.

The vast majority of these, and other economically

disadvantaged patients, receive long-term care in large, multi-

purpose state institutions. Our experience tells us that these

facilities are often too large and too inefficient to provide

adequate care for a very diverse group of patients. In this type

of facility, subtle differences between patients may be easily

overlooked; consequently, the tendency is to tailor treatment to

broad categories of patients rather than to the individual. As a

result, sometimes patients do not receive the type of personal

and individual nursing care which they need and deserve.
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These large institutions hinder optimum habilitation in

a second way. Despite the best of intentions, these facilities

act as effective barriers between patients and the world. Our

experience indicates that M.R.D.D. individuals, many of whom are

only physically disabled, do not progress as well as they

otherwise might when they are separated by miles and walls from

their spouses, parents, friends and the general public. While

such isolation can slow or even prevent proper treatment,

constant interaction with others improves morale and

habilitation.

The true tragedy of this situation lies not in the fact

that such facilities exist, but in the fact that so many disabled

individuals are forced, often with no regard for the appropriate-

ness of treatment, to reside in them because they have no

alternative. As the subcommittee knows, the cause of these

problems is the institutional bias within the Medicaid system

that forces states to rely so heavily upon large institutions.

Their overreliance is apparent in the fact that of all money

spent on Mentally Retarded Intermediate Care Facilities (RICF),

82 percent is spent on larger, multi-purpose facilities, while a

mere 4.5 percent is spent on public community and family care

facilities.

Although some states, such as Rhode Island, have

aggressively taken the lead in the shift to smaller community

care homes, the present Medicaid system serves as a disincentive

to change. It is presently the view of many health care

professionals that the Federal government, as a partner with the
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states, must act if change is to occur. We believe, therefore,

that S.2053 is an excellent proposal for change.

The effectiveness of S.2053 lies in the fact that it

would attack the problems by eliminating their root cause. The

inefficient and ineffective treatment of individuals in large

public facilities would be alleviated by transferring these

patients to smaller, individually tailored, closely supervised

community and family care facilities. Such a transfer would be

achieved by reversing the bias of Medicaid funding. In these

small homes, men and women would have access to the individual

treatment and attention that they require. We would expect these

homes to establish regulations which would assure quality health

care delivery.

Despite the claims of some critics, this proposal would

not force all patients to fit into a predetermined, inflexible

mildjor force patients to reside in a community setting

regardless of the care they need. It is our opinion that section

1918(b)(1) would require care that "is not available at community

or family living facility* in their home state. Thus, this

proposal would make it financially possible for most patients to

transfer to community living settings.

For those many men and women who would reside in a

community or family setting, the benefits would be great and

immediate. First, the ability of a disabled individual to live

with or near a spouse, parent or loved one is an invaluable

benefit. Secondly, these people would be allowed the dignity to

care for themselves. LPNs quickly learn that patients progress

88-270 0-84- 87
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most rapidly when they are treated as adults and as individuals.

This proposal seeks to provide a fiscal mechanism that would

allow disabled men and women to find dignity through independent

living.

Although the NFLPN enthusiastically endorses S.20530 we

do offer one suggestion for consideration. We encourage the

subcommittee to include a prov-lon that would reimburse the

states for the training mandated by the bill. While we applaud

the realization that such a mandate is necessary, we are

concerned that state funding will not be adequate to provide the

necessary training and retraining. If such a provision is

included, S.2053 will serve to greatly improve the way this

country provides for its disabled citizens.
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My name is Richard C. Surles, and I am a member of the National Mental
Health Association's public policy committee as well as Director of
Mental Health and Mental Retardation Services for the City of
Philadelphia. Prior to 1983 1 was Commissioner of Mental Health and
Mental Retardation in the state of Vermont. -

My statement today is presented on behalf of the National Mental
Health Association (NHHA), a voluntary citizen organization, represen-
ting approximately one million consumers and citizens interested in
the treatment and prevention of mental illness and the promotion of
mental health.

NMHA fully supports the concept of S 2053 -- i.e. that mentally disab-
led individuals should be cared for in the least restrictive setting,
and that long term institutional care is no longer appropriate for
most of this population. S 2053 primarily addresses the needs of
mentally retarded Individuals, although it also would cover those
suffering from a mental illness, if they are under age 21 or over age
65.

My statement addresses the long term care needs of chronically mental-
ly ill individuals, and how S2053 might better address those needs.

There are an estimated 1.7 to 2.4 million people living in
institutional and community settings who, by virtue of their
diagnosis, duration of illness and resultant disability, may be termed
chronically mentally ill. Many of these people are inappropriately
placed in institutions such as public mental hospitals and nursing
homes, many live in substandard or inappropriate housing and many are
homeless. Most of these people are missing one or more of the basic
life supports necessary to a satisfactory quality of life.

Over the past two decades, it has been convincingly demonstrated that
people with chronic mental illness can become more productive members
of society if they have appropriate community living arrangements
linked to rehabilitation and support services. Thousands of people
currently in hospitals or nursing homes could function more
independently in psychosocial programs, group homes, family foster
care or supportive apartments if adequate numbers of such programs
were available--at a total cost to the taxpayers that would be less
than the costs of current arrangements, according to a report issued
in February 1983 by the Departments of Health and Human Services and
of Housing and Urban Development on FederalEfforts to Respond to the
Shelter and Basic Livjl Needs of ChronicalX Mental TY_.T_T n- T'V lGa f a,-

What is needed is a continium of residential options for this popula-
tion, ranging from hospitals to nursing homes, to group homes, to
foster care, to shared apartments, to independent living. No single
residential option can meet the needs of all the population.

Current problems in meeting the shelter and basic living needs of
chronically mentally Ill individuals stem from a number of causes, not
the least of which are instances of localized shortages of housing
affordable by low-income people and the stigma against people with
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mental health problems. In addition, however, it has become
increasingly clear that there are major problems related to funding
patterns, unclear or antithetical legislation, eligibility determina-
tion factors, planning and coordinating factors, and program
accessibility. The outcome is overuse of hospitals and nursing homes,
the use of substandard community shelter settings, and the shortage of
supervised, appropriate community arrangements.

Chronically mentally ill citizens are not now adequately served under
Medicaid, and yet many of them are among the truly needy, leading only
a marginal existence and falling within the lowest socioeconomic
strata of society.

The current Medicaid program is structured in such a way that, for the
mentally ill, it emphasizes institutional care for those who may not
need it, and encourages (even in non-institutional settings) more
intensive care than is often warranted. In this respect, the priori-
ty given to institutional services by Medicaid is similar for mentally
retarded and mentally ill persons. However, in one Important respect,
Medicaid coverage for these two populations is very dissimilar.
Medicaid has no provision to cover intermediate care facility ser-
vices for the mentally ill and specifically excludes inpatient care in
a psychiatric hospital for those between the ages of 21 and 64

With the enactment of the Medicaid Home and Community Care waiver in
1981, states were permitted to substitute community care for institu-
tional care when community treatment would be more appropriate, and
also less expensive. However, in developing a waiver request for
Vermont (and Vermont was one of the first state to have a waiver which
included services for the mentally ill approved by the Health Care
Financing Administration) I found that it was very difficult to use
the waiver authority to improve services for the mentally ill. This is
because the only Oinstitutional" services which may be offset against
community care costs for the mentally ill, are services provided in
psychiatric institutions for those under 21 and over 64.

Thus currently, Medicaid-eligible mentally ill individuals have a
limited range of community services available to them, and severe
restrictions on long-term psychiatric inpatient care if they are
between the ages of 21 and 64. On the other hand, if persons are
served in general hospitals then Medicaid will pay for acute care,
thus encouraging the use of episodic acute care.

The problems in providing appropriate treatment to the mentally ill
are many and the need for a national reorientation to care. is
critical. It is on these problems of appropriate care that I want to
focus today in the context of S 2053.

S 2053 describes in some detail the types of services that would be
available for funding for disabled people or, in other words, the
services that would be considered to be medically appropriate by the
Federal Medicaid program if S 2053 were enacted. These services
include those now provided to mentally retarded persons residing in an
intermediate care facility (ICF-MR) those services available under
the Medicaid waiver program (case management, homemaker/home health
aide services, personal care services, adult day health care,
habilitation services, respite care and other services as approved by
the Department of Health and Human Services), comprehensive services
for independent living and specialized vocational services which
enhance the independence, productivity and community integration of
severely disabled individuals.
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S 2053 uses the same definition of Odevelopmental disability* that is
found in the Federal Developmental Disabilities Act, and therefore
covers the chronically mentally ill. It is appropriate for the
chronically mentally ill to be included within this definition since
the types of services they require and their problems :in adjusting to
community living parallel those of other disabled individuals.
However, mentally ill individuals, unlike those with mental retarda-
tion, may need periodic in patient psychiatric care and the total
duration of such care is unpredictable. Thus, it is important that
S2053 not delete any current Medicaid institutional coverage for
mentally ill persons under age 21 or over age 64.

We understand that S2053 is not intended to limit this institutional
coverage for the mentally ill, but believe the bill needs to be
amended to clarify this. Currently, section 1918 prohibits
institutional services to all those covered under the bill. Mentally
ill persons under age 21 and over age 64 should be excluded from this
provision, so that they remain eligible for all currently covered
mental health services.

The inadequate coverage of mental health services under current
Medicaid law is a major problem. It results, in part from Federal
restrictions, and in part from many states not opting to fully cover
such services. As a result there is a lack of Medicaid institutional
dollars to transfer into community services, as well as a serious and
critical shortage of such community services. This is why I had such
difficulty designing a Medicaid waiver program for Vermont and why so
few states have even tried to apply for a Medicaid waiver which covers
this population.

The most critically needed reform to Medicaid for mentally ill persons
is expansion of Medicaid coverage for the less intensive services
which are provided in the community and designed to prevent institu-
tionalization. These services include especially: case management,
psychosocial rehabilitation, residential programs, assistance with
housing and other services defined in S 2053, and in the Medicaid
waiver authority.

As a first step towards this end, NMHA urges the Committee to amend S
2053 so as to add a new provision amending Section 1519 of Medicaid
(the Medicaid waiver) so as to enhance the opportunity for mentally
ill persons to be included within the existing waiver program. This
requires looking at the "institutional" services which, under the
waiver, are to be replaced with community services In a slightlY
different way. For instance, states cannot now count as institutional
services under the waiver, inpatient acute care provided in general
hospitals. Also, some of the services provided on an outpatient basis
are more intensive (and less cost-effective) than alternative
community support services which are not now eligible for Medicaid
reimbursement. Thus, partial hospitalization might be appropriately
replaced with a psycho-social day program for a given patient.
Intensive outpatient therapy might be replaced with case management to
assist the patient with a whole range of problems which are
significantly effecting his/her mental health and so on.

We thus propose that the Medicaid waiver authority be amended to
specifically allow states to receive Medicaid reimbursement for
community alternatLvep now described In under Section 1915 when these
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services are furnished to individuals diagnosed as having a mental
illness and whose condition is severe and persistent, but for whom
long-term skilled or semi-skilled nursing care is inappropriate, and
for whom it is determined that a reduction of the disabling effects of
this serious mental illness can best be accomplished in a non-institu-
tional setting. These community services would be provided to
individuals who might otherwise require services furnished--on an
inpatient basis by a general hospital, services provid-d--on an
outpatient basis by a general hospital, by a community mental health
center or other clinic or private practitioner, or partial hospitali-
zation services provided by a hospital or other provider.

States participating in the waiver should be required to promulgate
regulations which will ensure that patients have a goal-oriented
treatment plan, which will integrate clinical services and community
support services, provide for continuity of services, and set stan-
dards for licensure of community facilities for mentally ill persons.

We further suggest that these home and community services funded
through the Medicaid waiver for the mentally ill be paid.for by the
federal government at a higher rate than is allowable for
institutional and other inpatient care. Specifically, the match for
community services should be 5 higher thah for institutional or
hospital services. This will give states a positive fiscal incentive
to develop community-based alternatives for those at risk of more
intensive care.

While such a higher rate might appear illogical during a period of
such federal fiscal constriction, we suggest that such provisions are
cost effective. For example, in Philadelphia, inpatient mental health
care in a general hospital now runs about $500 per day; community
programs are significantly less expensive. Thus the use of community
services is much less costly and much more effective than continuous
admissions and re-admissions for inpatient acute care. Moreover, in
keeping with the waiver concept, an overall cap on expenditure can be
established to prevent run away cost from over subscription. Unless
incentives. are provided to states, however, people experiencing
episodes of mental illness will continue to stay in hospitals because
there is no where else to place them, and Federal funds will continue
to encourage the utilization of the most expensive options for treat-
ment.

Aldo, we are experiencing serious problems with the manner in which
Pennsylvania has implemented Medicaid restrictions on public patients.
Some hospital administrators are denying Medicakd patients who have no
fixed address admission to the hospital, because when the patients are
ready to be released there will be no place for them to go. If they
fail to place a patient, the State medical assistance authority will
deny the hospital public assistance for the inpatient care.

These changes are needed now more than ever as evidence grows that
Medicaid budget pressures are causing states to single out services
for the mentally ill for cutbacks and restrictions.

Our proposal for changing the Medicaid waiver is designed primarily to
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address the community-care needs of chronically mentally ill adults.
S2053 also authorizes a range of community services for children under
21 and older adults over 64, if they meet the definition of disability
in this bill. I want to emphasize that NMHA fully supports the inclu-
sion of these individuals under S 2053. The services defined in the
bill are exactly those needed by seriously and chronically mentally
ill people and S 2053 represents a major and highly significant change
in the Medicaid program's structure. I would like to specifically

-point out the importance of covering pre-vocational services. Day
habilitation services which include task-oriented activities intended
to help participating clients to acquire the social and job-related
skills that are prerequisites to entry into a vocational training
program are essential if chronically mentally ill people are to
benefit from services furnished through rehabilitation programs.
Currently, the chronically mentally ill are seriously underrepresented
in the vocational rehabilitation system, primarily because they are
not 'vocationally feasible' under the VR system's definition.

Another excellent provision in S2053 which I would like to strongly
endorse is the fact that all those whose disability had its onset
before age 50 would be covered. The DD Act definition limits services
to those whose disability had its onset before age 21. Yet many
chronically mentally ill people first show signs of their illness
after the age of 21. Thus the age of onset in this bill is a signifi-
cant provision for the chronically mentally ill, and we urge that it
be retained.

There is one other amendment which NNHA would like to propose with
respect to coverage for mentally ill persons under S 2053. As now
written, someone who is 20 years old and diagnosed as schizophrenic
when this bill is enacted would be eligible for a wide range of
community services, which could enable him or her to live in a group
home in the community, to receive vocational services designed to
eventually enable him/her to hold a job, attend a psychosocial day
program to assist with his/her independent living skills and receive
medical treatment. What happens under S2053 when that same individual
turns 21 a year later? There is no automatic coverage for any of
these services. Indeed if he/she lives in a state which has failed to
cover clinic services, and which has not applied for a waiver such an
individual may find the only Medicaid services available are inpatient
and outpatient general hospital treatment and physician services.
Such a drastic cutback in supportive health-related services will
quite certainly cause many chronically mentally ill people to suffer
serious relapses and their potential to become independent and
possibly productively employed citizens will be lost.

While our proposals to amend the Medicaid waiver would, in a substan-
tial way, improve Medicaid coverage of health-related community ser-
vices, S 2053 would cover additional services and because the waiver
authority is optional, some states may not apply for a waiver for the
mentally ill. There are also restrictions placed by HCFA on those
states which do apply, and the rigidity of the formula used to
calculate costs has already restricted the use of the waiver
authority.
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Thus, coverage under S 2053 is a significant improvement over the
waiver authority, even though the waiver amendment recommended here is
a significant improvement over current law.

We are therefore concerned about those mentally ill young people
covered when S2053 is enacted, but who would lose that eligibility as
they turn 21. NMHA urges the Commit-ee to amend S 2053 so as to raise
the age of cut-off from 21 to 22 a year after enactment, and by one
year each year thereafter so that those initially eligible for a full
range of family and community services retain that eligibility as
they grow older.

In conclusion, we recommend:

*That S 2053 be amended to clarify that institutional
services for mentally ill individuals will continue to
be reimburseable under Medicaidi

*That S 2053 be amended to include language which
amends Section 1915 of Medicaid so as to allow for
appropriate reimbursement for home and community based
services for chronically mentally ill individuals

*That the age of onset under the definition of
eligibility used in S 2053 remain as age 501

*That the services defined in S 2053 as reimburseable
under Medicaid not be changed, and particularly that
pre-vocational services be retained;

*That children and youth who are under age 21 when this
bill is enacted, and who suffer from a serious and
chronic mental illness, retain their eligibility for
community services as defined in this bill as they grow
older (i.e. that the lower age limit under Section 1918
(h) be raised by one year each year).

With the changes suggested above, NMHA endorses S 2053 and urges its
adoption by the Congress.

Our proposals to amend S 2053 would mean that chronically mentally ill
people have available to them a range of community care alternatives
which are, for the most part, already available to other disabled
people. Care for chronically mentally ill individuals has been a
public responsibility for over a century. It still is a public
responsibility, even though many chronically mentally ill people are
no longer locked away in large remote institutions. Medicaid is the
single most important funding stream for health-related services to
this population, and for too long the mentally ill have been denied
adequate access to the most appropriate and cost-effective services
under Medicaid.

We urge the Committee to make the changes suggested above, and then to
enact S 2053 as soon as possible.
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COMETS ON S. 2053

--Submitted by--

Parents Association of Northwest Louisiana State School

The Parents Association of Northwest Louisiana State School has gone on

record as strenuously opposing the Community and Family Living Amendments of

1983 (S. 2053). as introduced by Senator John Chafes. Our opposition stems

from the fact that S. 2053 is based upon a radical "anti-institution" philos-

ophy which runs contrary to research findings reported in the scientific

literature. For example:

A core assumption underlying the legislation seems to be that fac-

_ility size per se is a major determinant of program quality, and

that small residences are thus inherently superior to larger ones.

Available research data does not support this premise. Placing a

ceiling upon the size of facilities eligible for Title XIX funding

is thus a highly arbitrary requirement that simply reflects a sub-

jective bias against larger, multi-purpose residential programs.

C The proposed legislation also seems to presuppose that placement in

a small community-based residential facility will, in and of itself,

result in greater developmental growth and a superior quality of

life than would accrue to mentally retarded persons in an institu-

tional setting. Here again, this contention is not supported by

existing research findings.

"If you stand at all, stand tall"
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It is frequently argued that comunity-based care is loes expensive

than institutional programing. However, even a cursory examina-

tion of the "studies" commonly cited to support this stance reveals

that they involve highly specious comparisons, i.e., while the

institutional costs reported inevitably include the full spectrum

of services offered by the facility, cost data from the community

are ordinarily limited to housing, food and live-in staff, exclud-

ing the cost of providing the full spectrum of needed programs for

clients. The studies which have taken into account the monies

needed for programs in the community have usually revealed that the

cost of community placement does not differ significantly from the

cost of institutional care and is, in some instances, more

expensive.

The Chafes legislation seems to ignore the significant differences

between current institutional populations and those retarded people

who are being successfully served in the community. The data make

it clear that the overwhelming majority of residents of public

institutions are severely and profoundly retarded (e.g., some 57%

have Qo of 20 and below), have a high rate of concomitant physical

handicaps, are highly dependent on others for assistance and

support (e.g., some 60% cannot dress without assistance, 55% cannot

understand the spoken word, and 43% are not toilet trained), and

many require intensive medical life support measures. This

population contrasts sharply with the markedly less handicapped

persons who are typically served in community residences.

"If you stand at all, stand tall"
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The proposed legislation would, in effect, disenfranchise parents

in terms of making decisions concerning the type of placement that

would best meet their child's needs. It ignores the findings of

several studies indicating parental satisfaction with institutional

care and strong parental objections to transferring their offspring

to the community.

It is our belief that major social policy decisions such as those pro-

posed in S. 2053 should be based upon a careful scrutiny of available empirical

data. We thus urge that the Senate Finance Committee's Subcommittee on Health

solicit testimony from recognized authorities in the mental retardation

research community. Specifically, we suggest that you seek input from Dr.

Norman R. Ellis of the University of Alabama and from Dr. Carl Haywood of

George Peabody College for Teachers in Nashville, Tennessee. Dr. Ellis is

probably the world's foremost authority in the field of mental retardation

research, and has made extensive contributions to the scientific literature

(e.g., he is editor of the Handbook of Mental Deficiency, Psychological Theory

and Research and also edits the International Review of Research in Mental

Retardation, a series which currently includes 11 volumes). Dr. Haywood is

also a leader in the area of mental retardation research, and recently served

as president of the American Association on Mental Deficiency. We view this

type of expert testimony as particularly important in light of the alarming

volume of emotionally laden hyperbole and scientifically unsubstantiated

contentions which we have observed in many of the written and oral

presentations supporting S. 2053.

"If you stand at all, stand tall"



While opposing S. 2053, the Parents Association of Northwest Louisiana

State School clearly recognizes the fact that an individual's service needs

may differ at various stages of his or her life. Ve thus strongly endorse the

development of a wide array of service options, including both institutional

and community-based programs.

Submitted By:

Tommy Head, President

Parents Association of Northvest

Louisiana State School

Bossier City, Louisiana

"If you stand at all, stand tall"
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PARENTS I ASSOCIATES OF THE

L LSTITUTIONALIZED RETARDED

OF VIRGIIA

March 4, 1984
9000 Orange Hunt Lane
Annandale, VA 22003

Mr. Roderick A. Dearment
Chief Counsel
Senate Committee of Finance
SD 219
Dirkson Office Building
Washington, D.C. 20510

Reference S2053

Dear Mr. Dearment,

I am writing on behalf of the members of the Parents and
Associates of the Institutionalized Retarded (PAIR) of Virginia, to
express our strong opposition to the provisions of Senate Bill 2053,
"The-Community and Family Living Amendments Act of 1983." In your
February 17 reply to PAIR President Mr. Bobby Tuck's letter of
February 6, you advised that it would not be possible for PAIR to
testify at the recent hearing, but that written testimony would be
accepted. Mr. Tuck has requested that I provide that testimony.

PAIR is comprised of representatives of the five institutions for
the mentally retarded operated by the Commonwealth of Virginia.
Briefly stated, there are several key points we wish to make:

o We fully support community programs for those individuals who
would be best served in the community.

o While we feel strongly that many retarded citizens are best
served in the community (e.g., a group home), we do not support the
notion that every retarded person is in this category. Approximately
76% of the residents of state-operated facilities are profoundly or
severely retarded. Many o+ these individuals require special care
that cannot be offered in the community in an effective and efficient
manner. We are also concerned that the potential for abuse of such
individuals is greater in community facilities the public has much
better visibility over institutional programs.

o The conventional wisdom that it is less expensive to care for
the retarded in community homes is simply not proving true in the case
of the severely and profoundly retarded. Experience of the Falls
Church Community Service Board in Northern Virginia, for example, is
proving that the costs of providing quality care in the community
setting will be staggering compared to the cost of providing the same
programs in the institutional environment.

33-270 0-84-38
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O Beinq in an institution does not preclude communityinvolvement if the right programs are provided. The excellentcooperation which exists between some institutions and the localcommunity suggest that some institutionalized retarded may actuallyhave better access to the "community" than those who are isolated at
home or in some group homes.

o The quality of programs is not related to the size of thefacility providing the carol it is based on the funding and othersupport provided the program and the quality of the staff. Werecognize that there exist institutions with poor programs andfacilities, and encourage efforts to improve those situations wealso recognize that there are community settings with poor programs.

In summary, Mr. Dearment, we recognize and appreciate the concernof the Senate over the welfare of the retarded. We only hope that anylegislation on behalf of the retarded will recognize that there is noone solution which is best for everyone we must retain theflexibility offered under the present system which provides the modeof care and development which is most appropriate to the needs of the
individual.

Sincerely,

Bob Dupwe
Member, PAIR
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7 Fury Drive
Selden, New York 11784
March 6, 1984

Congress of the United States
U. S. Senate
Finance Committee
Health Subcommittee

Hearing: February 27, 1984
S. 2053; Community and Family Living Amendments
Act of 1983

Testimony: Roy and Arleen Probeyahn
7 Fury Drive
Selden, N. Y. 11784

We attach our testimony to our State Legislature as part of this
record for background and orientation purposes.

As to the proposed legislation: we generally favor the concept
that severely disabled individuals are entitled as a matter of
right to a free appropriate continuum of services regardless
of age based on the needs of the individual in the least restrictive
environment.

We favor deinstitutionalization but perceive that those families
in the community with severely disabled individuals at home h .ve
been clearly discriminated against in the past to deinstitutionalize.
More needs to be done to equalize the support of both segments of
the population.

However, wo do not favor any dramatic shift that will return those
in the institutions to warehousing conditions again, in order to
correct the inequities now being perpetrated on us in the community.
There is room and enough resources to commit to &;ual support of
these minorities who are separated only by their housing environ-
ment but whose needs otherwise are essentially the same.

We support this legislation if amended to reflect a balanced
position to support all those with severely disabling conditions
that fosters the placement of housing for them in the community
but does not unrealistically attempt to impose rapid changes by
inappropriate funding shifts.

Cordially,

Roy Probeyahn
R;/mr Arleen Probeyahn
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Position Papers The Tragedy of Aging Out
Roy & Arleen Probeyahn, 7 Fury Drive, Selden, NY 11784
On Behalf of: Roy, Jr, Mike & Glenn & Their Peers
March 6, 1984 - Day in Albany

My wife Arleen and I are the parents of three autistic young men,

Roy, Jr., Mike and Glenn, ages 21, 20 and 16. We love them very deeply

and have raised them in our home together from birth 'til this very day.

We hope to be able to continue as a united family in our natural home

environment for many years to come. We are opposed to the human ware-

housing of disabled people in institutions.

The boys' functioning level can best be described as profound to

severe. Michael is most severely handicapped being essentially non-

verbal and not becoming toilet-trained until he was 13 years old. By

the way, it took us five years to get, then Suffolk State, to do that

for Michael as an out patient resident there, as we refused to commit

him. We knew he was not incapable but was actively resisting it and

24 hour, round the clock efforts were needed, and - we were right!

He still has occasional lapses but he is trained. Roy is less disabled

but does not engage in conversation although verbal. Our youngest

Glenn is the least affected but has a very fragile emotional base and

has toilet accidents regularly, but he is quite verbal.

Eighteen years ago the local school district could not deal with

Roy nor later Mike and we turned to AHRC for help in their education.

Then Suffolk Center for Emotionally Disturbed Children began servicing

clients and they went there and ultimately to Suffolk BOCES III Autistic
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Program at James E. Allen Learning Center, Melville. Glenn followed

much the same track. Roy, as you may have noted, aged out this year

and is back at Suffolk Center Adult Day Treatment.

Arleen and I do not believe in "letting George do it" either and

saw as part of our mission in life, not only the care, and feeding of

our sons, but additionally the work of advocates for them and all

other handicapped children.

As our listed affiliation&-, attached, will show we volunteered

as active members of numerous private and public organizations for

the betterment of the quality of life of handicapped students. We

took leadership roles, sometimes actually formulating the organization,

we worked on committees, did fund raising, supported legislation,

educating ourselves constantly so as to keep abreast and knowledgeable.

We were successfully We and the parents and educators and friends we

joined with can proudly bask in the light of what has been achieved

for the improvement of the quality of life for all disabled children

and young people under the age of 21 in the educational and social

sphere.

To be sure much remains to be done, diplomas for the disabled,

oanunity based placement in local school district programs for even

profoundly and severely disabled students, addressing of the 30 some

odd state non compliance areas via a via PL94-142 etc.

Our major concern with the State Department of Education

regulations are that they cease to apply to students over 21 years

of age. only now are our children growing and blossoming and beginning
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to fulfill our dreams for them in free appropriate educational

settings. I must tell you that only in the last three years do I

truly believe our son's X.E.P.i have been realized.

Arleen and 1, however, have made sses out of ourselves and

others, because, that's what happens when you assume. We assumed,

that while we worked so hard for the younger ones, the children

someone was doing the necessary for the adults. And it seems, most

particularly for the aging out adults who have lived in the coiamunity,

we assumed wrongly, Things are worse now for aging out adults than

when we began in the educational sector for children 18 years ago.

While we certainly empathize with those who have suffered the

indignities of human warehousing and by no means belittle their

plight, I am addressing today the concerns of parents like my wife

and I who were able to cope with their handicapped children at home -

thank God - given the promise of help and a free appropriate education

from the society at large through the public sector. We struggled

for years to have these rights guaranteed into law only seven short

years ago.

And yet, my oldest this year and my second next year; Roy and

Mike, having reached the magical, mystical age of all knowledge - 21 -

will or have fallen into the abyss of day treatment because the law

says they can no longer benefit from an education.

Have we been sold a bill of goods? is that all there is? Is

this the ultimate Catch 22? We've coped, we've loved them, fought

for them and their peers for twenty years, and what's our reward? -
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More scratching and foraging and work and advocacy for our "aging

out" children's appropriate care, training and housing.

You've heard of students' "aging out". what about parent "burn out*.

When can we resti assured that the full life of our children, to what-

ever extent it can reach is insured. The puzzle must be finished and

all the pieces filled in - our work is not yet done. We've been led

down the garden path into a bed of thorns.

Were we wrong not to have placed them in institutions or

residential care? Had we done so we would have freed ourselves of

the burdens of dealing with their exceptional needs in our homer

freed ourselves of the financial burden of their upbringing which

included almost catastrophic medical expenses. They would receive

more ti ne under State Education funding as students, they would have

first dibs on hostel beds, and day care placement, under your plan.

Not to mention a savings of about $50,000 a year in cost to the

state for institutional care times three tines 21 yeav.--ihich comes

to about $3,000.000.

Of course, there are some who play the numbers game who might

say that we cost everyone money.

I have little doubt that Hike and Glenn who suffered severe

pulmonary problems as children and Roy who almost succumbed to a

rare disease would not have lived to adulthood if left to the tender

mercies of the then, institutional care mechanism in place, had we

chosen that for them. A similar fate, suffered by their peers by

the thousands, I'm afraid, who had no such choice. Since we obtained
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for them the best medical care available they are alive and well today and

have a right to live their lives to the fullest as do we all.

We personally know, in our suburban/rural community numerous

single parents in their seventies caring for 30 and 40 year old

adult handicapped persons, many of them married who have been in

the community all their lives.

Do the nay sayers fail to see the growing crisis? How inhumane

and unfair if these people end up in institutions or on the streets.

A subtle but dramatic nhift has occurred in the last seven

years. Our society admits a responsibility for profoundly and

severely developmentally disabled adults from the cradle to the

grave while institutionalized prior to that time. This warehoused

all people whose handicaps made them significantly different from

their "normal" peers and had full support from society which grew

out of the general populace's fear and prejudice through ignorance

of these disabled persons.
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Now, those kept in the community, are not thought of as having

a right to live in a society; which provides them necessary services

under the guarantee of law after reaching age 21, simply because

state education funding stops, but as merely having an understandable

but somewhat unrealistic expectation that some services may be

available. These people have, as a matter of human and civil right,

entitlement to a continuum of appropriate services which must be

guaranteed in law with due process safeguards, based on the needs

of each individual.

We urge you to join us in this last frontier of civil and

human rights, for a minority which is incapable of asserting their

own rights, and unequivocally state your support for this concept.

We believe disabled people are entitled to live in the community

and receive a free, appropriate public education and training regard-

less of age. They need to be taught how to compete in the real

world of work, to become taxpaying, productive members of society

in the employment marketplace. They belong in the community, in

homes, churches, schools; at work and in places of recreation so

the non-disabled can get to know them and not be afraid nor ignorant

of them, nor prejudiced toward them; so that they themselves, can

benefit from the exposure to the modeling behavior of normal

healthy persons, more fortunate than they.

How many, thinking back, can say as children they ever saw or

knew a severely disabled person. How many children and adults

could answer differently today? It has not changed - and it must -

for us to overcome.
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Theme people are not criminals, nor freaks, not to be pitied,

but rather to be accepted as they areas human beings, citizens of

this great state and nation, who are the way they are through an

accident of fate through no fault of their own. They are not to

be treated differently, warehoused together in residential care,

schools and at work, hidden from their normal peers, denied

diplomas upon graduation, segregated from society at large in

every conceivable way. They do need a good faith commitment from

the state to fund the public and private sector in a meaningful

and consistent way so this can begin to happen.

We've tried to do our part, we take the boys shopping in the

supermarket and other stores, to the movies, swimming at the beach,

bowling, plays and to Church on Sunday in the hopes of making more

people aware and accepting of them and it works.

We kept our sons at home because we love them and believe that

is right. But, we thought there was a partnership with our government

that a continuum of services would exist. We thought wrong! Again

Where are the hostels and community residences for them to live as

they approach and reach manhood? Where are the jobs or Day Training

or prevocational programs to help them get those jobs?

There is not a continuum of services available for community

clients. In Suffolk County there is no Day Training Nodule in place

today. Not one application has been made in Brookhaven Town
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for a community residence in 15 months and the goals for beds

set forth seems woefully inadequate. Not only are

there losses of jobs in the institutions through attrition but

there have been actual layoffs in the Con unity Services offices.

We applaud recotneendations to commence census taking and

centralization of service access and provision. it is a morass

of bureaucracies we are faced with O.M.R.D.D., Suffolk County

Department of Social Services for medical and transportation,

Office of Vocational Rehabilitation for training and on and on.

We are also troubled at what appears to be a mindset among the

bureaucrats and service providers that day treatment is lifelong

and day training and prevocational training - if it exists anywhere -

is preparatory to sheltered employment and the latter is the ultimate

expectation level. Our vision is that our constituents, our children

and their disabled peers, no matter how severe their disability,

should be trained towards competitive work and the necessary done

to find and place and keep them in those jobs. If you only plan to

build a hovel you'll never have a home.

The sheltered workshop, like the human warehouse is a bad

idea whose time should be ending if not over.

it's goal should be to train itself out of existence, not to

be an and in itself. We have worked and effected change in curricula

where the boys have been educated to lay that groundwork for the

adult programs. But, that does not v':an we should write off the

existing clients. Let us begin to teach them meaningful work
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today and put them to work in the community of competitive employment

tomorrow sweeping, washing, delivering, photostating, folding,

stacking, whatever work there is to be done, no matter how menial

or simple. Please join us in that vision.

Where are the overnight respite services - not a day ward in a

hospital with a TV on the wall - but a community residence designed

to be flexible to take my Michael when we have a function to go to

that Roy and Glenn would benefit from but not our dear Mike. What

happens is we don't attend the event or leave them all home or hire

a person to care for them while we're gone. Without this service,

lord forbid we get sick together, and we have and we do and it's

tough, let me tell you, to care for ourselves and them.

Is this Catch 22? - you've closed the institutions - but -

not provided the community based services to help us and our children

as we "age-out"?!

Have we wasted the money and time and effort of 18 years of

education, all the state aid and local dollars spent, all the

professional talent in drafting I.E.P.s and conferences and teaching

and parent effort, that will be lost in the springboard down into

post 21 services and programs.

In closing let me share with you, our greatest fear - that our

children will outlive us - based on the level of services presently

available we rather face the horrible, unthinkable grief of burying,

our children than think of leaving them to the tender mercies of life

in this place and time without us to insure their rights and dignity

as human beings.

We hope you see us as reasonable, involved and concerned thinking

people - if you do and you think about that statement all else is

extraneous - please put that fear to rest, allow us the right to hope

for as long and healthy life for our children as you do for yours.
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AFFILIATIOUS

1. Middle Country Central School District #11 - Special Education

P.T.O. - Past President - Ten Terms

2. Selden Taxpayers Assoc., Inc. - Past President - Three Terms

3. James E. Allen Learning Center - P.T.C. - Past President -
Two Terms

4. Suffolk Child Development Center - Parents Assoc. - Vice President

S. Middle Country Central School District #11 School Community
Relations Comfiittee - Charter Member - Vice President

6. Middle Country Central School District #11 Committee on the
Handicapped - Parent/Child Advocate Member - 5 years

7. Middle Country Central School District #11 - Property Tax

Relief Committee - Chairman

S. Town of Brookhaven Hostel Site Selection Committee - Current Member

9. Town of Brookhaven Advisory Cowitter on the Handicapped - Current
Chairman

10. A.H.R.C. Mid-Island Auxiliary/Suffolk Chapter - Board of Directors

11. Both Recipients of the New York State Congress of P.T.A. 's
Jenkins Memorial Award

12. Sensa (Nassau-Suffolk Special Education Alliance) - Charter
Member

13. Members Nassau/Suffolk Chapter - National Society for Autistic

Children

14. Member of Lt. Governor's Task Force on "Aging Ou/"
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President's Council's Statement

regarding

Senate Bill S-2053

The President's Council of Parents Associations of Institution-
alized Retarded Citizens ( New Jersey ) represents 8,000 families.
The President's Council feels that Medicaid support should be made
available to all eligible Retarded Citizens regardless of where they
are living. Thus, Medicaid should be made available to all those elig-
ible ones living with their families, group homes as well as institut-
ions.

We realize that at the present Medicaid support may only be avail-
able to those living in institutions. We feel that this support should
expanded to those eligible citizens living elsewhere. This portion of
S-2053 is very good.

However, The President's Council Vehemently objects to the pro-
vision of S-2053 having to do with the complete phasing out of long
term care facilities ( State Institutions .). It has to be recognized
that as the long care facilities become depopulated through the moving
of the Retarded Citizens into the community, the less capable may have
to remain in the institutions. There are also many non-ambulatory Re-
tarded Citizens who can never expect to be moved into group homes, nor
could community facilities other than hospitals or extended care fac-
_ilities be able to furnish adequate care for such citizens.

Therefore, The President's Council feels that S-2053 in it's
present form should be defeated and not be reintroduced until or un-
less it is revised to delete the portion having to do with the phas-
ing out of long term care facilities. Only then would we consider
S-2053 to be a viable instrument to permit the sharing of Medicaid
support with all eligible Retarded Citizens in New Jersey.
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STATh*ENT

IN OPPOSITION TO

S2053 - COMNUNIIY LIVING AMEJNDMEFNTS 1983

FINANCE COMMITTEE

SUBCOMMITTEE ON UIFALTI!

Senator Dave Durenberger, CIIairman

March 13, 1984

I'VRI'ARED BY: Polly Spare, Presfdrnt
Pennsylvania League of Concerned
Families of Retarded Citizens, Inc.
P.O. Box 1133
Doylestown, Pa. 18901

NEAGE OF.
CONCERNS FAMILIES,
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Sv.qator Durenberger, Members of the Committee:

I am the mother of two severely profoundly mentally retarded adults

wiho reside In Pennsylvania state facilities. My daughter, Sandra, age 31, is

a i'vilnlurst Class member who has been ordered by a Federal District Court into

ow c'ommunicty over our objections.

My presentation will address tihe realities of that mandate, its effect

on1 the mentally retarded individuals involved, their families, and other citizens.

My punipose is to provide you with hard facts for your consideration as you discuss

Hedienid restructuring.

I present this position statement for The Pennsylvania League of

C(:1nn'riled Families of Retarded Citizens, Inc. I serve as President of this

MI gati zat ion , as well as Presidnt of tine Pennhurst Parents-Staff Associlation,

I int . The League, as we have come to be known, is a totally voluntary, oialprofit

private organization, incorporated in Pennsylvania on September 10, 1981. We pro-

vidt, individual ai d group advocacy servit'cs, as well as information, to parents,

It gislators, and the public at large. We are all volunteers from professional and

nnnin~ in Cesslonnal disciplines: law, public rel atiots, accounting, business, .'usL

plain parents, etc. We serve persons wino live In sLate facilities, private

l ittistd facilities, and in tne community. We provide no residential or day

services. We receive no public monies. (See attacchment #1)

Ln the past 27 months, Pennsylvania League has emerged as a long overdue

reliable resource for information winichn is easily understood and easily accessable

to tine average family. We are not identified with normalization, deinstitutionaliza-

tioni, or tine least restrictive alternative. Advocates of the "comMunity only

pliilomsophny" have historically shown little or no luterest in institutionalized

pei'snitns and ihnve offered little or no support for lteir families in times of crises.
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In Pennsylv iiI it was ARC-PA. who dclib. r.itely created a crisis of

111011l nk-l a p ropor;jt ions - t hI iL I dem.in vs IIIIlIt U rs t L it i gat I on, a c 1 ss ac t I on

lItw suit designed to set . pr ,'idcnt for eventui closure of all institutions.

TII II I i.sco rtmAins unjrL'solvt.d after 1U yoirs of ip1)uaran'0s in -deral District

(:oIII, t.iiird Circuit Court of Appeals, anid three appvar;aicvs before the U. S.

Siprnlt Court. WE SEE $2053 AS AN ARC SPONSORTI' ALTERNATIVE TO THF LINSUCCESSFUL

RI.:SOI.rIION OF Tie PENNtIURST CASE. Community advocates see the ICF/MR federal

I tuld,; to state centers as ; financial alternative to Increasing state funding

4t fl i'tIs. (See Costs, page 12) Our state centers care for our most debilitated

ptl Iat ion. 'lhetse people, will rtqulre As much, if not more, mooey for quality

cominil ity care.

WIlY IX) WEl: 0ilIF:CT TO') :Q053 ) ?

Ihis ill appears to be a Medicaid restructuring proposal based on

,s001mgpt Ions about care that could result in Irreparable harma to very vulnerable

livol,. 'he following list partially covrs our tonLcns.

I. Thi, prtevailing at Itdt In this proposal is tLhat .al 1 institut ions arv

regressive. We disagree!

2. This Act assumes that all community placements are good just because

they are smaller units. There is no empirical evidence, through present

tn me to support such a contention.

3. S2053 arbitrarily establishes support for just one approach to care with-

out recognition of the diverse needs of our mentally retarded population.

It fallaciously assumes that all are equally capable of growth, develop-

mnt, and integration into th, ctaunnity. It does not allow for individ-

uality or inability to conform.

33-270 0-84-39
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4. It seems to Ignore all positive congreg.ite , as well as negative

comnitailty living arrangement (Ci.A) experiences. Unfortunately, It

is always the client who falis in the cnr unity - never the systLm.

Our deinstitutionnlized mentally retarded people are turning up in

mental health facilities and on the streets.

5. It makes no allowance for parental or 5tate preference in designing

or establishing a system that best accommodates "needs" of the pop-

ulation to be served in a given gL ographnic area. Lne program cannot

possibly serve 50 statuS.

6. It does not seem to clearly establish that quality standards must apply

to tine community placement equally with tile institution. What is good

fur one should apply to the other. It does order state centers to

comply (with or without federal funding) to federal standards according

to an implementation agreement with a penalty clause. Mentally retard-

ed persons will be the losers in a noncompliance issue - budgets,

programs, and support staff will he cut. Mentally retarded people are

dependent on all three. Private community providers of small comn-

unity facilities have proven that tiney cannot and will not operate with-

out certain financial assurances.

7. It Ignores the subject of medically Involved persons who require.

behavior controlling medication. Our Pennsylvania CLAs do not employ

nurses to dispense medications. The community is want to be normal-

izing - It is not a medical model. (See "Case Histories", page 8)

8. S2053 assumes that all- people can be assimilated into the general pop-

ulation. Present experience with the court ordered Pennhurst dispersal

clearly indicates the opposite. Our people are very often lonely when
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they graduate to independence. Friends Ire few and hard to find.

Relationships with staff are not lasting due to high turnover rates. I

receive anxious calls from families asking If we cai locate a "friend

or roommate" for their high-functioning son or daughter who is currently

at home because they are unable to support a community placement alone.

9. S2053 has all the prerequisites of an administrative castastrophe. Every

little unit will be a mini institution requiring separate staffs, core

teams (professional evaluation programnmers and therapists), fiscal and

housekeeping personnel, and transportation. Real Estate brokers are busy

finding new locations when leases expire and landlords say "move on".

This happens with regularity. It will be administratively cost-heavy

and impossible to monitor. (See "Costs", page 12)

10. It seems to place some emphasis on foster care and adoptive homes. I

would like to stress that as parents we have "loved and lost" because

we could not physically and emotionally nurture our handicapped family

member 24 hours a day at home. It has been done, but often at the expense

of broken marriagesand broken family ults. This Act assumes that families

will stay together. What about elderly parents? What about emotionally

unstable family units? What about the single parent?

I1. Periodic independent reviews are required in the Act, but are not defined.

liow frequent is periodic? How comprehensive and independent is the review?

In Pennsylvania, parents are not part of the monitoring process. The

Pennsylvania 1984-85 Proposed Budget suggests a line item of $400,000 set

aside for monitoring this year.

12. Case management services, available to all, will need to be limited to

case loads of 12 to 15 persons if they are to be effective. My experience

with Pennhurst dispursal shows that case management is just the beginning.
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Administrative and supportive staffs from both existing and now provider

agencies ire required for TLIIP, HiP, and Ii.P meetings, hearings, trial

visits, etc. As an advocate in such cases, I can assure you it is not

unusual to have to attend a series of planning meetings for one client

with 10 to 20 other professionals present each time, some of whom never

give input. Meetings may last from I hour to most of a day. ALL

PARTICIPANTS ARE SAI.ARII) WITH PUBLIC FUNDS, except the client, his

family, and the advocate. In some cases, even the advocate (not

Pennsylvania League) is salaried. The family is always placed on the

defensive and in the minority numerically. This superstructure, one of

many, could become a mandate for some 1,000,000 mentally retarded persons

according to those who support this proposed legislation. Under S2053,

Medicaid funds or an equivalent substitute would be needed not just for

one or two years, but a lifetime - 10, 20, or 50 years. Where are the

cost studies to support even first year expenditures? Generalization and

cost approximations are used as fact. In the section on "Costs", I have

developed a financial projection assuming $30,000 per client per year,

with and without an inflation factor. (See Costs, page 12) The resulting

statistic is staggering!

13. The needs of our people are to be met with Social Security, Supplemental

Security Income, Medicaid and Medicare, federal programs in continuing

jeopardy because they were never conceived to be more than "supplemental"

income. Many states are near bankruptcy. It would appear that our

Pennsylvania institutions were upgraded to attract federal dollars that are

now convertible through the 2176 Waiver for community resources. The

1984-85 Department of Public Welfare Budget reflects this trend using

waivers that have not yet been cleared in Washington.
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14. Fiscal audits are a mandate. What about independent program review

audits mid quality control? In P'ennsylvania, Departnmt of Public

Welfare (DPW) plans, designs, funds, and monitors its own programs.

Pennhurst dispersal originally ordered by the court,also now has the

iPennhurst Implementation Team (P.l.T.) who review, approve, and mentor

all program plans. THE FOX GUARDS THE HEN HOUSE! When a facility is

slated to close, the Director is superseded by a Central Office employee

for more direct control. (See Attachment #2, MR Bulletin 99-84-03)

February 9, 1984.) Where do we look for due process?

15. S2053 proposes a federal mandate for ongoing Pennhurst type litigation

through the federal courts if the terms of the Act are violated. This is

probably the most opportune tim to discuss how such actions may affect

the unsuspecting person. Penhhurst Class merrbers and their families were

never forewarned or informed of their official status nor were we as

p|irvlLs allowed to "opt out" our smel La Il y rit.tLrded falmi Iy ,e..mbc.r. We s.w

ourselves Initially as Defendant% - tihe Plaintiffs claitod to rL.pr cso-t

our mentally retarded people. They still claim that right. Today, 1)

years later, we are at the mercy of the Defendants (Comm. of Pa.) who haJv,.

determined that they too plan to close Pennhurst Center by 1986 inspite of

two U. S. Supreme Court rulings charging that the lower courts "erred."

The I'ennhurst litigation has been a multimillion dollar income opportunity

for all the attorneys involved. With the exception of the legal represent-

atives of the parents, all are paid with tax dollars.

WE TOTALLY OPPOSE SECTION 5 W1C1H WOULD ALLOW CONTINUING AND
FURTHER OPPORTUNITY FOR PROLONGED CONFRONTATIONS BETWEEN PARENTS
AND "ADVOCATES" WHO DO NOT REPRESENT THE INTERESTS OF ALL MENTALLY
RETARDED PEOPLE AND THEIR FAMiI.IES.



608

1 wish to make it cl'ar that PsiisylvaIla Ic.ague is not opposed to

..oa~uuuity living as one alternative in a full spectrum of residential services, but

to eliminate the use of the institution by-withdrawing funding Is not the answer to

.1 growing program. The institution Is a natural setting for an experienced

rv.ourciv center, an appropriate evaluation and intake facility, an inpatient and

outpativiit service for certain kinds of people, and a place where longevity of

vM'lmOynktit provides experience and knowledge which can be shared. With in, open

t'w mnit y-institution policy, I am convinced that we could provide far better services

to many more people, gain family and community acceptance, and get the best possible

ritunt for our financial Investment.

Use of public funds should be controlled. A national program of the

iag,,iltude provided through the private sector only would be an administrative

c'ataitrophe. Just the cost of oversight would outweigh any potential cost benefit.

Example: The minute $400,000 set aside for our Pennsylvania monitoring program could

11v 2U million dollars nationally.

We can provide service to more people in need. We do not object to

r-,,.oioble Medicaid restructuring. We do see the ieed for service expansion at a t ik,

when funding Is not about to be more available
BUT

WIe do ,not support the dismantling of an existing system that is the only established

resource ro serve as backup while we experiment using a population that cannot be

expected to respond to our philosophical concepts of what should be. (Attachment #3,

Co = ,ntary, an experienced professional evaluation of where we are today.) All we

need to accomplish our goal is an open mind and a comssittment to this purpose.

Competition for the available dollars (with opportunity for profit)

Invites investors not always interested in mort than financial return and not always

professionally qualified. We need medicaid money to assist congregate fi'. littes

that service a severely profoundly multi-handicapped mentally retarded population

that Is socially the least desirable, most fragile, behaviorally difficult, and very
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costly to support on a scattered basis. In the community, these severely pro-

foutidly retarded people vill be the first to be rejected when funding cuts must

be implemented.

Case Histories of Persons Who Have Been Forcibly Moved

0I. R.A.L. female, age 38. mildly mentally retarded

R.A.L. lived for 18 years in a 28 bed private facility. Her County identified her as
a class member, "offered" her a three person semi-independent CIA where she could come
and go freely, even to the local bar. She visited the site and emphatically said "NO".
As with all clients, she was told, "There is a court order - you have no choice."
R.A.L., her family, and advocate continued to object. Rejection of that placement
resulted in a recipitoumove to a much larger facility (800 beds) where they said
she was to be evaluated. She was not allowed her personal possessions, TV, stereo,
etc. because she had to share a small room. Telephone privileges were restricted.
She increasingly withdrew, did poorly in her work assignment, and constantly asked,
"Why can't I go home What did L do?"

Thre months later, she was again precipitously moved into a apartment with a room-
mite who was not compatible. There was no in-house supervision. She walked 20
minutes in the dark at 6 a.m. every morning to catch the first of 3 bus-trolleys to
her workshop. The trip Cook 2 hours in each direction. She was forced to do food
shopping independently even though she was very much embarrassed by her inability to
learn the use of money. To and from work she was given tokens. Within three weeks,
she ran away, contacted her family, and refused to return to the apartment site.
Her County gave her 20 days to change her mind and threatened to cut off her support.
Fortunately for R.A.L., the Federal Court has just issued an order extending the
jurisdiction of their Hearing Master to cover Class Members being transferred from
private facilities. We sought his intervention. He allowed for mediation and a due
process that has been denied her previously. It failed. A negotiated settlement
between the County and the advocate (without Commonwealth support) allowed for her
return to her original facility which she called "home," to avoid what was by now
an obvious need for some mental health intervention. The Court agreed.

R.A.L.'s "Howe"
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R.A.L. is a semi-competent adult capable of somae self-determination especially about
where she wants to live. At this point in time, she is being given, once again, no

alternative, she is being threatened with a return to the apartment site that caused

her Initial community problem. No consideration is given to her wishes or to the

heavier cost factor. (The apartment is at least twice as costly as her "home" facility)
R.A.L. could live and work happily at the place she calls "home" and except for a work-
shop requirement she might live out her life in the beautiful setting where she has

-ftriends a&n---uld "earn her keep."She is too high functioning for a workshop setting.
T. i ree country, what right do we have to tell people where they should live and with
whom just because they happen to be mentally retarded? Welfare recipients receive
grants without such restrictions

#2. P.C., male, a e 21, severely retarded, nonverbal, hyperactive

This young man was placed in a large center city Philadelphia apartment 7 months ago.
It required a huge lock, a bolt, and a chain lock for security. The area is con-
sidered a high crime section, but bordering on a University area. The building, on
the corner of a busy intersection, has no recreational facilities and no yard. The
closest park is 5 blocks away. The other apartment residents are 602 transient.
P.C. has a small single room. His parents reside in another state, no family member
lives in Philadelphia. His parents fear for his safety in that setting and wonder
about his future. At Pennhurst he had room to run off his excess energy.

I'. C. is typical of cases that are increasingly frequent in our experiences as
advocates. Behavior problems are being dealt with by using psychotropic medications.
Too many of our mentally retarded people are being maintained through drug therapies
that are not always adequately controlled. There are no on-site medical professionals
in CLAs. In the case of P.C., our first hearing revealed the use of two contra-
Indicated medications that could have had fatal results. The Hearing Master directed
iavmediate medical intervention and scheduled a second hearing to follow. At that time,
the one questionable drug had been replaced by a new member of the same drug family.
Nobody was sure of its side effects, but P.C. reportedly was given this to treat
l)yskenesIa, a palsy sometimes found in mentally retarded people. P. C. had never
displayed this problem and showed no symptoms that day. He was still heavily
medLtated. A behavioral psychologist had charted his February behavior episodes. The
young man had had only 4 incidents of about 20 minutes in duration in the 29 day month,
but it was felt that medical control was definitely indicated.

A final resolution on this case is yet to come, but as P.C.'s father so aptly put it,
"They are making drug addicts out of our mentally retarded kids in the communityy"

13. P.H., female, age 37, severely profoundly retarded, mlcrocephalic, epileptic
.assjultve, hemiplegic 4'_7" .tall

This tiny lady has no habilitative skills, no aptitudes for community living. Her
TIHP shows no prograuatic goals except "normalization according to the Court Order."
She has been in the community for 2 months over her mother's objections. Her Mother,
who is P.H.'s only relative is a stroke victim confined to a wheel chair, blind in one
eye, partially paralyzed, but spunky. Her goal is to see her daughter safely returned
to a more secure institutional setting where she can interact safely at her very
limited level with her peers. She lives only to achieve that goal.
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P.H. is also being maintained in the community on heavy doses of psychotropic
medications which were never given to her at Pennhurst Center. (Attachment #4
PA.port of Hearing Master to the Federal District Court) It is well worth the time
to review,keeping in mind that it has been prepared by a Court appointed represent-
ative, with a presumption in favor of the community. I would recommend that you
redd at the least page 2, para. 1, footnote page 5, page 7 last paragraph, page 10
quotauloti, footnote page II, page 13, page 14.

Institutions are perceived by proponents of S2053 as regressive, not least restric-
tlvk. and a violation of client rights. I feel that P.C. and P.H. are being sub-
jected to abusive treatment, are endangered by the use of dangerous substances in the
CLA without close, quality, on-grounds medical supervision.

#4. W.D., female, age 24, cute and lovable, too friendly for her own good, and prone
t~o .Ating out episodes

She also was placed with no due process over parental objection. W.D. was withdrawn
from a lovely family-type private licensed facility and moved into a supervised
apartment which was far less desirable, convenient, or socially comparable. Her
family retained at different times two attorneys. Both withdrew, one because he
discovered a conflict. His firm represented the provider.

W.U.'s family was notified on April 6, 1983 that she was a Pennhurst Class member,
therefore, a candidate for the community. On May 5, 1983 she was placed with no prior
preparation, no program plan. The Federal Court Order had said our people were to have
placements that are "Equal or better." This location is minimal habilitation by
cotnilrlsnn, but twice as costly. W.D-Is still in that apartment. There have been 2
hearings, multiple meetings, and at this time, the Order of the Hearing Master to re-
tti W.D. at that site has been appealed by her parents with no response in over two
months. I understand that some appeals are outstanding for over two years.

5 __. I.L., 62 years old, mental age-3 years, 45 years at Pennhurst Center

J.l.. knows only Pennhurst. His family is objecting to a proposed transfer to an
apartment across the street from the Philadelphia International Airport. He has
problems walking, reacts badly to noise, has no awareness of cong-egate city life,
and Is proposed to be discharged on a 2176 Vaiver - good only to age 65. What happens
after age 65? The answer to his brothers's question is a simple, "We'll work on it."
Should J. L. have to ge to a workshop at this age? The answer is "yes", everyone does
regardless of their age. Recently J.L.'s family received a letter demanding a signed
icceptaice on the 2176 Waiver form. J. L. will be more confined in the city environ-
nent than he has ever been at Pennhurst.

J. L,. is only one of many who are-bding proposed for growth and development in the

community after over 40 years in a facility. H. K., age 83, has a son who has spent

42 of his ",4 years in Elwyn Institute. We have been able to delay his placement due

to M. K.'s recent stroke, but this is not the answer. He is one of five similar cases
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at that facility. The Pennhurst Class definition includes persons at Pennhurst

or in danger of being incarcerated at that facility. 2500 people remain to be

placed under this Court Order

96. P.M., age 15, severely profoundly retarded, physically disabled, needs leg
braces to ambulate.

His move was court ordered over parental objections almost two years ago. His
family sees no significant change. He is reported to be unaware of his surroundings.
Ills move from Pennhurst cost him the daily services of a licensed physical therapist
on grounds at Pennhurst, an outstanding special educational program off grounds, and
the devotion of an involved stable staff who literally taught him to walk, respond,
and use his braces. He was very special! In the community, he does not have the
physical therapy program. Resident advisors (RAs) are trained by the Core Team
spvclalist to administer what it calls physical therapy. Who monitors these programs?
Months ago the Third Circuit Court of Appeals ruled that the wishes of this family
re P.M. should be respected. There Is still no final disposition on P.M.

Gentleman, these case histories are fact! They are but a sampling and

they have been summarized. Each has involved months of turmoil and hours upoll

hours of meetings for the individuals in question and their families. I served as

adv wat in all but the P. M. case. He has very capable professional parents and

wt confer. Layers upon layers of paid staff, professional and non-professiotial,

were Involved. Had I realized that I might someday be preparing a report, I would

havI, attempted to log data and personnel involved with each case to estimate the

expndLture involved in preparation tlnk caily before a person. even arrives in the

VoImmunity. Is this a valid use of scarce resources? The process is cumbersome. There

are no guarantees of success, only that feeling that our people must take risks.

WHY ?
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COSTS

Thvr. Is considerable rhetoric about cost of comunity vs institutional care

his,.d on assumpticns and often only partial Information, but never on true cost

accounting studies. In a Congressional Budget Office memorandum, dated December

8, 1983, C. F. suggests that Medicaid savings associated with community placements

will Increase 10 fold by 1988. Even this report is based on estimates and states

that "certited community ICF/MRs (15 beds or less) are assumed to have the

supportive services that are required in this provision and, therefore, no

iucrvase in cost is expected." Is that realistic? Inflation is an ever present

factor. Page 2 of the C.B.O. memo also states-that 178,500 people are in instit-

utlomis. ARC-US estimates S2053 will serve at least I million persons or 5 times-

as iauiiy as are currently on the rolls. How can there possibly be savings?

In this section, I will again rely on facts. There is a sampling of

audits by the Pennsylvania Office of the Auditor General and the Proposed 1984-85

Budget. Providers will not be identified, but the audit reports would be available

on rquest. They are public documents.

The following three summarized audits will give some insight into

community operations:

Provider Ot

This facility served 45 persons in 1982 in CLAs at an annual cost of $35,960.93
per client. These rates did not Include medical or dental care, specialized
professional services, core team, etc. The annual cost for leased vehicles
with maintenance was $89,953 or $1998.95/client per year. The annual cost for
rent and utilities was $142,874 or $3,174.98/client per year.

.Fiudings and recommendations:

Finding #1 - Provider 01 realized $115p370 in profits from per diem
funded CLA program

Finding #2 - Prior years' overpayment of $52,000 should be returned
to County

Finding #3 - Provider 01 should return retirement contributions for
-Individuals employed uaider the Federal Comprehennive
Employment and Training Act (CETA)
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'rovider #2

IThis is a large proprietaIry fa il Ity ec'rviij. ,imit 160 persons In th

s'vtre profound range. '11, facility is. ahout IZ yvirs old ind riporLudiy

provides a respected quality of cdrc.

'1is is a two page sunmrirry taken diretly fr,,n tlhe 53 page report which
basically listed 15 Findings and Huorrjactidatlcxis. There are 8 stockholdrs.

Finding No. I - Income of Approximately $815.608 Is Estimated To Have been
Derived by the Center's Stockholders

We estimate that I | III o. stockholders, also stockholders
in the related corporations, n, Inc., (see Finding No. 3) and

. . .)I) (see Finding No. 2), together received the
following in profits and fees for the two-year period ended June 30, 1979.

For The Fiscal Year Ended
June 30, _1979 June 30._1978 Total

Actual profit and fees paid to
lUhabilitation Center under DPW contract:
Profit (see pages 10 and 14) $111,780 $143,868 $255.648
Directors' fees 14,400 14,400 28,800

Consulting fees paid to a related organiza-
t ion. *M@
(see Finding No. 2 for discussion) 192,000 192.000 384.000

FettmAted Income of a related organization,
_ _. (see Finding No. 3 for
discussion) 76,460 70,700 147.160

Total profit, fees, and estimated
Income to stockholders $394,640 $420,968 $815 608

Ilie total of $815,608 in profits, fees and estimated income directly or indirectly
received by the center's stockholders largely resulted from the fees and estimated
Income generated by the two related corporations (the home and 1 . We esti-
mated the fees and Income generated by the two related corporations, since the
center's anagemnt refused to provide financial information or sufficient docu-
mentation relating to the two corporations. Except for the contract signed between
M and the center,and the lease signed between the home and the center, the center's

mnsgement would not or could not supply us with any other documentation to substan-
tiate services being performed by M or support for the actual costs (depreciation
and interest charges on mortgages) incurred by the home.

The $815,608 income and fees received during the two years ended June 30, 1979
represented an average profit to the stockholders based on budgeted costs of 13.22,
whichh is almost double DPW's intended contracted allowable annual profit rate of 8.
In addition, our calculation of the center's stockholders return on investment for
the two fiscal years is approximately 122%. This is equivalent to more than doubling
the stockholders investment in just two years. This rate of return received by the
stockholders, and permitted by DPW, at the expense of commonwealth taxpayers., is
unconacionable. Our calculations are shown in the following chart:
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)PW should request the return of $503,084 based on the following adjustments
or the year ended June 30, 1978:

(1) To reduce health and life insurance benefit expenses,
which were incurred on behalf of the stockholders and
auditor (see Finding No. 6). ($ 12,765)

(2) To increase employ* benefit expenses to reflect unreported
union euploye expenses. 6,600

(3) To reduce capital improvement expenses for legal fees which
were unrelated to the contracted services and compliance with
life safety cods requirements (see Finding No. 5). ( 15,768)

(4) To reduce rent expenses for estimated profit taken by
_ I . Inc., which is owned by the same stockholders
as the center (see Finding No. 3). ( 70,700)

(5) To reduce management consulting expenses for unsubstantiated
services allegedly provided by -
Associates, which is owned by six of the eight center
stockholders (aee Finding No. 2). ( 192,000)

(6) To reduce professional services exoenses which were
performed by the center's CPA firm (see Finding No. 15). ( 19,360)

(7) To reduce nonbudgeted directors fees which were paid to the
center's eight stockholders (see Finding No. 1) ( 14,400)

(8) To reduce insurance ($850). repair ($324), and depreciation
($445) expenses related to the nonessential use of an
automobile operated by a center stockholder (see Finding
No. 9). ( 1,619)

(9) To reduce miscellaneous expenses unrelated to program
operations (see Finding No. 10). 995)

10) To reduce payroll taxes which were inappropriately paid
on behalf of the stockholders (see Finding No. 11). 608)

11) To reduce the following expenses to comply with the
contractual budgetary restrictions:

Maintenance payroll ($58,967)
Program payroll ( 89,654)
Payroll taxes and other benefits ( 6,325)
Food costs ( 6,899)
Peat and light ( 2,619)
Laundry ad linen ( 7,599)
Kitchen supplies ( 1,869)
Office supplies ( 422)
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Provider 03
This program shows assets of over $1,150,000. it was not possible to

determine how many people they serve. The audit reflects the following
concerns:

. Some physical sites were considered structurally deficient
to house Mit and KR clients.

MH and KR clients are housed together which some county program
personnel believe may result in prolonging an MH clients treatment
within the program. The prolonged treatment results from the MHi
persons inability to deal with a low functioning MR person in a
daily living environment. Other program personnel believe 10i and
MR clients living in the same apartment build on each others'
strengths. We were informed by county program personnel that
may be the only residential program in the commonwealth to house
PN and MR clients in the same residential setting.

MH and MR services funds are separate funding sources from the
commonwealth. MH expenditures are 90% funded and HR expenditures
are 100% funded. When M1 and MR clients are housed together the
funding source of program expenditures losses its identity.

There are MR patients within the = program who do not belong
there. As mentioned previously,l's program has three different
types of residential services which represent stages of progression
to an independent setting outside of the MH/HR program. The county
administrator's office indicated it believes about half of the MR
population of 102 may not belong in a type program. They are
low functioning KR clients who may not progress into an independent
living arrangement.

Findings and Recommendations:

Finding No. I -

Finding No. 2 -

Finding No. 3 -

Fioding No. 4 -

Finding No. 5 -

I= Includes Payroll Expenses on Its Financial State-
ments and Reimbursement Reports for Persons Not
Employed at I. For the Year Ended June 30, 1981 the
Expense Claimed for Non I Employes Was $94,730 and
for the Five Years Ended June 30, 1982 Was $388,037.

1 's Financial Statements and County Reimbursement
Reports Improperly Included $173,325 of Encumbrances ...

Improperly Included $98,759 of Expenses Incurred
By Its Building Fund and Related Corporation, Housing
Facilities, Inc., in Rei.abursement Reports to DPW ......

M Leases Buildings to HFI and Rents Back MH/KR
Counselor Space Which Resulted in Excess Comonwealth
Reimbursement Totaling $5,491 ..........................

IP Did Not Report Offsetting Income Totaling-

$18,643 to Allegheny County ...........................
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Finding Ho. 6 - I Reported and Received Reimbursement for
$11,898 of Ineligible Automotive and Auditing
Expenses ...............................................

Finding No. 7 - A $73,500 Advance From the County NH/HR Program
in 1976-77 Was Not Repild by f .......................

Finding No. 8 - U Improperly Cl1isified $5.200 of Fixed Assets
Purchases in Fiscal Reports to the Allegheny County
41i/KR Program .......................................

Finding No. 9 - Appraisals for Leased Houses and Apartments Were
Not Obtained ...........................................

Finding No. 10 - 1I s Contract,; for Providing R,-sidential Services
Do Not Always Comply with Model Contract Require-
ments ..................................................

These three reports were intended to point outadiinistrative and

program difficulties that surfaced whilt, auditing costs. All three. programs

.11'0 still operational and under contract for CIA arid ICF/MR services

It would be interesting to calculate with more audits to draw from

iust htow much profit will accrue to providers nationally from tax dollars.

l'rorram costs will vary from County to County and Stare to State. We fear that

It will not be long before the low income program will feel entitled to a greater

ffln.1,ial reward causing escalltion of costs.
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Tme following chjrts were prepared to illustrate the ,amount of
tpltal needed to provide for lifetime care at an initial cost of $30,000
per yvdr for a client now a.ge 28, assuming 6% and 8% interest rates, with
.nd without inflation. Paylments are assumed to be made from both capital and
.1nd Intetrest.

INFLATI ON
RATE

0%
0%

ASSUMING CLIENT
LIVES TO AGE

70
80

4%
4%

0%
0%

6%
6%

70
80

70
8U

70
80

CAPITAL
NEEDED

$484,000
$504,000

$876,000
$999,000

$389,000
$398,000

$881,000
$1,007,00X

For example, assuming a 6% Interest rate and no inflation, it would
require a capital investment of $484,000 to provide care to age 70 for a client
now age 28. At 6% Interest and a 4% inflation rate, this would increase to
$87b,000. At 8% Interest and 6% inflation, it would require capital of $1,007,000.
All of the figures assume that the capital would be exhausted at the age shown.

I NIE KT ST
KATE

h z
6%

bz
bZ

8%
8z

82
8%
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In this statement I have indicated that the Proposed Pennsylvania

IKiital Retardation Budget for 1984-85 reflects a new direction, expectation

of a dramatic Increase in federal support for MR community services and less

state funding. It is of great concern to parents to see a decreasing State

L'onimittmnr by Pennsylvania to our people placing more dependence on others to

provide for needs. It was initially a lack vf comnuittment that contributed to

a decline of the institution more than any other factor. At a time when funds

could have been made available for Centers, advocates for the mentally retarded

had no endorsement for the provision of a quality life for our institutionalized

family numbers. Only the community as the resource for service was the pre-

vailing emphasis. Meanwhile, Federal financial resources for our Institutional

population were increased to upgrade physical and environmental care. In

Pinnsylvania, we did a very acceptable job of accessing ICF/MR certification in

a relatively short period of time. Medicaid funding now appears to be one of

the very few possible new sources of funds for the community, hence S2053.

The following -xcerpts will illustrate the new direction:

KEY: -I increase

49-- decrease
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Basically, these figures show:

1. 2382 - in Federal Funding for County Services mandated by the
Pennsylvania MHMR Act of 1966.

2. 400Z in Medical assistance - Community based services

3. 590% in Medical assistance - Community residential services

4. 952 % Social service - Block Grant

* 5. 1000 Community residential services overall

6. $14,500.000 for early intervention from the Pa. Lottery Fund
(designed to be used for Senior Citizens)

It is of great concern that we must look heavily tu other resources

to fund this program which between 1983-84 and 1988-89 shows no change in the

nun, rs of persons residing in community residential facilities.

Thank you for the opportunity to present our concerns.
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STAT2LF T OF .AV RAYNES

BACKGROUND: MOTIVATION AND AFFILIATIONS

I.y wife Annette, and I are the parents-of Arnold David Raynes,
a 22 year old, neurological impaired severely disabled youth.
To review his development from whence he came and what the
prognosis was to where he is would require more time and paper
than this committee has the patience to endure; therefore let
us concern ourselves to today and where he is going. His child-
hood struggle, although unique to us, is an oft repeated tale
told by a parent of a severly handicapped child.

In order to secure rights for our child we recognized that the
rights of all handicapped children must be established. This is
a fundemental American premise, equality. The system that guides
the destinies of our handicapped citizens In-my state and other
stats does.not give on the same magnitude, even or fairly serv-
ed portions of treatment to all, This imbalance of service deliv-
ery is rightly interpreted by parents, families and consumers
that by misfortune of a label they have been denied access to
treatment thereby being less of a person and certainly a citizen
who has lost his constitutional safeguards.,

Our concerns for our child and all those handicapped children
has forced our involvement and participation in a variety of
activities and proGrams. Some recent commitments Include:-
JOINT VNTURE-Founder and co-chairman. This newly formed
40,000 state-wide membership parent advocacy group is composed
of our children served by the state Mental Health Agency as
well as the ;.:ntally Retarded and Developmentally Disabled
Agency also including State Education Department and Vocational
Rehabilitation, Department of Social Services and those who
also remain unserved. On August 5, 1983 we presented our united
concerns to our governor at his New York City Office.

PLUS GROUP HMIES, INC,--Advisory Board Member. This is a
group of parents of aged out children who tried to establish
a community residence for these autistic young adults but had
previously met with years of defeat. I am proud that I played
a small part in obtaining approval for PLUS so they may develop
an intermediate care facility with a New York State share of
41O0,O00,00 of potential capital costs.

RHINEBECK ASSOCIATION OF PARLTSJ INC. (RAP)- Founding president
and board member. The Rhinebeck Country School in Rhinebeck, New
York is a.privatly owned residential facility which serves the
needs of almost 200 developmentally disabled, mentally retarded
and emotionally disturbed youths under age twenty-one licensed
by the New York State Educational DepArtment as well as several
other states. During 1981-82 we saw thirteen private schools
in our state forced,to close their doors forever. New York State
makes it virtually impossible for the private for profit sector
to operate within its borders. The Rhineoeck School, based on
in-state and out of state reviews and audits has been rated as
a role model, one of the finest facilities of its type in the
state and in the nation, and it to was and still is threatened
with extinction. This was a prime purpose in the formation of
RAP.
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During 1981 services delivered by the Rhinebeck Country School
cost less than most similar type voluntary agency facilities and
substantially less than the public sector delivering In most
instances superior service by comparison was being forced by
the state to cease operations. It was the activities of the
parents that spearheaded an effort that has to this day pre-
vented this from happening, RAP was the first group to reach
out and liason with other similar state and national organ
izations and became the nucleus in the establishment of a
statewide parental effort.
RAP insplibd: leadership qualities in parents who went on to
assume key roles in other groups.. Four RAP .members serve on
the Lt. Governors Concerned Citizens Task Force on Aging Out,
one is a president of a United Cereb#l Palsy group, another
has become chairman of a major advocacy group plus many have
rededicated themselves with new fervor in advocating for the
needs of the disabled.
RAP worked to spotlight to government and the R ublic the plight
of the "aging out*" The first media mention on 'aging out" was
about RAP parents and the first public forum in New York State
on "aging out" was concieved by RAP parents who joined with
parents of other schools worked to address this into law.
RAP raised funds to provide extras for handicapped children
and continues to see that educational standards for the dis-
abled are not compromised.RAP has prepared testimony before-
state and federal hearings and has represented parents on
an individual basis in securing their rights to various
governmental agenc ies.

ADVISORY BOARD OF THE PRADER-WILLI ASSOCIATION OF NEW YORK
STATE - Director of& deeply involved in the affairs of its
population. This group, until recently was practically
obscure and neglected by government. I have worked with P/d assn.
director, hand in glove to secure federal recognition through
HHS for this death dealing syndrome. lie have received our first
state grant, le have worked on representing as a group and
individual cases to government the crucial necessity of
programs and proper placements, IWe are currently working
with other groups for the design of the first P/W facility
(residential group home) in New York State. We are also
targeting on a medical awareness program to make certain
that when these problems are found they are correctly diagnos-
ed and treated.

CONCERNED CITIZEN FOR CENTRAL ISLIP- Member of Board Which is
composed of parents and advocates of patients at Central Islip
Psychiatric Center, a state runthospital administrated by the
Office of i'ental Health . We are concerned yiith improving
conditions of the patients and putting in place an orderly,
proper and well planned flow of services when people are
moved from the hospital back into the community. We have
recently been offered a possible fifty bed site to aide in
this transitions
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SUFFOLK CHILD DEVELOP14 TAL C04TER PARE2T ASSOCIATION '-member
of it's advocacy committee. Arnold had been a client of this
facility from 1969 through 1978 and is currently attending
their adult day care program. I have spoken before their parent
groups and involved them in the aging out issues. I have
testified through state and federal hearings on the urgency
-of establishing a group home for these young adults. At our
town board site selection hearings called to discuss the
merits of a community residence brought out forty people to
speak against the measure, our efforts turned out 200 local
citizens to support the proposed group home. As of this date
a first group home (ICF-4VR) is under way and should be ready
to accept its new tenants, my son included, this April. A
second unit will be ready this fall. a

CONC9,iVED CITIZENS TASK FORCE ON AGING OUT-':ember of task force,
and played a key role In establishing the initial contact between
involved individuals and Lt. Governor Alfred DelBello. I have

-worked on the goals, objectives,positions and directions that we
have taken. I represent the Task Force to the State Education
Department and have met with legislative (state) leaders and
government officials in preparing state directions in needed
extensions of services. We have also prepared. media events
focusing on the need for services. The task force is current-
ly preparing "Aging Out" day in Albany where parents will meet
with their legislators and voice their feelings. this group
has also monitored the placement policy of aged out persons in
educational/ residential facilities. It is now preparing it's
plait to present to government for enactment.

ADVISORY BOARD OF LONG ISLAND RESPITE NETWORK-member of board.
The network Is a arm of the state Office of Mental Retardation
& Developmental Disabilities and serves to prepare respite
programs composed of funded residential programs and self.
help groups of parents designing respite services. With proper
respite machinery in place we can with certainty considerably
reduce the flow of individuals into institutionalization.

Among recent activities that I have been involved with included
working with the ASSEMBLY OF NEW YORK STATE. SUB-CO94ITTEE ON
HUMAN RIGHTS , (Chaired by Assemblyman Steven Sanders) in prep-
aration of their recently held hearings on transitional services.
I also represented parents in presenting to the United States
department of HEALTH AND HUMAN SERVICES the plight of the aging
out. Prior to my contacting HHS they had ignored this problem.
Since their involvement we have seen some movement which inc-
ludes aging out as a priority for all D.D. councils In their
state plan. HHS has4 through hearings and parent contact present-
ed to the state the fifty most urgent New York cases and has
ven following upon each. I shall not bore this body any longer
but feel enough has been said to establish my concers and
credentials.
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THE NEED FOR SERVICES
I was made aware of these hearings through the National Govern-
mental Affairs office monthly ARC's Government Report. In that
article they stated, "many have compared the importance and
scope of the Community and Family Living Amendments to that of
P.L. 94-142, the Education Zor All Handicapped Children Act.
Indeed this legislation provides assurances for mentally re-
tarded and other disabled persons, Including those beyond
school age, that services necessary to their growth and de-
velopment will-be available within the community, whether in
a a family home or a small community facility.".

If indeed this proposed legislation could do everything that
we understand It to mean, than this bill Is of landmark import-
ance. P.L. 94-.142 and de-institutionalization have racked severe
strains on states and localities as the needs for community
programs and residences have sharply grown. An entire new genera-
tion of handicapped, brought along the educational ladder to
age 21 has come along only for many to find that the next rungs
are missing. We, in New York call this "aging out. "Oft times
parents, feeling abandened by Government, are left to their
own devices to secure help for their children. They can not
understand why one handicapped child, because he came out of
an institution and the state is under court pressure to find
a community slot for this person, or this other child is in
a foster care system which requires monitoring and treatment
receives a priority in placement, or their child may have the
misfortune to be diagnosed with a so-called minority syndrome
(ie; Prader-Willi, Autistic, Tourette Syndrome, dual diogostic
and multiply handicapped to name a few) where little or no
programs are available.These generio labels create restrictions
that congress must break down. In Hew York we have about 200
children a year age out of residential schools and several
thousandmorb .ag66out .of their;- loo&&'school -dietriot program
or private :aeotu d~y-ischoel p'ogbam-in-tthbir- community that
their child had attended. The needs always outpace availability.

Deinstitutionalization is the official state policy however,
the practice of "dumoping" still continues, although the record
states It ended in 1978.8imply stated dumping is discharging
of psychiatrically or emotionally disabled persons without
support services In place. Patients are thrust out of over-
crowded wards or allowed to walk off the grounds. 4t Manhattan
Psychiatric Center in New York City more than 60% of all
patient discharges from May through September, 1982 were
escapees." Statewide 8000 patients await placement at a cost

of #117.00, per day. Since 1968 due to the new discharge
plan, stiffer admission policies, patient deaths and rise in
escapees over 70,000 patients have left state hospitals.
The plan was to have staff and resources follow the patient
back to the community, In reality only the patient left the
hospital. In New York State of the 1.9 Billion dollars spent
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by the Department of Mental Health yearly over two thirds goes
to 22,500 patients in it's institutions, the remaining one third
funds all other operations including the 125,000 people in
communities who need services. Without community support services
the result is the most expensive form of care known to western
man today, rehospitalization. Many also fall victims to the
drug, alchohol situations and find themselves charges of the
states criminal justice system. Meanwhile a paradox exists;
those who need service can't Get in due to stiffer admissions
and those who are ready to-come out can't, because there is no
place to o,

Prior to the Willowbrook Consent Decree there were nineteen (19)
state hospitals administered by the department of Mental Health,
serving a total of 80,000 patients. After there Decree the state
designed a new agency, the Office of Mental Retardation and
Developmental Disabilities. Today we have a total of fifty one
5 institutions in the state serving a combined population..

of.33,000 with more employees to administer services and the
quality of services delivered in both agencies, in a significant
majority of documented cases injures the cases fo. continuing
this costlyineffective, inhumane warehousing of humanity.

A continuum of services, from inception of diagnosis to that
point where services and treatment are xio long needed is not
only cost effective and probably would represent long range
savings to the tax-payers, but would be the humane enlightened
approach to a antiquated funded and managed structure.-

OBSTACLES

As mentioned. earlier when a rung in the ladder is missing
development stagnates, in many cases, even regresses. The
Intermediate Care Facility, Mentally Retarded or Development-
ally Disabled (ICF/1R) is such an example in New York State.
(>ar state Office of Mental Retardation an Developmental Dis-
abilities (0.!RDD) has placed major emphasis on the ICF. Federal
guidelines require a heavy concentration of therapeutic services
in an IOF. The result has been that a client who may only need
one or two of these services is placed in an ICF, (a more exp-
ensive alternative) only because one or two of the service
needed are not available in a less restrictive, therapeutically
intense, and certainly less expensive proGram.Another problem
in the continuum are those clients who have developed to the
maximum level the ICF can give but because simpler, less costly
programs are not available they must stay in the ICF. Conversely
the person who is lpoking to get in to the ICF is denied access
because space is ndt available. ICF'S have been used in place
of needed community residences because they allow the capture
of Medicaid revenues. Im many instances local governments have
opposed IFs because of local Medicaid cost sharing. OIR.DD
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responded by allowing full state funding through utilization
in those facilities of institutionalized clients, cnly'

As mentioned earlier we withold treatment to many because of
a label. Many disabled in tle O1%DD sector could wel"be served
by a provider of services in his area but his generic mark
becomes a barrier to admission in a program that he could benefit

'from. IT-would in many cases be unneccessarp',to create facilities,
and highly costly to serve a minority population khen in those
cases where their needs can be served by existing services than
they should.

Community opposition to group homes is a basic economic issue.
The mdJor basis for protection of group homes has been the re-
interpretation of the meaning of the word family. Many courts
have agreed that a group home which exists as a single house-
keeping unit with permanent live in parents that provide a
stable and family type environment, actually qualify as a fam-
ily. While there often is difficulty prior to opening a group
home the incidence of hostilities with neighbors after opening
are few and far betw een. In almost all cases group homes have
been good neighbors accepted by a once hostile community.

In New York State our site selection law allows the community
to oppose a group home at a local town hearing. Communities
may offer alternate proposals which take oft-times the form
of other properties for sale in other communities. The law
allows a 40 day determination by the commissioner after a board
rejects a site. Over saturation of facilities is often oited
as a objection. There is a strong case to be made that.these
hearings are a harrasment and a denial of Constitutional Rights
as they violate ones freedom of choice soley on minority grounds.

Disabled citizens living in residential programs in New York
State represent a broad diversity of functional capabilities.
Dollars are wasted and needs la.gely remain unserved whenever
clients are placed in or remain beyond time necessary in a
program which does not meet their level of care needs. Such
is the case of the ICF and the state run-Developmental Centers.

Residential services to those who fall into the Office of
Mental Health (Oi) are not only more limited than OR.MDD but
are characterized by a significant lack of adequate back up
services. An example are programs which provide for the develop-
ment of critically needed community living skills.

It is estimated that 30 to 70 percent of the homeless are-
product of our mental hygiene system. A briefperiod of hospital-
ization does not adequately equip many state psychiat ric patients
for an immediate return to independent living. Experience has
clearly demonstrated this reality. What is needed is a viable
continuum of supervised living alternatives for those patients.
The provisions of these alternatives must be balanced with a
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gradual diminishing of our reliance on state centers as the
primary access point for the chronically mentally ill patient.
In need of residential care. This shifting of direction for
inpatient care is unquestioned by experienced clinicians treat-
ing the chronically mentally ill. Fiscal facts testify to its
ultimate economy. A single 30 day stay in a state psychiatric
unit cost upward of $4000.00 for a patient under age 62, a
months care in a supervised community residence with case
management aid day treatment could cost the state less, than
0550.0o

RE04EVDATIONS

WE continue to defend, expand and cover up for our state -run
institutional systems. Evidence is overwhelming that the majority
being serv6d in those facilities could best be served in a lesser
restrictive environment. The system in New York has failed in
the hands of 01.M and Oi.RDD. Their can be no room for compromise
where the standards of service delivery are in question. The
records of our Itate agencies in these areas is well established
and the price tags that taxpayers and consumers has paid has
been staggering. If the private sector can offer quality pro-
grams at one-third tb one-half the cost of the state system, if.
they can serve more and deliver results for less, why continue
with the most expensive least productive system for the care of
the disabled in the history of mankind.

A paramount consideration at the planning level should be given
to parents of the disabled whose prime concerns include the
development of their child to full potential, adequate service
and proper treatment to suit individual needs with safe-guards
designed to protect their child qhen they can no longer be
present to advocate for their children. As this is a strong
humane issue parental input is vital to the success of this
program.

It is important that residential programs not be inaugurated
without proper programs (is: workshops, vocational, day treats
ment) and to assure that needs are properly met a system of
case management should be designed using that same person or
agency to serve one individual untill need is-no longer re-
quired.

If this law can bridge from education of the disabled to the
adult world than this congress will have the eternal gratitude
of millions of Americans.

TKIANK YOU.
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Sheila and Joel Small?8 cedar Ridge Rca.
hewinston. Conn. 06111

April 1, 384

Roderick A. DOArment, Chief Counsel
Senate Committee on Finance
Room 221
Senate birkeon Office Building
hashington, L). C. ZO5O

Dear kr. DeArments

The following letter represents iSe'I OhY OF eH C0NhEC,.ICU,
COUNCIL ON MkWiAL RETARDATION Oh S40)3-CONMUbIY AN) FAMILY LIVING
AX JNMES OF 1983.

%e live in the Hartford Connecticut area. ae have a vown syndrome
son which is going to be three years of age. our son has been in the
Regional Center program since birth which was June 1, 1981. my husband
and I feel that without the help and the need of the Regional Center my son
would not of received the help he needed with his early educational program.
Studies have shown that the sooner a retarted person is taught, the better
he or she would be as a person. .he Regional Center also played an
important role in our lives such as thesupport, and&he help and the knowledge
the teachers have given us with our son.

if the SO53 law is passed, all of the help and support that
the Regional center provides will no longer be in existence. parents like
ourselves needs this facility for support and to help the present and future
parents with Handicapped children.

If we didn't have our current Regional Center Program for our son, I
don't know how we would of been able to cope as parents without their
support and knowledge they have given us. our son would not be doing what he
is doing today if this program was not in existence.

Sincerely,

Sheila and Joel Small
Parents of a Retrted Child
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SFCC, Inc.
SAN FRANCISCO COMMUNITY CARE, INC.

50 El Comira Drive
Corte Madero. CA 94925
(415) 924-6877

February 28, 1984

Roderick A. DeArment, Chief
Senate Comiittee on Finance
Dirkeen Office Building
Washington, D.C. 20510

Dear Chief Counsel DeArment:

SD-219

I would like to take this opportunity to
to my letter. I am sorry that I was not
for the comittee, but would like to use
written testimony to be presented to the

thank you for responding
able to testify in person
this letter as a form of
Coimttee on Finance.

I am a disabled person, who lived in a state hospital for years. I
now live in a coimmity program where I feel my life is generally
better. I do not want to live in another state hospital and would
refuse to go if ever the situation arose.

I would like to go on record stating my full support for Senate
Bill S2053. I feel the government should spend Medicaid monies
on com unity programs and stop the support to state hospitals.

Sincerely,

T/NEL / /
//
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STATEMENT Marilyn Straw

RE: "Community and Family Living Amendments
of 1983" (S2053)

I have a 23 year old son who has been living at our State resi-
dential facility for the Mentally Retarded (approx. 550 residents)
for the past 10 years - before and after they received Title XIX
dollars. Needless to say, there have been vast improvements.

I have also been a volunteer there for the past 10 years (1 day
per week) working directly with various residents on a 1-1 basis.
I am a parent representative on the institutions Human Rights
Committee and a Board member of the Home Association (sort of a
PTA).

Because of these varied experiences I feel that I am able to
address this bill (S2053) with more knowledge than the average
parent, about the workings of an institution of this size.

Not all institutions are "bad" if done right! Those that have
become Intermediate Care Facilities for the Mentally Retarded
funded by Title XIX have accomplished this. By having to comply
with Federal regulations, the states allocated enough money to
provide proper staff ratio; enough money for daytime programs,
directors, and support personnel; enough money for upkeep and
maintainance and have reduced the number of residents to a
manageable level, usually between 400-600 people.

Our State facility (Woodward) offers an excellent environment for
the multiple handicapped or severely retarded individual with
fragile health because of it being a "medical model". If these
same people lived in the community they would have to be trans-
ported by para-transit buses from group homes to workshops or
"centers" and then back again to group homes at the end of the
day - in all kinds of inclement weather and I question their
comfort and health. This would need to be done in order to provide
them with a variety of experiences away from their living environ-
ment. At Woodward this is accomplished by interconnecting passage-
ways from one building to another and it works beautifully.

Woodward also offers a protective environment for the physically
active person not capable of handling the same freedoms in a
community setting because of traffic, becoming lost, or being
molested and yet still gives them a sense of independence and worth.
It also offers those retarded Individuals with adverse social
behaviors a place to be re-trained or "contained", whatever the
case may have to be. Any adverse behavior that is displayed in a
community unfortunately "labels" all retarded people as being
the same.

I have also actively served on the Board of Directors of ARC/
Polk Co., Iowa for the past 8 years and have been a faithful
supporter of community based facilities. Our ARC successfully
operates six Group Homes in Des Moines, Iowa for moderately
.retarded adults and provides a daytime workshop for approx.
250 people.
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STATEMENT Page 2

So, even though I wholeheartedly support the philosophy of
community facilities for the mentally retarded, I also am
convinced that we need a wide range of services to be offered
so that all levels of functional ability are addressed. Those
"institutions" that are being run properly with Title XIX funds
need not be closed down but rather "grandfathered" in, as they
do fill the needs of a definite portion of the mentally retarded
population.

Marilyn Straw

929 - 39th St.
West Des Moines, Iowa
50265
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Senator John H. Chafee
Dirksen Building, Room 567
Washington, D.C. 20510

Dear Senator Chafee,

We are writing to inform you of our opposition to "The Community
and Family Living Amendment of 1983", Senate Bill #2053, -in its
present form. We are definitely in favor of the concept of the
bill and greatly appreciate your taking the initiative to improve
conditions for the severely disabled individuals of our nation.
We most strongly disagree with the idea that this can only be
done in small (10 bed, widely dispersed) community facilities,

There should indeed be an effort made to c-lose any size facility
(state or private) which does not meet standards of high quality.
Many of the standards which are contained in the bill (such as
trained staff, interdisciplinary team formation of individual plans
of assistance, and adequate monitoring of facilities) are excellent.
The assumptions:

1. that these services can only be best rendered in 10 bed
facilities which are not in clusters but widely dispersed,

2. that the resulting increased numbers of such facilities
will be able to be adequately supervised and monitored, and

3. that the larger number of smaller facilities will be more
economically feasible

are not realistic.

There are currently facilities of 35 - 200 which do a good Job in
providing for DD individuals. Our severely retarded daughter has
had the privilege of residing in two of them. They meet existing
quality standards and strive to give the individual, personal dig-
nity and acceptance in the community at large as well as providing
good medical, behavioral and educational services.

We believe that existing facilities which can meet the standards
you are striving to set (regardless of their size) should continue
to be supported legislatively and monetarily (Medicaid funding).
We also recommend that as poor quality facilities (8tate and pri-
vate) are phased out, sufficient community facilities (varying
sizes) be provided to meet the needs of all DD individuals who
require such services. We have every coMTdence that this bill
can be revised to provide the direction and incentives necessary.

Thank you for your attention to our concerns.

Sincerely,

Mr. and Mrs. William J.' Sigle
2011 McDaniel Avenue
Evanston, Illinois 60201

copies: Senator Robert Dale
Senator Ddvid Durenburger
President Ronald Reagan
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February 27, 1984

Comunity and Family Living

Amendment of 1983, S. 2053

I am Ruth Snyder, the parent of a mentally retarded daughter. I live at 8301

Franwood, Austin, Texas 78758, telephone 512 + 453-7145.

I have been an active volunteer in the field of mental retardation since 1955.

Together, my husband and I founded the Parent Association for the Retarded of Texas

(PART). PART is an association of parents, guardians and other close relatives of

mentally retarded persons livin" in state operated facilities for the mentally re-

tarded in Texas. This organization will have its tenth anniversary in June and has

3,500 plus members.

My husband and I jointly received the Texas Department of Mental Health and

Mental Retardation Commissioner's Award in 1979 for having an impact on the greatest

number of mentally retarded persons in the State on a volunteer basis.

I represent this group of people who are vitally interested in their mentally

retarded children. They want me to express to you our strong objection to S. 2053.

We know that you want what is best for the mentally retarded, so we ask that you

please hear our point of view.

I want to thank each of you for your interest and concern for the handicapped

population of the nation. I will address specifically the needs of the mentally

retarded, as this is the handicap of which I have first hand knowledge.

Mental retardation is a condition that appears during the developmental years

and remains throughout one's life time. If you took all of the mentally retarded

people in the world and charted a curve, it probably would fit neatly over the curie
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for the so called normal population. If the total population were retarded, then the

mildly retarded would be the Einsteins of the population. At the other end of the

curve you would find those who are totally dependent on others for their very exist-

ence.

In Texas the State Schools (institutions) provide good and loving care for the

mentally retarded who are residents. S.2053 would eliminate the state schools as an

option for the mentally retarded by cutting off federal funding.

Residents of the Texas State Schools are not isolated. The Community comes on

campus in large numbers as volunteers. Some of these volunteers work with clients on

a one to one basis while others come in groups. Many in both catagories volunteer on

a regular basis.

Residents of Austin State School have been to the Govenors Mansion for a party,

to the Sheraton-Crest Hotel for dinner, in both large and small groups, to Spaghetti

Warehouse (a good analogy perhaps- it is a fine Italian Rescurant) as well as most of

the quick food places in the area. Their love for fast foods - may indicate their

mental age - I recall a friend taking his two young grandsons on vacation and making

the mistake of telling them they could choose where they wanted to eat. He ate

McDonald hamburgers for a week.

Residents of all the Texas State Schools have access to the Leander Rehabilation

Center where they can go for a day or a week. On this 756 acre ranch there is fish-

ing, horseback riding, swimming, picnicing, hayrides, with a varity animals available

for petting by clients. Accomodations range from primative cabins to those with heat-

ing and airconditioning.

Austin State Schools residents have been to most of the concerts, country west-

ern shows, ice capades, circuses or-whatever entertainment that has come to Austin.

They go to-the San Antonio Zoo, Six Flags over Texas in Arlington, Astru-World in

Houston, State Fair in Dallas, and to the beach on the coast of Texas. Some residents

38-27 0--84-41
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participate In the choir festival each year which takes them to cities throughout

the state. Some of the residents are involved in Special Olympics and go to the

local, regional and state meets. Those who win go on to national competitions.

Other schools provide similar activities for their residents. Some have made

trips to Mexico, Grand Canyon, and to Disney Land in California.

The "Music Makers" at Travis State School have been Invited to the National

Arts festival at the Kennedy Center in Washington, D. C. in May. 1984. They plan

to go.

We have many fine employees working in State Schools (institutions) in Texas.

During the last session of the Texas Legislature a law was passed which provides for

additional screening of applicants before they are hired by the Texas Department of

Mental Health and Mental Retardation. We have in place rules which allow for dis-

missal and prosecution of staff who abuse clients or who fail to report abuse when

they have knowledge that abuse has occurred.

Incidents of abuse in Texas may seem high for records are kept on abuse for

verbal statements which tend to demean a client, to overreaction by an employee

who is trying to protect themselves from a client who is very upset and actine out,

as well as, those who intentionally abuse clients.

We have a number of employees who are. also volunteers. They provide many extras

for clients. Some take them home with them on a regular basis others provide extras

on special occasions.

An excellent example of employees who care was recently demonstrated when a

client from Austin State School had to go to Houstont H.D. Anderson Hospital for very

complicated cancer surgery. Some of the staff on the unit took up a collection so the

family could be with their loved one for a longer period during this traumatic time.

The staff who went to Houston to help with the client did so on a volunteer basis

with no extra pay. Staff from a sister school volunteered to stay on the night shift
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after working their regular day shift without any extra pay or time off. I am sure

there are other examples of staffs personal sacrifice throughout the state that would

be equally as dramatic.

- Each day more mentally retarded persons are being born, and. as a result of

medical progress, more people with severely handicapping conditions, both rental and

physical, are living longer. It certainly will not be cost effective to provide small

individual settings with the constant nursing and medical care they will need.

The community care waiver, which most states have already applied for, provides

federal funding for those who can benefit by living in a small home but allows funding

to continue for those who benefit more from the protected campuses of the state schools

(institutions). Why would anyone want to take away a good option from a group of

people who are happy whith what they have? More and more mentally retarded persons

are becomming mentally ill because of the pressures put on them to perform in areas

in which they are incapable of performing. Small changes such as moving their beds

from one place in the room to another can take weeks of adjustment for some mentally

retarded persons.

There are no definitive studies of the relationship between costs and facility

size. Certainly the Congressional Budget Office report to Christine Fergi son, dated

December 8, 1983, is based on assumptions and false premises.

Cold hard facts and figures are very elusive, but you can rely on common sense

to tell you if you provide services for many people in many settings, it will cost

more than if the service is provided in one location where cost can be shared.

A good analogy would be a large family living in a large house together. A

family of eight could live in a home that has been paid for with the only remaining

expenses being, taxes, insurance, and utilities. In Austin, Texas, a four bedroom

home in a middle class neighborhood, taxes are approximately $1500 per year, Insur-

ance for a brick construction near a fire station is approximately $650 per year, a

and all utilities could be as low as $250 per month, or between $600-$800 maximum.
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By using the lower figures for expenses, the family of eight could live in their

home for $5750 per year.

If one family member moved into an apartment costing $325 per month and only had

to pay his electric bill, he possibly could keep his bill as low as $35 per month for

electricity, a very conservative estimate.

If two of the family members moved into a two bedroom house and paid $450 per

month, they possibly could maintain utility bills averaging $100 per month.

If three of the family members moved into a three bedroom house paying $500 per

month, the utility bills would be at least $150 per month. This means that it would

cost the children $18,720 per year to have a place to live, while the parents would

continue to pay the same expenses as they did before the children left. Now the

family pays $24,470 per year to have a place to live, compared to the original $5750.

The figures I have given you are very conservative for a middle class neighbor-

hood in Austin, Texas. These figures do not include many other necessities of life

such as food, clothing, medical and dental expenses, and transportation.

In a regular household a telephone could conceivably be considered a luxury,

but for the severely handicapped, it could mean the difference between life and death.

I know from personal experience, as well as from the experiences of other members

of PART, that our children will be much more isolated in a small house in the corn-

unity than they are at a state school (institution) in Texas where they can move

about the campus area freely to attend classes, to go to workshop, to visit the doc-

tor and dentist, to use the barbershop or beauty shop, to enjoy the recreation areas,

to swim in the enclosed year-round swimming pool, to w6irship in the chapel, and to

take advantage of all the other services offered to them.

People from the normal population are currently moving into secure neighborhoods

with locked gates and security guards patrolling the area, or into apartments where

no one enters the building without first identifying themselves. Yet we, who are

parents of mentally retarded children, are being asked to place our loved ones who

are the most vulnerable to exploitation, out in the "community" to take the risks

the normal population is no longer willing to take.

The State Schools (institutions) as we know them in Texas are the least restric-

tive, most cost effective, appropriate place for our children. We chose this service.

We want other parents to be able to choose the service which is best for their retard-

ed children and the family as a whole. The current funding mechanism allows for this.

ARC-US has promoted S. 2053 as being the will or desire of their general member-

ship and has stated that millions of dollars will be saved. At ARC-US national
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meeting in Detroit a number of people in attendance told me that they had never heard

of the proposed bill until a short time before going to Detroit --the times varied

from two weeks to two to three months--and they were very much opposed to the bill.

The Lufkin Council, which is affiliated with ARC-Texas and ARC-US states that

they were never given an opportunity to vote on a resolution which recommends closing

the State Schools. The comments at their meeting on February 2. 1984 were almost un-

animous against the resolution to close State Schools.

The Dallas ARC reported in their newsletter that they had voted not to support

S. 2053 and I have been told that other ARC groups have done the same thing.

I dare say that many individual members share the same views as PART members and

would agree with the fall issue of Texas Talk, the newsletter of ARC-Texas, which

states: "We mist recognize that on an individual basis, cost may be higher than

those in an institution."

We do not need federal laws which allows federal funding for only one type of

service. This would be discrimination in its worst form.
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Statement from SPARS (Parents and Relatives of Gulf Coast Center
residents located in Fort Myers, Florida)

Gulf Coast Center is a very nice residential center, located on 600 acres in

east Lee County, Florida. Our children live in small cottages which have been
renovated to provide a more home-like environment. Our children have access
to parks. playgrounds, swimming pools, gyms, training schools, complete medi-

cal services, vocational and horti-therapy programs, and all kinds of special

therapies; all located on the Center's landscaped grounds. The Center has a

Staff Development Department to provide ongoing staff training to better
serve our children. In addition, Gulf Coast Center has a full time Quality
Assurance Department which continuously monitors the quality of care and

treatment our children receive. Our children live in a placa that is designed

for them and respects their right to dignity despite their handicaps.

Most of the residents of our Center are profoundly retarded, needing very
close supervision and care.

Under the ICF/MR medical program our Center has made many improvements in the

care and treatment of our children. We feel that the enactment of the Chafee

Bill would destroy all the progress that we have made.

we would like to make the following points:
1) The cost of care at Gulf Coast Center is currently $31,000 per year per

client. This compares to approximately $34,000 for the private community-
based ICF/IJR's. Currently the private community ICP/L4R's serve only pri-

marily moderately retarded clients. They would require more money to

serve people who have multiple handicaps as well as being profoundly

retarded. Also, the cost of care for small 6 to 8 bed ICF/MR facilities
for people with severe handicaps or behavior problems would be much more
expensive than the current community ICF/MR rate due to the fact that the
cost of services would be spread over fewer clients, thereby raising the
cost of care per client.

2) 7e feel that monitoring and support services would need to be drastically

increased in order to assure a satisfactory level of care in the small
facilities. Such activities would be much more difficult and who would be

accountable for the care of our children? Currently, we know who to go to
to get action when we have concerns or need help.

3) Zoning in Florida often prohibits the building of care facilities i?: nice
neighborhoods. laill our children be forced to live in less desirable

neighborhoods or business areas? Is this normalization or mainstreaming?
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4) several parents in our group have had bad experiences with "community"

facilities and are pleased with having their children living in Gulf Coast

Center.

5) "e are the parents of the people that this Bill would affect. lie feel that

our concerns and input should be heard. We feel that the Chafe. Bill is
much too drastic in its scope and impact, and will end up costing the tax-

payer more money 'e are taxpayers too!

':ill our children's interest be best served by this extreme Bill? We don't

think so. Ve as a parents' group of retarded persons, support the placement

of retarded persons in Community settings whenever practical. Ve do not feel

that the principle of a client's right to live in the Community0hould be

confused rith a mandate to move clients to the Community as we feel this Bill

proposes.

Thank you for the opportunity to voice our concerns.

President, SPARS

February 20, 1984

address: 8949 Beacon Street
Fort Lyers, P1. 33907
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Oak Lawn, Ii.
Feb. 7, 1984

Mr. Roderick DeArment,
Chief Counsel and Staff Director
Committee on Finance
U. S. Senate, Room SD219
Washington, D. C. 20510

Dear Mr. DeArment:

Please include the attached letter as testimony for the
written record.

Yours very truly,

Anna Timm
9128 S. Pulaski Rd.
Oak Lawn, Ii. 60453
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I request that Senate Bill #S-2053 be voided in that
it does not meet the requirements of the severely
handicapped residents in institutions at this time.

There are different categories of retardation and it
is not practical, humane nor economical to phase out
all institutions within a 10-year period and place
the severely retarded into community homes housing
no more than 10 people. If homes would have to be
purchased or built for every 10-people group could
you realize the number of homes that would have to
be built and then, too, what would happen to the
institutions that are now housing these people.

Some of these patients have been in institutions for
20 to 40 or 50 years, are non-verbal, cannot take care
of themselves, need medication, etc. Could you place
yourself in this position?

We have money for the space program, defense, and help
all other people in the world, but we have no heart
for our own retarded handicapped citizens.
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UCPA respectfully submits its tentative position on S. 2053, the
*Community and Family Living Amendments Act of 1983." The tentative
position has been developed in joint session by two committees of the
UCPA Board of Directors-governmental activities and professional services
program. The UCPA Members of the Corporation will consider this
tentative position at its May 1984 annual meeting.

UCPA TENTATIVE POSITION ON S. 2053

(1) UCPA reaffirms three programmatic assumptions which endorse
the concept behind S. 2053:

(a) Most of the current institutionalized population can have
their needs met in the community.

(b) Even severely disabled persons have the potential for
growth and development.

(c) Persons with disabilities benefit from regular and
substantial social contact with nondisabled peers.

(2) UCPA operates on the assumption that S. 2053 covers only
Medicaid certified long term care facilities (which are skilled nursing
facilities, intermediate care facilities, and intermediate care
facilities for the mentally retarded).

(3) UCPA endorses the partial phasing-out of institutions.

(4) UCPA rejects the S. 2053 proposed facility size threshold of
three times the average household.

(5) UCPA endorses the application of the least restrictive
environment concept to a cascade of service placements with a ceiling on
all residences of 50 beds. UCPA supports the phasing-out of all Medicaid
certified long term care facilities over the size of 50 beds. The 50 bed
threshold is established in recognition of the inappropriateness of 15
(small ICFs/MR and grandfathered in by S. 2053) because of special
population considerations. Facilities should include no more than 15
residents with three exceptions: the medically fragile where no other
appropriate facility is available, rural areas, and large densely
populated urban areas with limited housing stock where such facilities
are appropriate to its community. But, in no case would the number of
residents exceed 50.

(6) UCPA recommends that the federal SSI definition of disability
be used in targeting eligibility for S. 2053.

(7) Existing UCPA corporate policies and positions also relate to
S. 2053. Thene include the least restrictive environment, individual
choice, individual plans, funding following the individual, the need for
a secure and stable community services federal financing source,
endorsement of alternatives to institutional care and incentives for
deinstitutionalization including higher matching rates for community
services and lover rates for institutional services, endorsement of a
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federal government responsibility for promoting national leadership in
developing appropriate services to persons with disabilities, and quality
assurance approaches including accrediation.

APPLYING THE LEAST RESTRICTIVE ENVIRONMENT
TO THE "CASCADE' OR *SPECTRUM' OF SERVICES

UCPA of Pittsburgh and its member Dr. June Mullins attempted to
conceptualize the application of the least restrictive environment (LRE)
to living arrangements as used in implementing P.L. 94-142, the
'Education for All Handicapped Childten Act.' Dr. Mullins also relies on
Evelyn Deno's model as described in Exceptional Children, 1970. Dr.
Mullins and her Pittsburgh associates believe the LRE model is
appropriate for adult living arrangements. The approach is based on an
assessment of the individual's needs and appropriateness of the
residential placement.

P.L. 94-142 requires 'that to the maximum extent appropriate,
handicapped children, including children in public on private
institutions or other care facilities are educated with children who are
not handicapped and that special classes, separate schooling or other
removal of handicapped children from the regular educational environment
occurs only when the nature or severity of the handicap is such that
education in regular classes with the use of supplementary aids and
services cannot be achieved satisfactorily." The placement is to be
determined at least annually; is based on the individualized education
program which is developed by an interdisciplinary team, the child, and
the child's family and 'is as close as possible to the child's home.'
The P.L. 94-142 regulations state that 'in selecting the least
restrictive environment, consideration is given to any potential harmful
effect on the child on the quality of services which he or she needs.'

The P.L. 94-142 regulations contain a section on the 'Continuum of
Alternative Placements.' This section specifies that '(a) Each public
agency shall insure that a continuum of alternative placements is
available to meet the needs of handicapped children for special education
and related services. (b) The continuum required under paragraph (a) of
this section must: (1) Include the alternative placements listed in the
definition of special education under 121a.13 of Subpart A (instruction
in regular classes, special classes, special schools, home instruction,
and instruction in hospitals and institutions), and (2) Make provision
for supplementary services (such as resource room or itinerant
instruction) to be provided in conjunction with regular class placement.'
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"I Dr. Mullins has developed the following 'Spectrum of Living
Arrangements for Developmentally Disabled Adults:'

Independent lving in apartments/houses with related services as
-0 needed, including attendent care.
U

Supervised independent living in apartment/houses with related
W services as needed including attendent care.

Family like group home integrated into the community activities with
related services.

Residential institutions with community activites available to
residents.

Residence with parents or foster parents with related services
>1 including respite care.

Residential institution providing total care accessible to family
friends and other community members.

Residential institution providing total care in area distant
>1 from residents community or origin.

Hospital setting needed for necessary medical services.

UCPA endorses the application of the least restqctive environment
to a cascade of service placements with a ceiling on all residences of 50
beds. The state would be obligated, in developing the individual plan,
-t-o-clearly document why the individual could not possibly live in the
least restrictive setting. Having documented that decision to the
satisfaction of the individual, family, and interdisciplinary team, the
process is repeated for the next least restrictive setting. The process
is continually repeated until the most appropriate setting in the LRE is
located and agreed upon. UCPA believes that this proposal is the most
meaningful of our suggestions to the current debate on S. 2053.

SPECIAL CONSIDERATIONS FOR
THE MEDICALLY FRAGILE

An issue constantly raised as a concern related to S. 2053 is the
level and appropriateness of services for the *medically fragile' person
with a developmental disability. Mary Smith, in her February 1984
Congressional Research Service background paper, estimates that "25 to
301 of the institutionalized MR/DD population is either medically fragile
or has very severe behavior problems.* She does not provide an
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operational definition of *medically fragile* but characterizes them as
"MR/DD persons who require 24-hour nursing care and frequent physician
services.'

John Siepp, Director of UCPA'I Professional Services Program
Department, observes that there are a variety of definitions and concepts
within the UCPA professional services community regarding the term
*medically fragile.' Some of these views are based on a more clinical
definition of what constitutes 'medically fragile' conditions. Other
views are based on the manner that current Medicaid ICF/MR rules force
providers to define the term to ensure reimbursement.

Patricia McNelly, R.N., Chairman, UCPA Professional Services Program
Committee, has offered the following tentative working definition.
'Medically fragile persons are those persons who experience an
instability of their health condition which require close, intensive, and
daily professional nursing supervision.' These persons would require at
least weekly physician visits. Examples of medically fragile conditions
would include serious metabolic disorders, very high risk for aspiration,
and unusual and complex position and handling to sustain life.

Two Senate Subcommittee testimonies addressed the particular
situation of the medically fragile. Karen Green - McGowan, R.N. and
Sister Barbara Eirich. We reinforce their statements.
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Senator Robert Dole
Finance Committee Chairman
U.S. Senate
Washington, D.C. 20510

DATE: February 27, 1984
SUBJECT: Community and Family Living -

Amendments of 1983, S, 2053

Dear Senator Dole:

My fourteen year old daughter, Kristen, is currently a resident

of St. Mary of Providence School, 4200 North Austin, Chicago,

Illinois. St. Mary of Providence School is a school and home for

the mentally retarded. It is run by the Sisters of St. Mary of

Providence, a religious order dedicated to the care of the mentally

retarded. Kristy attended the school for several years as a day

student. In September of 1983 she became a full time resident. The

transition has proved to be a wonderful success. For the first time

in her life, Kristy is part of a community in which she has peers.

She loves living at "the apartment", as she calls it, and yet she

comes home to visit every other weekend and for all holiday vacations.

It's a wonderfully balanced solution to Kristy's problem. She

now has the specialized environment needed for her growth and
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development and we still have Kristy as a regular part of our family.

It has come to my attention that the Community and Family

Living Amendments of 1983 would propose to eliminate all institutions

for the mentally retarded containing more than 10 mentally retarded

persons. I understand that the word "institution" often carries

with it a negative connotation, especially when talking about the

mentallyretarded. Such a simplistic approach, however, ignores the

facts that many of these institutions are the answer to many a

retarded child's parents' prayers. Prayers not only for health and

assistance in sharing the parents' burden in caring for their child,

but tha answer to finding an environment for our retarded children where

they can make friends and learn to help people even less fortunate

than themselves and develop a sense of self-worth and pride.

Kristy loves St. Mary's and my wife and I know the dedicated

women of the Sisters of St. Mary's of Providence treat her with loving

care. Let's fact it, the good Sisters aren't doing it for the

money. Care of the mentally retarded is their calling in life and

anyone who spends any time around them will see that they genuinely

love their work. If they didn't, they wouldn't stay. I can't tell

you what a great comfort this is for parents to know that their

retarded child is in the hands of such dedicated, loving people. The

good Sisters love is evident everywhere, in the spic-n-span physical

plant in which they live and care for their charges to the wonderful

enthusiasm of the helpers, teachers and social workers who assist
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them in the care of Kristy and her friends. Anyone who conjures up

the image of an "institution" as a cold, dark, friendless place

need only visit St. Mary of Providence to forever change his

attitude about "institutions" per se.

Some day Kristy may be ready for a group community home.

Accordingly, I am not interested in doing anything to discourage

the funding and development of group community homes. But

group community homes are not the sole answer. An institution such

as St. Mary of Providence by virtue of its larger size is able

to provide many additional services and facilities for the children.

Economics alone would prohibit group community homes from providing

these same services.

I feel we need both the group community homes and the larger

institutions so that parents will have a choice as to what best

suits the needs of their mentally retarded child. Support group

community homes, yes. But close down institutions that are already

meeting the needs of our retarded children, No! Such a move is

senseless, unnecessary, and potentially disasterous. Institutions

such as St. Mary's should be encouraged, not discouraged.

Kristy is happy there, we are happy there and the good nuns and the

wonderful people that work with Kristy know the joy that a retarded

child can bring to them while they work at St. Mary's.

Don't tamper with success! I beseech you not to take Kristy's

"apartment" away from her. I urge you to vote "No" on the Community

3W-270 0-84- 42
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and Family Living Amendments of 1983. The objective of the bill may

be laudatory but the exclusiveness of the remedy reeks of a

philosophical intolerance and insensitivity to the needs of Kristy,

her friends, their parents and the wonderful dedicated people who

have given so much of their lives to the care of retarded in

institutions such as St. Mary's. Don't destroy the St. Mary's of

this country, for you will risk destroying the Kristys and their

parents too. Vote *No" at all costs.

Very truly yours,

John F. Ward,-Jr.

JFW: jts
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-CFIM'ER FOR SERVICES TO PEOPLE
2M0 Soutapton Rood/Phiade~phia. Peeneytvanla 19154

Woodhaven Center Board of Trustees

TESTINOY

On Behalf of Passage of
"Commity and Family Living Amendments Act 1983"

S. 20S3

as offered to the
United States Senate Committee on Finance

March 16, 1984

by

Elizabeth B. Green, President
Board of Trustees
Woodhaven Center

Lila Cohen
Kenneth A. Fegley, Ph.D.

Leona Pialkovski
Bernard Glassuman, Esquire

Miriam L. Golub
Helen Herrick, Ed.D.

The Honorable William Nazzola
Crata N. Vaugn, Ed.D.

Operated and funded under a conf'act between Temle University and the P@FIwwlmi 0o6Otfenl of Putkj Welfae
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On behalf of the Board of Trustees of Woodhaven Center (Philadelphia,

Pennsylvania), I would like to go on record as advocating the concept of

federal aid to support living arrangements as found in S. 2053, "Comunity

and Family Living Arrangements Act of 1983".

The program at Woodhaven Center is provided by Temple University

under a contract with The Department of Public Welfare of the Commonwealth-

of Pennsylvania. It is a nationally known residential program providing

short-term intensive, habilitative training presently unavailable to in-

dividuals in their home communities.

The Woodhaven Program serves 380 people at our main campus and the

Extension Program at Philadelphia State Hospital. In addition to direct

service delivery, the program is involved in evaluation, research, training,

and public education. It is one of the largest university affiliated programs

of its kind in the United States.
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Temple University's Woodhaven Program is recognized as a pioneer in

the training of mentally retarded citizens. Less than 25 years ago, the

predominant philosophy was basically custodial - keep them quite, fed and,

most definitely, out of sight. Barren institutions with ivy-covered walls,

located miles from nowhere, were considered the "most humane method" of

keeping this population from the consciences of the rest of the world. -

However, advancements in the last 20 years within the field of behavioral

psychology have rendered this old way of thinking, not only archaic, but

costly, cruel and impersonal.

Through the use of new behavior modification techniques, even these

individuals considered to be the most difficult can be returned to a more

meaningful life in an appropriate community setting. An example of how

this is accomplished at Woodhaven Center is as follows: From morning

wakeup time, in the classroom, in special therapy, in social and athletic/

activities, and in living skills programs, such as eating, cleaning, doing

the laundry, our clients successfully strive to meet individualized exit goals

within specified time limits.

Our Center's main purpose is to use the latest advancements within the

field of human service to improve the quality of life for our clients.

Our experience has shown that even people with severe behavioral

problems have responded well to our program, enabling then to prepare for

a new life in the community. The kinds of people, their problems and their

specific needs which we provide service for arc reflected in the following

charts.
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Unfortunately, in zany instances, when our clients have reached

their exit goals, the present system has not provided adequate fiscal

resources to ensure their return to the community. The number of

people prepared to leave our Conter for a life in a neighborhood setting

versus the number of clients actually leaving has been a dismal statistic

which is reflected on the chart below.

Year of Total Number of In Residence % Still
Admission Admissions Discharges as of 1983 In Residence

1974 126 2 49 39
197S 192 19 99 S2
1976 24 37 7 29
1977 S6 62 27 48
1978 29 31 16- $5
1979 18 19 11 61
1980 28 27 13 46
1981 33 33 22 67
1982 3S 34 29 83

Total Number of Admissions since 1974 541

Total Number of Discharges since 1974 264

Percentage of Discharges vs. Admissions 49%

Total Number of People in Residence
More than Two Years 209
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In reality, this stagnation of our clients' development growth

has been not only a cruel hoax to the individuals involved, but a costly

waste of taxpayers money. As in any educational process, when the oppor-

tunity for learning ceases, skills are lost and maladaptive behaviors

often occur. In other words, the money spent to prepare clients for a

new life is wasted.

Studies have shown that lifetime maintenance of people in institutions

is more costly than well-planned community programs which offer people the

opportunity for continuing growth. In addition, once in the community, the

cost of required services for the individual is usually less. When there

is a long delay in the process of people moving from the institution to

the community, as is occurring, savings are not realized. As an samplee:

COWI4UNITY LIVING ARRANGEMENT (CLA) EXPENDITURES AND
CLIENT CAPACITY, 1976-1983

ExpendituresState Dollars 'Increase From

Expended
% New NoneY

Prior Year Per Year

Client Capacity
Total Slots Increase From % New
Available Prior Year Slots

1976-77 15,391,325 3,083,044 20% 2,338 269 11.5%

1977-78 21,222,140 5,830,815 27% 2,755 417 15

1978-79 29,634,000 8,411,860 28% 3,246 491 15%

1979-80 38,943,104 9,309,104 23% 3,507 261 7%
3

1980-81 52,644,996 13,701,892 26% 3,952 445 11%
3

1981-82 62,930,143 10,285,147 16% 4,191 239 5.7%

1982-83 68,481,772 5,551,629 8% 4,456 265 5.9%

Additional third party funds (SSI, food stamps, etc.) also support
are not shown here.
Based on actual slots developed.
Represents budget appropriation, not actual expenditures.

the CLA Program but

Based on Information Received from Pennsylvania Office of Mental Retardation

Fiscal
Year

1)

2)
3)
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Few incentives exist to encourage transition of our clients from

the institution to the community. Funding changes which are proposed

in Act S. 2053 help to facilitate the movement of our special population

to a meaningful life in the community, reduce the wasteful process in

which institutions are now forced to operate, and provide a more desirable

cost-benefit ratio for the taxpayer.

In short, Senators, the Woodhaven experience reflects a radical

change in the state-of-the-art of care and opportunity offered mentally

retarded citizens.

The hopeless attitude of twenty years ago has been replaced by the

commitment to help-individuals develop to their fullest potential in

community settings.

The law you have before you today could be the dawning of a now age

in human services, one in which all citizens in this country will be able

to reach their full potential within our society.

Not to modernize laws to be consistent with current thinking as regards

mentally retarded people would be as outrageous as refusing students to be

taught reading in public schools.

On behalf of the Board of Trustees of Woodhaven Center, I urge you to

act expeditiously to enact this much needed law and thank you for the

opportunity to share our thinking with you.



TESTIMONY FOR THE WRITTEN RECORD - SENATE BILL S2053
ENITLED "CO#QJNITY AND FAMILY LIVING AMENDWT ACT."

We are writing in opposition to Senate Bill S2053. This legis-
lation is a hoax on the public and on those families which have children
who require the protective environment of an institution. Practically
speaking, if passed, it will result fn the closing of every State Insti-
tution in the United States, and turn over the care and supervision of
these individuals to a group of profit-motivated entrepreneurs. History
has shown that this only reduces services and increases cost.

While it is true that there have been problems with some State
Institutions, the answer for the profoundly retarded is not to destroy
them, but to improve them, as we have done here in Wisconsin. Let's not
throw out the baby with the bath water|

Our daughter suffered brain damage due to illness as an infant.
Today, at age 29, she presents a physical picture of normality, with the
intellectual ability of a first grader, and the emotional stability of a
three year old. She is in an institution where she has a nominal job,
continuing craft training, and absolute freedom of movement over the
600 acre institutional grounds. If she was in the community, she would
be confined to her residence unless she was accompanied everywhere she
went. For her, the institution is clearly the "least restrictive" en-
vironment.

Although this piece of legislation is sponsored and supported
by the National Association of Retarded Citizens, of which we are members,
at their recent convention 40% of the membership were opposed to this
support. The 60% supporting were obviously people who have never had the
experience of caring for a profoundly retarded individual in the com-
munity. This group of profoundly retarded represents less than 10% of
all the retarded persons, and since their problems are not the same as
the less severely handicapped, they should not be lumped together for
determining the types of service they need.

May we add that everything that might be accomplished by this
legislation is already available through the Community Options Program-
and the Community Integration Program, thus rendering this bill super- -

fluous and totally unnecessary. ,

RAZjrz Janis R, Zank ,

Richard A. Zank-



665

February 16, 1984

Date of Rearing: February 27, 1984
SB2053

T WHOMI IT MA CONCEN:

I am asking that you do not support the Cammnty and Family Living
Amendments Act introduced by Senator Jobn B. COafee, as I understand this act
is- intended to gradually shift the federal bill of Medicaid funds from
institutional to ccmmity based settings. On the surface this appears to be
a good idea and in the best interest of mentally retarded people. Bawver,
the darageit would do to the institutional programs across the United States
would be devastating.

The bill establishes the time frame for phase out of federal Medicaid
matching funds for institutional care. The ultimate result would be that
State legislatures would be totally responsible for funding institutional
programs. I can assure you that in South Dakota the State legislature would
not pick up the balance that Medicaid funds have provided. This would result
in institutions being closed which sane say would be good. I want you to
know that I work at an institution for the mentally retarded and have seen
the programs and services to the residents of this facility improve
tremendously. Most of these improvements can be attributed to our facility
becoming certified under -Title XIX of the Social Security Program in order
to receive Medicaid funds. These Medicaid dollars have allowed us to hire
more staff and improve training programs for our clients. The end result is
a facility which provides Az12= care and training for the clients.

I want you to know that I support the cammnity-based programs which have
developed in recent years but I do not think we should attempt to further
develop them at the expense of fine institutional programs. Medicaid dollars
were originally allocated to institutions in order for them to improve their
services and thisgoal is being achieved. I would ask that you don't
dismantle one part of the service delivery system to the mentally retarded in
order to satisfy a few idealists who think the system is better off without
institutional programs.

I would like you to know that I speak not only as a concerned South Dakota
citizen but as a person who has been involved in the delivery of services to
mentally retarded people since 1973. 1 have worked with parents and
guardians in an effort to promote community placement for their son or
daughter. At the sane time I have become increasingly aware of the needs of
the residents who remain at this facility. Passage of a bill such as SB2053
would be a terrible blow to the clients who need the services of a facility
such as ours. Please vote no on SB2053.

I will be happy to provide the committee with any additional information they
would ask for. Thank youl

Educational Unit Director
Box 410
Redfield State Hospital and School
Padfield, SD 57469
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