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MEDICAID HOME AND COMMUNITY QUALITY
SERVICES ACT OF 1987

TUESDAY, MARCH 22, 1988

U.S. SENATE,
CoMMITTEE ON FINANCE,
SuBCOMMITTEE ON HEALTH,
Washington, DC.,

The subcommittee met at 9:38 a.m. in room SD-215 of the Dirk-
sen Senate Office Building, the Honorable George J. Mitchell,
chairman of the subcommittee, presiding.
Hlfresent: Senators Mitchell, Packwood, Chafee, Durenberger and

einz.

[The press release announcing the hearing follows:]

.~ FINANCE SuscoMMITTEE ON HEALTH T Horn HEARING ON MEDICAID HOME AND

COMMUNITY QUALITY SERVICES ACT

WasHINGTON, DC.—Senator George Mitchell (D., Maine), Chairman of the Senate
Finance Subcommittee on Health, announced Friday that the Subcommittee will
ht?lldg g7hearing on 8. 1673, the Medicaid Home and Community Quality Services Act
of .

The hearing is scheduled for Tuesday, March 22, 1988 at 9:40 a.m. in Room SD-
216 of the Dirksen Senate Office Building.

Mitchell said, “This legislation, sponsored by Senator John Chafee, (R., Rhode
Island), is intended to encourage states to provide expanded home and community-
based services for the developmentally disabled, a concept which has been imple-
mented in a number of states including Maine and Rhode Island.”

“The bill is the product of severul years of discussion with a wide variety of orga-
nizations. The hearing will provide an opportunity for interested groups to express
their comments and concerns about the bill and the impact it may have on the lives
of the developmentally disabled and their families,” Mitchell said.

OPENING STATEMENT OF HON. GEORGE J. MITCHELL, A U.8, SENA-
TOR FROM THE STATE OF MAINE, CHAIRMAN OF THE SUBCOM-
MITTEE

Senator MitcHELL. Good morning, ladies and gentlemen.

We are here today to examine the Home and Community Quality
Services Act, introduced by Senator Chafee. The legislation is the
g:oduct of a number of years of diligent work and commitment by

nator Chafee and his staff, and others who are concerned about
the quality of life of the developmentally disabled.

While this Committee has not held a hearing on this version of
the legislation introduced in the 100th Congress, a number of hear-
ings have been held on previous versions of the bill and on the gen-
eral issues of Medicaid financing of services for developmentally
disabled persons.

In September 1986, this Subcommittee held a hearing on the
issue and focused specifically on how to balance Medicaid funding
between institutional settimfs and home and community-based fa-
cilities for the developmentally disabled. -

1)
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In recent years, there has been a significant change in the treat-
ment of the developmentally disabled. Thousands of persons who
had been in large public institutions have been placed in communi-
ty-based settings. Between 1977 and 1986, the total population of
state institutions of 16 beds or more decreased by one-third. This
movement toward community-based treatment facilities has been a
positive experience for many citizens, but this movement away
{'rom large institutions has also brought new challenges and prob-
ems.

Of the $5.2 billion in federal and state funds used to care for the
developmentally disabled in fiscal year 1986, 75 percent was allo-
cated for residential services in state institutions of 16 beds or
more. The primary support for community-based services continues
to be state dollars.

This bill is inténded to restructure the Medicaid program to
better meet the needs of the developmentally disabled, while pro-
moting greater independence and productivity for these citizens,
The legislation we will discuss today would gradually shift federal
Medicaid dollars away from large institutions to make more federal
funding available to community-based facilities.

Many states, including Maine and Rhode Island, have developed
a system of home and community-based care for the developmen-
tally disabled which has been successful and widely supported by
the disabled and their families. Phssage of this legislation will sup-
port these efforts and encoupdge: other states to develop similar
models.

I am a co-sponsor of this legislation. 1 support the bill because I
am aware of the widespread support of deinstitutionalization for
the developmentally disabled in my own State of Maine and across
the country. I am also well aware of the strong opposition to this
legislation by some persons and organizations who are equally con-
cerned about the quality of life of the developmentally disabled.

The legislation is not perfect. It can, as with all legislation, be
improved. I look forward to hearing from all of the witnesses today,
and am genuinely interested in the views which will be presented
by those in favor of the bill and those opposed to it.

I will continue to work with Senator Chafee and other Members
of the Committee to refine this legislation so that we can pass a
bill that will best provide options for the nation's developmentally
disabled citizens and enhance the quality of their lives, which I be-
lieve is the common objective shared by every single person in this
room,

I now call on Senator Chafee for his opening remarks.

OPENING STATEMENT OF HON. JOIIN H. CHAFEE, A 118, SENATOR
FROM THE STATE OF RHODE ISLAND

Senator Cuarek. Thank you very much, Mr. Chairman.

I want to express my appreciation to you for scheduling this im-
portant hearing. Today we will be hearing and considering the
views of a broad spectrum of organizations on this legislation
which I introduced in September of last year. The name of the bill,
as you pointed out, is Medicaid Home and Community Quality
Services Act of 1987. This bill will revolutionize the services and
support provided to those who are mentally or physically disabled.

0 date, 35 Members of the Senate have co-sponsored this legisla-
tion. Eight are Members of this Finance Committee. And we are
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proud that you, Mr. Chairman, as you mentioned, are one of those
CO-8ponsors.

There are people in the audience today from all over the coun-
try, people who have strong feelings about this bill, both in support
and in opposition. I want to thank each of the witnesses who will
be appearing before us today for taking the time to join us and to
show your interest and to provide us with your thoughts and views.
Your presence points out the critical need for Congress to develop a
Medicaid program that will truly meet the needs of individuals
with disabilities and their families.

I have reviewed the testimony to be presented today. It expresses
many legitimate concerns, suggestions for improvements and views
on basic philosophy. Today will certainly be an opportunity for
Members of this Committee to listen to a healthy exchange of
views.

One common theme through all the testimony, both in favor and
opposed, is concern about the lack of community-based services for
those with physical and mental impairments. The disagreement
arises when we begin to discuss how to expand and develop com-
munity-based services in order to achieve a system ithat represents
a variety of choices for individuals needing services. 1 think every
witness will say we should have a variety of choices. The problem
is, how do we get that variety?

As many of you know, this debate has been going on since 1983
when I introduced the first legislation on this matter. The two pre-
vious bills, candidly, were deinstitutionalization bills. They would
have eliminated all or a substantial part of federal funding for
services provided in large institutional settings. We had hearings
on those measures in the Finance Committee, and I talked to
countless individuals across the country and organizations as well
who were ogposed to those bills, and we had hearings in different
sections of the country.

Those hearings convinced me that those bills went too far. Those
opposed to the deinstitutionalization aspects of the legislation have
won a victory. We have gone from zero funding in the original leg-
islation to 100 percent funding for institutions, Now, the freeze in
the current version of the bill is not a deinstitutionalization provi-
sion. Instead, it is a provision designed to ensure that community-
based services will be developed and that those living in institu-
tional settings are appropriately placed.

I hope the Committee will act on the bill this year. This is com-
promise legislation. It is the product of five years of discussions and
a consensus of all the major groups representing those with devel-
opmental disability. We have moved a long way to accommodate
the concerns of some of those who have relatives or children in in-
stitutions of over 15 beds. Now it is time for all of us to move to
accommodate the concerns and needs of hundreds of thousands of
individuals and families who desperately need assistance and who
do want a choice in how that assistance 1s provided,

Mr. Chairman, I want to include in the record, cost estimates
that I have obtained over the telephone from Mr. Donald Muse. Of
course, all of us know Mr. Muse from the Congressional Budget
Office. I would like just briefly to mention them, Mr. Chairman.
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In the first year, the bill costs $30 million. In the second year, it
saves $430 million. The third year, it saves $105 million. The fourth
ear, it is zero. The fifth yecar, it costs $100 million. The sixth year,
it costs $200 million. And year seven and beyond cost $300 million
in addition. All of these are on a base line; namely, what we are
spending now.

I look forward to an interesting and helpful hearing which 1 hope
will lead us to action in the near future, and again I want to thank
you, Mr. Chairman.,

Senator MircurkLL. Thank you, Senator Chafee.

We are pleased to have present the former Chairman of the full
Finance Committee, the distinguished Senator from Oregon, Sena-
tor Packwood.

Senator Packwoon. Mr. Chairman, thank you.

I have no opening staternent. [ think I have seldom seem a sub-
ject—and I understand the divisions on this-—1 have seldom seen a
subject where I find everyone, no matter which side they are on, so
well motivated and with a desire to achieve the same end, coming
at it from diametrically different viewpoints. I hope there is a way
we can harmonize all of the positions on this side because there is
no c}‘uestion but what everyone has the public interest at heart.

Thank you, Mr. Chairman.

Senator MrrcheLL, Thank you, Senator Packwood.

The first scheduled witness is Senator Weicker. 1 understand
that Senator Weicker has been detained at a prior hearing that he
is attending.

The next scheduled witness is Representative Steve Bartlett of
Texas. Is Representative Bartlett here? ‘

No response.) -

enator Mrrcuenl. Then we will proceed to the first panel of
three persons. As 1 call your names, please come up and take a
gseat at the witness table: Mr. K. Charles Lakin, Director of Re-
search, Minnesota University Affiliated Program on Developmental
Disabilities/Center for Residential and Community Services; Ms.
Valerie Bradley, President, Human Services Research Institute,
Cambridge, Massachusetts; and Mr. Ronald Welch, President of the
National Association of State Mental Retardation Program Direc-
tors, and Associate Commissioner of the Maine Department of
Mental Health and Mental Retardation.

Good morning,-Ms. Bradley and gentlemen. For your benefit and
for the benefit of all subsequent witnesses, I would like to state at
the outset the Committee’s rules and procedures regarding testimo-
ny. All written statements will be included in the record in full for
review by all Members of the Committee. Each witness is asked to
limit his or her oral remarks to five minutes. We have a very long
list of witnesses today and we want to give everybody the opportu-
nity to be heard and have an exchange with the senators who are
present.

So we are going to strictly enforce the five-minute rule. And to
help you with that, immediately before me you see a panel of
lights. They are the same as traffic lights. As long as the light is

[
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green, keep going. When it gets to be orange, think about slowing
down. And when it is red, stop.

With that, we will now proceed to hear from the witnesses, and
we will, begin with you, Mr. Lakin. Welcome. We look forward to
hearing from you.

STATEMENT OF K. CHARLIE LAKIN, DIRECTOR OF RESEARCH,
MINNESOTA UNIVERSITY AFFILIATED PROGRAM ON DEVELOP-
MENTAL DISABILITIES/CENTER FOR RESIDENTIAL AND COM-
MUNITY SERVICES, MINNEAPOLIS, MN

Mr. LAKIN. Thank you, Mr. Chairman.

My name is Charlie Lakin. For about 10 years now, I have been
involved in research on longéterm care for persons with develop-
mental disabilities. Title XIX, and particularly the ICF/MR pro-
gram, has been an unavoidable center of my attention. It repre-
sents over half of all federal expenditures for all services to people
with developmental disabilities, and it provides three-fourths of all
funds for residential services.

In short, it is the primary policy by which federal government
participates in services for persons with developmental disabilities.

In my research, I have had an ongoing opportunity to judge this
program in terms of my own values, but in developing my written
testimony, I decided to look at the current policy in terms of the
values Congress has espoused for persons with developmental dis-
afl?illsi)tg,?s. I found those values in the Developmental Disabilities Act
0 .

Within the DD Act was a congressional finding that it is in the
national interest to offer persons with developmental disabilities
the opportunity, to the maximum extent feasibs) , to live in typical
homes and communities. Yet, under present policics, about 85 per-
cent of ICF/MR beneficiaries are housed in institutions of 16 or
more residents. A substantial majority are in institutions of over
100 residents.

Within the DD Act, Congress expressed a commitment to assist
people to achieve their maximum potential for independence. Yet
the institutional settings in which Medicaid beneficiaries are con-
centrated are clearly inferior to community-based settings in the
development of functional skills.

As a multiagency working group of the Department of Health
and Human Services recently concluded, the findings of research
are consistent and reflect important behavioral change clearly as-
sociated with movement from institutions to community-based
living arrangements. \

Within the DD Act, Congress expressed a commitment to promot-
ing productivity among persons with development disabilities; yet
current ICF/MyR policy actually prohibits funding of vocational
services.

Within the DD Act, Congress also expressed a commitment to
promoting integration of persons with development disabilities. Nu-
merous studies have compared social participation of institution
and community residents. They consistently and clearly find com-
munity residents to be better integrated. They go to more restau-
rants, more stores, more movies, more sporting events. They go on
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more walks off the facility grounds. They visit more often with
friends who live elsewhere. They are more likely to have friend-
ships with non-handicapped peers. They have more contact with
their own families. In short, they are better integrated in every
conceivable way.

I really doubt that Congress often has a clear and consistent
body of research from which to make its judgments that exceeds
this one in terms of support for one position or the other. From
that research, it seems clear that present policy needs major and
immediate reform.

I believe the bill before you provides exactly the kinds of reme-
dies required. It places reasonable limits on institutional expendi-
tures. This will place modest pressure on states for continued dein-
stitutionalization, but it will also make states take a hard look at
the inefficiencies of maintaining institutions operating far below
capacity. It will greatly increase support to families.

The last major enactment of Congress of such importance in
maintaining families was Public Law 94-142. Since its passage,
from 1977 to 1986, the number of children and youth with develop-
mental disabilities living in public and private residential facilities
has gecreased from 91,000 to 48,000. This bill would continue that
trend.

It would involve the federal government in quality assurance,
not only for ICF/MR facilities, but for noncertified facilities and al-
ternative community services as well. As such, it would be the
most significant improvement in federal quality assurance since
the ICF/MR program brought federal oversight to public institu-
tions.

It would increase access to services for tens of thousands of per-
sons on waiting lists around the country whose families continue to
reject the only openings now available, those in institutions.

Proceeding into the last months of the 100th Congress, there are
only two choices before Congress. The first is to stick with the
policy established in 1971 to make deplorable conditions in institu-
tions less deplorable. The other choice is the bill before you which
could do much to establish harmony between the values espoused
by Congress and the programs available to reflect them.

I could quibble on little points in this bill. In fact, I have. But its
good is enormous, and I can only urge its support in this Congress.
As a researcher, a foster parent of a child with development dis-
abilities, and even as a board member of a large private facility, I
support this bill without reservation. It will be the most significant
and beneficial legislation for persons with development disabilities
since Public Law 94-142.

Thank you, Mr. Chairman.

[Mr. Lakin’s statement appears in the appendix.]

Senator MitcHELL. Thank you, Mr. Lakin.“You have set a com-
mendable standard of brevity that future witnesses will be hard-
pressed to meet.

Before proceeding to hear from our next witness, 1 would like to
recognize our distinguished colleague, Senator Durenberger, who
served with distinction as Chairman of this Subcommittee for six
years. He is a national leader in this area.
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Senator Durenberger, welcome. We will be pleased to hear an
opening statement if you care to make one.

Senator DURENBERGER. Thank you.

I have an opening statement that I would like to submit for the
record.

Senator MrrcsieLL. That will be done.

OPENING STATEMENT OF HON. DAVID DURENBERGER, A U.S.
SENATOR FROM MINNESOTA

Senator DURENBERGER. In addition, I wanted to get here to intro-
duce Charlie, but he has done it himself. That was a terrific state-
ment, particularly some of the parts you didn’t get to that concern
a lot of us; that is, the federal role and the way in which the feder-
al government participates in the financing through SSI and SSDI,
or the inadequate way in which we participate.

Those of us who are going to be dealing in long-term care as it is
commonly thought of in terms of frail elderly and so forth, would
do well to see what role public financing is playing in, say, nursing
home care at $65, $75, $85 a day for the frail elderly, and the wide
gap between that and the same kind of commitment that the
public resources make in the area of care for those with develop-
ment disabilities. It is too large a gap, but it often represents a gap
in our society between commitments we have made to the various
generations, and I hope we are all going to work together to
narrow that gap, Mr. Chairman.

Obviously, each year when we go through this hearing, we get
closer to a solution, and I need to compliment my colleague, John
Chafee, who has been reminding us of our responsibilities here
since I got here in 1979. Each year I think we sit at one of these
hearings, and each year we get much closer, and each year we find
that Charlie Lakin says it is time to move.

So I thank you, Mr. Chairman.

Senator MiTcHELL. Thank you, Senator Durenberger.

Ms. Bradley, welcome. We look forward to hearing from you.

STATEMENT OF VALERIE J. BRADLEY, PRESIDENT, HUMAN
SERVICES RESEARCH INSTITUTE, CAMBRIDGE, MA

Ms. BraDLEY. I am very, very excited to have the opportunity to
make a presentation to you this morning. As Charlie has said, this
legislation really represents values and goals that a lot of us have
been working towards for a good number of years.

There are three things very quickly I would like to cover this
morning. First, I would like to talk about the results of the Penn-
hurst study. Secondly, I would like to talk about quality assurance.
And thirdly, I would like to touch on some issues affecting families.

First, the results of the Pennhurst study, the findings of which
significantly underscore the objectives in this legislation. For five
years I was co-director of a study that was funded by HEW to look
at what happened to people who left Pennhurst State Center in
Pennsylvania as a result of a federal court order.

The findings really do underpin a lot of the objectives of this leg-
islation. Briefly, what did we find? First, that people who moved to
the community showed growth in adaptive behavior 10 times great-
er than the growth of those persons who remained at Pennhurst.
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Secondly, before people left Pennhurst, families, about 72 percent
of them, were opposed to placement into community settings. After
the placement, virtually all families were positive about their fami-
lies’ placement in the community.

The costs in community settings were less than those at Penn-
hurst and more service, more importantly, was delivered for the
dollar spent in the community setting.

Finally, community homes rated significantly higher on scales of
normalization and individualization.

These findings have been replicated in New Hampshire, Con-
necticut, and Louisiana. They shouldn’t be taken out of context,
however. It is important to remember that in the states where
these findings were uncovered, there was a strong administrative
and oversight mechanism in place, and 1 think the legislation
before you recognizes these requirements.

It mandates, for instance, an independent case management
system, competency base personnel standards, very clearly pro-
grammatic expectations, individualized planning, and a framework
for quality assurance.

Quality assurance, an area where I think the legislation reall
breaks new ground, to underscore what Charlie has already said,
quality assurance is critical to the success of community programs.
The bill before you, I believe, really embodies all of what we know
to be the key ingredients in quality assurance systems.

First, it doesn’t assume that quality assurance is just a unidi-
mensional activity. Therefore, it includes not one, but several dif-
ferent techniques for assuring that pcople are better off, including
federal oversight and validation, state licensing and accreditation,
an independent third party of review of outcomes, a case manage-
ment system that is indcpendgﬂt from service provision.

The law also includes the public, families, and clients in the
quality assurance system through family monitoring and assess-
ments of consumer satisfaction and broad participation in stand-
ards setting.

The bill in my judgment meets all the objectives of quality assur-
ance. It ensures capacity, it ensures best practice through licensing
and through the review of individualized clienit plans. It ensures
cost/benefit through the establishment of a decent information
system.

Most importantly, it requires an assessment of whether or not
people are better off as a result of receiving services.

Finally, the legislation includes very strong protection for the
rights of people and their families through some impressive provi-
sions of grievance and appeal procedures. It includes a protective
intervention service and also rightly includes a protection and ad-
vocacy system as a key player.

The bill explicitly requires 60-days’ notice before anybody is
placed into a community setting.

Finally, a few words about families. I would like to say a good
deal more, but I realize I have to be brief. Until recently, families
who had children with developmental disabilities were afforded
really only two options. They could place the child out of the home
in an institution or they could provide home care with very little
external support.
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Recently we have begun to realize that families need supports to.
enhance their care-giving capacities. However, the current system

for these families is still very fragmented and inadequate. With re-
spect to one of the federal programs for children with severe health
disabilities, the Model 50 Waiver program, there are only 18 states
participating, and in those states that do participate, in many in-
stances there are very few families.

A failure to recognize the role that families play in providing
care in the home has serious financial consequences. For instance,
in a recent study, it was shown that there is a savings of approxi-
mately $40,000 per month for babies who were being fed through
various kinds of technology who remained at home and out of hos-
pital settings.

The proposed legislation recognizes the uniqueness of families
and provides a flexible menu of services that will empower and not
supplant families and their natural support systems. I would, how-
ever require that the waiving of parental income, the waiving of
the dleeming of parental income be made mandatory and not op-
tional.

I strongly urge your support of this legislation.

Thank you.

[The prepared statement of Ms. Valerie Bradley appears in the
appendix.] —

Senator MiTcHELL. Thank you, Ms. Bradley.

We are now pleased to hear from Mr. Welch. Welcome. We
always enjoy having witnesses from Maine before this panel, and
we look forward especially to hearing from you.

STATEMENT OF RONALD WELCH, PRESIDENT, NATIONAL ASSO-
CIATION OF STATE MENTAL RETARDATION PROGRAM DIREC-
TORS, INC.,, AND ASSOCIATE COMMISSIONER OF THE MAINE
DEPARTMENT OF MENTAL HEALTH AND MENTAL RETARDA-
TION, AUGUSTA, ME

Mr. WeLcH. Thank you very much, Senator.

Senator Mitchell, Members of the Subcommittee on Health, good
morning. My name is Ronald Welch. I am the Associate Commis-
sioner of the Department of Mental Health and Mental Retarda-
tion in the great pine tree State of Maine.

I also serve as the President of the National Association of State
Mental Retardation Program Directors, and appear before you
today representing the designated state officials who are directly
responsible for the provision of services to a total of over half a
million children and adults with developmental disabilities.

During the last decade, an obvious and profound change has
taken place in how services are provided to individuals with devel-
opmental disabilities. If we have erred historically in how we have
served persons with mental retardation, it is in that we have con-
sistently underestimated their ability to learn, to grow, to lead
hagpy and productive lives.

y providing a responsive array of community-based, residential,
habilitative, and support and employment opportunities, we have
begun to correct that error. But while this change is real and is
evidenced in the fact that state governments have increased their
expenditures for community-based services by 484 percent since

e
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1977, the equally obvious reality is that the federal Medicaid pro-
gram, which now finances $2.9 billion for services for persons with
developmental disabilities is not in concert.

In attempting to understand the magnitude of the need for Med-
icaid reform and the extraordinary promise which the Medicaid
Home and Community Quality Services Act of 1987 offers, it helps
to-make things concrete.

A young girl named Carla was among the children I was as-
signed to care for as a ward aide at Maine's Pineland Center 20
years ago. She was nine years old then, unable to speak and un-
willing to make eye contact. Her arms and legs were completely
covered with tiny infections and scars from self-inflicted pinching.

Today, several years after Maine became the_first state in the
" nation to fulfill the promise of a major federal court order consent
decree, Carla is now a young woman who lives in a small communi-
ty group home in rural Maine, attends day program, and enjoys a
quality of life which all of us in this room would want for those
children and adults for whom the federal Medicaid program now
pays $2.1 billion for services in large public and private institu-
tions.

The Medicaid Home and Community Quality Services Act of
1987 has the strong support of the National Association of State
Mental Retardation Program Directors. Qur support for this legis-
lation is based on a careful analysis of the implications of the bill
and a recognition that it would rectify many of the fundamental
defects in current Medicaid policy.

More specifically, Senator Chafee’s bill would:

(1) Eliminate the institutional bias inherent in Medicaid law and
thus place community and family support services on an equal foot-
ing with institutional care.

(2) Grant the states greater flexibility in using Medicaid funding
to provide services which are based on people’s needs rather than
on ineffective and fragmented policy. )

(3) Shift the emphasis of Medicaid funding toward habilitation
services that assist individuals with severc disabilities to achieve
greater independence and assure productive roles in American soci-

ety.
© (4) Provide families with expanded incentives to choose home-
based care.

(5) Build upon the experience of the Home and Community Care
Waiver program by providing states with greater flexibility in de-
signing and financing out-of-home care services.

While we wholeheartedly endorse Senate bill 1673, there are sev-
eral provisions of the bill which we believe should be modified:

(1) Limit the maximum age of onset of a qualifying disability to
22. This bill is basically designed to restructure Medicaid as it im-
pacts on persons with developmental disabilities. This intent
should be sustained.

(2) Allow states who provide dircct services to also provide case
management at local, county, and state government levels, as long
as they can assure that it will be done without conflict.

Taken as a whole, the Medicaid Home and Community Quality
Services Act of 1987 offers an unprecedented opportunity to make
federal law affecting persons witl: developmental disabif;ties com-

E
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patible with sound and accepted social policy. We have confidence

that you, our Congress, will be responsive to this opportunity, and I

personally have trust that under your fair and guiding hand, Sena-

tor Mitchell, this opportunity will not be lost.

d’[’Iihe prepared statement of Ronald Welch appears in the appen-
ix.

Senator MircHELL. Thank you very much, Mr. Welch.

We will now proceed to questioning by the Members of the Com-
mittee. Under the Committee’s rules, each round will be five min-
utes, and the questioning will occur in the order that the Senators
appeared for the hearing. So we will begin with Senator Chafee.

Senator CHAFEE. Thank you very much, Mr. Chairman.

I want to thank each of the witnesses.

Let me address the panel as a whole. There are those who say
that the research that has been done—and I am referring especial-
ly to the Pennhurst study, but also to others—will say that is all
well and good, except that doesn’t deal with the severely or pro-
foundly retarded; that you are just skimming, as it were; you are
taking the easy cases and how they have thrived when they have
been out of an institutional setting.

Do you have anything to counter those charges? Can you cite
some research that deals with those who are severely or profoundly
disabled?

Why don’t we start with Ms. Bradley, and then I would like to
hear from each of the rest of you.

Ms. BraDLEY. Appropos of Pennhurst, the majority of people who
were moved out of Pennhurst—and now that is virtually every-
body—had severe and profound disabilitics. I would venture to say
that perhaps the only group that was under-represented were indi-
viduals who had very severe medical complications, who might
have been on some kind of technology to keep them alive.

But, short of those individuals, there were very large numbers of
people with very profound disabilities moved into the community.
Likewise, i New Hampshire, Senator, people out of Laconia State
Schoeol. Likewise, in Connecticut, et cetera. :

So I don’t think that is true.

Senator CHAFEE. Mr. Welch?

Mr. WeLcH. We recently completed a study funded by the Health
Care Financing Administration of our community-based waiver
program. This was of a program that focused as much on people
with profound and severe mental retardation as other people who
enjoyed services in the program.

The results were very positive. People made positive gains and in
many ways these were people who were twins, if you will, of folks
still residing in the state institution at Pineland Center.

Senator Cuarer, Mr. Lakin?

Mr. Lakin. Well, T could only agree with them. Over the last
year, 1 have worked as a consultant to the Department of Health
and Human Services, looking at Medicaid policy. One of the issues
that the persons working on this working group were concerned
with were the effects of institutional versus community placement.

The research that I was able to locate for them—and it is a con-
siderable body of research—was sufficient for them to conclude
that the findings are consistent and clear that institutional care is

Iz
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to be avoided for all persons if one is interested in developmental
outcomes.

I think the point that can be made, too, from my perspective as
an educational psychologist. People with severe and profound dis-

“abilities have the least ability to generalize. So if we start with the

assumption that these are people who are members of our culture
and have the right to learn the ways of our culture, those ways
must be taught in the culture. There is no way that these people
can infer from lessons taught in an institution, how to live in the
communities of our country.

Senator CHAFEE. I would like to ask you a second question. The
opponents of the legislation will say, very clearly, we agree totally
with you that deinstitutionalization is fine, but we don’t want any
restrictions on the amount of funding for institutions. We believe
in a choice. : :

And the word you will hear throughout the testimony I believe
today will be “‘choice.” We believe in choice as much as you do. So
therefore, keep the present system going. It provides a choice. And
don’t put any restrictions, as this legislation does, on the funding
for institutions. There is level funding for the institutions in that
inflation is not added, except if it is above 6 percent.

Now, what are the arguments for the legislation putting a freeze,
if you?would, on institutions? Why not just keep the present system
going’

Mr. Lakin?

Mr. Lakin. I have followed institutional populations for quite a
while now, and they are decreasing at a rate that is sufficient to
absorb most of the problems that would be associated with the cap.

I think the other problem is that institutional care is often done
in such a dumb way that if people would just take out certain com-
fp_onents of it that are done in a most silly way, that it would put no
inancial pressure on institutions.

I will give you an example. Yesterday I was at an institution in
Ohio, a small institution, but an institution. It looked like an insti-
tution. They had one program of transition for persons who were
going to be moving out of that institution—in a house, on the

. grounds of the facility.

Now, if that institution wanted to run that program well, they
would close down the house on the institution, and take the money
and the program off campus. With the decreased costs of running
that program on campus, they would be able to cover whatever in-
flationary pressures lowered their real dollar per diem for the non-

" transition programs for man]y;.years.

There is room to work within that cap. It is a very generous cap.
And, as you know, it has come about through years of compromise.
It is reasonable.

Senator CHAFEE. My time is up, Mr. Chairman. I might get back
to this later.

Thank you.

Senator MircHELL. Thank you, Senator Chafee:

I would like to address a question to all of you and ask you to
briefly respond. Many of the opponents of this legislation contend
that not all developmentally disabled persons can benefit from
placement in community-based facilities. There are some persons,

i
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depending on the severity of their condition, depending upon how
long they have been in .institutions, middle-aged persons who have
spent their entire lives in institutions, who will not be able to func-
tion i a community-based facility. '

Do you acknowledge that there are at least some persons who
should remain in institutions as opposed to community facilities, or
do you believe that all persons in such circumstances could benefit?

Mr. WEeLCH. Senator, I would be pleased to take the lead on that.
It is my assessment that the issue isn’t where people are served,
but how they are served. What services do they receive?

And there have been ample cases cited where people with very
severe disabilities can be cared for in a very productive way in set-
tings outside of institutions. As I cited, there are ample examples
of that in the State of Maine.

I think the dichotomy, though, of institutional versus community
to some extent is a false one. We reaily ought to focus on what
services people need. :

Ms. BraDLEY. I think we also ought to think more clearly about
what we mean by benefits. One of the benefits certainly of being in
a smaller home in the community is being able to interact with
that community, being integrated into the normal and regular life
of that community, something that is virtually impossible in a
‘large institutional setting.

So I think it really has a good deal to do with how we think
about the goals for people with development disabilities, and obvi-
ously if integration and normalization are crucial goals, which.I
think we all on this panel believe, then that goal can only be real-
ized in a setting that is small and normal and homelike.

Senator MitcHELL. Mr. Lakin.

Mr. Lakin. I believe very firmly that there is no purpose for in-
stitutions as we know them today, and that in 25 years we will
have recognized that, and that era will be long behind us.

Senator MiTCHELL. Mr. Welch, in her testimony, Ms. Bradley de-
scribed a circumstance in the Pennhurst study where a majority of
the families who initially opposed the movement to community-
based facilities later, after the experience, came to support it.

In Maine, there has been a similar movement which you de-
scribed. What was the reaction of families there?

Mr. WeLcH. Initially, on the part of some parents, concern was
expressed about what would happen if community placement oc-
curred. Our approach was to work with them on a family-by-family
basis. Over time, through actually experiencing what community
life meant, opposition has basically dissolved.

So I think handling it on a very personal level and assuring par-
ents that their involvement in what Val calls “quality assurance”
is part of what needs to occur.

Senator MiTcHELL. Mr. Lakin, in your testimony, you cited a sub-
stantial cost savings between persons in the traditional ICF/MR
program and those in the Medicaid Waiver or community-based
prograris.

How do you account for the difference in costs?

Mr. LAKIN. Only about two-thirds of the people in the Medicaid
Waiver program are in any kind of residential care at all. They are
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persons living at home, who receive some services, but not what we
might call a total service package.

Many of the people receiving waiver services are in foster care.
Foster care around the country averages around $23 a day. State
institution care today averages about $140 a day. It doesn’t take
long to add up savings when you are involved in that kind of differ-
ential.

But I think we can overdo the cost part, I really do. One can put
together a program in the community that costs as much as a pro-
gram in the institution. The issue is, what do you get for what you
pay? And, believe me, you don’t have to spend long in the state in-
stitutions of this country to believe ycu don’t get much for what
you are paying.

I just think that ought to be the bottom line for the Senate Fi-
nance Committee. It is a bad buy.

Senator MitcHELL. Thank you very much, gentlemen and Ms.
Bradley. I have several additional questions which I will submit to
you in writing. Other Senators who are not able to be present may
also have some questions after reviewing your testimony. That will
be the case with all witnesses. And if you do receive written ques-
tions following the hearing, we ask you to respond in writing at
your earliest convenience.

Mr. LakiN, Mr. Chairman?

Senator MiTcHELL. Yes.

Mr. LAKIN. Last night about 11 o'clock, I got a call from Lynn
Honeycutt who works at a place called Wheel House. It is a pro-
gram for persons with severe disabilities in Lakeland, Florida. She
asked me to stop by Senator Chiles’ office this morning and pick up
some pictures to share with the Committee.

These are pictures of a program that presently operates without
Medicaid funding. It is a program that has to raise about 50 per-
cent of its total budget from private contributions. And she wanted
to know if it would be possible for me t6 pass on those pictures to
members of the Committee to show some of the people and pro-
grams that Senate bill 1673 would help.

Senator MITcHELL. It certainly will, and we will be pleased to re-
ceive them and any other information that you or she wish to
provide. Thank you very much for your testimony.

Senator CHAFEE. Mr. Chairman, I think you are right. We do
have a long list of witnesses and I think it is best to move along. I
will also have several questions that I will submit in writing.

One of them, Mr. Welch, refers to your testimony on page 10,
dealing with the amortization. We will send that to you and will
appreciate if you could answer.

Thank you, Mr. Chairman.

Senator MrrcHeLL. We are pleased that Representative Bartlett
has been able to join us now.

Good morning, Representative Bartlett. Welcome. We will be
pleased to hear your testimony.
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STATEMENT bb‘ HON. STEVE BARTLETT, U.S.
KREPRESENTATIVE FROM THE STATE OF TEXAS

Representative BARTLETT. Thank you, Mr. Chairman.

Mr. Chairman, I do apologize to the Committee for not having
been here earlier. The President was on the House side this morn-
ing in a briefing with the Republican conference, and since that is
not as frequent an occurrence as ought to happen, I needed to stay
for that.

Mr. Chairman, I come here today to express my own support,
after having worked with these issues for the last couple of years
on the House side, for S. 1673, the Medicaid Home and Community
Quality Services Act.

That support has been growing for this legislation on the House
side, so I am joined today by an additional 146 of my House col-
leagues who have co-sponsored identical legislation, introduced by
Congressman Florio in the House.

Mr. Chairman, I would note that the support in the House, as in
the Senate, cuts across party lines, represents a wide range of polit-
ical dphilosophies on other issues, and represents an extremel{
broad: coalition of members {rom all sections of the country and all
political philosophies and parties.

Mr. Chairman, I would also note, I have served for the last five
years as the Ranking Republican on the Select Education Subcom-
mittee which deals with both vocational rehabilitation and with
educaticn of the handicapped directly, and indirectly with these
issues in Medicaid and other issues, because all of the federal
issues involving disabled persons are in fact related from the per-
spective of that person.

Mr. Chairman, it has been my conclusion that S. 1673 will make
a significant contribution towards the goal of assisting persons with
disabilities to live as independently as possible. The way it accom-
plishes that is to provide additional and emerging options to live
independently in community settings.

This legislation essentially achieves two goals. It provides oppor-
tunities for those disabled individuals to choose to live in those
community settings on the one hand, and on the other hand it does
respect the choice of those families who place their disabled family
member in large congregate residences, and doesn’t set down to
close out that option. '

My decision to support this legislation was not made lightly.
Along with others, 1 had declined to support similar legislation in
last session and previous sessions because prior legislation had im-
posed unrealistic and, to some anyway, frightening mandatory re-
ductions on supports to institutions. Yet the current system of
Medicaid support is not satisfa “tory, and I concluded it was not sat-
isfactory because it dces not provide equitable support to small
community-based settings.

Current law, in summary, is severely biased towards residents
living in what are called intermediate facilities for the mentally re-
tarded, or large institutions. The majority of those ICF/MR ap-
proved facilities are large institutions.

S. 1643 eliminates this inequity by placing a ceiling on funding of
ICF/MR programs at current levels. That ceiling thus does not



16

threaten the provision of services that are provided to persons in
institutions, because the nuinber of individuals placed in institu-
tional settings is being reduced in some states rather dramatically
and in other states on a gradual basis.

The experience in my own State of Texas is a good example of
the interaction between the ceiling, the state policies, and the secu-
rity and quality of services for individuals who will continue to
reside in institutions.

Texas is currently in the middle of a six-year strategic plan,
whether or not this bill passes, that would dramatically reduce the
gize of its institutional population. Two years ago, the State of
Texas had 10,000 persons with disabilities residing in institutions.
Last year, that population was reduced to 8,200 and the target for
the end of 1988 is 7,200.

The State is actively assisting in the placement of those individ-
uals who are moving out of institutions and into community set-
tings. Texas has engaged in this process because of our belief in
i).ot. the financial and the quality of life benefits of community
ving. «

While the State recognizes that there are those individuals for
whom an institutional setting may continue to be appropriate, the
trend is towards creating increased community-based options. The
ceiling, then, in this bill plays a constructive role in one other
factor, and that is-in containing cost.

The Congressional Budget Office has indicated that in the initial
years following enactment, the bill will actually save funding and
then in the sixth, seventh, and eighth vear as additional options for
community settings are opened up, the bill's_cost will be approxi-
mately $300 million per year. The initial savings is attributable to
the containment that will be placed on the current program’s
growth rate. According to the CBO, the ICF/MR program growth
rate is approximately 12 to 14 percent per year, compared to a 10
percent growth rate for the entire Medicaid program.

The real savings, Mr. Chairman, comes from a factor that is not
even measured in these figures. The real savings, it seems to me
from having visited with residents of community settings, comes
from the increased independence and employment opportunities
that those residents enjoy. '

The fact of the matter is that that is the key to the lock. That is
the secret to providing additienal choices, as well as containing
costs, and that is to provide residential settings which give those
residents the opportunity to obtain employment.

The fact is that this bill will lead, then, to increased financial
and personal independence. On behalf of the clients themselves, S.
1673 will make that contribution in helping disabled people to re-
ceive the training and the assistance they need and the residential
independent living setting that they require in order to just simply

et a i‘ob and then to live independently, or more independently,
ederal financial cash assistance.

The federal government spends billions of dollars each year to-
wards that goal already. Our vocational rehabilitation and special
education systems are oriented towards placing persons in the com-
munity with the skills they need to function and work independ-
ently, but once that education or rehabilitation is completed, then
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the current Medicaid system tends to lock those persons into an in-
stitutional setting where their education and their vocational skills
are both unnecessary and wasted.

By making Medicaid funds available to support community-
based residences, then, S. 1673 will complement other congressional -
efforts aimed at employment and independence for persons with
disabilities.

I support this legislation. I believe that these hearings will pro-
vide answers to many questions which are legitimately raised.

Senator Mitchell, I do commend you for holdirg these hearings.
Many of these subjects have needed to be aired for some time, and
for the questions that you have asked to try to get the questions
and the answers out on the table.

It is my hope that the Medicaid Home and Community Quality
Services Act will be passed this year. It can be passed; with this
Committee's help it will be passed.

Senator MircHiLL. Thank you very much, Representative Bart-
lett, for your testimony.

Senator Chafee.

Senator CHarkr. Thank you, Mr. Chairman.

Thank you, Mr. Bartlett, for that fine statemeni. We certainl
will look to you for guidance on this measure in the House. We will
work as hard as we can here in the Senate, and hopefully we can
pass it this year. g

We appreciate your taking the trouble to be with us.

Representative BARTLETT. Thank you, sir.

Senator MrrcHeLL. Thank you, Representative. We appreciate
your coming.

The next panel includes Mr. George L. O'Donnell, Second Vice
President, Voice of the Retarded, and President of thée Wisconsin
Parents Coalition; W. Robert Curtis, Associate Professor, New _
School for Social Research, testifying on behalf of the Congress of
Advocates for the Retarded, Inc. of New York; and Mrs. Janelle
Jordan, First Vice President, Association for Retarded Citizens of
Texas, of Houston.

Good morning, Mrs. Jordan and gentlemen. Welcome. We look
forward to hearing from you.

Mr. O'Donnell, we will begin with you.

STATEMENT OF GEORGE L. O'DONNELL, SECOND VICE PRESI-
DENT, VOICE OF THE RETARDED, AND PRESIDENT, WISCONSIN
PARENTS COALITION, MILWAUKEE, WI

Mr. O'DoNNELL. My name is George O'Donnell. I am testifying
today on behalf of the Voice of the Retarded.

Senator MiTcHELL. Bring that microphone up close to you so that
the people will be able to hear you.

Mr. O'DoNNELL. I am testifying today on behalf of the Voice of
the Retarded, which is a group of parents, guardians, relatives, and
friends of mentally retarded persons who reside in or are being
cared for in over 50 public and private residential facilities
throughout the United States.

In addition, we assist in coordinating 128 parent organizations
opposing S. 1673. We express sincere appreciation to you, Mr,
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Chairman, and to the Members of this Committee for the opportu-
nity to testify at this public hearing.

e are here today, of course, to consider the merits of S. 1673,
the stated purposes of which are to assist individuals with a severe
disability in attaining or maintaining their maximum potential for
%g}_dependence and capacity to participate in community and family

ife.

Mr. Chairman, we believe that there is probably no person in
this hearing room today that would disagree with the purposes of
the legislation as they are stated here. Nevertheless, we oppose the
enactment of S. 1673 because it attempts to attain its objectives by
imposing upon a group of severely disabled individuals a mandato-
ry deinstitutionalization program.

For instance, S. 1673 would freeze the Medicaid benefits of all se-
verely disabled individuals who reside in or are being cared for in
facilities of over 15 beds in size—not institutions—facilities of over
15 beds in size. Moreover, the terms of this so-called freeze are such
thag reimbursement for annual costs due to inflation would not be
made.

Also, thereare mandatory transfers. Under the terms of this leg-
islation, all severely disabled individuals—and I use the term “se-
verely disabled” individuals—this is not about only developmental-
ly disabled persons—all these individuals would be transferred
from large to so-called small facilities within a period of five years
after its enactment. \

Then we have, as Senator Chafee has mentioned, the issue of
freedom of choice. Title XIX currently provides for qualified candi-
dates to eXercise freedom of choice with regard to the selection of
services under the Medicaid program. However, under the terms of
S. 1673, all severely disabled individuals would be denied this free-
dom of choice.

Then we have the question of standards in monitoring which was
80 eloquently addressed by one of my colleagues here this morning.
We are familiar, of course, with the “look behind” surveys of inter-
mediate care facilities for the mentally retarded. However, under
the terms of S. 1673, the promulgation of standards, the monitoring
of so-called small facilities, would be delegated to the states. Does
the size of the facility give us cause to relax our concern for ade-
quate standards and monitoring procedures? We think not.

In general, Mr. Chairman, these problematic provisions tend to
create a huge controversial deinstitutionalization program which
permeates the entire aspect of this bill. In other words, S. 1673 pro-
poses to accomplish its stated objectives with regard to severely dis-
abled individuals by converting Medicaid into a deinstitutionaliza-
tion program. This approach is obviously counterproductive to the
achievement of the more worthy objectives of this program.

Finally, just a word about costs, Mr. Chairman. In our opinion,
there would be significant costs to implement this legislation and
we are (fleased to note that many Members of the Congress are
prepared to support the allocation of sufficient resources to ensure
the creation of a comprehensive program of services for all severely
disabled individuals. .

What do we propose? We propose that there be made available
for all severely disabled individuals a comprehensive array of resi-
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dential services, including group homes, including all types of
small residential facilities, and including high quality intermediate
care facilities.

Mr. Chairman, this is our position with regard to S. 1673. We
would compliment Senator Chafee for bringing these issues before
the Congress, because we feel they should have been discussed long
since. ‘

Thank you very much for your time, sir.

Senator MrrceeLL. Thank you, Mr. O'Donnell.

[The prepared statement of George O’'Donnell appears in the
appendix.]

Senator MircHELL. We will now hear from Mr. Curtis. Welcome,
Mr. Curtis.

STATEMENT OF W. ROBERT CURTIS, M.P.H., Sc.D., J.1)., ASSOCIATE
PROFESSOR, NEW SCHOOL FOR SOCIAL RESEARCH, NEW
YORK, NY, TESTIFYING ON BEHALF OF CONGRESS OF ADVO-
CATES FOR THE RETARDED, INC., GREENFIELD, MA.

Mr. Curtis. Thank you very much, Mr. Chairman, Members of
the Committee on Finance. I thank you for inviting me to speak
this morning. I appear on: behalf of the Congress of Advocates for
the Retarded, a national parents organization.

Although I will give voice to the deep reservations held by many
parents about S. 1673, I also speak from my own experience of 20
gears in the field, including work as a clinician, as a manager of

oth public and private programs, and more recently as an educa-
tor.

I will limit my remarks to a single idea because of the five-
minute limitation, not just because almost everything has already,
or will today, have been said in one of the hearings or another.
Rather, I want to address a single theme that has remained essen-
tially the same throughout each version of this bill.

The federal government would have states phase out their insti-
tutions. Here is the idea: By encouraging states to phase our their
institutions, you are asking them to breach a 150-year old cov-
enant, one that hundreds of thousands of family members have
come to rely on.

From my experience and research, there is no more important
covenant between each state and its citizens than this. When a
family is confronted with nature’s cruelest blow and then sets out
to raise their mentally disabkled child, the state has uniil now said,
“when you can do it no longer, we will take custody of your child.
We will make the substituted decisions required by your family
member. We will provide shelter, food, clothing, day care, health
care, and other services as required. And we will use the best inter-
est of the child standard when making substituted decisions.”

I say “‘until now’ because if this bill passes in its present form,
the covenant will be destroyed. This is no small matter. The histo-
ry of this covenant is moving beyond belief. It runs deepest for
tll:(')]s; families with only moderate means and a severely impaired
child.

Listen to their profound ambivalence and personal stories before
enacting a law that will destroy this covenant. Read the deeply
moving records written by some of the professionals who picked up
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substituted decision making in each state institution over the past
century and a half. Examine the legislative records that document
the intent of the state when each new institution and each new
building was created at that institutional setting.

Until recently, e /eryone understood this covenant. But now, with
the deinstitutions .zation movement still out of control, some pro-
fessionals would have you replace this covenant with their own
ideals and values.

Under this bill, custody of the mentally disabled family member
will be transferred not to a state institution, but instead to an un-
stable and uncertain private sector, Substituted decisions will be
made by individuals who are unaccountable to elected officials and
largely out of reach of the Executive Branch of state government.
Of course, these decisions will be even further removed from family
members.

We know well that under this bill, economic considerations, not
the best interest of the child standard will determine where and
how the disabled family member is cared for. That is the nature of
this mix of federal and state funding.

Family members will have little choice, not merely because the
institution is gone, but because the private sector, as dispersed and
scattered as it is, cannot effectively act on the l.est interest stand-
ard. Yes, it can take custody. And yes, it can make substituted deci-
sions. But these decisions are out of sight and largely unaccount-
able except to financial criteria.

In conclusion, S. 1673 threatens to add a second injury to fami-
lies who are already reeling under the harm dealt to them by
nature. I ask that you not encourage states to breach this cov-
enant. Instead, respect it. Your bill should use the covenant as a
foundation for expanding services to the mentally retarded, not as
a vehicle to breach it.

Senator MitcHELL. Thank you very much, Mr. Curtis, for your
statement.

.['Iihe prepared statement of Robert Curtis appears in the appen-

ix.

Senator MrrcHELL. Mrs. Jordan, welcome. We look forward to

hearing from you.

STATEMENT OF JANELLE JORDAN, VICE PRESIDENT,
ASSOCIATION FOR RETARDED CITIZENS OF TEXAS

Mrs. JorpaN. Senator Mitchell, Senator Chafee, Members of the
Senate Finance Subcommittee on Health, my name is Janelle
Jordan. I am the parent of a 24-year-old woman with severe mental
retardation, autistic behavior, and a complex seizure disorder. I
reside in Houston, Texas and serve as Vice President for the Asso-
ciation for Retarded Citizens of Texas. On behalf of the ARC/U.S.
and Texas and our over 160,000 members, thank you for the oppor-
tunity to appear before you today in support of S. 1673.

But first let me tell you a little about my daughter Lisa. Until
she was 17, Lisa lived at home with our farnily. As she reached
adult size, it became extremely difficult to care for her and impos-
sible to find support services.

Lisa attended a public school for only two years. The rest of the
time she attended a private school, partially funded by the local
school district, but which I located and to which I took her. Be-
cause of the severity of Lisa’s handicaps, an institution seemed the
only choice for her long-term care. Indeed, this was the only choice

G
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in Houston seven years ago, and for most it remains the only
choice today.

Lisa resided at the Brenham State School, an ICF/MR program,
for five years, 75 miles from our home, in a dorm with 27 other
residents. I soon realized that Lisa was not receiving the supervi-
sion or training she needed. Lisa developed behavior problems and
lost many of the skills she had when she entered the institution.
With so many residents living together, the staff could not prevent
or correct these problems.

During this time, I searched for a better solution for Lisa’s care.
I learned of programs in other states and found that persons as in-
volved as Lisa were living successfully in small community-based
family-like settings. With my local ARC unit, we built, furnished,
and pledged to maintain a group home for six persons, obtaining
operating funds only through the terms of a lawsuit and only for
former state school residents.

Lisa moved into this home two years ago, only 10 minutes from
our family. She has her own room, goes to a work activity program,
attends church, sees our family doctor for routine problems and the
Houston Medical Center for her seizure disorder and behavior
problems.

Two staff persons teach Lisa and her friends personal hygiene,
homemaking and meal preparation skills. Lisa especially enjoys
having a kitchen again where she can assist during meal prepara-
tion and going into the yard whenever she wants,

Lisa has a home now like anyone else, and the training needed
to become as independeni as possible. But it all came about only
through her family’s and friends' efforts. Neither state nor local
governments provided any assistance until forced by a lawsuit.

But there are thousands of Lisas still waiting, whose families
have no resources and no choices. It is difficult for me to criticize a
system that does have some caring staff whom I entrusted with my
daughter’s care and that, for Lisa and others, has been the only
game in town. But when I look at this system honestly, I realize
that a large institution did not help Lisa, and I don’t believe it can
help anyone.

For Lisa and thousands of her peers, we urge swift passage of the
legislation before you today. Throughout the United States, there
are well over 135,000 persons with mental retardation in need of
services. In Texas, only 19 percent of the persons in need of serv-
ices reside in large congregate facilities, but over 79 percent of
funding is spent in large institutions, a scenario repeated through-
out the United States.

A majority of funds are spent on a few persons, leaving thou-
sands of persons underserved or not served at all. We are sure that
Congress intended that Medicaid funding improve services for per-
sons with mental retardation, but it has created a disincentive to
the development of community and in-home and family support
services.

Because Medicaid funding has not been available for such serv-
ices as respite and attendant care, specialized transportation and
adaptive equipment, the ICF/MR program has served to under-
mine the family unit. Faced with no other alternatives, families

i
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have been forced to seek out of home placements with its pressures
on the family and extraordinary cost.

We are pleased that the bill not only provides a true choice for
families, but throygh. .its.quality assurance provisions ensures that
persons receive effective as well as efficient services. By maintain-
ing adequate funding for institutions, mandating a planning system
for both institutional and community services, requiring an inde-
pendent case management system and creating a stable source for
community services, S. 1673 ensures that the dumping seen with
the mental health patients in the 1960s and 1970s does not occur
with this population.

For Lisa, for the thousands of Lisas across this country, and for
all their parents struggling to maintain the integrity of the family
unit, we urge this Committee to support passage of S. 1673 during
the 100th Congress. To fail to act now condemns Lisas and their
families to lives of continuing desperation.

Senator MrtcHELL. Thank you very much, Mrs. Jordan, for your
statement. .

[The prepared statement of Janelle Jordan appears in the appen-
dix.]

Senator MiTcHELL. Senator Chatfee.

Senator CHAFEE. Thank you, Mr. Chairman. )

I want to thank each of the panelists for their contribution here.

Mr. O'Donnell, you raised a good point about the quality in mon-
itoring. Do you have any suggestions how we might strengthen
those provisions in the legislation?

Mr. O'DonNNELL. Yes, sir; I do.

Under the present system of quality in monitoring as proposed
under S. 1673, on page 22, line 21 of the bill, it makes it part of
“state requirements” that states promulgate the standards and
engage in the monitoring of the services.

ur experiences, of course, with nursing home monitoring have
not been very encouraging when the states have done this. Then
again, on page 70, line 6 of the bill, the Secretary of Health and
uman Services is specifically not authorized to set standards for
community services.

Senator Chafee, our suggestion would be that all services under
federal funding and all services receiving services under Medicaid
programming be required to meet federal standards and federal
monitoring procedures.

Senator CHAFEE. You suggest——I think I have the words correctlfr
from your testimony—making a true continuum of services avail-
able. Obviously that is what I am seeking here.

How do you suggest that we do it better? In other words, we
know the present system. The present system, as so many wit-
nesses have testified, Mr. Welch and others, has—and I think you
will agree—a definite bias toward the institutional setting. I mean
that is what Medicaid is, except for those states that have waivers.

How do we have this continuum of services available if we, as
you suggest, reject this legislation which is the only legislation
which provides for the encouragement of community-based care,
respite care, foster home care, whatever it might be? If we just stay
where we are and reject this legislation, obviously—at least it
seems apparent to me—we do not have a continuum of services
available.
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Mr. O’DonNELL. I am glad you asked that question, Senator
Chafee, because if you recall, in 1962 I believe it was, the late
President Kennedy issued the report, National Action to Combat
Mental Retardation. That, of course, is where the phrase “a contin-
uum of services” first came into being, and that continuum of serv-
ices included not only the services, such as you so capably men-
tioned in the community, but also included very high-quality inter-
mediate care facility services.

I might Eoint out that I am not saying we should reject that
aspect of the bill. I feel that as a result of this bill, we have a
schism between large and small facilities. I don’t think that is ap-
propriate. I think we should have a continuum of services. I think
we should have available an array of residential services, including
group homes, including foster homes, and including high-quality
residential facilities.

As a matter of fact, just last August in 1987, Professor Edward F.
Zigler, a Sterling Professor of Psychology at Yale University, in ac-
cepting the Distinguished Service Award from the American Psy-
chological Association, strongly endorsed the President’s report,
strongly endorsed the continuum of services principle, and said in
effect that what should be available is an option of services from
family care, extending all the way through to intermediate care fa-
cility services.

Senator CHAFEE. We certainly do agree on that. The problem is
getting there.

Under the present existing restraints of funding, with a decided
tilt toward the institutions, there is no incentive whatsoever in the
states to move to this continuum of care with the way the Medicaid
program currently is slanted. ,

I notice that my time is about up, but that is our problem. We
don’t address the challenges that Mrs. Jordan and the others have
supported in the prior panel. We don’t address those because you
don’t get the continuum of care because the money is all pouring
through the Medicaid program into the institutions.

Mr. O'DonNELL. We don’t feel, Senator, that the solution of that
problem is to impose a deinstitutionalization program on the se-
verely disabled individuals who are currently residing in facilities
of over 15 eds.

I would like to point out there is nothing, nothing whatsoever, in
the Title XIX legislation that restricts Title XIX to over 15 beds. In
fact, the largest growing segment of residential facilities today is in
}:‘hedqrea under 15 beds which are now being qualified for Medicaid
unding. -

So there is no bias to that effect. If there is a bias, it is in the
gail.lll_ie to recognize the need for the same standards in the small
acility.

Senator CHAFEE. Thank you.

Senator MITCHELL. Thank you very much, Senator Chafee.

Mr. O’Donnell, you have heard testimony this morning from
other witnesses who talked about the initial opposition to the
movement from institutions to community-based facilities in vari-
ous states, and each experience described the majority of parents
and families were initially opposed to it, but after the experience
occurred, they supported it.

iy
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Do you give any credence to those experiences at all?

Mr. O’'DoNNELL. Senator, I certainly do. I have been very close to
that program. One of our officers, as a matter of fact, has experi-
enced that program and, of course, as you know, that is supposed to
be an optional program. Section 1915(c) of Title XIX is an optional
program.

I think what our panelists were stressing here is that it requires
an agreement between the parents and the person who is proposing
the placement, that the individual indeed will go to such a place-
ment.

I would point out that not all of these placements have been suc-
cessful. One of our panelists talked about the Pennhurst situation.
I believe there are some serious questions today about that. As a
matter of fact, there are some lawsuits that have been instituted in
Pennsylvania, as I understand it, where those placements have not
been successful.

But nevertheless, I do see the value of that. I think everybody in
our organization sees the value of that. If there is an opportunity
for anybody to reside in the community, that opportunity should be
taken. But the freedom of choice principle should not be sacrificed
to do that.

Senator MircHELL. Thank you, Mr. O’'Donnell.

Mr. Curtis, you made a strong statement in opposition to the bill.
As I understood your testimony, your reference to the instability
and uncertainty of community-based facilities was based on the as-
sumption that they are private in nature and therefore they are
not public institutions and there is no accountability..

Is that the crux of your opposition? That seemed to be the thrust
of your comments.

Mr. Curris. In part. Smallness is the other variable.

Senator MrrcHELL. So if the community-based facilities were
public facilities, then at least that portion of your argument would
not be applicable.

Mr. Curris. That is correct.

Senator MircHELL. Would you oppose the movement in any
event? You said the other variable is smallness. Do you believe
there is an advantage to size of institutions in terms of the quality
of service they can offer?

Mr. Curris. The two recommendations that I would make for
changes in this bill are these: One, I would add a zero to the 16 bed
limitation, so that states were permitted to create a stable institu-
tional base for the most disabled. And at that decentralized loca-
tion I would locate the public managers and those who do evalua-
tion of the small programs so that they are not so far out of sight
and out of reach of the government that funds them.

So I think, to answer your question, it is really a braiding togeth-
er of the very small, tiny programs and the fact that they are being
done under contract with the private sector, rather than directly
léy put}:llic employees who are directly accountable to the Executive

ranch.

Senator MITCHELL. In your remarks, you said very strongly that
enactment of this legislation would destroy the covenant, which
you movingly described. '
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‘Do you at least accept the premise that those who support the
bill are trying to do what is right as they see it, and not making
any effort to destroy anything, but rather to provide a quality of
service in a manner that happens to disagree with yours, but none-
theless is as well motivated?

Mr. Curris. Senator Mitchell, I believe that this is an unintended
consequence of deeply held values and ideals, and I have the
utmost respect for those values and ideals. But I believe that more
careful thought needs to be given to the long-term consequences of
this covenant that the state has now offered to its citizens for 150

ears.

y We are really not talking about a breach of that covenant that
will happen in the next year or two, or three. We are talking about
a decade into the 60-year life span or 70-year life span of a severely
disabled child that is born today.

For that reason, I think we do need to examine this, terribly im-
portant covenant and the unintended conscquences that this bill
would have on it.

Senator MrtcHELL, Thank all of you very much for your testimo-
ny. It is very valuable and I am sure it will be considered carefully
by all Members of the Committee.

Thank you very much.

The next panel consists of Mr. Jerry Klepner, Director of Legisla-
tion, American Federation of State, County, and Municipal Em-
ployees; and Mr. J. Gary Mattson, President, National Association
of Private Residential Resources, and Executive Director, Excep-
tional Persons, Inc., of Waterloo, Iowa.

Before we begin, I would like to inake a brief statement in behalf
of Senator Harkin who wished to be here today in connection with
Mr. Mattison’s testimony. I would like to read this brief statement
by Senator Harkin into the record.

“I am most pleased that Gary Mattson, -a fellow Iowan, has been
invited to be a witness on hehalf of the National Association of Pri-
vate Residential Resources as the Finance Committee holds a hear-
ing on S. 1673.

‘I greatly regret that I cannot be there this morning, because 1
am an original co-sponsor of S. 1673 and am committed to the prin-
ciples that it stands for. I also regret that I cannot be there to in-
troduce Mr. Mattson because I know how effective he has been in
developing community-based, high-quality services for Iowans with
developmental disabilities.

“Mr. Chairman, and Colleagues in the Senate, I am sure you will
be l}r,l,formed by Mr. Mattson, and I hope your hearing proceeds
well.

That is a comment by Senator Harkin.

We will begin now with Mr. Klepner.

STATEMENT OF JERRY D. KLEPNER, DIRECTOR OF LEGISLA-
TION, AMERICAN FEDERATION OF STAIE, COUNTY AND MUNIC-
IPAL EMPLOYEES, AFL-CIOQ, WASHINGTON, DC

Mr. KLEPNER, Thank %'(ou, Mr. Chairman.
My name is Jerry D. Klepner. I am Director of Legislation of the
American Federation of State, County and Municipal Employees.

- ,‘E‘g
.
S

’



26

Accompanfyin%{me this morning is Greg Devereaux, AFSCME's Co-
ordinator for Health Policy.

I would ask, Mr, Chairman, that my entire statement be inserted
.in the record and I will"at this time summarize the statement.

In addition to serving as AFSCME’s Director of Legislation, I am
also a Commiskioner on the ¥irginia Statewide Health Coordinat-
ing Council and a Member of the Board of Directors of the North-
ern Virginia Health Systems Agencg.

In these capacities, I am all too familiar with the real problems
that have been created for the states with the Medicaid cutbacks
that have taken fplace in the past few years, and I have been part
of the process of trying to grapple with those cutbacks and still
maintain a quality health system within the State of Virginia.

We would like to associate ourselves with the statements of Mr.
O’Donnell and Mr. Curtis. I think that they reflected the position
of AFSCME when they testified, as well as the position of their or-
ganizations.

Our primary problem with the legislation is the fact that large
institutions have been the backbone of delivery of services for the
developmentally disabled. We feel that the bill under consideration
by the Subcommittee this morning would eliminate, through dein-
stitutionalization over a period of time, the effective role that large
institutions play in the process of providing necessary services for
the developmentally disabled.

We feel that the bill is tilted too far against the institutions and
too much toward community-based services. Large institutions
must remain an integral part of the continuum of service that is
provided these individuals. They perform an essential role, that
would be severely reduced by the legislation that the Subcommittee
is holding hearings on. -

We have other problems with the bill as well. We feel that the
legislation would arbitrarily limit facility size, thereby restricting
access for some individuals to a larger facility, which for them
might be the most appropriate environment.

nder the bill, states would be allowed to establish their own
rules and regulations to monitor the quality of newly created com-
munity services. Existing federal ICF/MR regulations would not be
applicable to these new services. In effect, the legislation would
rovide for no federal role nor guidelines for the community-based
Institutions.

We are very fearful of simply turning over this important area to
the states and the patchwork network of regulations that would be
adopted by the states.

Also, we are concerned that S. 1673 minimizes the role of parents
concerning decisions affecting their disabled offspring. And, finally,
under S. 1673, if a facility closed, skilled, experienced human re-
sources would be displaced and they would not be redeployed into
the new community system.

Because we oppose S. 1673 does not mean that our union is in
opposition to any Medicaid ICF/MR reform. We believe that cer-
tain reforms are ne‘éessar]); and should take place but they must be
developed in a very thoughtful and responsible manner.

There are states——Massachusetts, Minnesota, and Senator
Chafee’s State of Rhode Island—which are excellent examples of
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the types of program that we feel we could work with the Subcom-
mittee in the future to attempt to design. These states provide for
state-operated continuum of care. In each of these states, both se-
verely developmentally disabled individuals and workers have suc-
cessfully moved into the community under the auspices of the
state. State operation in the community will ensure access to care,
accountability, and continuity of care.

Parents and relatives of the disabled support the emphasis in
such a plan on permanence and constant supervision. Higher staff-
ing ratios and lower worker turnover should similarly be embraced
by state administrators and advocates.

Our members—and I will conclude in one minute—are eager to
address the challenge of providing quality care to the developmen-
tally disabled in the future. Through state operation of institution-
al and community services, we believe the developmentally dis-
abled will be guaranteed the care they so urgently need and de-
serve.

Senator CHAFEEE [presiding]. Thank you very much, Mr.
Klepner. We really have to stick to the time limit. If we let one go,
the others will want it. And the others have been pretty good, so I
will have to call you there. .
d_['Iihe prepared statement of Jerry Klepner appears in the appen-

ix.

Senator CHAFEE. I thank you for your testimony and we will go

now to Mr. Mattson, please.

STATEMENT OF J. GARY MATTSON, PRESIDENT, NATIONAL ASSO-
CIATION OF PRIVATE RESIDENTIAL RESOURCES, AND EXECU-
TIVE DIRECTOR, EXCEPTIONAL PERSONS, INC., WATERLOO, 1A

Mr. MaTTsoN. Good morning, and thank you for giving us an op-
portunity to testify today about Medicaid reform legislation being
considered by this Subcommittee.

I am Gary Mattson, and serve as President of the National Asso-
ciation of Private Residential Resources, representing about 650
agencies, private, nonprofit, and proprietary organizations in 49
states that together serve more than 40,000 people with disabilities.

Our Association members are strongly supportive of Medicaid
reform that will enable more Americans with disabilities to live in
their own homes and in small community living arrangements.
There is much in this bill that we support, but we also have some
concerns about its current form and hope you will give careful con-
sideration to the recommendations in the printed testimony that
we are submitting.

I would like to tell you something about myself and my agency to
give you an idea of the kinds of experiences our members have and
to demonstrate our knowledge about the needs of persons with dis-
abilities. -

1 have worked in the field of mental retardation for 26 years, six
of which were spent at the Woodward State Hospital School. Since
1968, I have worked at Exceptional Persons, Inc. and serve as its
Executive Director. We operate a multipurpose agency. EPI began
its residential pro%ram in 1969 and now has more than 200 individ-
uals in residential services in 49 different scattered settings. Our
largest homes are for 10 people.

88-641 - 88 ~ 2
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In the next 15 months, we will be opening 13 more homes, each
for five or fewer people. We serve persons who are mentally retard-
ed, physically disabled, dually diagnosed with both mental retarda-
tion and mental illness, and people with traumatic brain injury.

Since 1980, not many Iowans have moved to the community from
the two state institutions. More people should have a chance to
return to their rightful place in their communities.

EPI does not currently operate an ICF/MR. That is in part be-
cause state ICF/MR rules have outmoded costly construction re-

uirements. It would cost approximately $1,000 per bed to bring
the Iowa group homes into compliance with federal ICF/MR rules.
However, it would cost approximately $8,000 per bed to meet cur-
rent Iowa ICF/MR rules with their inappropriate medical orienta-
tion.

With Medicaid reform, Iowa could begin converting group homes
into ICF/MR and to access Medicaid funding for a variety of com-
munity-based services and at less cost. Two of the homes EPI is
opening this next year will return people from Woodward to the
community, people with dual diagnoses of mental retardation and
mental illness, all of whom exhibit acting-out behavior.

While it costs $164 a day to serve these people at Woodward, it
will cost just $80 per day in the community. Hopefully at some
time in the future, these people will be able to move into less inten-
sive, therefore less costly residences.

In large environments, many different employees work with each
client. Our agency is able to bring more consistency into the lives
of 1people who have severe disabilities. The homelike environments
help to reduce inappropriate behaviors. The longer an individual
hag lived in an institution, the longer it takes to reduce those be-
haviors. '

We want to serve more people in the community, both by bring-
ing some home from the institutions, and by preventing institution-
alization of others. What we are doing is done successfully in the
community by many private agencies across the country. Maine
and Minnesota are but two examples of states that have exhibited
particular success in the development of excellent community pro-
grams,

Medicaid reform is a must. We must remove the institutional
bias in the Medicaid program so that we can serve people within
their community. This can be accomplished only with careful joint
planning of the public and private sector to assure that transfers
are handled appropriately and that movement is truly based on in-
dividual preferences and needs.

Quality of life and community integration play a much more im-
portant role than size. Under the present service configuration,
there are just not enough resources to serve all of those who come
to us for help. Medicaid reform would enable us to serve man
more people in more appropriate settings, in less expensive ways. It
could also allow us to provide more services to those now living in
the community.

We encourage this Subcommittee to work actively on the devel-
opment of legislation that will reform Medicaid so that it can sup-
port people in the environments that will enhance individual self-
dependence and productivity. ‘
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I can’t help but make one comment in response to statements
made by an earlier speaker: that God has, over time in dealing
with his chosen people, modified his covenants. I think at times
also in history, that the federal and state government must review
its covenants and make sure that they are adjusted according to
the needs of the people that we serve.
d_[’Iihe prepared statement of Gary Mattson appears in the appen-

ix.

Senator CHAFEE. Thank you both very much.

Mr. Klepner, I would like to address a fundamental problem we
have got here, it seems to me. That is, there isn't a witness who
hasn’t said we must have a continuum of care.

Whether you are talking Mr. O’Donnell or whoever it might be,
they all support the idea of having the group home. I don’t think
there is a single person here who will say, we should never have
group homes; everybody should be in an institution.

The problem comes with the fact that Medicaid—set aside waiv-
ers—Medicaid is an institutionally-oriented program. That is a fact.
It does not provide for somebody being in a home. It doesn’t pro-
vide for foster care. It doesn’t provide for what we call A communi-
ty setting. It provides for institutions. That is what it is. It is a
medical program. That is what Medicaid means, as you well know.

So how do we go about—what encouragement can there ever be
toward providing this continuum of care under the present system?

Mr. KLEPNER. Senator, let me answer ﬁour question, if I may,
this way. I would like to do it outside of the context of the federal
budget and dollars that flow to Medicaid.

The problem we have with the bill is that the bill, because of the
funding freeze and the limited circumstances under which addition-
al funds could flow to institutions, is tilted very much against insti-
tutions. Ultimately, we fear the death of large institutions under
this legislation. .

There is no question that under a system for developmentally
disabled, you need to have a large institutional role. So the basic
premise of the bill is one we disagree with.

I think there should be community-based facilities, public com-
munity-based facilities also available to individuals. We have a
great deal of concern with simply having private sector communi-
ty-based facilities.

Senator CHAFEE. Let’s accept your philosophy. I will set aside Mr.
Mattson’s point, just for now, and advance on your theory that
there should be hopefully AFSCME employees in each of the pri-
vate homes, run by the state, with federal supervision, a stronger
federal role and guidelines as you asked for. Everything you asked
for, except it doesn't qualify for Medicaid today.

Now, how do we get from here, the institution, to where we are
trying to take care of the individual, the disabled individual. And I
don’t think you are suggesting 100 percent of those who are cur-
rently in institutions should permanently remain in institutions.
You are not saying that, are you?

Mr. KLEPNER. No, I am not.

Senator CHAFEE. So therefore, let’s say some. I believe 100 per-
cent. But let’s say you say 50 percent of those in institutions would
do better in a smaller setting.

#
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Okay. How do we get there under your proposal? You rg;'ect my
bill. We stick with the present system. How do we get there?

Mr. KLEPNER. The first thing I would do is, not create a disincen-
tive with regard to the funding for the institutions, I would keep
and, if at all possible, improve the funding for the institutions, and
also have funds available under a carefully crafted, federally man-
dated program for community-based facilities. And I would do so
with very strict guidelines in terms of the tﬂpes of services that
must be offered and the types of individuals that must provide the
services.

I would do it in a carefully controlled environment. And we have
some states, I think, that you could look to as an example of a
system that works. And from our experience, Senator, looking
toward your own State of Rhode Island is not a bad place to start.

Senator CHAFEE. Now, don’t get too deeply into that, Mr.
Klepner, because I know something about that.

Our major institution is going to be closed out. And that is pur-
suant to court order. The State is moving ahead of that. So don’t
put our State on as an example of somebody who is keeping an in-
stitution. That institution will be gone in two to three years, per-
haps by the end of the decade. So I don’t want to pick on you on
that, but that is an area that I know something about.

So the problem is, Mr. Klepner, as you well know, Medicaid isn’t
an entirely funded federal program. You have to have state funds.
And the state isn’t going to leap in there with 50, 45, 55—whatever
it might be—percent of Medicaid, willy-nilly, just because the fed-
eral funds are there.

So unless we have something to push the states into going into
this area of community-based care, we are just plain not going to
have it, in my judgment. :

Mr. KLEPNER. If our choice, Senator, was this bill or the status
quo, with reservations, we would support the status quo.

Senator CHAFEE. Don’t be so reluctant. Put more enthusiasm into
it, Mr. Klepner.

Mr. KLEPNER. We feel that, as I said, the very basis of this bill is
in the wrong direction. Now, once again, without proposing any
specific solution, because I don’t think that that is necessari Iy m
role, but I feel that there is experience in the states—and I will
stay with Rhode Island, even in light of what you mentioned with
regard to the large institution. I would also look at Minnesota, I
would look at Massachusetts, as states where there has been an
effort toward community-based services under a continuum of care
or continuum of service environment. =

We think that is absolutely crucial. I am not certain, Senator,
that we can, given the Medicaid funding problems, leap from where
we are now to where your bill would go.

Senator CHAFEE. I don’t agree with that. I think we do have to
advance on the assumption here that there is not going to be a
great big new pot of money suddenly available from the federal
government for Medicaid. As I understand your proposal, it is keep
the state institutions. Keep them filled up as they currently are,
and then have more federal money come in, more Medicaid, which
the states presumably will enthusiastically match, to take care of
the waiting lists of others who might want to go into group homes.

g
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But that isn't realistic, I don’t think, Mr. Klepner, certainly
under the financial environment that exists now. I tell you, we are
lucky we don’t get a freeze on Medicaid. Indeed, the Administra-
tion has proposed it in past years, as you know. I fought against it
and succeeded. It is an entitlement program, but it is under con-
straints. '

Let me just say something. So many people here have said this
program, this legislation is designed for the death of large institu-
tions. I don’t think so, and that is not the intention. The original
bill, yes, in 1983 when I started it. As you remembered, we zeroed
out institutions, and then we went up and gave, I believe, it was 20
percent to institutions. Now this gives institutions what they are at
n}?w, with a freeze except above 6 percent inflation, and they get
that.

But T think we have got to realize that of the 100 percent popula-
tion current in institutions, some are qualified to leave. I mean you
would admit that, wouldn’t you?

" Mr. KLEPNER. | have.

Senator CHAFEE. Yes, you have.

I don’t know what percentage. Even taking the toughest anticom-
munity approach, if you would, or pro-institution approach, let’s
sa{ maybe 50 percent can do better in a local setting.

f they move out, that means that presumably the costs of oper-
ating that institution are reduced somewhat, so that the available
money for the institutions has not declined; it has increased per
capita. Isn’t that true?

r. KLEPNER. Not necessarily. The reason I say not necessarily is
that the fixed costs of institutions, hospitals and other types of in-
stitutions, remain the same no matter how many patients you may
have. So you still need the same physical plant, you still need the
same equipment. The difference is that you have fewer people
using it and therefore less resources coming in to support it.

Once again, Senator, our problem with the bill is that while you
do not immediately kill large institutions, over a period of time the
thrust would be exactly the same. If a state is faced with a freeze
on Medicaid funding for institutions, while there is no freeze on
Medicaid funding for community-based services, you know as well
?_s I do where that money will go, and it will not go into the institu-
ions.

Now, the institutions need funds to keep up to date, to keep
physical Flant the way it should be maintained, to have adequate
salaries for staff, to retain qualified staff as well. Without that
money coming in, those institutions won't exist.

Senator CHAFEE. I appreciate that. But we also have to realize,
Mr. Klepner, that this isn’t a facility freeze. It is a statewide freeze,
so that presumably if you have got five institutions in your state,
one can be closed—if tfze population is reduced, one of the five can
be closed and thus the amount of money available for the remain-
in%four is actually increased.

ut the counter to the argument that with a freeze there will be
a thrust toward money for the community, is the reverse; which is,
absent that, because of human nature, because of the political proc-
ess, the money keeps going into the institutions from the state gov-
ernment and not into the community-based facility. That is a fact.
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It is much easier for a governor to respond to putting more
money into an institution, responding to the institutional employ-
ees’ requests for pay raises, for upgrading of the institution, better
fire escapes, better painting, sprinkler systems, whatever it might
be. And that is what happens. The money goes into the institutions
and not into the community-based care.

So, absent this legislation, we are not going to see the continuum
of care that every single witness says he is for.

Mr. KLepNER. And with this legislation, Senator, you are not
going to see the continuum of care either. The legislation goes way
too far in the direction of community-based services. It may
sound simple to say if there are five institutions, then what we can
do is close one and keep four in existence. But I have seen hospitals
close, I have seen institutions close, and those are painful decisions
because there are patients there that are going to have to be trans-
ferred, and there are Ppatients that may be taken further away
from their families, causing that family a great deal of harm in the
process.

So it is not simply a matter of closing an institution. There are
many human concerns for the patients and their families, as well
as the workers, that need to be addressed.

Senator CHAFEE. We recognize that. We have got a fundamental
difference here, though.

I don’t see, under your proposal and Mr. O’'Donnell’s and others,
that want to keep everything just the way it is as far as the institu-
tion goes, how we are ever going to get any thrust toward the com-
munity-based facility, community care.

So there we are. You know, they asked the old Baptist preacher:
Do you believe in infant baptism? He says, “Believe in it? I've seen
it.” And I have seen these severely retarded and handicapped
ﬂoungsters and individuals move into the community setting. I

ave seen it in my own State. I mean those that no one could say
could exisi outside of an institution, and there they are, not only
existing, but doing better.

And I believe in the testimony that we have had here, that in a
smaller setting, as the prior witness testified, Mrs. Jordan, about
her daughter in a smaller setting, I just firmly believe these indi-
viduals do better.

Senator Heinz from Pennsylvania.

Senator Heinz. Mr. Chairman, it has been a long time since I
have been able to call you that.

Senator CHAFEE. Well, I like it.

Senator HeiNz. Mr. Chairman, I want to commend you and Sena-
tor Mitchell, the other Chairman, for calling this hearing on S.
1673. I have a prepared statement I would like to put in as part of
the record if I may have unanimous consent from the Chair.

Senator CHAFEE. Definitely.

Senator Heinz. There is no question but that there are some
major changes taking plac2 in the way we look at and treat those
who have been institutionalized or have previously been institu-
tionalized:

Maybe this has been touched on, and if it has please tell me. One
of the major experiments took place involuntarily in Pennsylvania,
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‘my home State, with the court-mandated closing, over a period of
years, of Pennhurst.

Mr. Klepner, or Mr. Mattson for that matter, what is there that
we can learn from the closing of Pernhurst, both pro and con re-
garding Senator Chafee’s bill?

Mr. KLEPNER. If I may, Senator, Mr. Devereaux has been with
AFSCME longer than I have, and he can respond to your question.

Mr. DevEREAUX. Senator Heinz, 1 think one of the principal
things we could learn from the Pennhurst situation is there are a
number of recent lawsuits that have been instigated against some
of the community providers for inadequate care. That is a situation
that is repeated across the country.

Senator HeiNz. For the record, ﬁow many?

Mr. Devereaux. The principal suits are in the City of Philadel-
phia. I am not sure how many suits. There are a number of them,
though.

At the same time, one of the principal right to treatment suits is
the Nicholas Romeo case. When Mr. Romeo moved from Pennhurst
into the community, our union organized a private sector facility
and we found there were just horrible conditions there and it was
just very easy to organize the employees because they wanted
better working conditions. Mr. Romeo had moved from an institu-
tion into a private sector facility that provided inadequate care.

I think that is another example of the cons that you find when
you don’t have a state operated continuum of care.

Senator HEINz. Is there any general evidence one way or another
that suggests that the court-ordered deinstitutionalization of the
patients at Pennhurst was either a mistake and unsatisfactory for
most of the people who were there, or that it was, on balance, suc-
cessful and that they and their loved ones were satisfied?

Is there any evidence one way or the other on that?

Mr. DEvEReAaUX. As I have implied, I think the evidence is
mixed. I think for some people it was successful; for others it has
been very unsuccessful.

Senator Heinz. But did anyone ever study it carefully?

Mr. DeveErReAUX. I think Valerie Bradley and some of the previ-
ous witnesses have looked into that situation.

Senator HEINz. You are referring to the fact that there was a
longitudinal study by Temple University?

Mr. DEvVEREAUX. That is correct.

Senator HEeinz. That study is very specific in its findings.

Do you agree or disagree with what they found?

Mr. DEvEREAUX. I am familiar with some of the results, not of
the latest study in that series.

Senator Heinz. Mr. Mattson, do you have any comment on this?

Mr. MarrsoN. None specifically, but I think we can talk about
lawsuits that have been filed for individuals who have been put in
the community from that situation. But I think we also then have
to look historically at where some of the lawsuits initially started.

1 can think of my own State of Iowa in which there are two
pending class action suits against all six mental health institutes
and the two hospital schools. We can probably sit here and bandy
back and forth, are there more lawsuits against the public institu-
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tions or are there more lawsuits against the private? And I think
that would be somewhat futile.

Again, I think we have to ask in the end, what is the Medicaid
bill for? It is not for the public sector and it is not for the private
provider. It is not for the union. It is not for non-union. It is not for
parents. It is not to fund bricks and mortar. It is to provide ways of
serving people with disabilities in the most appropriate and least
costly methods.

We oftentimes think of institutions as relating to certain build-
ings, whether they be large or small in size. I want to relate briefly
a comment of one of the state officials in my own State made just a
few months ago. He indicated that the State is the provider, the
regulator, and the funder of the institutions, and that he is not
about to give up any of those powers.

To me, that is probably one of the worst forms of institutionaliza-
tion, because that becomes ownership. And I think any time that
we start thinking that we own our clients or our patients, we have
really gone into, I think, a very poor situation.

The focus of this bill, as well as all of our efforts, should be upon
the client, not on what buildings we have—and I have a large in-
vestment in the facilities, but that will never dictate nor drive the
services that I provide to the people that I am to be serving.

Mr. KLEPNER. Senator, the Public Interest Law Center of Penn-
sylvania has recently filed a suit on behalf of the Association for
Retarded Citizens of Pennsylvania because of abuses and mistreat-
ment of Pinehurst residents now l1vmg in the group homes in
Philadelphia County.

In the 200 homes that were monitored and that served as the
basis of this suit, out of a population of 500 homes which should
have been monitored but were not, the following information was
found. Fifty-seven percent had out-of-date programs. Eighty-three
percent lacked services. Forty-five percent had no programs for
taking residents out into the community. Sixty-eight percent of the
homes did not provide adequate therapy. Thirty-eight percent of
the homes had rapid staff turnover. Thirty-one percent of the

homes did not have adequate staffing, and 27 percent of the homes "

gad medical errors in the administration of medication to the resi-
ents.

This information, Senator, is on file as part of a motion accompa-
nying this lawsuit.

Senator Heinz. Those are allegations in the lawsuit, or are they
findings based on the Temple University study? What are they?

Mr. KLEPNER. It is not part of the Temple University Study. It is
findings of a special management unit of the state that was asked
to monitor 500 group homes and, instead of monitoring 500, moni-
tored 200. And this was information from the study by that group.

Senator HEinz. Were the 200 randomly selected?

Mr. KLEPNER. I don’t know the answer to that.

Senator Heinz. All right. My time has expired.

Thank you all very much.

Thank you, Senator Chafee.

Senator CHAFEE. Thank you, Senator Heinz.

I am going to ask one more question of Mr. Mattson.

LA
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First of all, on page 5, you talk about freedom of choice, particu-
larly as regards the case manager selection system. I am not sure I
understand the point you are making there, Mr. Mattson.

Mr. MATTsoN. One of the concerns we have is that the case man-
agement system be independent enough that it can focus on the
client. As I mentioned a moment ago, ownership can be an institu-
tion without walls; and if we have a state that provides the service,
the funding, the regulating and then also throws on case manage-
ment, they own that person.

And if the focus of this bill is to be on what is in the best interest
of the person with a disability, then I think we need to look at de-
veloping a case management system that truly can serve that pur-
pose and independent of other conflicts of interest.

Senator CHAFEE. We will look some more into that.

Now, I understand that the private facilities have concerns that
under a freeze the states will fund public rather than private insti-
tutions. Is there any way we should address that that you can rec-
ommend?

Mr. MATTSON. Again, we see that as a possibility, that if there
does get to be a financial crunch and states choose not to place in-
dividuals from state institutions into the communities, it could in-
crease the state funding dollars that go into those institutions.
thereby decreasing what may go into the communities.

Again, I think that we have addressed some of that in the latter
part of our testimony in terms of assisting in getting the private
sector, as far as their facilities, that we can do some buyouts, some
tax credits. I think that we have addressed that a little bit later in
that, unless you have specific questions on one of the pages, Sena-
tor.

Senator CHAFEE. I did have a question. I think your point about
transitional funding on page 8 interests me, and I think I under-
stand that.

Mr. MarTsoN. Again, in all due respect to what you just said,
whether I take a five-bedroom home that I have or 10, if one of
those individuals leave, I have not reduced my cost by one-tenth or
one-fifth, and the same is true with larger facilities.

So I think we are saying within the transitional costs, in order to
allow for an incentive to develop, we are going to perhaps even
sometimes have an increased cost during that transition point, be-
cause again it costs no more to have four people in my home as
opposed to five, or eight versus 10. The same within the institu-
tions.

So plan for that transition, but at the same time I think there
can be some time limits. Again, as I look at my own state institu-
tion, I think that as long as we pick one or two or three people out
of one area, it will continue to increase the per diem rate because
their overall maintenance costs will not reduce. Therefore, if that
is going to occur on any major issue, you are going to have to take
a look at, on a planned basis, of how many individuals will it take
to either reduce or close a building, or transfer staff, or whatever.

We are just saying that in that transition period, look at some of
the extra costs that will occur.

Senator CHAFEE. Yes.
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Well, I think Mr. Klepner is exactly right when he says in a
large institution you decrease the number of residents you don’t de-
crease the cost substantially. You have got a fire department, or a
sewage plant, or a hospital, all that, and the costs just don’t come
down per capita. Indeed, they go up per capita as the population is
reduced.

I want to thank botk of you gentlemen very much for appearing,
and we appreciate it. — -

The next panel will consist of Mr. Floyd Sorg, and if everybod
would come forward, Mrs. Alice Demichelis, Mr. Gilpin, Miss Ward,
Mz. Carney, and Mrs. Crawford. So we will go right down in this
order.

Mr. Sorg, why don’t you go ahead? Won’t you proceed, please?

STATEMENT OF FLOYD SORG, BOARD MEMBER, UNITED CERE-
BRAL PALSY OF PITTSBURGH, AND PARENT OF A SON WITH
CEREBRAL PALSY, ELIZABETH, PA

Mr. SorG. My name is Floyd Sorg. My wife and I and my son live
in a home in Elizabeth, Pennsylvania outside of Pittsburgh. I am
speaking today on behalf of my family, United Cerebral Palsy of
Greater Pittsburgh, UCP of Pennsylvania, and United Cerebral
Palsy Associations, Inc. and the 700,000 children and adults in this
country with cerebral palsy. -

Our son Robert was born 20 years ago in December 1967. At the
age of six months, the doctors at Children’s Hospital told us that
Rob had brain damage which caused cerebral palsy, seizures, and
mental retardation. They told us he would never be able to do any-
g;ing and urged us to place him in an institution and forget about

m.

We could not and would not do that then, and we do not want to
do that to him now. However, if you do not pass the Medicaid
Home and Community Quality Services Act of 1987, we may have
no choice but to move Rob to a nursing home for old people or a
state institution because that is where most of the Medicaid dollars
g0 now.

By the time we learned about UCP in Pittsburgh, Rob was 2-1/2
years old and rolled up in a ball because he had received no ther-
apy. Thank God for UCP. He was enrolled in developmental class
to which my wife transported him for a year and a half, 10 miles
one way each day.

He entered school in 1972 and in 1976 began getting the benefits
of the special education law the Congress passed in 1975, the Edu-
cation for All Handicapped Children Act. This law allowed Rob to
go to school, to learn all that he can, and has allowed us to have
new hopes and dreams for his future adult life in the community
as part of society.

He has one more year of school and will finish in June of 1989.
This young man, who the doctors said wouldn’t do anything, can
feed himself, respond to our words and is now doing som2 assembly
line work in his vocational program, even though he cannot walk,
talk, or toilet himself. Last year he got a wonderful new teacher
who purchased an electronic communication device for the school-
room and Rob is learning how to use it very quickly, but it cost

:
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$3,000 and he only gets to use this one at school. We cannot afford
one for him to use at home. Rob likes football and loud music like
most young kids his age.

I am a proud man and we haven’t asked for or received much
from government assistance for Rob other than his rightful educa-
tion and his S.S.I. checks, but we have had some serious financial
problems. In 1984, I was laid off after years of work at U.S. Steel. 1

ave not had a steady job since then. My wife has opened a ceram-
ics shop which is open five days a week from 10 to 3 while Rob at-
tends school. -

The small amount of help from the county base service unit of
the Department of Mental Retardation amounts to $500 a year for
respite care. We pay $150 for two weeks of summer camp, which
leaves $350 for respite. At $4 an hour for someone who can lift Rob
and meet his needs,-that means 90 hours a year, or less than two
hours a week.

Senator CHAFEE. Mr. Sorg, your time is running out, and my

uestion here will not be on your time, but I have been stern on
the others. This is excellent testimony, but I will have to cut you
off. If you want to proceed up to where your recommendations are,
that would be helpful to make sure you fall within the time.

I have read this over, and so I am familiar with it, and it is a
terrific presentation, but if we can get to your recommendations.
I\lllow Idhave used up 30 seconds of your time so we will add that on
the end.

Mr. Sora. I don't claim to understand a lot of this legislation and
funding, but I do know it doesn’t make sense for us to have worked
so hard for Rob to live at home and grow up with his family and
friends in the community, to spend taxpayers’ dollars for him to go
to school and learn how to live and work to his potential, if he is
then forced to sit at home or go to an institution. He will absolute-
ly disintegrate if he doesn’t have the love and support and ongoing
stimulation in his life.

United Cerebral Palsy has specific recommendations about the
technical aspects of the bill and those are included in the testimo-
ny. I know what Rob needs and what other young people like Rob
need—a home with other young people in the community with the
right kinds of care and support; specialized services, so that he can
work at a job he can do; with adaptive equipment like his own com-
munication device; and modifications to the bathroom; respite care
for us as long as Rob lives at home, with a minimum of 250 hours a
yearland a payment rate that will guarantee qualified, responsible
people.

This legislation will assure that Rob and our family will have
these specialized and individualized services that we need, when we
need them. }

We have spent 20 years helping Rob, and the mental, physical,
and financial burden has been great to us. If you don’t help him
now with this legislation, he will just sit and become inactive, and
so will many more who are like him.

I invite any one of you to come and help take care of Rob for a
few days and you will see our problems.

Senator CHAFEE. You have got 30 seconds more, so you can keep

going.
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Mr. Sora. That is it.

Senator Hrinz. Could I take 30 seconds just to commend Mr.
Sorg for being here? I know he comes down from my home town in
Pittsburgh. I am sorry I wasn’t here to welcome you when you first
came up, but I have read your entire testimony and Senator Chafee
will ensure that it is all part of the record.

Senator CHAFEE. Thank you very much, Mr. Sorg. That was ex-
tremely interesting and we appreciate your coming.

[The prepared statement of Floyd Sorg appears in the appendix.]

Senator CHAFEE. Mrs. Demichelis.

STATEMENT OF ALICE DEMICHELIS, BOARD MEMBER, NATIONAL
HEAD INJURY FOUNDATION, AND PARENT OF A HEAD INJURED
SURVIVOR, RESTON, VA

Mrs. DemicHELS. Before I begin, I would like to tell you that it
was at five o’clock yesterday afternoon that the White House called
and said that James Brady could not appear here today. He is
starting a new program. I did want him here. He is our honorary
spokesperson. ;

My name is Alice Demichelis. I am a Member of the Board of
Directors of the National Head Injury Foundation, a mother of a
son who sustained a head injury in 1980, and a full-time volunteer
for NHIF as their legislative liaison. Our family resides in Reston,
Virginia.

I want to take this opportunity to thank the Committee for invit-
ing me to testify on behalf of the National Head Injury Foundation
and wmyself regarding the importance of the Medicaid Home and
Community Quality Services Act. .

The National Head Injury Foundation was cofounded in 1980 by
Marilyn Price Spivack and Dr. Spivack in Framingham, Massachu-
setts. We have 18,000 members, 31 state associations, seven affiliate
chapters, 350 support groups nationally. We are a nonprofit agency
supported by membership due, fundraisers, and contributions and
grants.

Our membership is composed of families, friends, medical, social
service professionals, and survivors concerned with the well-being
of persons with a head injury. Until the establishment of NHIF in
1980, no single existing federal, state or private agency concerned
itself exclusively with the unique problems faced by the survivors
of head injury and their families. Until NHIF, this lost population
was silently and shamefully closeted away and inappropriately
placed in psychiatric institutions, schools for people with mental
retardation, or nursing homes.

Today, the NHIF proudly serves as the only advocacy organiza-
tion working to improve the quality of life for those persons con-
fronted by the silent epidemic. The number of deaths each year re-
sulting from trauma of the head is estimated at over 140,000. The
estimated prevalence of head injuries in the U.S. is 1.0 million to
1,800,000.

Even more staggering is the fact that 50,000 to 70,000 people a
year who survive with a serious head injury are left with intellec-
tual impairment of such a degree as to preclude their return to a
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normal life. These figures clearly reflect a problem of epidemic pro-
portions.

The Medicaid Home and Quality Services Act is legislation that
will help survivors of head injury and their families. With this bill,
there is hope for the future. The Medicaid Home and Community
Quality Services Act for the first time would make available the
community-based services essential to address the needs of those
individuals who have suffered a traumatic brain injury.

The availability of individualized community-based services
would eliminate current Medicaid practices which have resulted in
the inappropriate placement for survivors of head injury in nursing
homes or who, by default of services, have been left at home to the
care of their loving but inadequately prepared parents or spouse.

States currently spend approximately $2.6 billion for community-
based services, which is not matched by federal funds. Under this
legislation, 756 percent of those funds would be matchable. The
Health Care Financing Administration estimates for fiscal year
1989 show that 200,000 individuals would be eligible for communi-
ty-based services under current law.

Under the proposed Medicaid Home and Community Quality
Services Act, HCFA estimates that 1.4 million individuals, an in-
crease of 500 percent, would be eligible for community-based serv-
ices in fiscal 1989.

Opponents charge that Senator Chafee’s proposal would increase
the cost of providing Medicaid through this expansion. However,
the cost of traumatic brain injury is presently beyond the means of
most Americans.

To further stress the importance of this bill, I would like to add a
personal note. When my son Robert was injured in 1980, there
were no services for survivors of head injury. Our family became
the untrained case managers, psychologists, psychiatrists, and
social directors. In reality, we became his only friends.

For the first time in our lives, we were rendered helpless and im-
potent, at the mercy of the medical profession, employers, the in-
surance industry, who knew as little about appropriate treatment
and rehabilitation of head trauma as we did.

Our federal and state governments and agencies were unable to
provide guidance or services due to their own lack of knowledge of
this disability. While the situation has improved over the last
seven years due to the efforts of the NHIF and it supporters, there
is still a great deal more to be accomplished. Passage of this legisla-
tion would be part of these positive efforts.

The majority of our survivors, regardless of age, live at home and
desperately need community services. Throughout my written testi-
mony, the underscoring theme is that our son was discharged
home, to untrained parents and no community services.

This story is not unique among our survivors or their families. If
we had had the advantages of the kinds of services outlined in this
bill when our son was injured, he would be working today. There
are many other survivors of traumatic brain injury who have more
severe physical disabilities than our son, and many of them are
lying in nursing homes. Many could be more productive members
of their families and society with the availability of home and com-
munity-based services.
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One specific feature of this bill is of extreme importance to survi-
vors of head injury and their families. That provision would in-
crease the age of onset by one year each year after the age of 22.
Although many people are head-injured before the age of 22 and
would benefit immediately, there are many others that become
head-injured after the age of 22.

Few states use Medicaid monies for other than institutionaliza-
tion.

Senator CHAFEE. Mrs. Demichelis, in fairness I have to cut you
off. I have cut others off, and so we will have to draw the line
there. I appreciate your testimony and thank you for coming.

Mrs. DEmicHELSS. I just wanted you to know that we support this.

Senator CHAFEE. I got the message. -

di ['Iihe prepared statement of Alice Demichelis appears in the appen-

ix. .

Senator CHAFEE. Mr. Gilpin.

STATEMENT OF R. WAYNE GILPIN, PRESIDENT, AUTISM SOCIETY
OF AMERICA, DALLAS, TX

Mr. GiupiN. First of all, I have something in my hand here that I
would like you to read, if you can read it from there. It says, “Try
to imagine your child is five and has autism.”

For me and my son’s mother and half a million, over that
number, of people living in this country, we did not have to be
doing that. We did not have to be trying to guess what it was like
to have a child with autism. For us, it was terribly real and a tre-
mendous challenge.

Mr. Chairman, Members, it is an honor to be testifying for S.
1673. As President of the Autism Society and as the parent of Alex,
I want to thank you and Senator Chafee for the great step forward
this Act will be taking.

First, I would like to note that our group has passed a resolution
backing S. 1673 and making its passage our number one priority
for this year. We see this bill as tge natural step following P.L. 94~
142, picking up where the Education for All Handicapped Children
Act stopped, at the age of 21.

We see this doing for adults what 94-142 did for all of our chil-
dren. We are a parent-based group representing 300,000 American
citizens who have autism, many of whom are now adults. We, par-
ents, siblings, relatives, and friends, of persons with autism have
shouldered the tremendous burden of caring for our very special
children with love and with great, great sacrifice. But we can’t do
it alone. Government understanding and help is absolutely crucial.

We hope that Congress is now ready to take this great step for-
ward with this bill, an honest recognition that people with autism
can be helpful members of our society if they are included and not
excluded in the mainstream and given an opportunity to be using
those talents that they do have.

What we have found is that persons with autism greatly improve
when they are daily exposed to the regular community. Therefore,
for people with autism, our very best classroom is to be out work-
ing with regular folks. This historical lack of programs has had the
effect as recently as 10 years ago, of 95 percent of all adults with
autism ending up in large institutions.



41

Although this factor has changed somewhat since then, families
still face little real choice between putting their adult offspring in
an institution with uncertain aid, or keeping them at home with
few or no services.

When a child with autism is born into any family, not only is
that child handicapped, but the whole family is. Parents face loss
-of work; marriages are placed under tremendous stress; and as par-
ents pass away, brothers and sisters stop being brothers and sisters,
and they become guardians.

This bill would aid those people in meeting their loving inherited
responsibility.

In conclusion, just let me say that we are very much for this bill
and will do whatever we actually can to be helping you. I want to
thank you and your staff for all the work that has been done on it.

Thank you very much.

Senator CHAFEE. Thank you very much, Mr. Gilpin.

Ms. Nancy Ward.

STATEMENT OF NANCY A. WARD, TREASURER, PEOPLE FIRST OF
NEBRASKA, INC., LINCOLN, NE

Ms. WaRD. Senator Chafee, my name is Nancy Ward. I live in
Lincoln, Nebcraska and am representing People First of Nebraska.

People First of Nebraska is a self-advocacy organization. Self-ad-
vocacy teaches people like me who have a disability to speak out
for ourselves, after having people speak out for us. It also teaches
us about our rights and responsibilities.

People First has 400 members across Nebraska. As the name im-
plies, we want to be seen as people first, our disabilities second. I
am on the Board of Directors and Treasurer of People First. People
First has been in Nebraska for 10 years.

One of the rights we have as citizens is to tell the government
how we feel about issues that concern us. People First has very
strong feelings about S. 1673 because most of our members have
lived in institutions for a long time. So we understand what it is
like to live in hell.

The difference between living in an institution and the communi-
ty is like night and day. People are treated as people and not num-
bers. In the old part of the institution cemetery, graves are marked
with a person’s number instead of their name.

One of my friends now does things for herself. Example: She
learned how to feed herself and decide what she wants to eat, and
how to get dressed. These are some of the things that people said
they liked about getting out of that place. These are basic rights
that we have as citizens and that people take for granted.

We can understand why parents would want to put us in institu-
tions when that or keeping us at home was their only choice, and
how hard a decision that would be to make. We also can under-
stand why it would be hard to go through all that pain again by
letting us move into the community.

What we don’t understand is why society can’t see beyond the
brick and mortar and see us for what we are: people just like them.

With all the different programs-and community access people
have in today’s society, why is society so afraid to give us the
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chance to prove ourselves? S. 1673 would give us the money we
need to prove ourselves. We would be able to show our communi-
ties that we can learn how to live in our own homes and get jobs.
We can go to school, do things with our friends, go to the store to
buy groceries, and attend the church we want.

In closing, the most important things S. 1673 will do is allow
other people who live in institutions to learn what it is like to be
given the chance to see themselves as a person, what dignity of
risk is, making your own decisions, and doing what you want. If all
the above is done, then we will have been able to show society that
we are more alike than we are different.

I urge you to support S. 1673.

Senator CHAFEE. Thank you very much, Miss Ward, for that ex-
cellent testimony. We appreciate your coming here from Nebraska
very much.

Ms. CARNEY.

STATEMENT OF IRENE CARNEY, SPECIAL EDUCATION ADMINIS-
TRATOR, VIRGINIA INSTITUTE OF DEVELOPMENTAL DISABIL-
ITIES, RICHMOND, VA

Ms. CarNgey. Mr. Chairman, I appreciate the opportunity to
appear this morning, as have the other commenters. I am here in
three capacities: as a special education professional, as a member
of the Association ‘or Persons with Severe Handicaps, and as the
sister of a young woman who died in an institution at the age of 32,
even as my family and I tried desperately to move her into a com-
munity alternative.

On behalf of TASH I wish to thank you for holding these hear-
ings, and especially to thank you for your longstanding commit-
ment to the redirection of federal funding for the long-term care of
individuals with disabilities.

We are an organization of almost 7,000 parents and professionals
who advocate for community integration of individuals with severe
and profound retardation. Our members believe that communities
are for all people and that individuals with even the most challeng-
ing disabilities can and should live in their own community.

S. 1673 would afford a clear option for such community living to
a number of people for the first time, and we support this effort.

I must say, however, and I know that you know, our support is
not without reservation. When you first introduced the amend-
ments, the legislation mandated transfer of all long-term care Med-
icaid funding from institutional to community services within 10
years. We enthusiastically supported that movement toward com-
munity living.

Organizationally, we have struggled with the legislation since
that time for two major reasons. First, we feel that S. 1673 has
compromised the total transfer of funding from institutional serv-
ices. People with the most severe disabilities are in the greatest
jeopardy of being the residual population, and TASH has grave
concern with this fact.

We also have serious concerns with the prov1swns that allow as
many as 15 people to live together under this bill as a qualified
community living facility.
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In spite of our concerns, we believe this legislation to be a strong
first step. I would like to highlight for you the provisions which we
believe are especially important. They include the broad definition
of people who are eligible for services. We support the establish-
ment of strong federal standard for quality care and we especially
applaud the inclusion of a prohibition for the use of aversive tech-
niques for behavior intervention.

We support as one of the strongest and most important pieces of
the legislation, the freeze on current institutional funding. This is
the only mechanism that will really begin to provide new options
in a number of states. We urge the Subcommittee to hold fast to
this provision.

Our support is based on our concern for the people with whom
we work and live. My personal support is based on my experience
with my sister Peggy, who lost her chance to ever experience life in
the community. Peggy was labeled profoundly mentally retarded.
You have seen in my written comments, Senator Chafee, some his-
tory of our family’s experiences of seeking but failing to find com-
munity services.

I feel, in response to earlier comments this morning, that I would
like to comment, instead of detailing that history, that in our expe-
rience her institutionalization was necessary only in the absolute
absence of the alternatives for community living and support to
our family and our home community.

I would very strongly and without qualification assert that-it was
neither an appropriate nor a beneficial part of the continuum of
services in Peggy’s expericences.

Three years ago this week, Peggy died of cardiac arrest in Polk
Center, which is the 1980s name for Polk State School and Hospital
in Polk, Pennsylvania, two hours from my family home. She died of
a heart condition that is now routinely and successfully corrected
by surgery. In her case. however, it had gone undetected and then
misdiagnosed for too long, such that surgery became unavailable at
the time that our family scught private consultation and a correct
diagnosis.

A week before Peggy’s death, I received a letter from a small
ICF/MR to which I had applied for the third time over a 10-year
period for her transfer. Her acceptance was denied on the basis of
her medical fragility. Peggy had been in Polk since 1960 when our
mother had died, and our father found it difficult and impossible to
care for her special needs as well as the needs of the other four
children in our family.

We tried for 10 years previous to her death to have that place-
ment changed. We were not su