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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: genators 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:)

[Press 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. in
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 wa
to provide for the long-term care needs of the Nation’s disabled po&lg:ition. 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 opgrtunity today to participate with my colleagues in
this hearing on S. 2053, “The Community And Family Living Amendments Act.” 1
know of the importance of this issue and 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.



STATEMENT BY
SENATOR JOHN H. CHAFEE
FEBRUARY 27, 1984
HEARINGS ON S. 2053

SUBCOMMITTEE ON HEALTH

MR, CHAIRMAN, [ WOULD LIKE TO THANK ALL OF THOSE WHO
HAVE COME HERE TODAY TO PARTICIPATE IN THESE HEARINGS. MosT
NOTABLY, | 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, | READ SOMETHING THAT | WQULD LIKE TO

SHARE WITH YOU TODAY:
THE SEVEN STEPS TO STAGNATION:
1. We’'VE NEVER DONE IT THAT WAY



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. 11 cosTs T0O MucH

6. THAT’S NOT OUR RESPONSIBILITY

7. 1T WON'T WORK

THIS BILL GIVES US THE OPPORTUNITY TO TAKE POSITIVE
ACTIONS ON BEHALF OF THOSE WHO MOST NEED OUE 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. [T IS CRUCIAL TO BEAR IN MIND THAT NE‘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 1S TO DETERMINE HOW THIS PURPOSE
CAN BEST BE ACCOMPLISHED.



SINCE | INTRODUCED THIS BILL LAST NOVEMBER, | 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. | 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 1S 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
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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I. Key Points

In 1971, Congress amended Title XIX, Medicaid, to permit
reimbursement for services provided in intermediate care
facilities (ICFs). An ICP 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. 1In 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).

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.

Medicaid requires that intermediate care services be
provided on-site, which leads to a so-called institutional
bias. Home-based intermcdiate 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.

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 Medicaid~eligible recipient.

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.

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.



11. 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 that 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. 1In 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. 1In 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 1nstltulions 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 a2 major hindrance in the establishment of
group homes,



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 éércént of the homes received private funds.

o 55 -percent of the homes received State funds.

0 25 percent of the homes received local funds,

0 13 percent of the-homes received Federal funds, other than
BUD 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 accomodations 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 Pederal 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 (ICPs) 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 O—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:

- "geverely 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 matural,
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,
individuvalized 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?

o0 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?
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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. 1If
S. 2053 is implemented, how can States manage this long-term
clebt? Conversely, from where will the capital funds come to
huild or renovate structures within the community?

and finally, how costly will S. 2053 be to implement? 1In the
snort 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 gervices 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. 1If
such persons seek services under S. 2053, total medicaid
expenditures could increase.

V. FPederal 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
ICP/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



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'lities 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-knowpn
examples. There are currently dozens of court 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 reswlts 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. 1In 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
s0. 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 FROM LARGE
INSTITUTIONS TO SMALL COMMUNITY LIVING ARRANGEMENTS

INTRODUCTION

For the past 20 years there has been considerable concern about the qualitf
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 cere 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 gsome 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 professicnals and parents,
primarily the Association for Retarded Citizens, prepared the proposal which has
been introduced as S. 2053. S. 2053 would gredually transfer Federal funding
out of large institutions and into family-gcale 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 {f the period of institutionalization
did not exceed two years.

S. 2053 1s very controversial. Advocates of the proposal feel that instt-
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 sore normal living patterns
can help disabled persons live a more independent life. Those opposed to the
bill, also professionals and fanmilies 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 & choice of institutional and comamuntiy 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 & dual system of institutional and communtiy serv-
{ices would be prohibitively expensive.

This p;pet provides data on the number of i{nmstitutionalized mentally re-
tarded persons and their disabilities. (?BI; papeér 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-
baged services are discussed, and cost findings of the various service oettins;
are presented. The provisions of S. 2053 are explained and a discussion of the
bi1ll sets forth the major positions tsken 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 buflt to provide care
for mentally retarded persons. These institutions, which frequently served many
hundreds of residents, provided 24é~hour maintenance and, in some facilities,
therapeutic cere. The institutions generally were built in rural areas not ad-
Jacent to towns or cities, and for this resson, normal commun.*y involvement of
the instftution residents was not generally possible. Prior to the 1950s, such
fnstitutional services were virtually the only available source Bf 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 (GAC) report characterizes institutional care as follows:

Until the 1960s, mentally disabled persons who could not afford pri-

vate care had to rely primarily on public institutions for their care.

Conditions in these institutions generally were harsh. Treatment pro-

grass were limited; living quarters were crowded; few recreational or

social activities were availadle; and individual privacy wvas lacking.

In general, the {nstitutions served as custodial settings, often with
unplessant conditions, and many people remained institutionalized for

years. 1/

In the 1930s parents of rctnfded children began to organize and to encour-
age the development of community services so that their handicspped children
could receive specialized developmental services while living at home. These

parents aleo worked to bdring about improvements in institutions. This parents'

1/ 0.S. General Accounting Office. Summary of a Report—Returning the
Mentally Dissbled to the Community: Government Needs to do More; Report to the
Congress by the Comptroller General of the United States, RRD-76-152A, Jan. 7,

1977, Washington. p. 1.
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group is known as the Association for Retarded Citizens. The movement to imr
prove community services and institutional conditions for mentally retarded per-
sons was supported by President Kennedy who appointed s panel to study the issue
and report to the President. The panel recommended that {nstitutional 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 developaent of comau-
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 vere also to support the estad-
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. 2/

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

1962,

3/ FPor additional background information see: Paul, Janes L., Stedaan,
Donald J., and Neufeld, G. Ronald, eds. Deinstitutionalization: Prograas and

Policy Development. Syracuse, University Press. 1977.



CRS-5

" 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 {n
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 disadbled persons living with
their families or living in non-licensed facilities.) Table 1 shows the ;uuber
of persons served bdy lize'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
7-15 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/ TFacilities of six beds or fewer are mostly foster care arrangements.

Source: Charles Lakin, Ph.D, Center for Residential and Comaunity Services,
University of Minnesota. Froa 1982 National Survey of Residential Facilities for
Mentslly Retarded People. (Survey supported by & grant from the Health Care Fi-
nancing Adainistration.)
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Large institutions originally built to provide 24-hour care to mentally
retarded persons became, in many places, the only available residentisl facility
for persons with severe cerebral palsy, ugconrolled epilepsy, autism and certain

' other severe, chronic or multiply handicapping conditions. Facilities providing
institutional care for these osentally retarded and other developamentally dis-
abled (MR/DD) persons currently range in size from 16 to 2,000 beds, although
most fnstitutionalized MR/DD persons are in State-administered public facilities

of over 300 beds. 4/

B. Deinstitutionaslization

Over the past decade there has been 8 nationwide effort to move the less
severely disabled persons out of large public institutions and into small
community-based facilities. As & result of this effort, the population of pub~
1ic 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 de
the most severely handicapped persons. 1In 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~
terded. As the less severely handicapped persons vere transferred to the comau-
nity, the percentage of institutionalized retarded persons with mutiple handi-
caps has incressed: 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 residentisl care.

5/ See Appendix C.
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handicap. 1In 1976, 34.4 percent of the residents of public residential facili-
ties were multiply handicapped; this nuaber 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 MR/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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I1T. FEDERAL SUPPORT FOR INSTITUTIONALIZED MR/DD PERSONS

Pederal 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 cur;_;;cilities for the mentally re-
tarded (ICF/MR), intermediate care facilities (ICF) and skilled nursing facili-
ties (SNF).

1. Most institutionslized MR/DD persons receive services i{n ICFs/MR,
a program suthorized 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 pérsons 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. FPederal regulations pro-
viding standards for ICFs/MR are inteaded to assure a safe and
therapeutic environment and include provisions for adequate staf-
fing, health and safety requireaments 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. - -

1/ &2 CRF 442 subpart G, promulgated in 1974.

33-270 O—84—3
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is required fcr each resident. The plan aust include services
necessary to enable residents to attain or maintain optimal phy-
sical, intellectual, socfal 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 habilitation services
authorized in the ICF/MR program. The Health Care Financing Ad-
ainistration has issued a statement saying that the acceptance of
MR/DD persons in ICFs and SNFs is generally fnappropriate, 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 ICPs. Approximacely 13,500 MR
persons are served in SNPs, 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 ICPs
and ICFs/MR 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 froa 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 MR/DD persons in State-licensed residential
fac{lities, about 182,000 are receiving Medicaid-supported services. The re-
mainder are in foster care, group homes and pudblic and private institutions
vhich are supported with State funds, private donations, fees paid by families,

and income maintenance support paid to MR/DD persons.

8/ Memorandum to Christine Ferguson of Senator Chafee's staff from Diane
Burnside of C30, 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 memorandunm are
prelininary 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 abgte: and defi-
ciencies in institutions. There is general agreement, however, that the ICF/MR
regulations published in 1974 have been instrumental in significantly 1npro§iug
conditions in fanstitutions. According to many experts in the field, there are
many inst{tutions which provide appropriate services in safe, humane environ-
ments. The following discussion is not intended to imply that abuses exist in

all fnstitutions.

A+ ICF/MR Standards

The promulgation of ICF/MR cegulations in 1974 was an effort to establish
and ensure sctive trestment and a safe environment in fastitutions for MR/DD
persons. However, not all beds in all 1nlt1:ut£onn.havc»quulifggd for ICP/MR
certification, and those programs which have been certified may not always con-
fora to all provisions of the ICF/MR standards. Eighty-seven percent of all
public institutfons with 16 or more beds are ICF/MR certified, and most States
have certified all {nstitution beds. 9/ Most of the non-certified beds are in
10 to 12 States. Beds in institutions can be certified even 1if they do not meet

all ICF/MR standards if there {s a plan of correction to bring the beds up to

9/ From Feb. 9, 1984, telephone conversation with Charles Lakin, Ph.D,,
Center for Rcaldontial 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 deficien-
cies, but most of the reported abuses have generally been known for some time. lE/
States have the responsibility to determine whether a facility 1s eligible
for Medicatd certification and is meeting ICP/MR standards. If facilities are
found out of compliance, Medicaid funds can be disallowed or deferred until the
facility is brought into compliance. 1In addition to funding penalties, legal

action can be {nitiated. .

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 exsmple,

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. ll/

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

duled to be closed.

10/ 1Ibid.

11/ oOther major cases include Wyatt v. Stickney [344 F. Supp. (M. D. Ala.
1972), Affirmed in Part, Remanded in Part, and Resezved in Part, sub nom., Wyatt
Ve Adcrhalt, 503 F. 2D) 1305 (S5th Cir. 1974) and Pennhurst State School and Hos-
pital v. Halderman [451 U.S. 1 (1981)} and [No. 81-2101 (Jan. 23, 1984
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C. Civil Rights Statute

In 1980, the Civil Rights of Institutionalized Persons Act, P.L. 96-247,
gave the Attorney General explicit suthority to initiate and fatervene in
litigation {nvolving the constitutional rights of institutionalized persons.
The Attorney General is authorized to intervene 1f‘he believes that deprivation
of rights 1s part of a patteran or practice of denisl, if the suit is of general ~
public importance, and 1{f it is belfeved that institutionalized persons are

) being subjected to "egregious or flagrant™ conditions which deprive such persons
of any rights, privileges or immunities under the Constitution or laws of the
United States. Since the enactment of this statute, the Attorney General has
undertaken 41 investigations of instfitutlons, 18 of which 1nvol;ed mental health

or mental retardation facilities. 12/

12/ From testimony of William Bradford Reynolds, Civil Rights Division,
Department of Justice before the Senate Subcommittee on the Handicapped, Nov.

17, 1983,
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V. COMMUNITY-TASED SERVICES UNDER THE MEDICAID WAIVER

In an effort to increase home and community-based services to institution-
alized aged and disasbled persons, title XIX was amended in 1981 to allow the use
of Medicaid funds for home and community-based services. 13/ The following
groups may be served under the waiver program: the aged, the physically die-
abled, the mentally retarded, and the mentally 111l. Section 1915(c) of the So-
cial Security Act provides that Federal funds may be used to support home or
comaunity-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 wvaiver:

o Safeguards are required to protect the health and safety of persons
provided services and to assure fiscal accountadbility 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-
graam.

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

13/ Title XIX vas amended by P.L. 97-35 (Section 2176), This provision
allows the Secretary of HHS to waiver certain 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
progranm to include data on the type and amount of assistance pro-
vided and the Liealth and welfare of the recipients.

As of July 1983, 28 waivers have been granted for programs serving MR/DD
individuals. It is estinated that 15,600 MR/DD persons received comaunity serv-
ices under the waiver provision in FY 1983 at a total cost of $145 afllion. 14/

Regulntiogn impleaenting 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 Adafnistration (HCFA)
stated that in considering Medicaid waiver requests, HCFA is considering both
per capits costs and total ICF/MR costs. To meet these requirements a State
oust have fewver -recipient days in institutions under the waiver than it would
otherwise have had., States may do this either by transferring persons out of
insti{tutions into home or community settings or by placing in Medicsid-supported
community facilities those preparing to enter {nstitutions.

Services authorized under the wvaiver provision include case management serv-
ices, homemaker/home health afide services and personal care services, adult day
health, habilitation services, respite care and other services as approved by
the Secretary.

A State ai} be granted a waiver for three years initially and the waiver
may be extended for an additional thrse years unless noncompliance with the pro-

visions of the waiver is determined during the initfal three yesrs.

14/ 1Information in this paragraph was provided by an official of the Health
Care Pinancing Adainistration. ’

15/ 4 Pod. Reg. 48535. Oct. 1, 1981.
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VI. COMMUNITY LIVIsG ARRANGEMENTS FOR MR/DD PERSONS

\

As MR/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 commu-
nity fascilities of 15 beds or fewer. lg/ This represents a 35 percent {ncrease
i{n the number of such persons living in comuunity facil{ties 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 anslyzes group homes for both the mentally retarded and the mentally 1ll,
but the information summarized below relates exclusively to the mentally re-
tarded where such distinction is possible.

Group homes are defined in the GAO report as community-based living facili-
ties offering a family or home-like environment and supervision or training for

4 to 16 live-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 froam the
1982 National Census of Residential Facilities for Mentally Retarded People.

11/ 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
buildings oc apar.menis. Local zoning ordinances often require specific permis-
sion before a group home for dlnabled-persoua may be established in a residential
neighborhood. Group home sponsors usually have to asssure 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
ma jor hinderances in the establishment of group homes. According to the GAO,
those sponsors who did encounter difficulty in meeting zoning and other land-use
requirenents faced burdensome or questionable requirements, waited lénger and/or
incurred extra costs before opening the group home. 2Zoning 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 zoningov
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 prodblems. The GAO found that funding and sponsors for group homes for

the mentally retarded were as follows:



36

CRS-17 -

Sponsors:

o 65 percent had private non-profit sponsors.

o 8 percant of the homes were proprietorships.

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

0 13 percent of the homes received Pederal funds, other than HUD
Section 202 loans. Two percent used HUD Section 202 funds.

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

Operating Funds:

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

o 65 percent of the homes received State funds.

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

o Other operating funds included personal income, title XX (social

services), local government funds, private funds, comaunity 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 prodlems included
finding accomaodations with adequate bed and bath facilities, fevorable landlord
attitudes towvard 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 coaplaints vhich 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. Discribution of Public Funds

.

A report by the Office of the laspector 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 vas estimated to be $5.4 billion and the State portion vas esti-
mated to be $6.3 billion. Approximately half ($5.9 billion) of the public funds
vere 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 ;ental health fnstitutions.
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 wvas
estimated that about $1.3 billioa in supplemental security income (SSI1) and so-
cial securfty disability insurance (SSDI) payments were made to individuals iiv-
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 summarized

below:

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

Fund Allocaticus . Anount Allocated

mTAL FwDING [ E N RN NN NN NN NN NRNNERENNNN NN NN REENE NN E RN sll'?

Source of funds
1. FPederal covvvscsrocssrsaresasnssstoncsssrsscssasosrassasssas (5.5)

2. SCALE osvsasccsssonrvasesssvsssssasonssostsassnsssnssscsscnsss (6:3)

Expend{tures
1. Residential COTe .ccssvsesevescrssvsosscnsennsascrsnssesssassnase $5.9
0 INBLILULLIONS cevrenavontosessssonasscsasnansssedesesssess (3e7)
o Community facilitfes seeevecncevscrscsssasasssnssessssces (0.7)
o Other lons'tar‘ CATE seevessssccarsssasevsvesanssacsenne (1.1)
0 M18cel1aneous «resssesresessstsesssssesansnanvescneesesss (0.4)

2. Comunity-based support 8ervices sscececscrccoresscvssssssnssenees $4.5

3. SS1/SSDI and State grants to-COURLIeS scvcvcressesonsososnassares $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/MR payments are estimated
to total $3.9 bdillfion with a Federal share of $2.2 billfon. Approximately 80
percent of ICF/MR funds are used in public facilities and 20 percent are used in

private factlities. 19/

B. Per Diem Costs by Type of Facility

The cost of maintaining s 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 MR/DD persons. The cost of a non-ICP/MR group home is

19/ Data and estimates provided by an official of the Health Care Financ-
ing Administration. See Appendix D for ICP/MR funding since 1973.
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' cppnrenily the least expensive., Community facflities were assumed to include
support services. Thé results of the CBO cost estinate and the HHS Inspector
General assessment sre showr. below. The CBO estimate projects cost for FY 1984
and the Inspector Guneral ieport is based on FY 198% data. The facilitfies in
these two studies are not strictly comparable:

TABLE 3. CBO snd Inspector General Per Dienm Estimates for Persons
with Mental Retardation

Inspector General Per Diem

CBO Per Diem Estimates Estinates
(FY 1984) (FY 1981)
IC?/g%_Swi:h 16 beds or wore) $104 ICF/MR (institution) $80
— ——(CSmunity-based arrangements ICF/MR (community) 65
(includes ICFs/MR of 15 beds
or fewer and other comaunity Non-ICF/MR group home a/ 50
living arrangements) 78
SNF 60
ICF 50

a/ Such group homes are financed with client SSI/SSDI psyments, 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/MR regulations requira a more intensive level of care and habilita-
tion and training than is found in non-ICF/MR facilities. The Inspector General
sssessaent 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 probleas.
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Employees of State institutions tend to be unionized and to receive more
eaployee benefits than do persons operating coamunity facilities. A receant cost
study in one Stats fcund that institution staff are paid more and receive more
fringe benefits tgnu do staff in c;-nunity prograns, and that these differences
account for much of the per dien differential. 20/ According to this Pennsyl-
vania study, the average salary of an institution worker was $14,161 in FY 1982
coapared to $9,304 earned by comaunity residential program workers. Imstitution
fringe benefits amounted to 36.4 percent of base salary whereas fringe benefits
in comaunity facilltléa wvere 21 perceant of salsries. The specializstion of labor

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

tributing to increased staff costs in institutions.

gg/ Longitudinal Study of the Court-Ordered Deinstitutionalization of
Pennhurst Residents: Coaparative Analysis of the Costs of Residential and Day
Services within Indtitutional and Community Settings, Dec. 15, 1983, Ruman Serv-
ices Research Institute, Boston, Mass., p. 57.
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VIII. SUMMARY OF S. 2053: COMMUNITY AND PAMILY LIVING
AMENDMENTS OF 198 -—OVERVIEW

On Noveaber &4, 1983,. Senator Chafee introduced S. 2053, the Community and

Faaily Living Amendaents Act of 1983. The bill would shift Pederal 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 comaunity-bdbased facilities
and to asuthorize services needed to maintain such persons in these sasll facili-
ties. The institutions affected by this bill would be ICFs/MR, other ICFs, and
SNFs. The bi{ll would limit eligible community facilities to family-scale house-
holds (with certain exceptions). Under the bill, an {nstitution would be allowed
10 years to reduce to zero the nuaber of residents for whom ICF/MR refabursement
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 nuaber of persons for vhoam the State would no
longer claiam ICF/MR payment for institutional services. After the transition
period, Medfcsid funds could only be used for institutional care if the care
vere not available in the comunity and 1f the period of institutionalizstion
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/MR pay-

ments for such persons as is currently authorized. Federal funding would be



42

CRS-23

available for eligible community and family support services. States could opt
to leave MR/DD persons in institutions at State expease, but Federal Medicaid
reinbu;senents for sucl: p:rsons would be reduced to zero over the 10- or l5-year
transition period, except for tenpgrur& {nstitutionalization.

The bill is designed to alter funding and service patterns to severely dis-
abled persons with substantial functional limitations whose disabilities wvere
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
betveen 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 inglude psychiatric
disorders as opposed to mental retardation or physicsl impairments. The bill
would require the identification of all institutionalized severely disabled per-
sons and a comunity 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 s timely reduction of the f{nstitutionalized
populatigh claimed for ICF/MR payment and the development of services in commu-
oity-based facilities. The agreement would assure the provision of services to
further individual functioning and independence. Room and poard would also be
provided. If the provisions of the implementation agreement were not followed,
States would be penalized by a reduction of Federal Medicatd funding. The bill
would provide incentive Federal funding for services to persons transferred from
institutions and living in community facilities {or 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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fewer services, whether living at home, in foster care, in a group
home, or in an apartment would also be provided with appropriate med-
fcal ettention . « . .

There will be those ilhac will oppose this idea [the overall approach],
at least at the outset. And I belfeve it is important for a very
complete discussion to vake plsce between those who support and op-
pose this concept of care.

It is my hope that <{ter debate, research, and discussion, my col-
league will support this bill. I hope that process will improve {t.
But I an convinced that the need for an examination of the care pro-
vided to the severely disabled is 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. S15485.

33-210 O—84—-4
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IX. DETAILED DESCRIPTION OF S. 2053

A.  Reduction of Institutfonalized Population

§. 2053, with certain exceptions, would require that Medicaid funding only
be available to severely dissbled individuals who reside in a "community or fam
1ly 1iving facility™ (CFLF). A CFLF would be limited in size to three times the
number of individuals in an average family housg@old, or approximately nine beds.
This restriction would not apply to facilities with 15 or fewer beds on the date
of enactment 1if such facilities did not exceed 15 beds prior to enectment. Fa-
cili{cies 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 {n which thé institution would reduce its population claimed for ICF/MR
payaent to zero within 10 yesrs. Institutions with more than 15 and fewer than
75 beds would have 15 yea;; to reduce such population to zero {f the institution
were built within 5 years prior to the effective date qf the proposed Act. To
renain eligible for Medicaid funding during this 10- or l5-year period, fnstitu-
{fons would be required to submit a report to the State every six months showing
the number and identity of severely disabled individuals who had been transfer-
red from ICF/MR payament status and the services planned for such persons.

In additfon to the requirement that CFLFs n;; exceed three times thﬁ aver-
age faaily household size, CFLPs would assure provision of needed services ned
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 and sauitation standards established under regulatfons 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 implemeantation

agreeaent.

B. Eligible 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 fndivid-

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

C. Eligible Persons

The tern “severely disabled individusl™ would mean an individual with a
disability that is attributable to a developaental and/or physical impairment,
is nanifested before age 50, is likely to continue indefinitely, results {n sub-
stantial functional liaitations in three or more major life activities (self-
care, receptive and expressive langusge, learning, mobility, self direction,
capacity for independent living, econonic self-sufficiency) and reflects a need
for sarvices of an extended &uratlon. This term would not include persons be-
tveen 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
disadbled i{ndividual 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 proJllLou of care and services to nueh‘pcrlon._
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D. Identification of Disabled Persons in Institutions

A comaunity services plan would be required for every disabled individual
residing i{n an institution that ;;ovides care supported by Medicsid funds. The
plan would specify the types of assissgncc such person would require when trans-
ferred to a CFLF and would be formulated by sn {nterdisciplinary team fncluding

comaunity professlbnals, and as appropriate, the client, faaily or guardian.

E. Eligible Services in Community Facilities

Eligible services to be delivered in CPLFs {nclude eligible care provided
in {nstitutions prior to enactament, home or community based services, independ-
ent living services, specialized vocational services, room and board and adain-

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 Developaentally
Disabled Persons or other national accrediting body, of licensed by an appropri-
ate State agency.

G. Iwmplementation 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 tiame linmits.

o Services sre to be continued for severely disabled persons who re-

side in inscitutions which lose Federal Medicaid support. (ICF/MR
standards would continue to be enforce in such inetitutions.)
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CFLFs are not to be und&i} concentrated i{n any residential area.

Disabled individuals are to reside in a CFLF that is located as
close to the natural, adoptive or foster home of such iadividual
as is consistent with the beat {intercsts of such individusl.

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

Case management services are to be provided which include a writteun
plan of assistdfice for each disabled person, review of the plan to
determine the appropriateness of service and access to other social,
sedical or educational services.

Fair and equitable arrangements are to be made to protect the inter—
ests of employees affected by the transfer of disadbled individuals

to CFLFs.

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 teas including professionals who deliver services
in the local area and are knowledgeable about the person's disabil-

ity.

The parent or guardian of a disabled person {s 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.

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

written plan subaitted by an institution to such State,

Funding Penalties for Noncompliance

Medicaid payments to States for administrative services would be reduced

to be out of compliance with the proposed Act or with the ICF/MR requirements

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

perfodic independent reviews of servicis to ensure that community facilities and
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{nstitutions meet applicadle stendards. The independent reviewer would be re-

quired to submit a report to the Secretary st icalt every six moanths.

I. Funding Incentives for Transfers from Institutions

State would receive a 5 percent increase in the quarterly Medicaid payment
for severely dissbled 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 CFLPs for less than 5 years.

J. Personnel Training

The implementation asgreement 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 coapli-
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 {n reduced funding. The Coaptroller General of the U.S. would froa time to

tioe reviev 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 would inform the Secretary of HHS, the U.S. Attorney

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

The introduction of S. 2053 has intensified debate regarding the appropri-
steness of institutional care, faanily-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 reoidential services for MR/DD persons, there is consid-
eradle 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 MR/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 MR/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 pudblic testimony are intended
to {llustrate 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 i{n some institutions. The second statement, specifically opposing S. 2053,
expresses the concern th;t good institutional services should be maintained and

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

Four beautiful little girls, unadle to move to protect themselves,
sleep in cribs where above their heads the ceiling is visibly crum-
bling. From the superintendent, "I'm afraid with the next big rain,
this ceiling is going to collapse.” Jane, confined to a bed, in s
buflding without vorking air conditioning where summer temperatures
are commonly in the upper 90's and low 100's., Jane and all of her
coapanions, who are infested with flies spring, summer and fall be-
cause they cannot move their aras to swipe thea away and because
there are no screens or screens are ripped and torn. Johnnie, who
for aost of his waking hours does not have furniture to sit in, and
must fight with 20 other people to sit f{n a hard plastic chair. Joe,
vho 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 equipaent.
James, in 30 degree temperstures walks to his prograa building in
sneakers without any socks as well as no coat. June, who doesn't go
to her program becsuse 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 end chews on her fingers. She bites because she is hungry,
she is hungry because although she is supposed to de receiving double
portions of food at meal time, the kitchen doesn'. have enough food
to provide her with double portions.

Lisa, a beautiful licttle girl, frail and thin, becoming chronically
undernourished. Why? She dcesn'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

bslasnced meal plans because there is an inadequate supply of foods.

Mary 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 testiffed 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 inm-
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 recovaer from the Federsl Government part

of the cost of capital expenditures in such institutions.

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

The true thrust of this legislation [S. 2053) is that size equals
quality. The sgency 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 vhich operates a 100-bed facility. wWever 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 bosrd of directors. Never mind the fact that
the organization has been providing caring, quality services for the
developmentally dissbled 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 aind the fact that
the fanily is finally comfortable that after looking for years, being
on wvaiting lists for years, that this facf{lity is appropriate for
their son or daughter. No, never mind all these minor factors. 1It'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
sdenantly in favor of leaving as many choices and optioas open as is
possible. I an strongly in fsvor 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 ehsure
that regulations be applied uniformly. I am in favor of the strict
enforcement of any regulations which enhance the quality of life for
the retarded in all faciliti{es, large or small.

B. Overview of Research Pindings

Although emperical research on the subject is not conclusive, most studies
tend to support the contention that community-based services conducted in as
nornal a setting as possidle are more effective than institutional services in
proamoting developmental grovth and independence of MR/DD persons. A move fros
institutional to community settings tends to result in positive social adjust-
ment and improved behavioral development for many MR/DD parsons. However, for
developmental growth to take place, according to research findings, the commu-

nity setting must include certsin essential features: effective teaching

23/ Taken from testimony of Peter Mule, Executive Director, Riverside
Foundation (a not=-for-profit ICF/MR), Lincolnshire, Illinois. Presented to the
Humsn Service Coamittee, Evanston City Council.
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technologies, friendship networks for MR/DD persons and active involvement and
positive attitude of care providers. Some research has found thst large insti-
tutions in which these features are present are also effective settings for de-
velopment growth and that reducing the size of a facility does not necessarily
change the daily pattern of care.

Research indicates that there {s great variation in community care facili-
ties. They range from small family care units to larger segregated replicas of
institutions. To provide as normal an environsent as possible, commaunity facil-
ities ﬁecd to be §nr£ched with positive programming within the facility and mean-
fngful contact and exchange with activities and services outside the facility.
That {s, the comaunity facility must de therapeutic as opposed to being merely

_custodisl. Studies have shown that clients in comaunity care facilities benefit
from {ncreased intersction with qualified Fare providers vithin the comaunity
facility and from {nvolvement in community 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 optiaize the benefits of small, family-
scale and community living arrangements for virtually all of the institutional-
ized MR/DD population. By specifying the services which must be provided in the
community 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, trsining, community ino~
tergration and social interaction are simply not possible in isolated 1nlt1tuj

tions with their history of abuse.

35/ See Appendix D for selected bibliography which includes research on
vhich this section is based.
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On the other hand, those who oppose S. 2053, or wish to see the bill modi-~
fied, argue that while family-scale living arrangements may be appropriate for
most of the institutionalized MR/DD population, facilities of over nine beds way
be more economical and may be an equally effectf{ve setting for training for some
of the MR/DD population. It is argued by some that there is opportunity for so-
cialization i{n larger facilities where training and recrestional 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 fnstitution or in a community setting. S. 2053
would, in effect, make the decisfion at the FPederal level because after the tran-
sition period, ICF/MR funds would generally only be available in community set-
tings. States have developed v&lou approaches to the care of MR/DD persons
that include institutional and comaunity care settings. S. 2053 would require
that all States conform to the same Federsl requirements regarding service set-
ting to quaiify for Medicaid funding. _

States might argue that this decision is an appropriate State function and
that considerabdle caplta; outlays have already been expended to bring institu-
tions up to ICF/MR standards. Much of this expenditure was financed through
bond fssues 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/DD 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 demsnds may be created on behalf of MR/DD persons not
currently served in Medicaid-funded facf{lities. This phenomenon could incresse
total Medicaid expenditures.

There are various informal estinmates 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 peraon;
vho received ICF/MR services in 1982. 25/ It 1is not known how many of the eli~
sigg; persons would come forth and request services under S. 2053, but case man-
agement, independent living services and rerrice 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 eligidbility directly effects possible costs.

d;_:he 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 ssme smount of Medicaid funding

vould serve considerably more persons in the community than in institutions.

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

Severe Behavior Disorders

One i{ssue frequently raised is the concern that cedically fragile MR/DD
persons who require 24-hour nursing care and frequent physician services may be
served more efficiently in institutions where emergency services are available
at all times. It is estimated thet 25 to 30 percent of the {nstitutionalized
MR/DD population is either medically fragile or has very severe behavior prob-
leas, and it {s 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 lower costs.

F. Reactions of Some Parents of Institutionalized Persons

Some parents of institutionalized MR/DD persons are strongly opposed to
S. 2053 becsuse they feel that their family meaber is getting appropriate, ef-
fective care in an inst{tution; the parent want the security that they feel they
have in the fnstitutional setting; and they do not want the Federal Governaent
to legislate against their choice of care for their MR/DD fanily 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 may be-
coue fragmented, may be discontinued, and may not provide the total care pro-
vided in one setting by an institution. Some pareats are also concerned that
S. 2053 does not offer the chance to resume instftutfonal care if the community
placement does not work out.

On the other hand, there are ;ono fanilies of institutionalized persons

who vould prefer to have their MR/DD family member in a more normal therapeutic
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comaunity setting nearer to the rest of family and would support S. 2053 because
it wvould make more funds available for thie purpose. There have been experi-
ences in which familfes who were initially opposed to deingtitutionalization
changed their opinion as they sav positive results following the transfer of in-

stitutionalized persons to community facilities. 26/

G. Expanded Use of the Medicaid Waiver Provision

Rather than transfer funds out of institutions according to a specified
timetable, as is proposed under S. 2053, it has been argued that community serv-
ices for MR/DD persons can be expanded by the States through wider use of the
Medicaid waiver provision. Another alternative could be to authorize Medicaid
funding i{n commaunity fsc{lities as an option under Medicaid, rather than using
the waiver provision. It is argued that these spproaches would allow the spec~
trun of services to be expanded rather than diminished. An expanded Medicaid
vaiver or comaunity care option could maintain Federal funding in both {nstitu-
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 ifnstitutional and
comaunity services and that community services are cheaper. (Rowever, during
the 10- or l5-year transition from institution to coamunity services, there
would be 2 dual system as MR/DD persons were gracually moved out of institu-
tions. Advocates for the bill argue that considerable icvcrnge is necessary to
change the msjor focus of services for the MR/DD population from institutions to

snall community service settings.

26/ Por 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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R. Community Readiness

It has been argued that many communities are not ready to receive MR/DD
persons in large nuabers from institutions. It is clear that nearly all insti-
tutionalized MR/DD persons require care and or supervision. Communities would
need to develop facilities for some MR/DD persons which would be barrier-free
and vhich would meet life-safety codes reqqlred for MR/DD persons not able to
respond appropriately to life-threatening dangers. fhe capital outlay for such
facilities could represent s 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 l5-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 facilitfies, 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.

1. 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 ICP/MR 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
Meadicaid 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 unfons may oppose S. 2053 because it is
felt that fnstitutional services are more nppropti;tc for soze MR/DD persons.
It 1is argued by some advocates of the bill that this opposition is based on
fear of losing jodbs. It might be argued that Stste employees curreatly working

in institutions could become care providers in community facilities.

33-2710 O—84—5
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APPENDIX A: TERMS USED TO DESIGNATE THE CLIENT POPULATION

Various terms are used to refer to the ae%ercly 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
wvith tef;tad conditions” who require institutional care. §S. 2053, which is in
the focus of this paper, provides definition for “severely disabled individual®
v%lch is based on the definition of “"developmentsl disability” under the Devel-
opment Disabilities Assistance and Bill of Rights Act, P.L. 91-517, as amended.
(The definition inciuded in S. 2053 1s presen.ed on page 26 of this paper.) A
sesorandun from the Congressional Budget Office (CBO), vwhich provides a cost
analysis of S. 2053, refers to "MR persons.” ‘

This paper uses the term "mentally retarded and other developmentally dis-
abled™ (MR/DD) persons, s term coamonly used in the field, to generally encom-
pass the populstion referred to in the above documents. Because S. 2053 would
affect Federal funding used for severely disabled individuals, the term MR/DD as
used {n this paper refers to severely disabled MR/DD persons in need of 1life-
long or extended services, and not to those mildly impaired persons able to
function reletively independently.

The term "severely disabled individual™ as defined in S. 2053 includes cer—
tain severely physically impaired, aentally 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/MR and are not included in the aa jor

studies of institutionalized disabled persons.
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APPENDIX B: MENTALLY RETARDZD PROPLEZ IN RESIDENTIAL CARZ PER 100,000
STATE POPULATION BY S1Zr OF PACILITY: UNITED STATES, 1982
(1002 REPORTING)
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Appendix B presents the aumber of mentally retarded people per 100,000
of th~ population living in smaller facilities (1-15 residents) and in
latrger pudblic and private facilicties (16+ residents). States are raank
ordered according to the per capita rate of placeseat in largs facilities.

o Approximately 105 of every 100,000 people 1o the U.S. vere placed fo
residential care for the mectally retarded, with 76 of these individ-
uals place in larger facilities.

© State placemant Tates ip larger publicly operated fscilities ranged
from 18 to 140 per 100,000 people. Nost states (38) placed more pec-
ple 1o large public facilities than in either larger private or saal~
ler Lastlities.

Source: Brief #21, 1982 National Census of Residentisl Pacilities: Summary

Repore, Center for Residential and Community Pacilities, fall, 1983.
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APPENDIX C: AVERAGE DAILY POPULATION OF MENTALLY RETARDED PERSONS IN
PUBLIC RESIDENTIAL FACILITIES: FY 1970--FY 1982

(189,546) :
(173,775)
(166,247)

{153,584)
(151,112)

39,410)

125,799)
119,335)

Fiscal Year

Source: Pubdlic Residentisl Pacilities fo? the Mentally Retarded. 1982.
Published by National Associsrion of Superintendents of Public Residentisl Pacil-

ities for the Mentally Retarded. p. 4.
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TOTAL AND FEDERAL ICP/MR EXPENDITURES AND
NUMBER OF PERSONS SERVED

Fiscal Year

Expenditures

Total

Federal

Perons Served

(in aillions)

1973 ceverrenononsassncas
197A S se eI BRBNEBROEREL SRS

1975 ®0Q0 Qs OENIBIROIOECERIRNLIENDYN

1976 "esesssss et
1977 Seseasssssqarssranes

1978 sevvesssencrancannsns

1979 Svsascoensns st
1980 IR RN Y RN NN F YN NN

1981 S0 BRPOEBLIATEOIDRIERISDINTS

1982 LA A NN NN EE NN NN N RN R

1983 (..to) essasesessvee

$ 165
203
349

602
871
1,162

1,493
1,977
2,927

3,609
3,911

$

(in afllions)

98
120
204

349
501
662

844
1,107
1,624

1,985
2,151

(in thousands)

29
39
54

.-83
101
98

115
125
196

154
132 af

8/ The estimate of persons served in FY 1983 was provided by Wayne Saith,
Health Care Financing Administration.

Source: Data were provided by lan Hill, Budget Analyst, Program Benefits
Branch, Division of Budget, Office of Pirancial Management Services, Office of

Managenent and Budget, Heslth Care Pinancing Administration.

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

served at a total cost of $145 nt;lton, according to estimates of the Health

Care Pinancing Adainistration.
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Senator DURENBERGER. 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 regardin% the progpective changes.

is 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 seivices 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 .e-
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 mvide ‘more individual-
ized services for the severely disabled by shifting Federal medicaid
funds from institutions for the disabled to the community-based
setti:xg. Those most directly affected by this grgfosa.l are mentally
retarded ‘and 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 health
care, preventive health care, and a variety of other services that
?dm lte}:le ongoing needs of all Americans including the chronical-
y

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

elivery.

_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 lozﬁ-
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 fg&;n 16 to 2,000 beds, although most ICF/MR facilities are
over 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
Fa the best price for the highest quality of appropriate care, and
I 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 livin
in a community-based home. Chris will share with us her person
feelings about life in this different settin;

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, som.e time ago I read something I would like to share with
{‘(rxu 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
- - onbehalf 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 commoil purpose; we are all tr{i.ng to

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

Our %?al today is to de‘ermine 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 advisabitity of the 10
to 15 year shift of Federal funds to community programs from
larger facilities; the eligibility requirements of the patients; the

o0

- ——
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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 80, 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 DURENBERGER. 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 DURENBERGER. Thank you.

I know Jim Exon has had a little experience with this area that
geoes back to being Governor of Nebraska, and we welcome his

ing here today.

Jim, we look forward to your comments.

~

STATEMENT OF HON. J. JAMES EXON, U.S. SENATOR FROM THE
STATE OF NEBRASKA B
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.
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20563, and comment that as a former Governor and before that as a
private citizen I have been actively involved in support of and im-
grovement in all programs for-mentally retarded citizens. We Ne-

raskans 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 encomp.
in that lawsuit. Ms. Crawford has been involved in mental retarda-
tion issues for a number of gears 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
El;ewreverse is also true, that smaller is not necessarily always

tter. - -

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 Sarents 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.

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

Thank you very much, Mr. Chairman.

Senator DURENBERGER. Thank you for your statement, Senator,
and without objection Ms. Crawford’s statement will be made part
of the record.

‘ l[{l‘he] prepared statements of Senator Exon and Ms. Crawford
ollow:

PREPARED STATEMENT OF SENATOR 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 fifSthand testi-
mony about the issues and problems raised by this proposal.

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

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
shouid 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 respectfull.kv 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 &eep end in the swimming pool. The 10
ultramodern cottages are barrier-free for those residents in
wheelqﬂgirs or who are on mobile carts because of inability to
git up. The streets have a 15 mile per hour speed limit. Even
the bathtubs are special; several afe deep and cylindrical and
have a hydraulic ehair to lower the bather into the swirling
warm water for several minutes--it must feel great to someone who _
has spen;-the day in a wheelchairi_ -

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 thfl unique community. The Center is accredited by
the Joint Commisgion on Accreditation of Hospitals. T

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 lifé.'

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

replagce this community, to break it up and scatter it .about, just

because|of an idea--that many experts simply do not buy. And I

-



78 -

can promise you, the parents of these severelg.and profoundly
retarded adults don't buy it eitherl

Eighty percent of the population of public residential faci-
lities for the mentally retarded is comprised of the severaly
and profoundly retarded; 43.1% of the residents have other handi-
capping conditions in addition to mental retardation. The most
common are blindness, deaEBess. epilepsy and cerégril 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 year;4and even in adulthood will
rarely have any intelligible speech. Total life support is essen-
tial to their survival and up to 408 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 thé retarded population, wit? 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 :
handicupped, 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 staéted 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, s;ys, "The alﬁ of programs for the mentally handi-
capped should be.to provide those conditions and circumstaﬂces
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 for those who

are prcgoundly 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
;ead. but persons who have multi-handicaps. Many.of 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.
~ypey will -tearn 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 wh;‘need good
institutional care, now made possible at Beatrice State Deyqlop-
mental Center and private institutions in Nebraska, through the
aid of Medicaid fdé;s that would be threatened by S. 2053. 1If
Medicaid funds are phased out, the fine Nebraska institutions
will drascieallf decline in quality or close altogether. Medicaid

pays 57% of total costs. '

33-270 O—84——6
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JANICE ADAM

Janice, 35 ye;rs 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 wags 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 aboué Janice's ihdividualized'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 abie to go (escorted, because of her blindfiéss) 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 men{pgitis 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 seizu;es a day, and
he had to be diapered at all times.

After 22 years at Beatrice State Developmental Center, his
seizuree were under control. He had been trained in janiébrial
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 papens reported he wea a constant problem, hard to

e
manage and uncooperative.

David was tlhien admitted to a church-sponsored‘tesidential
institution. At the end of the first year he no longer has
seizures nor beha;ioral problems, is happy, and is working in
a rug-making program. '

qlchout the Medicaid program, David, at best, would be an
unhapby man in a community program; at the wofgi, he might be
vegetatfng 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 sone day become a street person. There ie

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 Dé@elopmontal 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 de-institutionalization movement and the 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 ycar 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. Shb continues to improve, is happy, and enjoys the
campus activities. Her parents and the professionpls beliéve the
structured envirénment best fits her needs.

For Kathy, Bpatrice State Developmental Center is her home,
her community. S. 2053, by closing or causing a reducéion 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 imstigator 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 léarned these
skills.
Unde;: the stress of the program, Phillip regressed alarming-
1y, resulting in a nervous breakdown. '

After psychiatric care and some trying times %or 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 traiﬁing, exceptionali& godd manners, and
good ;ppearance, professionals and his parentd ‘feel 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, 2 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 aector-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 lesé happy. At the same time, hi; 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 n?t have the
prerequisite skills to take the test; he is consid;red to be
profoundly retarded. He has no speech at all.

Matthew is 4 cute little man, blond hair, brown eyes,

5'2" tall. He has a éemarkable sense of humor for a severely
handi?apped guy; people like him. His behavior is generali}
good ﬁnd he seems to be quite happy. The thiﬁéa most important

« 8
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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
— _-_a home visit.

Because he has no speech, his parents believe that he is
safe in an institution which is always oben for inspection for
visitors or staff and where he cannot get lost.

~——liatthew'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 placedrand should remain

at Beatrice State Developmental Center.
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Community Living is Seldom Integrated Living

for_Severely Mentally Retarded Persons

"Community" living for the retarded has been touted as
the golden pathway leading to a lifetime of pleasant assoclations
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 uormas persous other tnan staff. ‘rney 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 ratarded, who are allowed
to go out without supervision, there is the risk o% being either
the victim of crime, or of unwittingly committing a crime.
Note this, from a Fall 1933 seminar on "Jail, the, New
Institution for the Mentally Retarded?":
It was estimated that 700 developmentally disabled persons
aentered the criminal justice system in Nebraska during 1982.
There are 106 developmentally disabled persons in prison

in Nebraska. ’
.}
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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 moderately 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 sthdy anywhere), whjch would
give the comparative costs of caring for people with approxi-
mately the same levels of retardation in the commﬁnity and- in
an institution. ‘'The costs at Beatrice and in the Lommunity
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 (Linc6In -and Omaha):

but lowér 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. Nevertheleés: in the two regions serving the high need
individuals, cost at Region S5 (16 counties including city of Lincoln)
was $21,000; in Region‘ﬁ (5 counties including city of Omaha),
$23,700; And at the Beatrice institution, $19,666: In the other
regions costs ranged {;om $9,700 to $16,800 each year.

What will be the net effect of S. 20532

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 peraonslare
totally blind; 237 have heéring 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 sho;tage areas (see attachment). The western‘two-thirda
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 He&icaid funds,
-would not be able to adhere to criteria for accreditation and
would ‘probably becoﬁé a warehouse, a custodiag_ﬁagiiggy only.

Ip Nebraska, with only one'milllon 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 infinitumi

Can we really afford to~aiscard four residential facilities
for the mentally retarded? Can Nebraska taxbayers 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 righfs of the state to care for the disabled in institutional

settings. Right now, 25 states are using Medicaid funds in N

community programs through the Medicaid waiver program.

What if S. 2053 boomerangs?

With Medicaid funds phased out of tﬁg institutions, the
states will have to assume the total cost. If states:gggving
increased the mental retardation‘ghdgets to make up for the lack
of federal fund; to institutions, cannot afford to build new
community residences, the net effect on the retarded people will
not be deairable; The institutions will probably decline in
quality and movement to community will slow down or stgp altogether
because of limited local fundsl

In Nebraska, our group homes all receive title XX monies.
If §.'2053 passes, these will all be "grandfathered” into the
title XIX programl Again, remeﬁber that a title XIX waiver is

now available for community based programs. ..

Please kill s. 2053!



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 peopleﬂaay
never walk, talk, hold a spoon, comb their hair, brush their
teeth, bathe or toilet themselves.

Comnunity 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 State 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 protected_from ordinary hazards.

The swimming pool has no deep end, the streets havg a 15 mile

per hour speed limit.. The non-ambulatory residents routinely
attend church and Scouts and other activities in wheelchairs or
mobile beds. 1If S. 2053 is enacted, 57% of the funds Will be
removed from this fine facility. Quality services will be .replaced
by cu§t0d1a1 services only, and/or the place will have to close
because state and local taxes cannot be stretched any further to

0
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 briny their institutions up to modern accepiable 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 residencés, the net effect on the retarded people

will not be desirable. The institutions will probably decline
in quality and hovement to community will slow dow; or stop
altoqether because of limited local fundsi

If Medicaid funds are already available for community based
programs are now being uaed by 25 states for community mental
retardation services, then what is the purpose of this bill?

Its sole purpose is to close ingtitutions.
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
Gisability. Professional treatment such as physical therapy
was significantly more expensive in the community versus the
institution.

"Cost Benefit Analysis and .fental 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 whole for investing in mental retardation
programas.

"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 (e.g., behavior
problems, physical infirmity and helplessness) and why
long-term care facilities are the only reasonable option
for their care.

*Assessments of Residential Environments for Mentally Retarded

Adults in Britain" -

Author: Mary Dalgleish

Mental Retardation, Vol. 21, No. 5, pp. 204-208.
The author compared the services to mentally retarded indi-
viduals from large older institutions to newdr smaller hostels.
The comparisons revealed that the older institutions cared
for the most .mpaired (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, Vo', 21, No. 5, pp. 197-203.
The authors inve .tigated, 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 arce 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"

Author: Sharon Landesman-Dwyer

American Journal of Mental Deficiency, 1981, Vol.86, No. 3, pp.223-334.
The author provides a very ohbhjective 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 though#ful
suggestions for future development and evaluation of mental
retardation services. —_ .

"Relationship of.Size to Resident and Staff Behavior in Small

.Community Resldences"

Author: Sharon Landesman-Dwyer, Gene P. Sackett, Jody Stein

Kleinman

American Journal 'of Mental Defxcieney, 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 Kkutardation, 1979.
As the title suggests this was basically a follow-up evaluation
of the effects of community placement. .



: PREMARY MEDICAL CARE SHORTAGE AREAS

NOTE: Areas designated by the U.S. Department of Health and Human
c Services in accordance with Section 332, PHS Act.

DATE: December 2, 1382
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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 PELL. Thank you.

Senator DURENBERGER. 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, II'.,, and Karen Green-McGowan, who is a regis-
tered nurse and a consultant from Peachtree City, Ga.

Is Karen here? —_

[No response.]

hSe}?:ltl:or DURENBERGER. She must be caught in the traffic outside
the .

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. BrRappock. 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-
ixity 8versus institutional expenditures in the United States over the
ast 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 S. 2053 I believe that it should be, and I be-
lieve that the fiscal record demonstrates that it should be, & 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-

nditures in the aggregate as compared to the total Federal

udget, 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 gear 1980, MR/DD expenditures in the ag-
gregate in the United States as a percentage of the total Federal
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:)udget have not grown, and for fiscal year 1984, for the first
ime——

Voice. Excuse me, Mr. Chairman. Could the witness please iden-
tify the page number?

nator DURENBERGER. Page 8.

Dr. BrRabpock. The percentaﬁ e of the total Federal budget occup-
pied by MR/DD programs in t Fgregate is afprommately three-
tenths of 1 percent of the total budget. And as I indicated, in 1984,
?or the first time in many years, we see an actual decline in that

igure.

The second lgomt 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 flcwed 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 ll))llhon in institutions.

Senator DURENBERGER. You are going to have to move very

qulcklﬂ
RADDOCK. All right.

Let me, then, sum up with a couple_of points:

Over the last 8 years the Federal Government, through the ICF/
MR pro %'ram and the State governments through general fund and

ial fund expenditures and through title XX have spent more
t an twice as much in public institutions in the United States than
in community servwes

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 lyears 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 o5-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 litigiousness
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 §.2053
THE COMMUNITY AND FAMILY LIVING AMENDMENTS OF 1983

I am David Braddock, Directorkaf the Evaluation and Public Policy Division
at the University of Illinois at Chicago”s Institute for the Study of Develop-
mentsl Disabilities. Thank you, Mr. Chairmsn and Members of the Subcommittee
for the opportupity to appear before you today on S.2053.

The importance of my own personal view on 5.2053, hovever, pales by com-
parison with the many organized interests, parents, and professionals whe 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 etate MBR/DD expenditures, vith an emphasis on the ICP/MR
progran. I will also try to separate fiscal facts from editorial opinion and
clearly label the later as such.

This testimony 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 Phasedown/Closure Guidelines" is the product of an
Institute effort jointly funded by the State of Illinois” DMHDD and the Federal
Government s Administration on DD and Administration on Aging.

TEE 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
Stste Governments, snd 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
esch of the 50 states for the last eight years (FY 1977 - “84). Federal Gov-
ernment MBR/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 wvhen fiscsl parity has or
will be achieved in each state betveen 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 obtsined emough 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 two fiscal years.)
Then, each budget document was inspected for relevant MR/DD content. The rele-
vant MR/DD sections of the budget were duplicated and filed on a state-by-state
basis.

The second step involved constructing a "general etate 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 ctime pe-
riod. To make analysis managesble, initial attention wvas 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 XX and ICF/MR reim~
bursement dats were also obtsined. Special Education and $SI/SSDI funds are
excluded from this analysis at this time.

"7 The third step, nov nearing completion, consists of implementing a compara-
tive expenditure analysis to ascertain which operating funds have been deployed
in the states betveen FY 1977 to PY 198& for the provision of MR/DD community
services; and vhich funds have been deployed to fund the operation of state
MR/DD institutions. The published state budgets, of course, imperfectly break-
out community asd institutional MR/DD expenditure figures. Therefore, the
- project staff bhave had extensive contacts with state fiscal and program person-
nel to obtain snd verify expenditure data. This has required mail and telephone
surveys of the medical sssistance 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, wvhich are
primarily based on agency adwministrative records, have been obtained from a
survey of approximately 75 agency contscts 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 appropristions
data for the enacted FY 1984 budget.
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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
maintensance and construction). The data are also organized on s program-by-
program nnd agency-by-sgency basis. The result yields a comprebhensive picture
of federnl MR/DD expenditures. This snalysis includes a complete fiscal history
of the ICF/MR program and of other msjor and minor funding sources in MR/DD for
vhich the Federal Government has been and is now 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 ICF/MR FUNDING

[Righty thousand MR/DD individuals live in 95 state institutions with
betveen 500 and 2,000 residents. -Bruininks, 1982]

2.1 Eight~Year ICF/MR Institutional sand Community Funding-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 psid-out. Eighty-two percent of these nunies 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 ICF/MR providers; one-fourth of the community funds went for
state~operated community-based ICF/MR operatioms.
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2.2 BRapid Growth of ICF/MR Institutional Funding
(see Chart 2.2)

In the 13-year period of the ICF/MR program”s operation (FY 1972 - “84),
contributions of Federal ICF/MR reimbursements to the 50 state treasuries grew
explosively. In 1974 ICP/MR reimbursements represented seven percent.of total
state~federsl expenditures for MR/DD institutional services. By 1979, the
Federal ICF/MR figure exceeded 30 percent and was headed higher. FY 1983 and FY
1984 ICF/MR reimbursements climbed to 43 percent of total state-federsl in-
stitutional services funds. In little more than & decade, the FPederal Gov-
ernment had assumed uesrly one-half of the costs of operating the Nation’s
public MR/DD institutions.

2.3 State Punding for Institutions Declines
in Constant 1977 Dollars
(see Chart 2.3)

State government funding of MR/DD institutions from own-source revenues has
declined since 1977, while Federal ICF/MR funds have grown markedly. Since
institutions are experiencing a declining census, however, resident per diem
costs huve increased from $35.76 in FY 1976; to $86.22 in FY 1982 (Scheerenber~-
ger, 1976, 1982).

2.4 PFacility Closures: A New Trend

The convergence of normalization tenets, lawsuits, tightly constricted state
budgets, and & 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 Florids, 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 Punding is Growing

Federal-share community services ICF/MR funds expended in FY 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/MR 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 212 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 PFederal-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, howvever,
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 1last eight years, Federal and State governments combined spent
more than twice as much money in the Institutions tham in the Community. Iao 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 1.47/1l. Many states are un-
deniably pursuing major priorities in community services development today.
However, the cumulative impact of many years, in fact, decades, of radicslly
unequal ratios betveer institutional and community spending poses formidable
fiscal obstacles in most states. Only Nebraska, Minnesota and Colorado schieved
spending parity betweeua the institutional and community sexrvice sectors over the
eight-year period betreen FY 1977 - ‘84, By 1984, parity in
Institutional/Community expenditures had been achieved by only seven more
states: Florids; Rhode Island; Montana; New Hampshire; Vermoat; Ohio; and
Michigan, whose state genersl funds for community services grew from $14 million
to $135 wmillion 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, CEAMPUS, Medicare reimbursements, P.L. 89-313, etc.
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$.2053, Funding Parity, and Responsible Deinstitutionalization

In my personsl view, 5.2053 will make a major contribucion to the well-being
of MR/DD people and their families if it accomplishes ome thing: the adoption
of a substantial fiscal incentive for states to enhance community services. 1t
may take at least another decade, or more, to achieve fiscal parity between
Institutional and Community Services onm 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 mstch for com-
munity placements and care, as proposed in S.2053, is definitely a step in the
right direction. But it is of insufficient duratiom to insure the kind of
smooth transition that the present fiscal imbalances of the highly in-
stitutionalized service system configurations of most states require. I would
prefer a seven-year provision remewable once by the Secretary of the DHES, or by
Congressional action, for an additional five year term. I am assuming a perma-
nent incentive would bte politically untenable at this time. I hope I am wrong.

$.2053 would entail tbe relocation of thousands of MR/DD persons and the
phasedown of institutions. The inclusion of suggested "relocation and facility
phasedovn guidelines” as a presamble or through administrative regulation is
important. Such guidelines need to be particularly sensitive to the interests
snd needs of MR/DD individusls, their relatives and also of affected employees.
Such guidelines would improve the appeal of this legislation to the groups who
would be most affected by it. We have recently drafted & set of facility
phasedown-relocation guidelipes in connection with an Evaluation Division
project at the Institute studying the closure or phasedown of DD imstitutions.
I have attached a copy of these preliminary guidelines for your review. It
appears as Part 1III of this testimony. A number of states now have extensive
experience with facility phasedowns/ closures. Knowledgeable professionals from
these states should be consulted by the Subcommittee.

I would also like to endorse the "deeming" of ACMRDD and other profes-—
sionally recognized nationwide accreditation systems. This would promote effi-
ciency snd raise program standards.

On the negative side, the Bill strikes me as litigious and requires exces-
sively redundant asudits of state performance. It would thus not contribute to
the recent intelligent Federal trend toward reducing government papervork.

Finslly, 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 appropriste services for people with developmental disabilities.
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Pie Chart Depicting $12.905 Billion
r Cumulative Federal ICF/MR Reimbursements in
Institutional & Community Settings
FY:1977—-1984
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[ MR /DD Expenditures for Institutional

! Services in the United States:

A Comparison of State & Federal Funding
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A Comparison of State & Federal Funding

Billions

1.2
1.08 -
.06
844

.72‘1

.48 1
.36 1
24 4

121

CHART 33

MR,/DD Expenditures for Community
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PART 111

SUGGESTED GUIDELINES FOR FACILITY
CLOSURES AND PHASEDOVNS®

eCONTINTS
|. Geperal Msnagement Guidelines
2. Personnel Guidelines

3. Client Guidelines
o "Minimizing Trensfer Trama®™

4. Parents/Tanilies/Guardians Guidelines

*From D. Braddock, T. Heller and E. Zsshin. The Closure of the

Dixow (Illinois) Developmentasl 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 DMBDD, the HDS Administration
on Developmentsl Dissbilities and the Adainistration on Aginog.
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GENERAL MANAGEMENT GUIDELINES

1.1

1.2

1.3

S =T i Be Difficul Achiev

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 reviev 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 agenciee and closing
military installations as well,

Budgeta ch chniqu

Consider the adoption of a 'budgetary interchange" technique to
promote efficient facility phasedowns and supported community
placements.

This budgeting technique allows the executive agency implementing
closures/phasedowvns to transfer funds appropriated for institutional
operations in the phasing-down facility directly to community serv-
ices operations. Funds follov the client from the termivating
institution to the placement setting, thus facilitating am -orderly
transition process. Budgetary interchange is presently facilitating
extensive client relocation from the Pennhuzst Stste School, 2
Pennsylvania facility scheduled for closure. The spproval of the
legislative appropriations committee is required. Such approval
minimizes the number of times the executive is required to returm to
the legislature for supplemental funding. Yet it need oot diminish
the agency’s responsibility to report to and keep the legislature
informed with regard to agency progress on phasedowns.

Use 8 Pro-Active, Participstor Management Stratexy

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 sich as com-
munity organizations, newspsper 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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1.6
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Appoint Ap Ombudsman/Deputy At The Terminating Facility

Task Force Coordinator should appoint a deputy or ombudsman to act
a8 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/be 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 asuthority 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.

Request Governor To Appoint Inter-Agengy "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)
vhen the taskforce sought them. Both of these expediters would have
authority delegsted 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.

ize B in

"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 O—84—-8
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] With Cli

If the phasedovn involves numerous transfers to other state-operated
institutions, also transfer a few 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.

Bvaluste The Closure/Phasedown

Evaluation efforts should be initiated as soon as closure/phasedown
is asonounced so that DMHDD Msnagement can drav 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 DMEDD bssed on the evaluation to correct

deficiencies. -

1.8.1 Evsluate Cogmunity Support 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 clienmt
relocation.

The survey would assess the degree to-vhich the DMHDD has
been gsuccessful in stimulating the development of community
services to support the newv clients., It would also lay the
foundation for the Department to justifiably seek additiomnal
revenues from Springfield to (a) augment services where they
vere needed and (b) develop & community services program
development plan for the catchment area.

1.8.2 Conduct ACMRDD 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 DMHDD DD facilities in terms of program-
wmatic deficiencies. The decision to close or phasedown 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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PERSONNEL GUIDELINES

2.1

2.2

2.3

I s g ! . ! ! Zc !H. . s x N -] I :

Close down one unit/wing/cottage at a time when possible and deter-
mine the unit/cottage closure schedule shead of time, not during
implementation, which is disruptive.

Closing dowvn omne section at a time would result in increased ad-
ministrative efficiency and cost-ssvings. It slso reduces the
occurrence of internal transfers at the closicg facility and keeps
groups of clients and staff intact.

Prior scheduling of closures also enables better planning on the
part of administrators aund employees at the sending and receiving
facilities.

Establish Emplovee Counseling Service

Establish an employee counseling and job placement service at the
phasedowvn/closing facility as soon as & major phasedown 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 sbout developing this service.

Cond E C ipuing Briefi For 8

Have a2 representative (an "expediter" - see guideline # 1.5 of the
Illincis Department of Persounel) present comprehensive briefings to
facility staff vhen closure or phasedown is announced.

The subject of this briefing will be to anncunce the initiatiom 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,



2.4

2.5

2.6

Through the Counseling Service, distribute informatiom packets to
staff describing other state and community facilities and their
environs gs 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.

Adopt As Many Staff Incentives As Feasible

Consider studying in detsil one or more of the following incentives
to staff in terminating facilities:

2.5.1 Early Retirement

Early BRetirement inducements, as has been the practice in
other states phasing down facilities, such as Newv York.

2.5.2° Staff Retraining

Staff retraining programs for community-based services
employment.

2.5.3 Extended Hesglth Coverage.

Temporarily extended Health Insurance Benefits for laid-off
vorkers and their families throughout the first year, if the
vorkers remain unemployed.

2.5.4 Priority Hiring Policy at Receiving Facilities

Implementation of & priority-hiring policy in the receiving
facilities for laid-off staff of the phasedown facility,
bowever, giving the receiving facility latitude to judge an
employee’s performance record with the Department.

Develop/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
a8 useful device to dispel rumors and improve communication between
the closure oversight group and the staffs affected by the
termination. Rumors sbound during closures; this breeds anxiety in
the staff, which is easily transmitted to clients/patients. The
nevsletter 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 Mioimi Client Trans Traums By Im oti
"Antici 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 intermal transfer of client and staff in
the terminating and receiving facilities;

3.1.4 Counduct preparatory programs for clients, including aite
visits to the new residential setting, as desired by the
clients, and in accord with their level of functioning;

3.1.5 Gradually introduce higher levels of programming
st the receiving facilities upon client relocatiom;

3.1.6 When feasible, involve clients personally in the habilitation
process rad 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 Four-Level Client Assessment/Placemen [l 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-te~day
responsibilities. There appesred to be unnecessary staff redundan-
cies built into the Level II stage. A brief summary of the sug-
gested process is presented below.

3.2.1 Ipjti P i Screeni

Level I: The receiving facility representatives screen all
clients subject to transfer and classify them according
to special npeeds, e.g., behavior problems, medically
fragile, special programs, etc.. (We expect the majority
of clients nunt to fall into s 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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spproximate numbers and types of <clients to be
transferred to each receiving facility; they also
establish approximate time-frames for the entire
phasedovn process.

n N

Working as a team, receiving facility representatives

assign specific clients to each receiving facility.
Representstives then observe each client going to his/her
facility and prepare & data package, including the
habilitation plan, which 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.

d ion/s N

Level III: Staff at esach receiving facility reviev the packages

and make tentative assigmments to units. Each receiving
facility eends a tesm with at least one representastive
from each unit receiving clients and specialists (as
specisl needs of clients dictate, e.g., sudiologist,
psychologist, etc.) to the gending facility to meeat
clients and discuse their individual needs vith sending
facility staff. For special needs clients, the team
holds & meeting vith sending facilicy staff serving the
client to discues special issues. There is no sign-off
by sending facility staff.

Back at the receiving facility, staff from each unit
discuss each client they vill be receiving with members
of the tesm that went to the sending unit.
Parent/Guardian may be invited to attend.

3.2.4 Appesl

Level IV:

An appesl process is 2 necessary "relief mechsnism”

for closure/phasedown. There is no reason to sssume that
the sappesl system used for the DDC closure is not ap-
propriate for future phasedowns. This process is an
appesl of the "last resort™ and will be used rarely if
the implementstion of the first three Levels proceeds
smoothly. Oaly one DDC client was reviewed at Level 1IV.



4.

118

PARENTS, FAMILIES, GUARDIANS GUIDELINES

4,2

4.3

c ] . With P} i Facility’s P ‘g A isti

As soon as closure or phasedown is announced the Task Force Coor-
dinator or snmother Agency 2xecutive requests permission to address
the phasedown facility”s Parent’s Associstion.

Meeting(s) should be held to explain the phasedown process and to
solicit parents” asssistance in integrating P/F/Gs from the sending
facility and in dealiv® with problems that might emerge during the
tranefer process. It is wise to acknowledge upfront to parents st
both sending and receiving facilities that the transfers msy tem-
porarily create some strains at the receiving facilities. The
Depsrtment” s villingness to work out solutions should be conveyed to
parents. The importance of receiving facility parents in helping
provide & more receptive enviromment for the traneferred residents
and their P/F/G”s should be emphasized.

lnyoive Paxents Who Haye Been Through Ihe-Process

Parents involved in the successful DDC phasedown should be invited
to the initial phasedown discussions at the phasedown facility with
DM representatives.

The purpose here is to help reduce P/F/G snxieties and build support
for the positive opportunities that vell-planned sensitive reloca~
tion can dring to their relative. Having gone through the experi-
ence, DDC’s P/F/Gs are knowledgable about the closure process and
speak from & perspective uniquely sensitive to the ioterests and
needs of the P/¥/Ge in the terminating facility.

BIL/S Motificati

Individuslized notification of Parent/Fsmilies and Guardians (PF¥G)
can serve to reduce anxieties and build support necessary for
facility termination and client transfer to proceed smoothly. The
PrC notification and comsultation process is presented below and
broken down into two steps: a) the letter of notification; and b)
PFG Follov-up Coumsultation.

Izmediately upon the announcement of closure or phasedown, notifica-
tion letters are sent to PFGs providing the following information:
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1. A rationsle for the phase-dovn
2. The approximate time-frame
3. Positive sspects of the change
4. Types of placements that will be svailable
5. P¥G options for slternative placements
6. Reaffirmation of the state’s commitment to serve the
client
7. Description of the four-level process ~ vhat wvill happen next
8. Nsme and phone number of & contact person

PFG Follow-up is continued through telephone contact, reitersting
esgsential information in the letter of notification and soliciting
PFG participation in the client transfer process.

u i P/F/G Involvemen

The following seven steps should be eamployed in the attempt to
involve the P/F/G meaningfully in the process:

4.4,1 BHold Ipformstional Sessjons At SF

Invite P/F/G to an informational session at the sending
facility. Representatives of the receiving fscilities will
meke presentstions (these may be Audio-Visual).

4.4,2 n-H A
Invite P/F/G to oper-house at esch receiving facility.
4.4,3 Pgren socjiation A c s P/F/G

Parent association at receiving facility contacts P/F/G to
offer assistance, inviting the P/F/G for an individualized or
small group visit to

visit with staff.

4.6,4 Set-Up P/F/G Buddy-System At RF’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 tte P/F/G and receiving facility
superintendent.

This recommendation grows out of the Closure Study’s
Evaluation meeting vith 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 phasedown process.

4.4.5 Provide Financisl Support To Psrent’s Associstion

The DMHDD through either the sending or receiving fscility or

Central Office budget, makes avsilable such funds as may be

necessary to implement active Parents” Association involve-
meot 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, when receiving facility parents are
tequested to make major commitments of time to the ori-
entation and buddy system, remuneration through a small per-
sonsl services contract is appropriate. .

4.4,6 P/F/C nd Tra D

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.

r. 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. Brappock. 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 particular 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
gour testimony, Jrou 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. Brabpock. 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
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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 CHAFER. 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. Brappock. 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. Brabpock. Yes.

Senator CHAFEE. Well, thank you, Doctor, for coming, and thank
you, Mr. Chairman.

Dr. Brabpock. 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. BrRaDDOCK. 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. BrRabppock. 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. BrRappock. 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. BrRappock. 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. Brabpock. Yes, sir, I do.

Senator ExoN. Is that in your written testimony?

Dr. BRapbock. 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 everythin% 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. BrappOCK. I can give you that figure right now: The figure in
the’ (;ag:gregate——see, the $12.9 billion figure is for the entire 8-year
period.

Senator ExonN. Yes.

Dr. Brappock. 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. BrRappock. 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 count
and that it is appropriate to take a second look at the way in whic
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. BrRabpock. Yes, precisely.

Senator DURENBERGER. Is that sort of a picture of what has been
going on out there?

Dr. BrRappock. 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. Brabppock. 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
gomeone representing the individual involved to help make the
choices.”

So in effect we are saying, “The money used to go to big State
institutions, 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. Brabvock. 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. Brabpock. 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
f‘;iscall facts and parts of the legislation that I understand in some

etail.

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
l?lok 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. BrRappOCK. 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 everi; $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. TlXank 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; thi8 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]



122

"THE STATE MEDICAID
DIRECTORS ASSOCIATION

OF THE AMERICAN PUBLIC WELFARE ASSOCIATION
1125 FIFTEENTH STREET, N.W. WASHINGTON, D.C. 200056

Suite 300
Telephone: (202) 293-7550

TESTIMONY OF
BARBARA D. MATULA
CHAIR, STATE MEDICAID DIRECTORS' ASSOCIATION
OF THE
AMERICAN PUBLIC WELFARE ASSOCIATION
AND
DIRECTOR, NORTH CAROLINA DIVISION OF MEDICAL ASSISTANCE

FOR THE
SUBCOMMITTEE ON HEALTH
COMMITTEE ON FINANCE
U.S. SENATE

HEARINGS ON THE COMMUNITY AND FAMILY LIVING AMENDMENTS OF 1983

February 27, 1984



123
Mr. Chairman, members of the Subcommittee, good afternoon. 1 am
Barbara D. Matula, director of the Norfh_ggrolina Division of Medical Assistance

and current chair of the State iledicaid Directors’ Assocfiation.

1 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 {s 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 billfon in FY 82, of which $3.6 billion was for the care of
recipfents in fntermediate 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 bi1l before the Subcommittee today, S. 2053, is intended to reduce,
over a period of several years, the number of severeiy 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 two years, deinstitutionalization has been
advanced within Medicaid by the widespread.q§e 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

33-210 O—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 stfll 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 bil1's general goal of
furthering defnstitutionalization, we believe that the policies it Tays

out are based upon incorrect premises regarding current state activities

and the best treatment setting for each disabled peribn.

Our primary concern with S. 2053 1s 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
community-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.
éome disabled people need the type of intensive, round-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
_communfty 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 s less expensive,
on average, than institutional care. However, {f intensive care is provided
to individuals in several small settings, rather than in o&e large setting,
there could be significant inefficiencies. Qualified professionals to
provide care and rehabilftation 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, 1t {s doubtful that having
them available in each community facflity would be cost-ef}ective. especially
given the other legitimate demands on the 1imited health and socfal care
resources we are willing to pay for in this socieiy. 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 Carniina 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

111 would signifigan;ly increase the number of persons eligible for Medicaid,
and therefore, woﬁld significantly increase the total expense of the program.
Under home and community-based care waivers, states are using wafvers to
remove mentally retarded individuals already residing in institutions and

place them in the community. The 1iberal elfgibility 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 interfare with the natural support

network in the communfty. That network needs refnforcement, not replacement.

One further concern with the bil1 s the impact on patient and family rights.
If enacted, S. 2053 would'severe!y 1imit the choice of treatment centers
available to individuals and their families. Although this may not be

the bill's intent, 1t would appear to be 1ts consequence. S. 2053 does

allow for a hearing process in which 1ndiv1dua1; 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. [t 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 bi11, but avoiding some

of the problems it would create, we offer two observatfons:

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 acgivity 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 hot proceeding as fast as some would like, but it has been

proceeding in the careful manner necessary to avofd costly mistakes.
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Second, the goal of deinstitutionalizatfon 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 2nd 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 optfon
instead. An option would avoid the delays and uncertainties that accompany
the waiver process, and would, therefore, foster the siﬁe state efforts to
defnstitutionalize that the drafters of S. 2053 seek. States would still
need the flex{bility to waive statewideness and comparability to run an

effective program, but this, too, could become a state option.

In conclusion, let me retiterate that state Medicaid directors support a policy
6; deinstitutionalization, but such a policy must acknowledge that optimum
care for the individual {s contingent on maintaining a.!ar1ety 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. [ would be happy to

answer any questfons 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. Howsk. 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-
cant;lf' 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 beiieve 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
fa?hion 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, fegelieve 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. Howsk. Yes, sir. They are numbered by letters of the alpha-
bet in the testimony.

Senator CHAFEE. Starting on page TA? A is one?

i Dr.l Howse. Yes, sir, and summarized in considerably more
etail.

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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e 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,.

e 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-so 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 programs; (h) 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 services” as an
optional coverage under their Medicaid plans for :ecipients severely
disabled since childhood who otherwise would require long teram care

services in a Title XIX-certified institution.

* Require, as a condition of approval of a coamunity care waiver
request or a state plan amendment after July 1, 1985, that a state:
(a) offer home and community care coverage as an optional Medicaid

service no later than July 1, 1990; and (b) implemeat a ten year
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Plan to minimize the number of developmentally disabled recipients

inappropriately placed in lirqe 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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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 compilied 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.

Recent Trends

Since the late 1960's the states have cmphasized the development of
community-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 tc 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 anu best known retardation
treatmant 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

e 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.

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 powerful
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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e A fundamental goal of state residential systems serving mentally
retarded and other developmentally disabled persons should be to
agsure 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 and community care waiver authority if
the states are to me 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 FPamily Living 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 geveral key provisions of
S. 2053 and outline the reasons why our Association feels they are
il1l-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 fulfillirg such a mandate, including:

@ States face significantly different problems as they attempt
to accommodate their existing MR/DD service systems to the
demands of the future and consequently, it would be nearly
impossible to fashion an 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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@ The blll offers no assurances that federal funds will be
avgilable 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.

Developing Community Alteraatives. 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 necesdgary 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:

o Federal training funds are not authorized under present or
_proposed law, even though 5. 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.

® The risk of developing substandard community programs would
increase, 1f S. 2053 were enacted into law.

@ 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 1if
they were required to phase out Medicalid support for all
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large public institutions according to the schedule set
forth in the bill.

8 The provision for parental appeals, contained In Section
1918¢(1)(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 residentfal serviees.

Eligibility for Services. 1In 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 provigions 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:

e 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.

o 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 ability 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.

e 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 égglicable to Non-Complying Pacilities. In order to
avoid reductions in federal payments for administrative costs

incurred in operating the Medicaid program, states would be

33-2710 0—84—10
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required under S. 2053 to give assurances that periodic indepen-
dent reviews of all large, former ICP/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. -

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 commonity-
based alternatives to large institutions. 1In this concluding sec-
tion of my testimony, I will outline for the Subcommittee a
coordinated set of statutory ameadments 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. Optional Coversge. 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-
plents severely disasbled since childhood, In accordance with the
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provisiqens of Section 223 of the Social Security Act, and other-
wise requiring long term care in a Title XIX-certified
institution.

Under current law the Secretary of flealth 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)(1l)
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 initialiy 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 staf.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 tnat 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.

Requirements of Participation. Amend Section 1915(c) of the Act
to speclfy that, on or after July 1, 1985, in order to qualify
for approval of & new or renewal waiver request on behalf of
reciplents with severe disabllities originating In childhood (as
that term Is defined fn Section 223 of the Act), a state must
agree to:r (a) offer home and community care services for such
reciplents as an optional coverage under its state Medicald
plan, beginning no later than July 1, 1990; and {b) develop and
implement a ten year plan almed at minimizing the number of such
re:{gients 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 SNFP, 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 SNP, ICF or
ICP/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. Pirst, 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.

Increased Matching Ratio. Amend Section 1902(a) of the Act,
effective July 1, 1985, to increase the faderal matching ratio
for home and community-based services, delivered in accordance
with an approved Section 1915{c) walver 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.

Coverzqe of Pre-vocational Services. Explicitly authorfze 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 certaln 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 prereguisites
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
expreseing 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 "habilitatjon services®: ®(including pre-vocational ser-
vices for any eligible non-elderly client who i{s 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 l4(c) of the Fair Labor Standards Act)". 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 "...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 Walvers.
Zmend Sectlon I915(cJ(2J107J of the soclal Securlty 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 qualifles for a

home and community care walver; 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. Purthermore, 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 vtility of the waiver program as a mechanism
for developing community-based services on behalf of elderly and
disabled persons who are "at-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.

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 changes; (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 Ascociation'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
eni:‘ouraged 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—1I 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
:lnore flexibility to address these situations than S. 2053 presently

oes.

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:]



149

"THE COMMUNITY AND FAMILY LIVING AMENDMENTS OF 1983"
5.2053

THE NATIONAL CONFERENCE OF STATE LEGISLATURES

Represented by:

SENATOR PRESCOTT E. BLOOM, ILLINOIS

Before the:

SENATE FINANCE SUBCOMMITTEE ON HEALTH

February 27, 1984



150

STATEMENT OF SENATOR PRESCOTT BLOOM ON $.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 recentl} established NCSL Special Committee 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 Committee 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 $.2053. We believe

that NCSL long term care policy is applicable., The NCSL policy states in

partt

"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 alternmatives
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 life for our frail elderly and
disabled people..."”

* The National Couference 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 pa;:of che‘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 imstitutional long term
care will be introduced in state legislatureg_ﬂuting 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-
fzed 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

P
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~ disabled. Some states have moved rapidly to accomplish this goal, while

others have proceeded more cautiously.

Senator Chafee'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 b1ll, I commend Senator Chafee for meeting the challenge

and taking the initiative to develop a proposal in this important srea;
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
ieta;ded, 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-
pfehensive approach to the provision of long ter;-care way be indicated,
The states ar;\well aware of the differences between the populations
‘served, in patticﬁlar, 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 tha elderly. For

the disabled the need for services may decrease over time as they acquire
independerdt living skills. However, certain bacic services such as housing,
primary health services and nutrition services are needed across the board,
Here, as well as in other areas, states Selievo 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 ye;rs. the states have made a considerable financial commitment
to rehabilitate, modernize older facilities, or *o0 construct new
facilities. Much of this work would be lost under the provisions of
$.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 funés to construct or modernize state
facilities.in order to meet compliance standards to receive reimbursement
under Medicar; and Medicaid. It is estimated that the capital coumitment

over this 20 year period has been in excess of $1 billion.
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NCSL is extremely supportive of the éomnunity care waivers available
under the Medicaid program. We believeﬁthe increased experimentation
should be encouraged under this existing provision to help states con-
tinue the movement toward community based care'where it is deteruined
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 br 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 serviceé, 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. .
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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. CARrL. 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
gégzctors that Dr. Howse references, and I'm here to support S.

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 encourages 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 O0—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. JOSEFH H. LADD SCHOOL, STATE
OF RHODE ISLAND

Mr. GUNTHER. Mr. Chairman, I am-the 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-
t\‘renting thousands of others from entering institutions in the

uture.

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
financial 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 nceds 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.

8. 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.

: [Tlie prepared statement, joint, of Dr. Carl and Mr. Gunther fol-
ows: -
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George W. Gunther, Jr.'s Background:
In the twenty-4{ive years that Mx., Gunther has been in the {<eld

of retardation, he has had the opportunity to review services grom a
varniely of perspectives. Finst, he L& the parent 0of a fwenty-five yean
old woman who 44 Lmded, and nesddes a.t the O, Joseph H. Ladd Center
0f which he {8 the Chief Administrative Officer. He is a past Board
Member of the National Association of Retarded Citizens, and a past Board
Member of the American Association on Mental Deficiency.

On. Robert L, Cark, Jn.'s Background:

Duning his gifteen yearn profesdional career, Da, Carl has both,
directly administened institutional settings in Massachusetts and Ohio,
and been respornsible forn the development of various community dervices
4in Rhode lsland. He has served as a con#ubtant 20 e United States Ue-
partment of Justice, numerous state and private agencies, and Lo vardious

professional and parent-consumer groups. ’



159

In the 1850's, Dn. Samuel Gridley Howe established the {inst public
institution fon retarded citizens in this country. Within ten years,

Dr. Hawe had publicly decried this action, and called for the closure of
this facility. He coanectly predicted the inhumanity and inappopriateness
of institutional care which has faced our retarded children and friends
for this past century and a quartex.

Although President John F. Kennedy promoted new national policies 4in
the 1960's to impaove our nation's capacity to care for our Least fortunate
citizenny, 1965 saw the publication of a book* in graphic pictorial §ormat
which documented our {nhumanity to institutionalized netarded citizens.
When Bengt Nirfe, Director of Sweden's ongam:za,u'ori of parents of netarded
children, visited the United States in 1969, he compared the many public
institutions housing retarded persons with Nazi Geamany's concentration
camps.,

In 1973, the Federal Government made a major commitment to insti-
titional care for retarded citizens through the Medicald program.  From
this date foward, Federal funding has been available to alf states fon
certain institutional and other services. During the past decade,
hundreds of millions of Federal dotlars have been spent in these atate
institutions. Faom 1973 Lo 1983, we also saw a population reduction in
public {nstitutions for retarded citizens by more than 50,000 persons.

At this time, fewer than 115,000 persons xemain in these public
facilities. This population aeduction has been the dinect result of
dozens of Fedenal Law suits, as well as moxe enlightened state fegisfation
4in xesponse to Federal Court decisions.

For years, most professionals in the retardation §ield have agreed in
favoxr of community care for peasons with retardation. Most of us have preached

*Blatt, Burton, Chaistmas in Purgatory, Longman, Inc., New Yok
New York, 1965
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the dual messages of more humane care and Lower per person expenditures.
Yet many people and most argamézatiems involved in retardation services
are apparently tewnibly threatened by the mere submdission of a piece of
Legislation (S2053) designed Lo promole communily services for retarded
citizens, and hatt the expenditure of millions of dollars on clearty scanda-
Lous institutional care nationwide. In state aften state, media exposes
Federal and State Law suits, advocacy g/wu;_u complaints alf document negu-
tarty and publicly the shame of these institutional services. Even the
present lUnited States Department of Justice avowedly non-interventionist
and non-Litigational in posture, has documented the disgrace of public in-
dtitutional senvices fon netarded citizens 4in state after state throughout
the country. -
4 We wonder what the opponents of S2053 fean? Surely, they cannot
davor the past or present conditions? We propose that the following be
considerned. |

The Community Living Amendments Act appears to be a progressive piece
0f Legislation supponted by the Nationat Associdtion of Retarded Citizens.
14 this is 80, why i8 it that Senators and Congauamén have necelved 40 much
mail against the proposed fLegislation?

1t 48 the intention of this testimony 2o avoid a &Line by Line neview of
he proposed Legislation and technical aspects and to address the broader
Amplications as we see i,

Over the Last decade in the United States, over some 50,000 persons have
Left institutions and retuwned to the community. There now nemains about
115,000 persons in institutions for the retarded, This Legislation addresses
the 115,000 persors in addition to prneventing thousands of others grom en-
tering institutions in the future,
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This Legislation encounages the development of a comiinity based
nesidential and day senvice system to replace the institution. In Looking
at the United States on a state by state basis, the community based resi-
dent and day service system, elther does not exist in some stated, on exists
4in a pontion of the states, on 48 an incomplete system ir many states where
4t does exdist,

Oven the Last decade (since the beginning of the ICF-MR program) states
have been encouraged 2o, and indeed have made huge financial investments in
institutions, both in improvements to the physical plant and increases in the
staff.

The prodessional groups and persons who are apposed to this Legistation,
naise some Legitimate technical concerns about the element of the Legisla-
tion, but the primany thaust of the billL is accurate and basically raises
a major policy 4ssue fox the United States Federal Government, such at, should
the Federal Government continue to invest huge sums of money in a system of
care - such as fLarge multi-purpose institutions - when all the evidence and pro-
§essional body of knowledge recognizes this as a system that has outlived its'
usefulness to the citizens who are retarded 4in the United States?

14 one were to posit the answen as NO, we should not continue to invesi
this money in this kind of a system, then one needs to address the elements
0f a bill that can effect the development of a proper community based suysfem
with the comnesponding reduction 0f institutional services in an onderly mannen,

The elements need to address these broad concerns:

Retanded Citizens - They need a safe, properly supervised home with

dufficient trheatment services and a "home" abmosphere, such as a four Lo

84x person home for most, but not all, Seaving netarded persons is not

a geographic issue where one part of a state on couniry can serve and the
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other pant cannot, Any sewvice that can be delivered in an institution
can be detivered in any neighborhood in America.

Parents and Family - They need assurance that a proper home will exist
_and be property supervised and a system of seavices are in place be-

fore you can expect them fo embrace an unknoum program, Emphasis 4
should be placed on moving as many clients as possible to community settings
as fast as possible in an orderly manner, rather than mphqsiu’.ng the
closing of anything. 1§ the openings are successful, the closings will
4imply follow,

Institution Based Professionals - As previously mentioned, professionals
Who work in indtitutions have participated in helping 2o move over 50,000
persons into the community. The chorus of concens that is being raised
by these groups requine assurances that the community system will have the
capacity and willingness Lo serve medically complex perdons, medically
(S-l;agae older persons, and netarded persons who exhibit some behavion

problems,

Comunity Based Professionds - Jusl as th:wa?mn based professionals
assisted: in placing 50,000 retarded persons in the community, community
based professionals panticipate in providing seavices fo these persons

who ane now u’iu'ng in the community, Most of the clients, relatively
speaking, have been the most capable clients in the institution. With
Less capable clients now entering the community, they need assurances that
slaff training and specialized support senvices will be available to sus-
tain the retarded persons 4n the community, They also need assurances )
that the over ninety percent who atready Live in owr neighbonhood witl not
have seavices reduced as a result of the expanded services fox doamerty
institutionalized persons.
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Governor's Offdices and legislatures - Tremendous support §rom Governons

and Legislatures throughout the country has resulted in huge investments

0§ money in these institutions Lo bring them to the Federally mandated

ICF-MR standands which improves the services and insures the continuation o4

over §ifty percent federal reimbursement, i
These groups need assurance that some rclied would be available to

G88482 the states in the payback of the bonds if these facilities were no

Longen used. 1In addition, assistance needs to be provided to states to

develop neutifization plans fon the institutions which generally have huge

neat estate value,

Community Acceptance - Assurances need 2o be provided to the community -

at - Lange To {nsurne all persons that retanded persons wifl be assimilated

in communities to avoid having too many retarded pensons Living in one

Location. Proper supervision needs to be assured to alleviate feans of

"dumping" persond in thein neighborhood.

Unions - Tothe extent possible, discussions need Lo be encouraged that

coutd nesult in re-training the esperienced institutional staff to work

in the new community based Locations.

In conclusion, the basic elements of S2053 are far neaching, Long over-
due, and comrect., To our hnowledge, the majon onganizations inuotbed, Suppont
the basic concepts of the Bill, but need assurances, such as, we have previously

desenibed in this document, ~

e
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In suppoat of these contentions, we briefly discussed below some of our
experiences in our home state,

In Rhode Island, we have seen a steady, planful decline—in the institu-
tional pondaiion and a concuwrent increéase in community services. In 1970, there
wene 1,260 persons Living at the Ladd Center, our single state xetardation in-

_stitution, Today, dewer than 400 persons still Live at the Ladd Centen. Future

developments, now in proghess, call for further population reductions to fewer than
200 pensons by 1985, "

Since 1979, over eighty small community nesidences for four Lo six retarded
persons have been established in Rhode Tstand. During this same time, over two
hundred new apartment settings have been established. Today, mone than eight
hundred retarded citizens Live in fully or partially assisted community residences
About 2,000 netarded adults attend various developmental da vocational day
senvice programs throughout the state. A statewide Early Intervention Prognam
services over 300 disabted infants and thein families. Respite care seavices, genetic
counselling, damily subsidy payments to-keep retarded persons at home, social ser-
vices, behavional training, and specialized health and dental services are atl
avaitabte throughout our state.

Much progress has been made, more remains to be accomplished., Primarily, —

—h"—‘—‘—hvwevvi, our experience in Rhode lsland shows that a combination of auponui:e-

ness grom the Governor and General Assembly, strong ad&ocaey $rom parents and
gniends, Aeasonable planning, and implementation strategies and a generous and
carning public, can provide decent, dignified,-and cost-effective services fox
our netarded citizens., We can settle don nothing less.

S2053 0K 30mE reasonable facsimile, will promote these kinds of community

based services natiomwide.
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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 hearinﬁfnare 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, and I hope we can do that based on the testimony we will
hear today. ’ N

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. GunTHER. 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 po;lllulation, 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, for 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 staffing costs—and in Pennsylvania our staffing costs
are about 85 percent of the budget—if you reduce staffing costs
prior to the movement of peo‘fle 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 depait-
ment, x number of peogle in your sewage plant, or whatever it is,
as }?}35 as you have a big institution, whether there are 200 there
or .

But now, let me ask Dr. Carl this question: You have come out
%‘xdbe 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 setting 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?
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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 peouple who
live there. I would suggest that very few of us professionals or par-
:nts would trade places with those people in even those good insti-

utions.

It seems to me that those places, the big places, are not places
anlyone would opt for, anyone would select out as their first choice.

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 question 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-eountry that every institution
%ngelr thax]1 whatever he knows in Rhode Island is only fit for dogs.

plause.

gut 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. Howskg.. Senator, there is substantial difference between
States in the methods by which quality assurance is accomplished.
In the medicaid program it is a shar 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

ou 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 li'»erson was being implemented?

Senator BrLooM. 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 (I})overnment 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 gublic 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 also 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
proiram 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 l)1'ou two question, Mr. Gunther.

Well, ﬁrhaps 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 CHAFEE. 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-

o, at least in the last decade, was 140 miles? _

nator BLooM. That is not accurate.

Senator CHAFEE. That is not accurate?

Senator BLooM. Not at all accurate. There are two of them——

Senator CHAFEe. 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, es
cially since, as I t;unk' 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.

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 1s going to address the problem »of 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.

nator CHAFEE. Thank you.

Mr. Gunther, briefly describe the kind of screening process you
go through. Su‘i)po& you have a situation where the parent doesn’t
“lr‘anf;’ the child to be moved to the community? at happens
then?

_ Mr. GunTHER. First of all, Senator, let me say that in 1978, at
Ladd Center, we were experiencing the same kinds of thi 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-
icient 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 thix;f for many, many -years
in having their relatives stay there, and all of a sudden we come
along and say, ‘“Look, we are ﬂn to move these folks out.”

en 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 and heart, that this is a better place for your son or daughter
or relative, then certainly I am afoing 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 gro;f
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
whatleach 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.

the- 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 CHAFEE. 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. GUNTHER. 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?

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 K;‘esi-
dent, Chartham Management, Salem, Greg., 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, dxrector, 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 Chlldren in Alexandrla, La. Do we have Sister Antoi-
nette Baroncini here, also? Oh, there you are. All right.

Is there anybody who is here that [ 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

Mr. Decker. Good afternoon. My name is Robert Decker, and I
am the representatlve 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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cluded 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:]

33-2710 O—84—12 -
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Gooa norning. My name is Robert Decker. I am here today represeanting
the American Health Care Associstion and its Task Foros on the care of the Develop-
mentally Disablea. I am also the Exeoutive Vice Fresident of Chartham Management
Ino, a private ocorporation which owns and administers five intermediate care
facilities for the mentally retarasd in the korthwest. My past experisnce inoludes
four years as the superintendent of the Idabo State School and kospital, a publio
facility for the aevelopmentally disadbled. In aadition, I have experience as
a foster parent to a dsvelopmentally disabled individual.

The American Health Care Aasociation is the nation's largest federation
of long term oare faocilitiea. Over 8,000 member facilities provide care to
the chronically ill and cevelopmentally disabled of all ages. We appreciate
the opportunity to offer our comments on S. 2053, the “Community and Family
Living Amendments Aot of 1983." The proposal would require that all Mediocaid
funds for residential services be transferrea from mid-sized and large institutional
settings to amall racilities which serve a maximum of eight or nine clients.
AHCA believes this proposal would have a detrimental effect on programs serving
the severely disablea. More aimportantly, the proposal would aaversely effect
the developmentally disabled who require speocial services in order to acquire
skills neeqed to live as indepenaently as poasible,

In 1972 Congress extended Mediocaid coverage to include ICFs/Mi. Active
treatmnent and twenty-four hour supervision are required for certification.
In 1975, rules vere issued to ispleaent the program. The goal of the ICF/Mk
program is to help each developmentally disabled person reach his/her maximum
potential. Eaoh resident must nave an individual active treatment ana train-
ing program. Aoctive treatment is a planned, goal-oriented therapy program shich
assumes the resident can aevelop beyond current capabilities.

Under the Mediocaid rules, ICF/MR racilities are licenseda ana monitorea
by atates. They must meet extenrive Life Safety Code provisions, looal fire
ana xoning laws. Kive bundrec and sixty specific federal stancaras govern ICK/Mk
facilities. In addition there are state ocertification, licensure and progras
stancards. Facilities are inspectea ror 1) qiality of programaing ana treat-
ment of residants, 2) physioal safety and sanitation, and 3) utilization review
to ceteraine if the level of care is appropriate to meet the resicents' needs.

Protessional services orferea (o residents include nursing, dental, mediocal,
paychology, physical therapy, occupational therapy, speech pathology, audio-
logy, therapeutio recrseation, pharsacy, social ana distary services. These
services are part of the "total® care the large and mid-sized facility provides
to its residents. )

The ICF/MR progras serves persons with a oroad range of aisabilities, such
as blindness, osrebral palsy, epilepsy, and mental retardation. Many ICF/MR
residents nave no next of kin. A sizeadble number of children are "waras of
the state.”
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P.L, 95-602, enacted in 1978, defines developmental disabilities as:
a severs, chronic disability of a person which:

1. is attributable to a mental or physical impairment or combipation
of meptal and physical impairments;

2. is manifest before age 22;
3. is 1likely to continue indetinitely;

4. results in substantial functional limitations in three 6:- aore
of the following areas of major 1life activity:

a) self-care

b) reoceptive and expressive language
¢c) learning

d) mobility

e) self-direction

r) capacity for independent 1living, or
g) eoconocaic self-sufficiency; and

5. reflects the neud for a combipation and sequence of special,
interdisciplinary or generic care, treatment or other servioes
which are: -

8) of lifelong or extended duration and
| }] individually planned and coordinated (Publioc Law 95-602,
1976)

One must meet all rive or these criteria to be classified as a develop-
mentally disabled person. _

There are tour types of looations of the delivery of care for the develop-
mentally disabled. The majority are cared for by their families in the home
and reoceive treatment through special health education and training programs.

~ Other developmentally disabled are cared for in ICF/MR facilities. Six
to fifteen percent of all meatally retarded live in some fora of supervised
residential setting such as state inatitutions, private mid-sized ICFs/MR, and
foater ocare or smaxll community facilities.

At the present time a state has the option to operate an ICF progranm.
Some state Medioaid programs support only state institutions and small programo;
however, others support mid-sized programs as well.

There is a trend toward developing community care tacilities. For example,
over the last decade the total population of large state institutions has declined
by one-third wnile the number or community care programs has inoreased ninefold.
dew admissions to supervised apartments during 1982 inoreased by 31.9 percent
while new admiasions to large facilities grew by 6.45. One third of the existing
small programs have opened sinoe 1980. The Seotion 2176 Medicaid waiver progran
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to fund home and oommunity based servioces is expected to acoelerate the growth
of group homes and use of ocommunity based services.

ABCA POSITION QN CARE OF YHEE DEVELOPMENTALLY DISAELED

AHCA supports a wide spectrum of survices for the developmentally disabled
and advooates a system which provides service delivery through an assortment
of settings tailoreda to address the needs of the individual. AHCA opposes the
»Copmunity and Family Living Amendments Aot of 1983* proposal to limit reim-
bursement for services to a single model of service delivery. The neeas of
the developmentally disabled are diverse-and must dbe addressed by a variety
of systems and prograas.

For some developamentally disabled persons a small facility may be ideal.
For others, especizlly those with numerous complex problems, a larger facility
that can orfer an array of services and full staffing is more appropriate.
If all facilities are limited in size, no single facility will be able to provide
a wide array or servioces. This will cause particular problems for the severely
handicapped wbo peed multiple services such as professional nursing servioces,
pkysiocal therapy and occupational therapy and other special oconsultation and
direct ocare.

Many statements will be made here today oiting studies and programs whbich
support the theory that small community based facilities are less expensive
than iastitutional ocare. 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.

TwWo types of tacilities comprise "institutional care tacilities.* This
fact is not usually apparent in oost studies. There are the large state facilities
and the private ICF/MR facilities such as those which are AHCA members. Large
state run faocilities are often the most expensive. In part, this is because
of higher labor and, property costs and the higher ocosts associated with the
beavy oare clients they service. These facilities often ocost over $100 per
day. AHCA member racilities are private proprietary and non-proprietary facilitiea_
vhioh 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 reasideat.
Problems arise when the costs of these levels are lumped together. Suoch a
practice leads to the assumption that all institutional care is more expensive
than ocommunity care.

A second problea pertains to the term "private ICF/MR*, which may be mis-
leading. Sometimes it refers to small community-based facilities caring for
up to 15 clients. Other studies derine private ICF/MR care as mid sized insti-
tutions caring for up to two hundred clients,

The lack of uniform definitions causes problems when the average per diea
coBts are discussed. Ssall (up to 15 beds) facilities often utilize training,
eduocation, social services, and therapy prograss which are supported through
state and county governments, United Way and charitable donations. The costs
of these services are not necessarily inocluded in the "per diem®, Mid-size
and large facilities usually provide comprehensive si:rvices on campus as part
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of the facilities' program. The costs of these comprehensive services are inoluded
in the perldiea rate. -

Studies which compare institutional and community-based care do not treuc
the mid-size facility and its ooats and servioes as a distinot model of oare.
This oould mistakenly lead one to believe that mid sizea facility ocoats are
a8 high as the public institutions or that their oosts are higher than commu-
nity-based facilities which utilize outside programs.

SIMURY OF “COMGIITY AMD FAMILY LIVING AMEMDMENTS ACT*

The legislation would shift Medicaid funding for the care of severely disadled
individuals from institutions (ICFs/MR, SNFs/MR, ICFs and SNFS) to oommunity
living arrangements. The deinstitutionalization program would be phased in
over ten years tor most institutions and fifteen years for relatively new insti-
tutions ocaring for 15 to 75 olients. -

Severely disabled individuals are defined as individuals with developsental
or physical impairsents or both, which are manifest before age 50, are likely
to oontinue indetinitely and result in substantial funotional limitations in
three or more of the following areas: self oare, language, learning, mobility,
self direction, capacity tor independent living and sconomioc self sufficienocy.
This would include many mentally retarded, the developmentally disabled and
many head injured individuals.

Community Tdving facilities would dbe limitea in size to 8 or 9 beds, must
be in residential aress but cannot be oclustered and must meet safety standards.
Written individual plans of care are required, as is training for starf. Medical
assistance, bhoms and community based services, vocational se.vioces, case management
ana monitoring ars avihoriszeda. Acocess to habilitation and rehabilitation, sooial
and educational servioes is required. Facilities are required to de liocensed
or oertified or acoredited by the Acoreditation Counoil for Servioes for Mentally
Retarded and Other Developmentally Disabled Persons. Federal Medicaid payments
would temporarily inorease by 5 perosnt of the total amount expended under the
state plan for the care of individuals transferred from institutious to community
care. There is a 5 peroent requotion in the Fedsral Mediocaid match for non-complying
facilities and institutions. -

ARCA_POSITION QN 3. 2053, THR FAMILY AND COMGRUTY LIVING AMENDMENTS

AHCA is opposea to the Community and Family Living Amendments. The bill
would withdraw funding from good facilities whioh are providing oomprehensive
servioces that enable a developmentally disabled person to learn the skills needed
for independent living and transfer funding to facilities whioh have an unkuown
oapacity to care ror the developmentally disabled and whioch are dependent upon
outside, pieoemeal funding sources.

8..2053 *THR COMMNITY AKD FAMILY LIVING AMKNDMENTS ACT®

The rundamental problem with the proposal is that it is besed on unsound.
unproven and olinically unacoeptabdble premises. -
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Our objections are centered on the following major points:

1.

2.

3-

Not all severely disablea perasons can be cared for in
ocommunity settipgs.

Quality is not related to sire. Big is not necesasarily
bad and ssall is not always good.

Mandating oommunity care ror all severely disabled persons
will inorease the ocost of ocare.

o Not all peverely disabled persons can be cared for in commmity settinga.

Many severely disablea are physically and mentally handiocapped
and suffer from life threatening medical conditions. Some are
frail and need constant observation by protessionsl starf. For
example, some of these individuals have many seizures daily.
The_administration of medications, shunts, tubs teedings require
professional atarf.

A large portion of institutionalized mentally retarded residents
also suffer from serious behavioral problems. These people require
& hizh staff ratio and intense care by trained individuals.
Access to professional help is a necessity for both staff and
residents. BRExperience shows that these clients are the most
diffioult to place in comsunity oare, that they are among the
most expensive to care tor and that emotionmal and behavior problems
are direotly related to recidivisa.

Some past deinstitutionalization of the severely disabled people
bave failed miserably. Efforts in Kentuoky and Florida are exsmples
of inadequate oare, high L rtality rates and irreversible damage.
In these oases, it is always the disabled who pay the prioe.

©  Quality is pot direotly related to aize.

Larger racilities oan provide more services and are in better
positions to develop a professional staff to deliver varied and
oomplex sophisticated servioces. Because of the nature of the
funding source for large facilities olients are less dependent
upon variea and categorical program appropriations which can
be changed or terminated. Such changes can disrupt or cancel
servioes.

Numerous studies bave oconcludea that size is not related to quality
of care and that home like facilities do not guarantae improvement
in behavior of either atarf or studies.

Several studies have evaluated fanmily style homes as more restrio-
tive than larger settings.
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At least one study comparing saill ana large settings round that
4in larger facilities residents engage in more social behavior
and aevelup more rriendships than residents ot amall facilities.
Another wncludes that larger facilities are more likely to utilize
agencies services and programa ana thus appear to be aloser to
the objective of client normalization and developing social oompetence
than smaller racilities are.

Larger racilities, by virtue of large professional staffs ana
large number of visitors allow for greater opportunity to formally
and intorsally monitor resident care.

The life sarety of disabled people is enhanced through physical
structures built or modified to meet Jl.ito safety and other code
requirements cevelopea to provide neeged protection. Family
homes are not designed to provide this proteotion.

Mandating community oare Xor all saverely disabled perzons will inorease
ihe cost of carae.

The Congressional Budget Office report showing a cost savings
must be challenged. It is diffiocult to determine what assumptions
were usea in developing the report. However, it appears that
large ocosts were not inocluded.

An example is the cost of new copstruction. 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. RExperisnce
shows that it is cheaper to build new group homes than to retrofit
exiasting avellings. Current new comstruction ocosts are $25,000
to $30,000 per bed. Between $3 and $3.6 million, plus interest
and aepreciation, would be needed each year. Over $1 billion
would be nseded just to build group homes for the currsnt residents
of state inatitutions who would be deinsti- tutionalizea. States
are ocurrently having difficulty raising bonds; moreover, many
bonds that were raisea over the last aecadge for large institutions
have not beex retired. Some states are placing lids on cost
per bea which would probibit pew oconstruotion at current costs.

Other costs not olearly includea are:

1. Additional costs of aaministering, monitoring, surveying
and inspecting a greater number of facilities scattered
throughout the oountry.

2. “Start up®” oosts which would be associatea with the program.
These should include the cost of maintaining the eapty bed
at the large racility. Costs assoociated with the additional
mmber of ataff who will be needed to fill gaps in the delivery
of servioces causea by time spent traveling to, tfrom ana
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- between tacilities., Labor costs are ourrently approxisately

3.

two thirds of the program oosts.

Costs of oaring for the new population who would be inoluded
in the definition of severely disabled. We believe it would
include many head injured victims, These people are generally
heavy care residents, needing intense therapy; nursing and
supervision.

Costs of adding authorization of vocational rehabilitation
ocosts under Medioaid.

Costs of transportation to services may also need to be
included. :

Costs of deinstitutionalizing the heavy ocare resident.
Approximately one half of the institutionalized are multiply
handioapped, one-third are non-ambulatory and one-third
suffer from emotional prodblems. 7To date, most community
oare prograss oare tor less handiocapped persons.

Some severely disabled may be ocarea tor in ocommunity settings
for less dollars. However, we find this rarely-to be true.
Several faotors should be considered when caloulating expendi-
tures.

1.

In community care costs for servioes are distributed among
different oost centers or funding programs. For example,
transportation, day programming, therapy and workshops are
often funded out of education, Title XX, state oounty or
loocal fundas. At the ssme time, institutional ocosts are
usually the total oost. .

2. Information on reimburaement of private ICFs/MR (such as
those which belong to AHCA) oompared with small prograss
is not available ror each state. However, as the following
examples show, ooamunity oare ocan be more expensive.

Xansas )

Large tacilitisa - Assa than 15 bada
$39.53 per cay $50.54 per day

ddabo

30 _bad facility 11 othar faqilitisa ranging

Lrom 5 Lo 2% beda

$73.79 (average per day
_rate of 9 facilities)

$54.38 per day —
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Michigan -
SAPANR SORBUDILY Drogras
$56.00 per qay $94.00 per day
Kentuoky _—
.
" $23,000 per year $40,000 per year

There are otaer concerns which need to be considerea in the impact of this
legialation.

As written, this legislation would also arfect the care or the “head
injured” patient. These people are usually the victims of accidents
such as auto orashes, drug overaosss and gunshots. Ihey fit the asrinition
of the developmentally disabled as outlined in Seotion 1918(h). 1In
AADY cases, these individuals are cared ror in nursing homea. Some
are oomatose and semi-ocomatose and require daily nursing and therapy
services. Cognitive retraining, respiratory care, tube feedings ana
sensory stimulation are professional services which are often required.
These services cannot be erfectively provided in small settings.

¥hat would be the impact on the cost of oare if states opt to include
those severely disabled whose families spend up to five perocent of
their aajustea gross income on care? Isn't this aading a population
that is not necessarily finanoially needy?

What states rights issues would be generatea by a program which is
sandated by the federal government, but is also part of the Medicaid
program whioh is supposea to allow flexibility to astates to design
and provide services acoording to the needs of its population?

There is no provision ror the rights of the disabled and their families
who prefer the institutional care model. These people must have the
right to choose or at least intlusnce the cholos of ocare,

The intent of the legialation is ror a gracual phass out of institu-
tions. Private ICFs/MR and SNFa/MR must make ends meet. The break
even point is not too far below full capacity. Many of the residents
would be sent to institutions uatil oommunity care is availabdle.
Rach transfer causes a cisruption in services to the olient. 7IThis
oould result in a loss of skill development.

Recidivism 18 a fact. Under this proposal, olieants would have no
where to return. How will these people dbe handled - will they be
transferrea from one oonlunny program to anothes ana eventually fall
through the aracks?
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¥hat about investors who have risked private capital to develop mid
sized private institutions? How (or will) they be ocompensated? Many
private companies were approached by the state and asked to establish
mid sized facilities.

How would the 5§ inorease per person affect implementation of the
Seo. 1915 Medicaid waivers for home and community based oare? The
waiver money can only be used to support community ocare if the average
coat of that care is less than the oost of imstitutionalization.
Would this create two classes of coamunity care recipients?

How will the tivs percent be calculated? ¥ill it be based oa the
per diem rate for the faoility the person was previously in or the
average per diem rate for the state?

Who would be responsible for maintaining closed institutions? Even
olosed facilities ipour costs. Billjions of dollars have been spent
in the last few years to improve these tacilities.

The bill assumes that there will be group homes nvuhblc. Who will
be responsible for aoquiring or building the homes?

There is no doubt that Mediocaid funding and stanaards have improved
oare in ICPs/MR of all sizes. If it is withdrawa from large insti-
tutions and if the atate must maintain the institution we may see
a recurrence of problems which existed prior to the early 1970s.
If Medicaid funding is not provided, Mediocaid standards will not be
required to be met.

Previous efforts to restruoture care for the mentally i1l have failed.
In the mid 1960's, mational effort to deinstitutionalize over orowded,
large mental hoapitals vas implemented. Plans to serve the deinstitu-
tionalized through ocommunity-based rescaroces did not materialise.
The result was a rapid and unplanned exodus of thousands of state
mental hospital patients which caused a shift of the location of the
ohronioally mentally i1l to the community without the concurrent shift
in suffiocient community services or resources. As a result, many
of these people were unable to live independently aud were foroed
into sudbstandard boarding homes or shelters for the homeless. Others
have been placed in nursing homes vhich are not always able to provide
the_ocare needed. Transfers to appropriate ocare settings are usually
diffioult becauss of an insufficient bed supply in those settings.

1.

The Senate Finance Committes should not mark up or report S. 2053.
For the reasons listed above, the proposed program would be detri-
mental to the care or the severely disabled.

States should utniu- the Seo. 2176 Medicaid Home and Community Based
Naiver Program to develop community care programs.’ The program provides
neededa flexibility and funding for effective, community ocare.
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3. The Sec. 2176 waiver programs should be studied tor effectiveness
before any drastic changes are made to the Medioaid program.

CONCLISTON

AHCA cannot endorse the proposed system. It i3 based on an arbitrary size
and premised on unproven theories. If enacted, we foresee many ex-residents
of tacilities isolatea in small homes, uncared for and eventually forgotten
or ignored.

Any changes in Medicaid 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 ocannot all be pushed into
& narrowly designed system which works under certain circuastances.

There is a need for small facilities, For those who oan make the tramsition
from ipstitution to community, small home like facilities can ease the way.
Unfortunately, many people are unable to develop the akills necessary to live
independently. These people may be profoundly retarded, blind, orippled and
suffering from any number of medical conditions. Thesr people need nursing
and therapy and oustodial ocare 24 hours a day ipn addition .o training. Is it
practical or even possible to provide these servioes in smail scattered settings?
Even if the personnel were available, the ocost would be prohibitive. The total
cost of & nursipg visit, a home health aide visit and a therapist visit oould
be as high as $80 per day. 4dd to this the oost of room, board and custodial
care and the total cost is much more than what Medioaid now provides.

AHCA is oconceraned this legislation will appeal to those who are not well
informed yet who support its goals. We support the goal of independence; however,
we know the proposed system will be disastrfous for the developmentally disabled.
They need and deserve more than a systes whioh is based on ap arbitrary number
of beds, not the quality of servioces.

831499.02
12/12/83/2/11/84%
3/13/84



183

Senator DURE’1BERGER. 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
{)he director of a center for independent living called The Whole

erson. -

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 “natural"’homes” should be ex-
panded so that it includes choice for the severely gs ysically dis-
abled person, such as living alone, living with friends, living ‘with
spouse, dependents, and any arranfement 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. :

e 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 find 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 peo‘;‘)le 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 thut they deserve.

Programs like mine are working on issues like accessible hous-
ing, accessible transportation, publicas essibility 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

| am representing the interests of severely physically disabled people from the
states of Kansas and Missour}] In support of S. 2053, the Community and Family
Living Amendments of 1983.

This bil) could provide for the conmunity-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:

1) Lifting the age restriction so that persons who Incur a permanent
physical disability after age 50 are eligible for community-based
services,

-2) Defining “'natural home' to Include many options such as 1lving atone,
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 Implementation and supervision of such services where
possible.

Like the developmentally disabled population, severely physically disadbled

persons are often placed in Institutions for lack of any alternative. |If a major
funding mechanism can be used to reverse this sltuation, severely physically disabled
people could llive independently In the community with minimal support services.

The sevei'ely 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 thelr choice. Senate Bill 2053 could provide this.

Advocates for severely physically disabled people look forward to passage of

Senate Bill 2053 and thank the Subcommittee for the opportunity to speak in
the bill's favor.

-—

8301 Rockhill Road, Suite 305 o  Kansas City, MO 64131 o  816/361-0304 TTY Voice
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70: Serator Dave Ourenberger, Chatrman
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, 1984

I am Maggie Shreve, Executive Director of The WHOLE PERSON, Inc. in Kansas Clty.

The WHOLE PERSON Is a community-based, non-residential service and advocacy
organization for people who have severe physical disabilities. | am testifylng

for Senate BI11 2053 as a representative of various consumer groups of physically
dlsabled people In Kansas and Missouri. We believe that Senate BI1l 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 | am referring is composed of individuals who have severe
physical limitations but are mentally competent. This group includes many types of
physical disabllitles 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,
| have concerns about some language used (n Senate Bill 2053. | am concerned about
the age limltations 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 Medicald funds; and the definition of the type of neighborhood In which a severely
disabled recipient of Medicald funded services can live.

It is obvious that Senate BIl1 2053 was drafted to respond to the non-institutional
service needs of developmentally disabled persons. | see the same potentlal for
people with severe physical disabilitles but in different ways. First of all, |

do not assume that severely physically disabled people need ""britks and mortar"
projects specific to their disabilities or thelr needs. | assume that a broad
spectrum of community-based, in-home services which are tatlored to each, individual's
level of physical functioning and management abilities are needed. Secondly, | do
not assume heavy involvement from parents or guardians but rather rellance upon the
consumer him or her self regarding the planning, implementation, supervision, -snd
evaluation of community-based services.

Many severeiy physically disabled people are able to live in the community If certain
environmental changes are made and necessary supportive personal services are available.
These services are not housed within a 'faclility" of any specific type but need to

be provided to the Individual In his or her choice of residence. One such typlica!
service which Is not readily available in this country |s Personal Care Assistance

or PCA. A frequently used definition of Personal Care Assistance services is »
consumer-directed, in-homc service which allows for up to 42 hours of service per

week and in which the consumer recruits, interviews, hires, trains, msnages, and
discharges his or her attendants (or PCAs). Senate Bill 2053 could provide the

6301 Rockhill Road, Suite 305 e  Kansas City, MOG#I31  »  816/361-0304 TTY/Voice
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funding mechanlsm needed for the establishment of Personal Care Assistance services.

Based upon these general Issues, the physically disabled population will benefit

from Senate BI11 2053 If certain sections of the bill can be clarified. Below are
those sections which witl require additional attention In order to meet the needs

of severely physically disabled persons while maintaining a cost effectiveness compared
to Instjtutionallzation.

Section (c) (1) {A) should Include skilled nursing facilities as well as intermediate
care facilitles and Institutions for the mentally retarded.

Section (c){1)(c) may be too Vimiting 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 comunity.

Section (h)(1)(8) should not be rastricted to age 50 as the cut-off for onset of
disability. Some advocates believe that 65 is a more appropriate age. |
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
1imits at all. . :

Section (h)(1)(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 possiblility
that a severely disabled person may need only one service from Medicald., _

Section (h)(2) should provide a definition of "natural home." Typical developmental
disability policy and language limits "natural home" to a resldence 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, 1iving with spouse, living with dependents, and any com-
bination of such possible living arrangements.

Section (h){2)(C)(it)discriminates against the severely disabled individual who
wants to select where he or she wil) 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 invalvement of
the consumer or Medicaid recipient. In reference to the Personal Care Assistance
concept mentloned above, the only disciplinary team required for Implementation
of the service may be a social worker or occupational theraplst who performs an
ln-home evaluation., Some services may not require interdisclplinary teams while
others might. Adding the consumer to the team's membership, as appropriate,

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. .

Sectlon (1){1)(1)(11) Is somewhat unclear. We read this section as requiring peer
or consuner involvement 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 (1) (1){y) and (K) appear to have omitted the severely disabled individual
in error. The consumer should be the first person contacted in both the
decislion making process and In the appeals procedure,

In summary, those of us Involved in the provision of community-based servcies 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
wou'd 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 attentlon,

If further information or clarification Is needed, please do not hesltate to contact:

Margaret L. Shreve

Executive Director

The WHOLE PERSON, inc.

6301 Rockhill Road, Sulte 305E
Kansas City, Missourl 6413l
(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 uf)
of 28 various parent groups, representing about 8,000 parents in II-
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.

We are o[)posed to the bill because, based on the premise that

care can only be delivered approgriately in a very small, less than
10 environment, we maintain that some forms of developmental
disability demand special technologies and specialized stafts which
are only available in larger facilities, and by ‘larger” I am talking
about larger than 10. i

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-
nois.

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.

Iy

83-270 O—84—18 N
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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 DURENBERGER. Thank you very much.

Sister Barbara. -

[Mr. Fischer’s prepared statement follows:]

P
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VOICE OF THE RETARDED

798 LINDEN AVENUE ‘ ELMHURST, IL 60126
Marty Prall, Chgirman X

Phone: 3588381 Hearing on COMMUNITY AND FAMILY LIVING

e e, Chaiman AMENDMENTS OF 1983, S. 2053 .-

Bernadalle Sullivan, Secretary
: 834-2520

February 27, 1984

Liz Marguerite, Traasurer
Phone: 8379481

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,_nthez than by any

singular spectacular advance. Unfortunately, little has been done in the

i 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 of 50-69, B9 percent of the
mentally retarded population.

There fs 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 )6 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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VOICE OF THE RETARDED

798 LINDEN AVENUE ELMHURST, !L 60126

Marly Pratt, Crar'man
Prone 3588381

Jean Carlin, Co Chauman
Phone 474 444

Bernadeile Sulivan, Secrelary
Phone 834 250

Liz Marguente, Treaswrer

Phong 837 948%
group home versus $100 per day for a person in a state institutjon.
But please remember that the $100 per day is for service rendered to profound
and severe clients. 1t costs more for that population.which comprises only
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 Northwest Chicago.
We serve higher functioning individuals who need supervision and guidance,
24 hours a day: however, they can self-medicate, can be trajined to cross an
intersection, can be traired for possible fires in the home, atc. Staff
turnover 15 a problem but manageable. It would become unmanajcable {f the
clients were profound and scvere.
SB 2053, as written, does not differentiate between the services

that a good State institution pzovides: 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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VOICE OF THE RETARDED

798 LINDEN AVENUE ELMHURST, IL 60126

Marty Pratt, Charmen
Phone 8381

Jean Cariin, CoChanman
Phone 4744441

Bernadelle Suttivan, Secrelary
Phone 834 2520

Liz Marguerste, Treasurer -
Phone 837 9481

95V of the population would be Medicaid recipients. B
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 heiping 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 commuriity-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 care
of the severely developmertally disabled individual. This abandonment would
be based on isolated experiences that are said to prove that care can be
provided more ecoromically 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 “E%esu 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
corpare that average cost to the average cost of a small community
facility whose clients have a rarrow spectrum of minimal reeds.

Our attempts to procure cust data which compare characteristics
of clierts and kinds of quality of services have beer unsuccessful to
the point that we seriously doubt such cata exist. Our request for a copy
of the Congressional Budget Office preliminary cost savings estimated on
SB 2053 (quoted 1n ART/I 1information sheet) revealed that the study had
been withdrawn because of errors. A conversation with a representative
of the Hubert Humphrey Institute for Public Policy (alss quoted by AFRC/I)
indicates that savings were achieved 1n a facility serving approximately
30 residents; however, it seems foolhardy to destroy a system serving many
thousands on the basis of that limited exrerience. The Report of the
President's Committee on Mental Retardation Past ard Present (1977) states
that “While there is little disagreement that the traditional institutional
patterns of custodial care have been dehumanizing, there 1is disagreement on
the question of economy and the comparative quality of community services
presently avajlable"”. 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 adjyusted, true
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costs of services in community settings provided both groups are
provided with a full array of needed services."™

Serate Bill 2053 would arbitrarily deny Medicaid funding to
irstitutions which are now providing quality services to the developmentally
disabled. It 1s discriminatory in that, 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
Restricticon” states that this choice of setting should "involve a team
consasting of professicnals, parents and other advocates and, whern appro-
priate, the individual who is mentally retarded". SB 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/DD dollars. Proponents of the bill state
that S3%V of DMH/DD moneys are expended on 13% of the developmentally
disabled populatiun. We do not question these figures, but we think it is
important to ncte 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. 1In

fact, a greater experditure 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 parernts from the state
of Illincis, 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 am imstitution. 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
comrunity-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-Ill3nois) who, after reading Senate Bill 2053, made the following public
pronouncement :

“For my part, 1 share the concerns of those who feel that

the bill would unnecessarily eliminate 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 SERVED
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BY PROGRAM CLASSIFYICATION

PROFOUND SEVERE TRAINABLE EDUCABLE
(1@ 0-19) (1Q 20-34) (1Q 35-49) (1Q 50-69)
Profound/Severe Severe/Moderate Moderate Mild4
HOUSING SNF/MR ICF/DD ICF/DD cLp
Group Home (CRA) Group Home (CRA) SLA
SNF/MR CLF
NATIONAL
POPULATION 1.5% 3.5% 6% 89y
NEEDS : Need Medical Model |Need Supervision Need Guidance Need Support
CHARACTERISTIC
FUNCTIONING e.g.: Intravenous, a) Medication a) Medication a) Money management

toileting, bathing,
are .dependent 24
hours, ambulatory,
non~ambulatory

b) Toileting

c) Hygiene

d) Socialization

e) Money concepts

£) Ambulatory or
non-ambulatory

b) Money management

c) Daily living skills

d) Socialization and
recreation

e) Ambulatory or
non-ambulatory

b) Daily living skills
¢) Socialization and
recreation

Current needs met -
limited volume

LEGAL STATUS

Declared incom-
petent. Full
guardianship

Full or limjited
guardianship

Limited guardianship
as needed

Full rights
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A clash that Ras beon mounting since
March over a propascd home for mien-
tally retarced adul's in 2 residential
acighhorhoed of Rolling Mecadows s
expected to crest at 3 pudlc kearing
Tuescay mght

A five-member Spacial Zoning Cor-
Tinsen created by Mayor Williara
Atrens will ask questions and enter-
L preentations before vourg to
make a recommerndation to the ity
ceereil, which eventually wili gecide
wkether to approve or disapprove the
special request

Vembers of the Concerned Citizens
of Rollirg Meadows fighting the pro-
posed hcme and represeniatives from
Clazrbrook Center are expicted to at-
tend the mecting :n full force

Cieardrook, 3 non-pro”: organiza-
twa in Rolling Meadows for Nands-

capped and retarced persons, (5 seck-
ing 3 *pecial-vie permit to built a two-
story. 56-bed permanont care (e Lty
oM 4 35-acre site where ‘i sclond s
located The 22 ma'hon faciiity 1s poed-
ed, Clearbrook off-cials certerd, be-
cause there cusrertiy 18 a sSortage of
beds for handicapped adults noeding
permanent carc,

SUT HO“IOWNERS IN the sur-
rounding no ghborkned are objecting to
the size of the facility and the ordi-
narce that would aliow such a facility
in a residentind neighborhood

Currently, the school at 3201 Camp-
bell Sto1s ueed for a daytime trauning
program for acults and an 1-fant care
preyram Guerin Fischer, Clearbreok's
director, has sa.d the residents of the
pruposed home woeld b retarded
alults who have single or muitiple
physical tarcicaps and are unable to
live independently Most would go to
jobs in the suburbs during the day

Resider*s  protesting the facility
have aticndad nearly es cry city coua-
<1l meeting siace March, t'lng alder-
men they fear for the eulety of their
cuiléren, the devalvation of thoir prop-
erty and the aesthetics of the arca

“We don't rund the school at abl,”
said one resident “But all of a sudden
they want to blow 1t up to an apart-
ment bailding That's what we object
to”

Clearbrook and of!icials of the Sub-
urban Townships Assa. for the Retard-
ed, a group of parents with mentally
retarded children, have sa'd they've
spent six years lookirg for a site be-
fore sctiling on Clearbrook’s property

DAN RUAOWSYE, a member of the
homeowrers’ zroup, said tbe focus of
the dispute has changed somewhat
over the past few wicks ’

"We're st:ll challenging Clearbrook,
but we're not attackung them any-
more.” he said “We're fighting the

orcel fighs in censer ring

T0nNg Or¢inance now ™

The homeowners won one decision in
the course of events when Clearbrook
olficials dacided agaimst seckung indus-
tral’commereial zoning ard wl) stay
witiun its current res:dential 00108
But Clearbrook could sull build the
Same facility af it receives a special
use permut because its two story plans
would rot violate any residentia! ords-
cances

A neighborhood survey cocducted in
Apri) by the homcowrers' group
stowed more than 75 percent of those
contzcted against the plans for the
bome

U the Special Zonieg Commussion
comes to a cectsion Tuesday, the aity
council 1s Likely to take tte matter up
for consideration at its next councl
meeting on June 10

The public heanag begins at 8 pm.
i1 council chambders at the aity ball,
3600 Kircho!f Rd.

T# LlIGIHX3
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CHARLES H. PERCY CHICACO OFFICL)
BLINOS 21X $outh Deansoan Braeey
Concand Wity S0804
(312) 3334032
Alnited Diafes Denafle

January 11, 1984

Ms. Mary E. Feldsien

Divector of Development
Clearbrook Center Foundation
3201 West Campbell Street
Rolling Meadows, Illinois 60008

Dear Ms. Feldsien:

I would like very much to commend you and the staff and board of Cleartrock
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 camumnities of Chicago. I am especially
pleased to learm of the new residence facility you have plarmed. Facilities
of this type accorplish a great deal in allowing their residents greater
independence and access to a wide variety of commity activities with far
more opportunity to ultimately 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 irpressed by the fine grassroots support you have received from
organizations and individuals within your commnity 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.

Sincergdy,
J 4
les H. Percy

United States Senator
(HP/eh

RECEIvEDp
I R
':LEARBRUOK CENTER



PHILIP M. CRANE

MEMBER OF CONQRESS
$ITH DISTRICY OF ILLINCIS

orrcas,

Bt 1039
LosswonTe Busiowes
Wassmsgron, O C. 20318
02/228-3001
WAYS AND MEANS
COMMITTEE

DAVID J. ALLEN
ADMINIET RATIVE ASSISTANT

S Congress of the Enited States .

1430 $Te New Waat Ross

m"".}:“:" Fouge of Repregentatives A o
®ashington, B.L, 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.

] 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 Xrause 12205 Roger Rd. Woodstock, Ill.
60098

<;;?Z:1ii
P ip M. Crane, M.C.

Illinoi1s 12th Congressional District
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Marty Pratt, Chakeman
Phone: 3588381

Jean Carlin, Co-Chakman
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ORGANIZATIONS ASSOCIATED WITH VOICE OF THE RETARDED

Bernadelle Sullivan, Secretary
Phone: 834-2520
Uz Marguerite, Treasurer
Phone: 8379481
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
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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
s;a:tings 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:

3«- bm ix\ejx—\

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 pdssible; the possession, use

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.

Individuals who have complex medical or medically related needs can
live in small group settings in the community with appropriate supports.

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,

Medical services are obtained more rapidly in small 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,

The quality and spectrum of medical services are better in the
community, It is rare to hear of advovacy for medical service
within an institutional setting.

Families would like to have their children/family members placed in
small group settings near their own honmes.

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,

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.

Since physical integration is a pre-requisite '~ 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/o£-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 residen£s 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 coﬁmunity
are as follows: a respect for the dignity of each person regardless of
his/her atility; a closeness of relationship between staff to residents
and resident to resident that is exhibited in greater knowledge, réspect,

care, concern and interest in each other; an interest in maintaining

33-270 O—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 abuseci; 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 111 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 demonsirating 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 traiming 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..... | have my own clothes; ;adio and games,....

I have friends..... I go to school (program),.... I like to talk to

the neighbors..,. I 1like it here...". 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, A

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
viriually 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);
phiysical disability (severe neuromotor involvement including scolicsis
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 sévere self abusive and self stimulatory behaviors);
‘dentgl care; and nutritional needs (most of the residents are on special
diets).

¥e have been successful in obtaining good priémary 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 Aot
of 1975. Many children who might have been placed in institutions for
the mentally retarded due to the lack.;f 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 informatis: 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
hores,

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 Medicald Intermediate Care Facility for
the Developmentally Disabled (ICF/DD) program, I believe that good
quality residential programs can be provided and monitored by local
authorities with fewer regulations, It is my belief that the Community
and Fanmily 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 hospitals., 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 forv
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, Hg 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 receiving
approximately one half that amount.

In sum, I would personally like to see the Community and Family
Life Amendments 8-2053 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.



208

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 ANTOINETTE. 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
ix_ble to come in under this bill and be funded in community set-
ings.

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. B

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 definitely 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.

f‘:et;ithese 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. MARY'S TRAINING SCHOOL STATEMENT OF QPPOSITION TO SENATE BILL #2053
8Y THOMAS K. BROCATO, ATTORNEY
FEBRUARY 27, 1984

I am Tnomas K. Brocato, legal counsel for St, Mary's Training School, a pri-
vate, ron-profit, intermediate care facility for the mentally retarded, located
in Alexandria, Louisiana. | am also a member of Governor Elect Edwin Edwards
seiact advisory committee on mental retardation in the State of Louisiana. With
me is Sr, M, Antoinette Baroncini, Administrator of St. Mary's, Mathilde
8ragford, Oirector of Social Services at St. Mary's, and Dr. Maurice Dayan,
Consulting Psychologist for St. Mary's.

We 1ppear before the Committee to voice our opposition, and the opposition
nf tne incoming Administration of the State of Louisiana, to Senate Bill #2053,
by Senator Clnafee. 1 have specifically been authorized by Governor Elect
tdwards to speak in this regard.

- The effect of tnjs measure, if enacted into law, will be the extinction,
witnin 15 to 15 years, of all intermediate care facilities having a capacity of
more tran fifteen. Institutionalization will no longer exist as a residential
living dpticn for any person, no matter how profoundly retarded or disabled.
Tnis rmJst not happen.

We are not opposed to the comtunity living concept as an option -for the men-
tally rotarded, and we comniand the Sendtor's.efforts to devise a federal funding
mechanisin specifically for the “group home" concept. However, elimination of
the iastitutionalization ‘option will visit an incalculable harm on the entire
mental retardation community of this nation; and more importantly, will forever
cheat those hentally 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 cheéied of the
peace of mind that when they are gone, their special child will be cared for in
an institution of proven stabnility, longevity and quality,

Finally, assuming that one decade hence, society is inundated with retarded
citizens for whom community placement is inappropriate, pbuses 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 facili}ies 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
communitx 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, Ffor 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.

] have almost thirty years eaperience in mental retardation and provide psycho-

logical services to community homes as well as residential facilities.

I would like to give some factual reasons why we are opposed to Senate Bill

#2053 as written.

1.

3.

First of all, historically, only 3-4% of the mentally retarded have needed
and have been served by residentialvprograms and need Title XIX ICF funding.
Senite 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” funding program,

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 3 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 ig the community.

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 retirded 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 restdential facilities.
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ST. MARY'S TRAINING SCHOCL STATEMENT OF OPPOSITION TO SENATE BILL #2053
8Y MATHILDE BRADFORD, DIRECTOR OF SOCIAL SERVICES
FEBRUARY 27, 1984

I am Matnilde Bradford, Director of Social! Services at St. Mary's School for
Retarded Children, and woglg_like to speak in opposition to the Chafee Bill for
several reasons. First, throﬁgh phasing out residentigl care, this bill will
deprive parents and professionals of the optibn 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 type of care has already proven itself to be both vatuable and

effective. YUnder 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

freedon 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, fs
overemphasized at the expense ;} 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 ndotT 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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Helping the retarded

Metairie

I am the mother of a severely
retarded child

Fortunately, my son Kevin is receiv-

ing escellent care and professional

training and gui at the St. Mary’s

Training Schoot for Retarded Children
in Alexandria.

It Is always a pleasure for me to
visit my son at tbis wonderful institu-
tion and to meet with the dedicated
and competent teachers and assistants
who do such 2 marvelous job with the
children.

Sen. John Chafee has introduced in
Congress Senate Bill 2053 entitled
“Community 2nd Family Living
Amendments Act.” If this act passes,
Medicare funds will be diverted from

such institutions as St Mary’s and be
given instead to small, {amily-size
community living grrangements.

{ believe the decision on what is best
for each retarded child should pot be
determined by a legislative act, dut,
should be made by professionals in
the field of mental retardation and the
parents or guardians of the mentally
retarded individuals.

We don't need laws that would with-
bold funds from facilities such as St.
Mary's when experience has proven
that for the majority of retarded chil-
dren within the classifications being
cared for at St. Mary’s the expert care
and professional help these unfortunate
children are receiving cannot possibly
be equaled by the type of care being
suggested by Sen. Chafee.

For example, the autistic children at
St. Mary's can-be belped ounly by pro-
fessionals with the tecbnical skills
required to belp such children reach
their potential. Such children woald be
lost in the kind of community being:

by Sen. Chafee. )

I would suggest to Sen. Chafee and to
Sen. Dave Dureaberger, chalrman of:
the subcommittee on health, thaj they
visit St. Mary's Training School In
Alexandria and see for themselves the
loving end professional care that these
little retarded citizeas are receiving

Then I am sure they will no longer '

advocate the passage of the act at
issve, which will eventually lead to the
demise of St. Mary's Training School
for Retarded Children.

Catherine A. Comeans

1
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Town Talk, Alexandria-Pineville, La., Monday, January 16, 1334

D-3

_onditions in Calif. Facilities Called ‘Abusive’

L\ N.Y. Times News Service
CRAMENTO, Calif. — A state com-

pston, reporting on a nine-month
found “a

inquiry,
ynsafe and
orma com-
) eld-
y dl and the physically dis-

he report by the Commission on Cali-
a Slate Government Organization and
nomy calls the 150,000 adults and chil-
0 1n the state’s 22,000 licensed com-
y care homes “Cahfornia’s defense-
ciizens.”
‘ommunity care faciliies are different
m nursing homes i California, which
more residents, are mostly for the
erly and are more closely regulated. Of

unhealthf
i Cal

the 000 communit re (acilities, 18,000
are hice . [or six or fewer resid ents,
o L

T
_%"l_‘h?'rsday, Nathan Shapell, the com- -

mission chaurman, announced the findings
of visits to some of the 22,000 facilities, say-
ing, “Some res:dean are actually killed in
faciliies each year.”

“We found that daily, lhroughom this
state, residents of communty care facil-
ties are being sexually abused, beaten, fed
spoiled food, forced to live with toilets that
don't work, left unattended and ;,Lnerany
su:iected to a demeaning existence,” he
sa

The State Department of Social Services
is to prepare an analysis of the report. A de
partment official sud: “'These type of fa-

cilities rience the same problems_as,
Théy do in othcr slates. We view the report’
S TROTSOTTIticarol What we are doing but
what some types of changes that could be
done by the Legislature”

State Assemblyman Tom Bates, Demo-
crat of Oakland, chairman of the Assem-
bly’s Commitice on lluman Services, and
state Sen. llenry Mello, Democrat of
Waterville, chairman of the Senate Sub-
commiltee on Aping, said they planned
hearinys on possible legislative proposals.

Shapell, who is chairman of the board of
Shapell Industnes and Construction, told of
a facility in southern Califormia whose bed-
ndden residents were found lying 1n their
own excrement and of a Napa County fa-
city operator who forced a resident to

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
commumty care industry as :..xymg.::mg
re S V(‘rc‘

exmu-d N NUrsi A0 — ll S

a snake pit out there.”

“California government is faced with an
enormous Lask in oversceing community
care,” said Jean Kindy Walker of Modesto,
a commussion leader. “Although our report
only addresses the elderly, the develop-
mentatlly dwisabled and the mentally dis-
abled, foster children and substance abus-
ers are also paris of this system.”

I
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5 Retarded need help

New O:leans

it 1 ovisk to cemmend you for

[roaitg the Niter frem Catterine A

C ~.ounenbedpizg e retzrded (lete
e, tan 22).

1, 123, am t%e ntiter of 8 retarded
$:0 vho ks boen 3 resident of Pine
crest Sute S ool in Pureville for 20
vezes Under e poclecional belpol a
Ca.xcued »ell tre.ned sl Le bas
redeatr m co 202 improvement that
veild not have buen possible if be
vcre £ Lere. Fis e bas been so
much Poppicr erd sxtisfying baczuce
et e e 't'(.\.:[ there

s theriro-

e preztiy e oot

Cuclion of Scnzte Bill 2053, cotitled
Community and Family Living
Armendment Act. If this bill skeuld
p3ss, Medicare funds will be divested
from such institutions as Pinecrest.
This weuld mean a great loss and a big
cutback on scrvices currently offered
and much reeded.

Legisletors who kave little or no
Lncwledge of the type of services
tecled for cor retirded citizens are, ip
my opirion, in no wa) equipped to
mele Cerisions that should be made by
prefessicnzls in the field of menial
retircztion znd the families and

s ol rearded individoals.

£t

Many of the resideots at Pinecrest
would be totally lost in an environment
suggested by Seo. Chafee. I bave writ-
ten 1o Sens. Johnston snd Long. Both
Lave promised whatuer help will be
pmnb‘e

T would suggest that all legistators,
both national, state 2nd local, take
time out of their busy schedules Lo visit
such institutions as Pinecrest or St.
Mary's Tralning School for Retarded

tildzea in Alczandria and see first-
hird the wonderful services these
retzrded citizers are receiving.

Verczlca B. Rill

.
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ST, MARY'S TRAINING SCHOOQL STATEMENT OF QPPOSITION TO SENATE BILL #2053
BY SR. M. ANTOINETTE BARONCINI, ADMINISTRATOR
FEBRUARY 27, 1984

1 am Sister Mary Antoinette Baroncini, Administrator of St. Mary's Training
School, a1 private, vnon-profit intermediate care facility for the mentally
retarded located in Alexandria, Louisiana,

I i here rébresent‘ng the views of our Diocese, and Bishop Charles P,
Greco, tounder of St. Mary's and Holy Angels Training Schools. [ have with me
Dr. Maurice Dayan, our consultant psychologist, Ms, Mathilde B3radford, our
Oirector of Social Services, and Mr. Thonas Brocato, our Legdl Counsel. At this

time, 1 w#ould like to call on Mr. Brocato t¢ speak in my behalf,

33-270 O—84——15
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ST. MARY'S TRAINING SCHOOL STATEMENT OF OPPOSITION TO SENATE BILL #2053
8Y THOMAS K. BROCATO, ATTORNEY
FEBRUARY 27, 1984

1 am Tnomas X. Brocato, counsel for St, Mary's Training School., [ 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 facilities will no longer exist as
an gption for\(@e mentally retarded, Community living options, or "group homes" will
be legistativ;}y 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 detrimental to the well being of the client., Assuming that
one decade hence, society is inundated with retarded citizens for whom community pla-
cement is tinappropriate, 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 finstitutional 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. {n 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 servizes required are not readily avatlable in
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the community, Decentralization of these services can only be more costly and- less
efficient, The bill assumes that 21l mentally retarded citizens will reach their
highest pctential only in a community setting. “owever, studies which appear to sup-
part this notion should be viewed cautiously. Many variables must be considered in
deterinining 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-
vigual's previous institutional placement. Life in a modern quality facility such as
ours 1s not a bleak and sterile existence. Progress in normalization and develtopmen-
tal model 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™.
Howaver, institutions should not be eliminated simply because community living is a
valuabl2 cption, There is, and always will pe a need for both. Extinction of insti.
tutions 4ill visit an incalculable harm on the entire mental retardation community of
this nation which has spent many hours ang dollars in developing quality programs and
tacilities for the cdare of the entally 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 institutton 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 comnunity placement is appropriate. Senate Bill
#2053 eliminates individual consideration of each case, and instead, makes an En
Masse legislative pre-determination, which in many cases will adversely affect the
purported deneficiary, 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
son(li(é(;"r’xstances 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 settin%?

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 needs 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 ver,
difficult to manage the situation. And the reason is that eac
person has anywhere from 50 to 100 mana%ement 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 e{s 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 ia 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 individusl
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—Ilet’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-

T;m.
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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 conﬁijration 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. BrRocaTo. Senator, if I could defer that question to my col-
league Dr. Dayan, who is a clinical psychologist.

Dr. Davan. 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 askin% for, basically, a mandated Federal program
to do certain things. It bothers me that that appears to take some
i)f tllle choice and some of the decisionmaking away from the local
evel.

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 ple you are going to serve. Are those
people today unserved where they are? at 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
ci;;gd e}'1dospit£=\l at over $600 a day, and that level of care is not
n . :

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
{lou alluded that are not receiving medicaid funds now, that are at

ome with their elderly parents, that are going to have to be some-
daﬁ funnelled into the system.
iiht now we are in the process of completing a 90-bed facility,
which I talked about, totally raised locally { 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. | was going to suggest that at least for my popula-
tion we have found that oftentimes there are many informal sup-

rt systems in place in the community, and I don’t think that this

ill 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 