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COMMUNITY AND FAMILY LIVING
AMENDMENTS OF 1983

MONDAY, AUGUST 13, 1984

U.S. SENATE, .
SuBCOMMITTEE ON HEALTH,
COMMITTEE ON FINANCE,
Minneapolis, MN.

The subcommittee met, pursuant to notice, at 2 p.m., at the
Louise Whitbeck Fraser School, 2400 West 64th Street, Minneapo-
lis, MN, the Honorable David Durenberger (chairman) presiding.

Present: Senators Durenberger and Chafee.

[The ‘press release announcing the hearing and the opening state-
ment of Senator Dave Durenburger followszf

(Press Release)

SENATE FINANCE SUBCOMMITTEE ON HEALTH ScHEDULES A REGIONAL HEARING ON
CoMMUNITY AND FAMILY LIVING AMENDMENTS OF 1988, S. 2053

Senator Dave Durenberger (R., Minn.), Chairman of the Subcommittee on Health
of the Senate Committee on Finance, announced today that the Subcommittee will
ht?ll% 8asregional hearing on 8. 2053, the Community and Family Living Amendments
0 )

The hearing will be held on Monday, August 13, 1984, beginning at 2 p.m. in the
Auditorium of the Louise Whitbeck Fraser School, 2400 West 6th Street, Minneapo-
lis, Minnesota.

In announcing the hearing, Senator Durenberger noted that “Federally su%ported
long-term care programs for the elderly and disabled traditionally have emphasized
institutional care. As part of our ongoing hearings on long-term care, the Subcom-
mittee is interested in the development of an integrated long-term care delivery
system which provides an appropriate level of care, in an appropriate setting, on a
cost-effective basis. The provisions of S. 2058 provide a basis on which to begin our
examination of ways to provide for the long-term care needs of the Nation’s disabled
population. 8. 2053 would seek to provide more individualized services for the se-
verely disabled by shifting Federal medicaid funds from institutions for the disabled,
primarily intermediate care facilities (ICF's) and ICF's for the mentally retarded, to
community-based settings.”

Senator Durenberger stated that the Subcommittee is interested in hearing from
States in the region, providers, and consumers, The Subcommittee is particularl in-
terested in comments on the possible benefits to be derived for the disabled and the
medicaid program as the result of the proposcd shift to community-based care; the
feasibility and obstacles to providing such care; and the experience available from
:gcisting arge institutions caring for the disabled as well as community-based facili-

1e8.

OPENING STATEMENT BY SENATOR DAVE DURENBERGER

I wish to thank you all for putting up with the tight timeline and coming here
. today to participate in this hearing on S. 2053, “The mmunitg and Family Living
amendments” sponsored by my dear friend and colleague, John Chafee. Like the

1)
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hearing held in Washington last February on Senator Chafee’s bill, this hearing has
provoked a lot of discussion and raised a lost of concerns.

I think we all agree that funding for services for the mentally retarded and devel-
opmentally disabled should be structured so each individual will get the highest
quality care in the most apﬂropriate setting. Where our witnesses will disagree
today is on the definition of the “most appropriate settinf.” We will hear a variety
of viewpoints from our witnesses today and I hope we will all take away a sensitivi-
ty to the varied opinions on this very important issue.

We cannot avoid the issile of cast when discussing government funding financial
assistance for the mentally, retarded and other disabled persons. And Medicaid ex-
penditures for Intermediate Care Facilities, a primary source of care for this popula-
tion group, has become Medicaid's fastest growing category of expenditures, rising
from less than $200 million in 1973 to almost $4 billion in 1983. Expenditures for
ICF/MRs have increased at an average annual rate of approximately 84 percent
from 1976 to 1981, more than double the 16 percent increase for all nursing home
;.'tare expenditures and almost triple the annual growth rate for all Medicaid expend-

ures.

There are, however, no easy answers. I look forward to hearing from the wit-
nesses today to hear about the state and community activities in providing and
paying for services to the disabled. We will also hear from providers, researchers,
and even recipients of care. I hope you will help us think through how we can
ensure that the government Yays the best price for the highest quality care in the
appropriate setting. I thank all of you for coming this afternoon and taking the time
to explore the proposal before us.

Senator DuReENBERGER. Could I have your attention, please?
Before we open the hearing we have a couple of housekeeping
things to do. One, we have one row of chairs in the front row which
isn’t for the ushers, it's for the witnesses. So if there are any wit-
nesses who are sitting back there, if you would, come up and take
one of these chairs. It will facilitate the flow of the meeting.

Second, for those who are witnesses, the witness table right there
is what you will be going to, and there are four mikes plugged into
our friend from Washington here, our stenographer, who is makin
his very first trip to Minnesota at an advanced age. Let’s all wel-
come him. [Applause.]

He is really a very tolerant guy, because he is the main fellow
for the Senate Finance Committee, so he has heard a lot of head-
aches come and go, but he’ll never tell a secret. [Laughter.]

But in the middle of the three witnesses is the only mike that is
part of the amplification system. So if you want everybody else in
the room to hear what you are saying, you'll have to use that mike.
It will mean we will just move it around as we go from one on the
panel to another.

“ Do we have most of our witnesses up front here? We haven’t
missed anybody?

I think I may just start. I think John is going to be here an
second, and I'l! introduce him when he comes. He is on a toug
time schedule today.

Let me just bring the hearing to order for the sake of the record
and indicate to all of the witnesses, in addition to the logistics here,
we have written statements from almost all of you, and maybe
those who we don'’t have statements from brought their statements.

Those statements will be made a formal part of the hearing
record that actually started with our first major hearing on 8. 205
in February of this year. So you needn’t worry when you get up
there behind the mike that you are going to forget something, be-
cause it is already going to be made part of the record.
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We have asked you to limit your formal statements to 5 minutes,
and when the 5 minutes are up, since I'm not up for reelection, I'll
be the mean guy and tell you to stop talking and I'm sorry. And
that way both of us, and particularly mf' colleague here, will have
the opportunity to ask questions, to amplify on the record.

Let me begin by thanking all of you for putting up with the tight
time line that we had in putting this hearing together and for
coming to participate in the hearing on S. 2053, which is called the
community and family living amendment, that is sponsored by my
dear friend and colleague John Chafee from Rhode Island who is
here on my left.

John in his past life decided to be Secretary of the Navy which I
don’t think has much to do with retardation except its critics. John
was also a Governor for a number of years. In fact I first met John
when he was Governor of Rhode Island at the same time that
Harold Levander was Governor of Minnesota, and those of us and
particularly those of you associated with MARC were so involved
In our deinstitutionalization and community living efforts here in
this State in the late sixties. So he has that additional background.

The bill is his. He is responsible for all of the thinﬁs you like and
don’t like about it. And I think all of us can agree that funding for
services for the mentally retarded and the developmentally dis-
abled should be structured so that each individual will get the
hi%xest quality care in the most appropriate setting.

here our witnesses in Washington and other parts of the coun-
try and here tend to disagree is on what is the most appropriate
setting for each of these individuals.

So today again we will hear a variety of viewpoints from our wit-
nesses, and I hope we will all take away from this hearing a sensi-
tivity to the varied opinions that all of us can have on an issue
that is this sensitive.

We cannot avoid the issue of cost when we talk about it, much as
we don’t like to talk about those sorts of things, when we talk
about government fundirag of long-term care services.

As you know, medicaid is the principal source of Federal finan-
cial assistance for the mentally retarded and other disabled per-
sons, Medicaid expenditures for intermediate care facilities, a pri-
mary source of care for this population group, has become medic-
aid’s fastest. growi’n% cate%ory' of exgenditures, rising from less than

200 million in 1973 to ulmost $4 billion in 1983. Expenditures for
CF/MR’s have increased at an average annual rate of approxi-
mately 84 percent from 1976 to 1981, more than double the 15 per-
cent increase for all nursing home expenditures, and almost triple
the annual growth rate for all medicaid expenditures.

There are, however, even in those statistics, no reasons not to
find better way to deliver services, and there are certainly no an-
swers just in those statistics as to how to do it.

I look forward to hearing from the witnesses today to hear about
the State and community activities in providing and pa‘ying for
services to the disabled. We will hear from providers, from re-
searchers, and even from recipients of care.

I hope you will help us think through how we can ensure that
the Government pays the best price for the highest quality care in
the most appropriate setting.



4

And I thank each of you, including the many who are not going
to be testifying here today, for taking the time to help us explore
this proposal.

With that, I will introduce my colleague Senator Chafee for his
opening remarks.

Welcome, John, to the State of Minnesota.

Senator CHAFEE. Thank you very much, Senator Durenberger—
Dave—for having this hearing and for inviting me out. I want to
say you've got a lovely State here, and anybody who doesn’t come
to visit Minnesota should do so.

Also, I want to join in thanking all of the witnesses for coming. I
know that some have traveled a good distance. Some will be unable
to testify, because we had many more reguests to testify than we
had time for; but we did the best we could. I believe the witnesses
we will hear today represent a good cross-section of views on the
bill and the opportunities it presents.

Now, understandabhy, this bill has a high degree of controversy
in some instances and understandably has evoked a good deal of
emotion. Many critics of community-based homes for severely dis-
abled and retarded citizens it seems to me are reacting not neces-
sarilir to the idea but many have deep fears as to what the future
will hold.

I do want to make it clear that the purpose and the questions
raised by S. 2053, the bill, are not whether jnstitutions are bad but
whether we can provide better care for those with severe mental
and physical impairments.

It seems to me there is a strong historical bias toward caring for
children and adults with mental and physical impairments in large
institutions; that's the way we’ve done it, and many people feel
that’s the way we should continue lo do it. And this bias toward
the large institutions, of course, as Senator Durenberger has men-
tioned, is reinforced by medicaid reimbursement.

Simply because the bias exists, however, is no reason to ignore
alternatives. Last November I introduced this legislation to provide
a focus to the debate about the best form of care for the retarded
and disabled. I think if everybody can keep their minds on that
goal—what is the best form of care we can achieve?

There have been many discussions and numerous State court
battles, but no national forum has existed to consider the experi-
ences and needs of these individuals.

This legislation has provided the first major national forum
where all interested persons from every State can come forward
and discuss our national system of care for the severely disabled
and mentally retarded. We will have other hearings in other parts
of the country as well as here.

I chose the approach outlined in 2053 because I know that it will
work. It is not simply some idealist’s dream to believe that these
individuals can flourish in a community setting regardless of the
severity of their disability. It's a fact. We have seen it particularly
in my own home State of Rhode Island as well as other parts of the
country, where community care is working effectively.

States that have implemented this revolutionary system of care
have shifted the emphasis of care to the individual, where it should
. be. Proper medical care is provided, as well as privacy, dignity, and
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room to grow and flourish. Supervision is focused nct on keepin
people quiet but on individual needs and. fulfillment of individua

otential. I think that is one of the key themes here: How can the
individual most reach his or her maximum potential?

Now, no system is perfect. Many States have attempted to
achieve a broader based community program and have gailed. The
causes of these failures are frequently cited in the testimony we
have had, and in the letters and communications and meetings I
have had. It seems to me they have arisen because of inappropriate
settings, inadequate or improperly untrained staff, not enough
funding, and the list goes on. \
I welcome these criticisms, but I do not accept the conclusion

that is too often drawn, which is, “See, it simply won’t work.” It
:gems to me we must address why it didn't work in those situa-

ions.

In most cases of failure, State planning and funding were inad-
equate. Those are exactly the reasons why this bill is so important.
S. 2053 provides the means and the incentives to accomplish the
goals of a higher quality of life for individuals with severe mental
and Khysical disabilities.

When we introduced 2053, I said at the time and have repeated
that this is a first step., Better options will no doubt emerge as we
continue to discuss this program; this bill is not written in con-
crete. Otherwise, there would be no purpose in having these hear-

1ngs.

%Ve came here to learn, to receive suggestions from everybody
here as to how we can do it better, and those suggestions will be
incorporated into the legislation. But we've got to start somewhere,
and this is the base.

I am willing to work with those who have legitimate concerns in ~

order to get a bill passed which will be acceptable to most and ac-
complish the goal of providing a more comprehensive and humane
system of care for the severely disabled and retarded.

My bill presents a challenge to all of us. The hope of a better
future is one of the hallmarks of the American experience. For dis-
abled and retarded Americans, that is what this debate is really all
. about—the hope and the optimism that their future, like the fu-
tures of the rest of us, can and will be better. I hope we can all rise
to the challenge and improve this legislation, and make it work,
and zee the beginning of a new era—an era in which we can ali be
proud.

So, again, I thank you for coming, and I thank you particularly,
thnator Durenberger, for arranging this. I look forward to the tes-

imony,

Senator DURENBERGER. Thank you, John,

Our first panel will include Bradley Hill, University of Minneso-
ta Center for Residential and Community Services, Minneapolis,
MN, who is here on behalf of Dr. Charles Lakin; and Mr. William
Cogeland, Copeland Associates, Minneapolis, MN. _

entlemen, I thank both of you for being here. As I indicated
earlier, your full written statements will be made part of the
record, and we trust you will be able to summarize from each in §
minutes. .
Mr. Hill,

. -
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STATEMENT OF BRADLEY HILL, UNIVERSITY OF MINNESOTA,
CENTER FOR RESIDENTIAL AND COMMUNITY SERVICES, MIN-
NEAPOLIS, MN

Mr, HiLL. Thank you, Senator.

I am Bradley King Hill from the Center for Residential and Com-
munity Services at the University of Minnesota. I am presenting
remarks today that Dr. Charles Lakin and I prepared—Dr. Lakin
had to be out of town. -

Our research center was established in 1976. Since that time we
have completed many national studies pertaining to residential
services for mentally retarded people in the United States. Our
findings come primarily from the Administration on Developmen-
gll Disabilities and from the Health Care Financing Administra-
tion,

I would like to add parenthetically, also, that I am a foster
parent for a severely retarded young lady and an active member of
our local association for retarded citizens.

In 1977 in one of the center’s first studies, we gathered data from
more than 6,000 residential facilities, including State institutions,
group homes, and specialized foster homes. In 1979 we sent inter-
viewers to 75 institutions and 161 community residential facilities
across the Nation. The interviewers gathered detailed data about
facilities and about more than 2,000 meni:lly retarded residents,
their abilities and disabilities, the services they needed and the
:iervices they received, and their family, social and leisure activi-

es.

Two years ago, in 1982, we completed a national survey of over
15,000 public and private residential facilities and specialized foster
homes throughout the United States.

We at the Center for Residential and Community Services are in
general support of S. 20563. The prevailing attitudes and preponder-
ance of research we feel favors small facilities. Little or no re-
search seems to favor large facilities over small ones.

Among existing ICF MR's, the trend is already toward smaller
facilities, albeit’ very slowly. The 10 to 15 year implementation
period for S. 2063 would not be destructive to the service system,
we don't feel. The current ICF MR program has evolved over a
similar time period.

We have been unable to find bases for any claims we have heard
of dumping made by people who are apprehensive about S. 2053.
Over 8 years we have had frequent contact with each of the 50
States, and we haven’t been made aware of a single instance in
which mentally retarded people have been released without ade-
quate provision of services. \

We have found that there alieady are, many small community-
based facilities that serve the same health care needs, the same
problem behaviors and handicaps, and the same severities that are
currently served in institutions. The problem has been one of limit-
ed availability of community residences such as these.

We like S. 2053 because it does not limit access to funding from
medicaid funds according to the numbér of ICF MR beds the States
already have.
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Today I would like to discuss in most detail the cost conse-
?gggces of the Community and Family Living Amendments of

As presently written, we believe that as many as 1 percent of the
U.S. population, or approximately 2.3 million people, might be eli-
gible for ICF MR services. Other estimates range from 625,000
people to 1.2 million people. This would result in a tremendous cost
shifting from States to the Federal Government. We are not saying
that this cost shifting would be inappropriate, but we do feel it is
important that you realize the implications of S. 2063 as.it is cur-
rently written.

The historical Problem with ICF MR funding is that it is based
on locus of care. It is a Medicaid bed that is certified, and virtually
anyone can be placed in a certified bed and therefore be eligible for
medicaid reimbursement. The rgportion of mildly und moderately
retarded people currently in ICF MR programs varies from less
than 1 percent in some States to 42 percent here in Minnesota. S.
2053 as presently written would change medicaid’s focus to individ-
uals; however, it would permit funding for a large number of devel-
opmentally disabled peoi)le.

There are currently 243,000 retarded peo le in State licensed res-
idential programs; 143,000 in ICF MR’s. Those are 1982 figures,
which are the most current available.

There may be an additional 160,000 developmentally disabled

ple in generic programs such as nursing homes, foster homes,
oarding homes, and as many as 2.3 million in all.

Senator DURENBERGER. Brad, we are right at 5 minutes, so you
are going to have to come to the conclusion.

r. HiLL. OK.

We think one solution to the eligibility problem would be to
focus on resident characteristics. If severely or profoundly retarded
people were served, for example, everyone currently in residential
care could be served under medicaid with no net increase in cost.

Thank you very much,

Senator DURENBERGER. Thank you very much.

Bill Copeland. .

STATEMENT BY WILLIAM COPELAND, COPELAND ASSOCIATES,
MINNEAPOLIS, MN

Mr. CopeLAND. Thank you.

Senator Durenberger, Senator Chafee,

My name is Bill Coriveland. I am a resident of Minneapolis. I have
been working on problems of financing and program in health, edu-
cation and welfare services for the poor and disabled population
since the late 1950's. I have worked on these problems at the Amer-
ican Hospital Association, the Sister Kenny Foundation, the Urban
Institute, sometimes at the Hubert Humphrey Institute of Public
Affairs at the University of Minnesota, and as a private consultant.

In the mid-1970’s it became clear to me that with the plethora of
Federal programs and with the phenomenon of intergovernmental
obliviousness in budgeting that characterizes the national legisla-
ture and the various State and county leg\islatures, that we simply
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could not make rational decisions about budgeting for human serv-
ice populations without a different approach. ‘

My own solution was one that said, “Let us use a continuum of
services budget for each clearly defined human services popula-
tion—frail, aged, mentally retarded, mentally ill, child welfare pop-
ulations, and so on. We would develop a list of levels of care,
number of persons to be cared for in each level of care, the cost of
each level and the contribution of each major funding group such
as the county, State, and Federal Governments. That allows us to
concentrate on one group at a time, with a homogeneous politics,
so that we don’t have to worry about dealing with aging, mentally
retarded, child welfare, and other advocates all at once in working
on the budget. By being able to list every level of care, we find
where the people are, what the flow is, what it costs us now, and
what it is liable Lo cost us. Thus, we are able to provide to a given
legislature or agency at every level of government a rational basis
for making some decisions on funding.

If we organize our' knowledge this way, our possible options get
much clearer. I have appended some studies on the MR population
which I started in the early eighties and which were given to
people on the Hill, in DHS, and at OMB, and some of the conclu-
sions that emerged from those studies were as follows:

The more restrictive end of the MR continuum is also the most
expensive.

The intergovernmental fiscal incentives which existed at the
time of the analysis and which still exist to some extent, despite
the waiver movement, and which S. 2053 seeks to change behave in
odd ways:

First, Federal funding is actually fairly uniform across the whole
continuum; but the funding we see if ‘we are in a State legislature
is medicaid, which by the way is up around $5 billion now for ICF
MR for 1985. And if we can only work with medicaid, the incen-
tives of medicaid until we got the waivers were running toward in-
stitutions. So the perceived incentives for State legislatures, with-
out additional information, were that they should put the money
into institutions.

The next conclusion was that nobody is in charge of the other
large and important pieces of funding for the MR; that is, for the
4.3 million severely disabléd people under Social Security we spend
about $65 billion in Federal funds alone, and there is no targeting
of that funds for rehabilitation, there is no policy on that money, it
is simply spent in several operations that don’t talk to each other.

The next major conclusion: Radical deinstitutionalization will
save the United States several billion dollars per year. We issued
that result in 1980, we were channeled on it later. After that we
found studies in three States in which we could show theat our con-
clusions from the model we used were pretty much on target.

Therefore, since my time has run out, I will simply state that in
general we support the objectives of 2053. There are some problems
with it; we have written about those in our testimony. Thank you.

Senator DURENBERGER. Thank you very much.

[Mr. Copeland’s prepared testimony follows:]



TESTIMONY BEFORE THE SENATE COMMITTEE ON FINANCE, S. 2053, MINNEAPOLIS,
MINNESOTA, AUGUST 13, 1984

My name is William C. Copeland, I am a resident of Minneapolis,
and I have been working on the problems of financing and program of
health, education, and welfare services for poor and disabled popuiations
since the late 1950's. I have worked on these problems at the American
Hospital Association, the Sister Kenny Foundation (now Interstudy), the
Urban Institute, and as a private consultant.

In the mid-1970's, it became clear to me that -- given the
plethora of funding sources, the many levels of government, and the
multiplicity of private and public agencies involved, -- we needed a
method which would allow us to deal in a budgetarily, politically, and
programmatically orderly way with the financing of human services.

My own solution was the use of a continuum of services budget
for each clearly-defined human services population. For cach group --
the mentally retarded, the mentally 111, the physically handicapped,
the frail aged, the population of children in trouble, the correctional
populations, and the able-bodied poor -- we would develop the list of
Tevels of care, the number of per-ons be cared for in each level, the
cost_of each level and the contribution of each major funding group.
This approach has a number of advantages. It allows us to concentrate
on one group at a time, with its own rather homogeneous politics, its
own provider and advocacy groups, its own competing levels of care,
and its own competing care technologies. By being able to list every
level of care, every person in the care population, every person in
the underlying population a% risk, every cost for a person's care --
wherever spent, and every source of payment regardless of whether it
is in a given legislature's or agency's budget or not ., we are able
to provide the basis for every legislature at every level of government
and every executive at every level of government to make decisions about
a particular target group in a way that allows a full understanding of
program and fiscal (and, implicitly, political) impacts of one's own
funding and program decisions. )

If we organize our knowledge this way, our possible options
become much clearer. When we organized our knowledge this way for a
continuum of care for the mentally retarded (see the appended memos), a
number of remarkable conclusions emerged from the analysis. They fncluded
the following:

1. The more restrictive end of the MR continuum is also the most
expensive.

2. The intergovernmental fiscal tncentives which existed at the
time of the analysis, which still exist to some extent, and
which S. 2053 seeks to change, in part, behave in odd ways:
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a. Federal funding is fairly uniform along the whole
continuum; however, :

b. State legislatures and executives have the responsibility
for constructing and changing the relative emphasis of
the continuum of care (e.g., put less into institutions,
put more into small community ICF-MRs, put more into family
support programs). However, the only clearly identifiable
Federal program they can work with is the ICF-MR part
of Medicaid, which now runs at about $5 billion per year.
The incentives in Medicaid have traditionally run
toward large State institutions. So, the perceived
incentives of State legislatures, prior to the comin
of the home and community services waivers in the 1981
0BRA, ran toward institutional care.

c. Nobody is in charge of the other large pieces of funding
for the MR. That is, the billions that go to the community,
through SSI, SSDI, and Medicare, are Federally administered;
and, there is no explicit Federal policy informing the
use of these funds. (Example: for the 4.3 million
persons on SSI and SSDI, the Federal government pays out
$52.5 billion per year, as of fiscal 1985 for SSI, SSDI,
Title 18, and the Federal portion of Title XIX; all of
this money is untargeted with respect to both medical
and vocational rehabilitaticn, in spite of the clear
cost-effectiveness of both). At the same time, large
amounts of funding are hidden in over-aggregated Federal-
State accounts (which States might use creatively, if they
knew those amounts were there), in Title XIX, Title IV-A,
and Title IV-E of the Social Security Aqt. (Example:
About 5600 children in foster family care in New York
State under the Department of Social Services have
measured 1Q's of less than 70; this is the case in
virtually every State; New York has done the research
to find these children, so that they can build an
appropriate program). As a result, no one, except in
those States who have begun continuum budgeting, can
make decent decisions about the care of the DD/MR
populations. Those States which have begun the 1915(c)
wal¥er process are clearly on the road to such decision-
making.

Radical deinstitutionalization will save the United States
several billion dollars per year. This arises from the
fact that the total cost of community ICF-MRs is about 75
percent of care in State institutions; the total cost of
program for persons in non-medical community residential
programs fs about one-half of the cost of State institutions;
the average cost per person in the community, over all
persons, s about 3/8ths of the average cost in the
institution. The community costs include everything --
residential, wedical care, education, transportation, social
support, and leisure-time costs, so that community costs
and institutional costs can be equitably compared. In our
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original 1980 paper, Iversen and 1 used rather fragmented

data to develop our simulations.  When challenged on the

realism of the assumptions in our model, we took later continuum
data from three detailed State studies -- Minnesota, I11inois,
and Ohfo -- to test them. An additional memo laying out the
data is appended to our testimony. The data from those three
States make it appear that our original assumptions were
largely correct.

The "woodwork" effect, if it occurs, will not be very large,
for two reasons: there aren't that many more who are not
currently in care; and the effect of community care, so far,
has been to, 7ossibly, lower the numberin’ out-of-home care,
not increase it. The current public-investment MR system
includes about 1.2 million persons, about 350,000 of whom
are currently in out-of-home care. If we look at the
underlying population, there cannot be more than about 1.6
million persons (most of whom less severely disabled, if they
can be classed as severely disabled at all). Thus, the
population-at-risk is no more than 400,000, and is more
1ikely about 100,000 to 200,000. Second, the effect of new
community services in the 1970's was to hold the out-of-home
care population to the same level in 1982 as in 1977. The
paper by Brad Hill, et. al. would seem to indicate that the
effect of new services in the 1972-1977 period (i.e., the
new services radically increased the average age of movement
from home into residential care -- from a median age of
about 11 to one.of 17, over a very short period) was carried
on into the 1980's (see my attached paper on the fiscal

.. effects of this change). Thus, if there is a woodwork

effect of new community services, there is also an opposite
effect, with the net result of holding out-of-home care
members stable. '

The basic conclusion: Since institutional services are more
expensive than community services, and since changing the mix
of services from a higher to a lTower institutiord emphasis
does not have serious effects on the total numbers receiving
some form of public investment, then a move to substitute home
and community services for institutional services can only
result in fiscal savings.

fmplications for S. 2053.

S. 2053 is a major step on the road to the restructuring of
incentives in the MR system in the right direction, and

we should move a version of that bill into law. Within this bill,
there are a number of changes that might be desirable. A

number of them were developed by the National Associfation

for Retarded Citizens. I would add two more.

‘Over the past years, in every state, we have had to contend

with those who argued for institutions because of the job

39-791 O - 85 - 2
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needs of the institutional employees. Many, though not all,
of those arguing in favor of institutions have (spoken or
unspoken) the economic interests of the more than 200,000
employees of these institutions in mind. It is a problem which
can be resolved. Following the example of Rhode Island and
New York, I have argued that there is a natural future role
for institutional employees, if they are willing to do
community care development of family-scale programs, within
reasonable distances of current institutions. If we develop

a technique of set-asides of a significant fraction of current
Jobs for institutional employees, put strong retraining

and continuing training incentives into our rate-setting
systems, and move toward a role of the institutional employees
concentrating on the more handicapped clients (for whose

care they are now most responsible, because of an historic
creaming policy in moving MR clients into the community, we
would then have converted the incentives of the major

holdout group to a family-scale program approach. In Minnesota,
as Mr. Beer of AFSCME will note in his discussion, we are
going to test out such an approach. If it succeeds, we

should have our institutions closed more quickly than the

ten years called for in the bi1l. I would add to the bill

a provision for planning and study grants to State for
planning the orderly movement of State institutional

employees into community programs. The level of funding
should be $200,000 to $500,000 per State, depending upon

the size of the State system.

The second change would be to possibly consider taking
institutions of 15 to 75 beds out of the bill. It seems to me
clear that the case has been made on the fiscal and programmatic
i11s of the larger institutions. It does not seem the same
for the mid-size institutions. We have some good indicative
data on these institutions, but a clear case remains to be
made on changes here. Instead, we should be financing a
five-year program of well-designed studies of the 15-75-bed
institutions, along the general lines of the studies carried
out by Jim Conroy of Temple and John Ashbaugh of the Human
Services Research Institute in Boston.

&

S. 2053 is concerned only with Medicaid financing, and -- as -«
such -- does not go far enough. Its passage should be

regarded as the basis for moving into a full continuum
financing approach by the federal government. That is, the
studies and reports defined by S. 2053 should be extended
to_include data on all publicly-supported MR/DD persons, at

all levels of care, and regardless of public sources of
payment. Thus, children on 94-142 programs, persons

receiving SSI, SSDI, Wedicare, Title IV financing, vocational
rehabilitation services, crippled children's services, food
stamps and other nutrition programs, housing assistance,

Title XX funded services, State, county and city-funded
services should all be fncluded in each State's work on
arriving at a manageable continuum of care. Once such
estimates are made in a fairly reliable manner, the Congress
can then consider the development of a full capitation
or prospective payment system for the States, for the MR/DD
goggla?ion -- with adequate incentives for community program
uilt in.
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Senator DURENBERGER. Brad, Bill Copeland said in his testimo-
ny—I think it was in the written part of his testimony—that we
should not expect increased caseloads under S. 2053. You observed
that there probably would be increased Federal costs in the imple-
mentation, since it would be obvious that utilization was going to
rise. Could you try to explain that difference in your testimony?

Mr. HiLr. I think so.

The use of ICF MR today has been largely a matter of State
policy. Some States use it widely; some States don’t use it at all.

Under S. 2053 we think also it would be made largely a matter of
State policy, and that there wouldn’t be anything to prevent States
from incorporating their entire case management programs for all
handicapped, all severely developmentally disabled people under S.
2053 to pull in a lot of day programming, a lot of all kinds of serv-
ices, for basically anyone that they deemed appropriate.

Senator DURENBERGER. Bill, I want to thank you for some com-
ments that you made about the multiplicity of Federal programs
and the fact that we've got varieties like SSI, SSDI, medicare, child
welfare, title IV, this whole thing, because it has been sort of a
problem for me the last couple of years in the health area, whether
I go into maternal and child health or I go in this area. We are
dealing with a Social Security Act that was originally passed back
in the early 1930’s and sort of incrementally got added onto, but
nobody ever seems to go back and try to integrate what it is we are
trying to accomplish in that act. To the degree to which you can
encourage us that there are opportunities to spend our money
more wisely by perhaps just reexamining the authorization that we
provide and aiming it at the kinds of population and needs we are
trying to serve, that would be helpful to us.

Do you want to amplify a little bit on your comments?

Mr. CoPELAND. Yes, Senator. Thank you.

First of all, on the difference between Brad's and my esti-
mates——

Senator DURENBERGER. Oh, I wasn’t going to give you a chance to
say that. [Laughter.]

Mr. CopeLaND. The difference really resides in the fact that the
bill as written is rather open on eligibility, and my own assump-
tion—unstated because of time—is that we would use an SSI or
SSI-like definition. As long as we use that, I think we have quite
afc‘lfequate control and that we are not going to get a woodwork
effect.

Second, in deciding how to work more rationally with the budg-
ets for MR, the chronically mentally ill, the frail, aged, and so on—
it seems clear to me there is an early-on information strategy that
you can follow, and that is to expand on the information strategy
that is not doing so well, that is better than anything we've got,
that we find in the waivers, the home and community waivers. Es-
sentially, ask the States to divvy up the medicaid into its proper
programs. Medicaid is not one program; it's about six programs,
and those should be reported. They should be reported to the Feds,
they should be reported to the legislatures.

To some extent, HCFA is working on this in the so-called tape-to-
tape project, and that I think could be encouraged, strongly encour-
aged, so as to give you a better feeling of what you’re supporting.
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Second, I think that HHS should be encouraged strongly, because
it would have to be strong encouragement to get it done, to start
linking the populations that they deal with in SSI, SSDI, medicare
and medicaid; otherwise, until they do work on a linked informa-
tion and budget basis, on your committee you will never be able to
really know quite what you're doing.

Senator DURENBERGER. Thank you.

John?

Senator CHAFEE. Mr. Copeland, in your testimony on the bottom
of page 2 you say that your conclusions are that the residential
programs probably cost about three-eighths of the average cost in
an institution. How did you arrive at that figure?

Mr. CoperLAND. With our first simulation, a paper which is enti-
tled “A Policy Memo,” we did that with very fragmented data from
Nebraska, western Massachusetts, and Franklin County, OH, and
Minnesota, where we did have good data. Later we were challenged
on whether our model had any reality by Mr. Geddings of the MR
coordinators.

So we took three studies that we had done which were extremely
detailed. In Ohio, Illinois, and Minnesota we did a very precise
study of all funding, of all levels and all people in the continuum.
There is a discussion of that in larger testimony that I mailed to
the committee.

There we found that our estimates of three-eighths for the aver-
age unit cost for the community versus the institutions’ 1.0 of costs
were, if anything, slightly high. The community is probably 33 to
356 percent of institutions, on the average, as now run.

nator CHAFEE. Well, that is a very important figure, and I
might be getting back to you later on that, because obviously, as
Senator Du{*enberger mentioned, the cost figure in this is not the
objective in'the program; the objective is to get the best possible
care. But if you can get the best possible care at a reduced price,
then you've really got something.

You mentioned also on page 4 that you felt perhaps institutions
of 15 to 75 beds should be taken out of the bill. That seemed to be
an indication on your part that they have a different roll? Could
you expand on that briefly?

Mr. CopeLaND. Thank you, Senator. From my own personal point
of view, I think that the bill is right, going down to the below 15.
However, it seems to me that the case is pretty well made on the
large institutions. If we go through the whole literature, look at
what has been done, the few tight studies and the many other stud-
ies that aren’t so tight, the evidence seems to be that the State in-
stitutions really should be replaced. However, we don’t have that
kind of a case done in research on thé medium-sized institutions.

So I only suggest that, because I don’t believe that adequate re-
search and discussion, public discussion, has been made in that
area.

Senator CHAFEE. All right, fine.

Well, thank you both very much for coming. We appreciate it.

Senator DURENBERGER. Before the two of you leave, I have one
general question, since you both know the Minnesota situation, and
the Commissioner of the Minnesota Department of Human Serv-
ices who submitted a testimony is not going to be able to be here to
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r«(a)spond to his opposition on behalf of the State to some parts of
2063.

If I read his statement correctly, he said that Minnesota is op-
posed to 2053. He says:

Measures to implement 2053 must be vastly different from State to State to allow
the considerable differences that exist among the States. Minnesota and some other
states will be faced with a monumental administrative task. And, third, the pro-
posed sanctions for not complying with 2053 would be uniquely severe for Minnesota
and the more than 4,500 individuals who will be affected.

And he seems to recommend that we consider alternatives which
allow for management flexibility for States, and tie Federal finan-
cial incentives to individually determined State goals for program-
size reduction.

Would either of you want to comment on the position of the
State of Minnesota?

Mr. Hiui. I don’t know why he believes that it would be so much
more difficult for Minnesota than any other State, unless it is be-
cause Minnesota has relatively larger numbers of people and larger
facilitics than some other States.

Mr. CopPELAND. Let me say that working with States I sympathize
with the Commissioner’s request for flexibility, administrative
flexibility, and I would certainly think that as much as could be
designed into that bill ought to be in that line.

On the other hand, it looks to me that, given the way the finan-
cial incentives are working in this State, and given the way that
people seem to be working together in this state—and Mr. Beer can
comment more fully on this later—I have the feeling that we can
probably close those institutions in 6 to 8 years with the full coop-
eration of everybody.

Senator DURENBERGER. All right, thank you.

Senator CHAFEE. One question.

Mr. Hill, in the testimony of Dr. Lakin, he states that research
indicates that 35 percent of direct care staff in institutions leave
their jobs in a single year. Do you agree with that statistic?

Mr. HiLL. Yes, but it needs some qualifications. Not everybody
working in large or small residential facilities are direct care staff.
That was based on 1978-79 studies that we did at 75 institutions
and 161 community residences. The day our interviewers left the
facility, they left a sheet on which the administrators recorded for
a 30-day period the number and characteristics of staff that actual-
}‘y left in that 30-day period, and that’s where the 35 percent comes

rom,

Senator CHAFEE. Also, it may be the same people turning over. In
other words, a 35-percent segment turns over, and a 65-percent seg-
ment stays constant. .

Mr. HiLL. Yes.

Senator CHAFEE. All right, fine. Thank you both very much for
coming.

Senator DURENBERGER. Thank you both a great deal.

Our next panel consists of Thomas Scheinost, the director of the
Office of Developmental Disabilities for the South Dzkota Depart-
ment of Social Services, and C. Patrick Babcock, director of the
Michigan Department of Mental Health in Lansing, ML
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Let me express my appreciation to both of you for being here. As
I indicated earlier, Commissioner Leonard Levine of the Mininesota
Department of Human Services in St. Paul is not going to be with
us today. He would have been part of this panel.

Mr. Scheinost?

STATEMENT OF THOMAS SCHEINOST, DIRECTOR, OFFICE OF DE-
VELOPMENTAL DISABILITIES, SOUTH DAKOTA DEPARTMENT
OF SOCIAL SERVICES, PIERRE, SD

Mr. ScHeiNosT. Chairman Durenberger and Senator Chafee, it is
a pleasure to be here today, and I would like to thank you and the
committee for the opportunity to discuss this very important piece
of legislation.

I also would like to applaud the committee’s desire to obtain a
sample of views from across the State regarding'S. 2053. I think it
is a very, very important step. .

The views I wish to present today are from a small rural State
with a population of approximately 680,000 people. My State is pri-
marily agricultural in nature, with a great distance between urban
areas. Cities in South Dakota have to be interpreted in the proper
context of a sparsely populated rural State. For example, the State
capital of Pierre has a population of approximately 12,000 people.
As the general population of the State is widely distributed, so too
a{;(;, ghe services to the mentally retarded and developmentally dis-
abled.

South Dakota is a very unique State when also viewed in the
context of services to its MR/DD citizens. We remain a State with
a very high rate of institutionalized MR/DD population per 100,000
general population. The 1982 statistics show us as the fifth highest
State in the country. Yet, those same-year statistics show South
Dakota as ranking second highest in the country in the area of pro-
viding small—15-bed or less—community residential alternatives to
its disabled population. We are proud of our ability to deinstitu-
tionalize our population over the past 10 years; we have been able
to reduce over 47 percent our institutional population during those
10 years while at the same period of time, the 10 years, increasing
our community-based alternative services by well over 250 percent.

However, there are some very large problems that are being
faced by states such as South Dakota as they continue their efforts
to develop community alternatives for those people currently insti-
tutionalized. Some of these problems are:

One, current medicaid legislation and policy continues to offer
States substantial incentives to place and maintain disabled people
in large title XIX-certified long-term care institutions. Because of
this financial incentive, many, many people still reside in our insti-
tutions who could benefit from placement into less-restrictive com-
munity-based settings. )
thSenator CHAFEE. As you know, this legislation would change

at. -

Mr. ScrEiNosT. That's true.

Two, other than medicaid funds, there are very few precious dol-
lars available to assist States in providing long-term care services .
for the MR/DD population.
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Three, the Home and Community-Based Waiver Authority is a
current, very tenuous precedent established by the Federal Govern-
. ment. It is an option that many- States including South Dakota
have gambled on substantially in their efforts to deinstitutionalize
and provide community service alternatives.

Therefore, Senator Chafee, I applaud you, and I applaud the As-
sociation for Retarded Citizens of the United States for the concern
and the effort shown in bringing to national attention through S.
2053 the unbalanced title XIX incentives and the need to effect a
change. While supporting many of the premises of S. 2053 and
most assuredly supporting the development of community-based al-
ternative services for the disabled, I must indicate my opposition to
the enactment of the bill in its present form.

I do sincerely hope that S. 2053 can be modified in such a way as
to be agreeable to the majority while still correcting the medicaid
problems mentioned earlier, and I look forward to the time when I
can say very honestly “I can support S. 2053.”

For South Dakota, the central policy question must be: How can
existing Federal policy be altered to allow the State the greatest
?‘mog,nt of flexibility to develop and support community alterna-

ives?

I have serious reservations about S. 2053’s time-limited phaseout
of medicaid funding for long-term care residential facilities not -
qualifying as a “community or family living facility.”

A Federal mandate to move people from one service to another
within a certain time frame, accompanied by total or partial reduc-
tion of Federal financial participation from one aspect of that total
service delivery system, is not the answer. Rather, a clear, solid
and secure fundinisource for assisting States to develop communi-
ty alternatives is the solution we need. I believe you already have a
base for this solution in the Home and Community-Based Care
Waiver Authority.

A proposal for modifying S. 2053 is currently being discussed by
the membership of the National Association of State Mental Retar-
dation Program Directors, an organization I am currently holding
the presidency of. Although this proposal has not been formally
adopted by the board of directors or membership of the Mental Re-
tardation Program Directors, the alternatives being discussed make
very good sense to the State of South Dakota. I believe these pro-
posals would provide that solid planning and funding base to allow
my state to continue the process of deinstitutionalization.

Those proposals are presented in a little more detail in my writ-
ten testimony.

I have no doubt that South Dakota will actively pursue the de-
velopment and expansion of community service alternatives, but
what we need in order to do that is:

One, an assurance of a financially attractive, flexible, and secure
funding source with which to plan and implement community serv-
ice alternatives;

Two, we need the assurance that an appropriate level of secure
funding is available to maintain clients in larger institutional pro-
grams during that institutional phase-down period; and

Three, we have to be assured that the flexibility is there to allow
the planning for and implementation of community service strate-



~1

18

gies that are compatible to the current needs and conditions of a
small, rural State such as South Dakota.

I have made my presentation extremely quickly in the hopes
that we would have the time to discuss. Again, I thank you very
much for the opportunity to present on 2053. I simply indicate that
my position in opposition to the bill is definitely not in opposition
;«()) 5t§1e concept, and I look forward to the time I can say I support

Thank you.

Senator DURENBERGER. Thank you very much. Mr. Babcock?

[Mr. Scheinost’s written testimony follows:]
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1 wish to begin my testimony by thanking the Committee for the opportunity
to discuss this very important piece of legislation without having to personally
travel to Washington, DC. I applaud the Committee's desire to obtain a sample .
cf views regarding $,2053 from various parts of the country. i am certain your
field hearings will be of great assistance to improve S,2053 for the benefit-of
all disabled within the country.

The view I wish to present today is one from a small, rura} state with a
population of apprbximately 680,000, My state }E primarily agricu]iur&l 16
nature with great distances between any urban areas. (itfes in South Dakota
have to be interpreted in the proper context of a sparsely populated, rural
state, For example, the state capital of Pierre has a population of approxi-
mately 12,000 people. As the general population of the state is widely
distributed; so too are the services to the mentally retarded/developmentally
disabled (MR/DD).

South Dakota is a very unique state when viewed in the context of services
to its MR/DD citizens. We remain a state with a very high rate of institution-
alized MR/DD population per 100,000 general population (1982 statistics show
South Dakota as the fifth highest state in the country). \Yet, the same-year
statistics show South Dakota ranking as the second highest state in the union
in the area of providing small (15 bed or less), community residential alter-
natives to its disabled population. South Dakota is proud of its ability to
deinstitutionalize its disabled population over the past 10 years., The
population of our state facilities has decreased from 1,050 in 1974 to 555
in 1984, This is a reduction of over 47%. In the same period, services to
MR/DD individuals in community-based programs have increased from 339 in 1974
to over 1,200 in 1984, These numbers, for large population states, seem very

insignificant. However, for South Dakota, the numbers are very significant,
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South Dakota has made, and continues to emphasize, a commitment towards serving
its disabled people in the least restrictive, most normal community alternatives

possible.

During—the period of time prior to the actual introduction of S$,2053, I
was very excited about the possibility of legislation being introduced to
correct some very large problems being faced by states such as South Dakota as
they continued their efforts to develop community alternatives for those
people currently institutionalized, Some of these problems are:

1) Current Medicaid legislation/policy continues to offer states
substantial incentives to place and maintain disabled people in large,

Title XIX-certified, long-term care institutions. Because of this financial
incentive, many people still reside in our institutions who could benefit
from placement into less restrictive, community-based settings.

2) Other than Medicaid funds, there are precious few dollars to assist
states in providing for long-term care services for the MR/DD population.

3) The Home and Community-Based Care Waiver Authority is a'very tenuous
precedent established by the federal government. It is an option that many
states (including South Dakota) have gambled on substantially in their efforts
* to deinstitutionalize and provide community service alternatives,

Therefore, I applaud Senator Chafee and the Association for Retarded Citizens
of the United States for the concern and effort shown in bringing to national
attention through S.2053 the unbalanced Title XIX incentives and the need to
affect a change. While supporting many of the premises of $,2053, and most
assuredly supporting the development of conmunity-based alternative services
for the disabled, I must indicate my opposition to the enactment of the bill
in its present form. "As written, $,2053 would, I believe, seriously undemine
our state's continuing efforis to plan and develop appropriate community

residential and day services for its DD citizens while sti11 assuring quality
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sarvices for those needing to remain in our state institutional programs. I

" do sincerely hope that S.2053 can be modified in such a way as to be agreeable

" to the majority while sti11 correcting the Medicaid problems mentioned earlier.
1f we maintain constructive discussion surrounding the bi11l with an attempt to

understand each others' views, the substantial efforts put into $.2053 will not
go to waste,

For South Dakota, the central policy question must be, "How can existing
federal policy be altered to allow the state the greatest amount of flexibility
to develop and support community alternatives?' The fundamental goal of every
state residential system serving MR/DD people should be to assure that each
individual is placed in the most normalizing, least-restrictive environment
possible, I have serious veservations about $.2053's time-1imited phase-out
of Medicaid funding for long-termm care residential facilities not qualifying
as a "community or family living facility". My state is very much exploring
the wide range of community 1iving altematives that can be developed for the
disabled in our larger communities as well as (out of necessity) in our
smaller communities., A federal mandate to move people from one service to
another within a certain time frame accompanied by total or partial reduction
of federal financial participation from one aspect of the total service system
is not the answer, Rather, a clear, solid, and secure funding source for
assisting states to develop community alternatives is the solution needed.

I believe you already have a base for this solution in the Home and Community-~ :
Based Care Waiver Authority.

A proposal for xodifying S.2053 is currently being discussed by the member-
ship of the National Association of State Mental Retardation Program Directors.
Although this proposal has not been fonnaily adopted by the Board of Directors
or membership of the Mental Retardation Program Directors, the altermatives

being discussed make very good sense to the state of South Dakota. I believe
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these proposals would provide that solid planning and funding base to allow
my state to continue the process of deinstitutionalization. The Mental
Retardation Program Directors' discussion proposal emphasizes the need for
states to develop home and community care implementation plans. This
1mp1ementat{6n plan would be in lieu of $.2053's reference to facility

size restrictions and institutional phase-out schedules. The home and.
community care implementation plan would have to be a solid commitment/
agreement between the state of South Dakota and the federal Department of
Health and Human Services. The plan would show how the state would reduce,
systematically, the number of people in residential facilities with 16 or
more beds to no more than 125% of the national median number of beds per
100,000 in the state's general population. The discussion proposal would
recommend an alternative to the total Medicaid-support phase-out for
residential facilities serving more than seven to ten people. South Dakota
would very much support the alternative of disqualifying, for purposes of
federal financial participation, the equivalent number of DD recipients

in large Title XIX-certified facilities by which the state exceeds the 125%
of the national median number in such facilities per 100,000 of the general
population of the United States.

A most important recommendation of the Mental Retardation Program Directors'
discussion paper is the recommended increase of the federal Medicaid matching
ratio for home and community care services for states achieving a per capita
rate of institutionalization (Title XIX-certified residential facilities with
16 or more beds) of below 75% of the national median rate for all states, based
on the comparative number of beds per 100,000 in the general populdation. The
Title XIX Home and Community-Based Care Waiver Authority has become the prinary-
source of federal assistance to continue South Dakota's deinstitutionalization

efforts, The financial incentive of an increase of three to five percent of
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federal Title XIX participation would, in a rural, agriculturally-oriented-
state, convince many legislators to expand community alternatives, A
substantial concern still exists among legislators, parents, and professionals
that the passage of $.2053 as written would reduce the quality of services in
the larger facilities during the phase-out period. However, if the bkll were
only to emphasize the increased matching ratio for home and‘cﬁmmunity-based

care services while allowing the states to collect current finincial partici-

pation for the larger facilities during the period of deinstitutionalization,
quality services would be maintained, South Dakota, and the nation; needs an
5.2053 to restructure the Medicaid program to better serve the long-term care
needs of its disabled, §.2053, as currently written, does not'give South Dakota
a clear assurance that federal funds will be available to support the needed
conmunity servire system expansion. The}e seems to be an assumption that
Medicaid funds that become available as a result of institutional phase-down
will be automatically transferred to the corrunity system, I would suggest
that this "automatic transfer of funding"” will more than 1ikely not take place.
I have no doubt, however, that South Dakota will activély pursue the develop-
ment and expansion of community service alternatives, if:

1) South Dakota is assured of a financially attractive, flexible, and
secure funding source with which to plan and implement the community services
alternatives;

2) The state is assured that an appropriate level of secure funding is
available to mainﬁain clients in larger institutional programs during the
deinstitutionalization period; and

3) Is assured that the flexibility is there to allow the planning for and
implementation of community service strategies that are compatible to the
current needs and fonditions of a2 small, rural state such as South Dakota.

1 sincerely hope the Committee considers the suggested modifications of

$.2053 as I have presented today. With these modifications, South Dakota
could support and applaud the passage of $.2063.

Thank you for the opportunity to share my state's views of $.2053, If I P :

can be of fu}ther assistance, please call on me,
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STATEMENT OF C. PATRICK BABCOCK, DIRECTOR, MICHIGAN
" DEPARTMENT OF MENTAL HEALTH, LANSING, MI

Mr. Bascock. Thank you, Mr. Chairman and Senator Chafee.

I am Patrick Babcock, the director of the Michigan Department
of Mental Health, a State certainly larger than South Dakota, and
we are here today in support of the basic concepts of S. 2053.

In many respects, 2053 reflects the Michigan experience. We

- ‘have seen a number of policies in the last 10 years, including the
special education policies to provide services for children from 0 to
25; we were one of the first Siates to pass the so-called “zoning
override” legislation and a new family subsidy bill which took
effect August 1 to provide a direct subsidy to families with severely
disabled children when those children reside in their own home.

We have also seen an increase in community services in last sev-
eral years, with day programming and family support and residen-
tial services.

The major impact of those policies has been a continuum of serv-
ice which, while not complete, has put us along the way of recog-
nizing the legitimate rights of developmentally disabled people and
their families to remain in their own community. We have seen a
decrease in the mstltutlonal population of nearly 57 percent when
we include nursing homes, and for the State DD centers of nearly
65 percent. We have seen the closure of four facilities, and by the
end of this year we will have closed three additional private facili-
ties for a total of seven.

The community placement program and the community service
program, while controversial, remain strongly supported in our leg-
islature. Qur plans are to place an additional thousand people over
the next 2 fiscal years, while a third of those people will be in al-
ternative institutionalization and the rest of them will be direct
placement from skilled nursing beds and institutional settings
where the people are inappropriately placed at this time.

The Governor has directed our department to establish as the op-
erating policy that by the end of 1986 no developmentally disabled
child shall be institutionalized in the State of Michigan when we
obviously have the support systems in family subsidy in community
services in place.

Our experience with the medically involved and behaviorally in--
volved clients who have been placed is probably the most illustra-
tive of the success of community placement. It goes back to your
basic question, Senator, on where should people be better placed.

We have just closed the Plymouth Center as the result of a

—==threat of a class-action suit, and of the 824 people who were in the
Plymouth Center at the time the suit was brought, some 6 years
ago, all but 32 individuals have been placed or matched to a place-
ment within the next 90 to 120 days. Of those individuals, only 10
are so-called medically fragile individuals, and only 6 of those
people fall below our current capacity, legal capacity, to serve
people in community settings.

We are confident that that technology will change, and in fact
that all of the individuals will be put in more cost-effective but
more importantly more -programmatically effective environments.
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We are also confident that with 2053 and with the support of the
Federal Government—but without it, with the current thrust of
the State policy—that our institutional system in Michigan will be
an artifact within 7 to 10 years, as we know it today. We know
that, as we gain more experience with placing the so-called hard to
place in the community, we will have more options available. We
may have to change the community-placernent system, but that is
one of the beauties of that system—it is dynamic and is not stag-
nant. And in fact, it is manageable enough so that we can change
and improve rather than be locked into the large-institution set-
ting.

A major and critical component to any public policy concerning
the transfer of services from institutional to community-based
deals with the old building funding. We need a clear Federal
policy, as we need clear State policies, to ensure that dollars follow
the clients into the community, and that those dollars are available
not only for people who leave the institutions but are available for
people who have never been institutionalized and represent the so-
called community-demand population.

In spite of our progress in Michigan, today still 30 percent of our
mental health dollars spent for the developmentally disabled are
spent in institutions serving less than 9 percent of our total case-
load. In fact, we need to challenge that distribution of funds, be-
cause about 50 percent of those dollars are fixed costs that are not
going to direct care but rather into maintaining the infrastructure
of institutions.

As 1 said before, the residential placement and community serv-
ice policiy is not without controversy. We have placed over 6,000
people throughout the State in over 1,500 small group homes and
family foster care environments. While most of those homes have
been well accepted, there have been fears and anticipations on the
part of neighbors and in some cases on the part of guardians and
parents, and we have had about 50 lawsuits. In all cases, the
State’s zoning overrider law and the State policy has been sus-
tained for three basic reasons:

First, because the program works. We can demonstrate increased
functioning levels; we can demonstrate quality of life for the people
who were placed in our institutional system.

And we support our institutional system. We have the best inten-
tions in the world; but, in fact, there is a difference in living in a
small group home of 6 and having the individualized attention of a
family environment and participating in community activities,
than there is in living in a unit, well staffed, that still has 16 to 20
adults who are developmentally disabled.

Second, the right of persons to live where they choose is a funda-
mental civil right in our state under the Handicapped Civil Rights
Act. They have that right irrespective of their handicap status, and
that right should not be compromised.

Third, in case after case the initial resistance is diminished, and
in fact we find now neighbors accepting the developmentally dis-
abled as they identify those individuals as people, not as some clini-
cal definition and as some population that has been out of sight
and out of mind for far too long. And in fact we now have neigh-
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bors coming into group meetings about the development of new
homes and the support of the new neighbors into the community.

We have been looking at and reviewing 2053 for the past 90 days
or so, in order to provide information to our delegation in the Con-
gress as well as to keep in communication with NARC, and we will
have a formal report in mid-September; but our analysis to date in-
dlimcalt)elsl four or five areas that we think need to be strengthened in
the bill:

One, eligible services must support persons in their own homes
and also be made available to the community-demand population.

Two, labor protection should be written into the bill. We have an
extensive labor-protection provision in the State of Michigan, in
which we have been able to transfer employees, who have been af-
fected because of community placement, into other jobs, into early
retirement, or into relocated jobs with a severance pay process.

Three, we need a reasonable phaseout time pericd in order to
phase out institutions, in order to ensure services available for both
the institutional population as well as the community population.

Four, finally, there must be a clear commitment to maintain at
least the current levels of Federal financial participation for serv-
ices to'the developmentally disabled.

Senator, in conclusion let me say that S. 2053 is essential because
we need a clear national policy on the right of individuals to live in
a community and to enjoy the benefits of their community, and
that policy would not be abrogated by state boundaries. We see it
as very much a civil rights question.

Thank you.

Senator DURENBERGER. Thank you.

[Mr. Babcock’s written testimony follows:]

39-791 0 - 85 - 3
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TESTIMONY ON THE COMMUNITY AND FAMILY LIVING AMENDMENTS ACT
C. Patrick Babcock
Michigan Department of Mental Health

Auvgust 13, 1984
Minneapolis, Minnesota

I am pleased to comment in support of Senate Bill 2053, also known as the

Community and Family Living Amendments Act.

We in Michigan are proud of our accomplishments in developing a wide range of

community based services for developmentally disabled persons,

Durins the last decade a number of major services have been established with
the objective of maintaining persons with special needs in their community.
These include passage of:

1. mandatory Special Education spanning the ages of 0 to 25, thus far
exceeding federal requirement under PL 94-142;

2. zoning legislation which has made possible the development of nearly
6,000 community residential accommodations for developmentally
disabled persons who either resided in institutions or needed an
alternative to institutional care;

3. a comprehensive mental health code establishing the right of
individuals to less restrictive environments and a strong recipient
rights system for all individuals under the public mental health

aegis;
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4, and most recently, passage of the Family Subsidy Act. Effective
August 1 of this year, the act provides a direct subsidy equal to the
federal SSI rate to families with severely disabled children living

at home,

These major efforts have been accompanied by su@stantial expansion in day
programs, family support services and specific initiatives to provide
permanent homes for all developmgntally disabledvchildren, preferably in their
own natural homes if possible or in adoptive or long term foster care

arrangements.

Perhaps the most visible effects of these programs have been the steady
decline in institutional utilization., During the past nine years, the number
of people residing'in facilities inoluding state institutions and nursing
homes has decreased from 7,400 to 3,150, This has led to the closure of four
public and three private facilities., The Department of Mental Health has been
funded to place an additional 571 persons in fiscal year 1985 and has
requested funds to accommodate the further placement of 505 people in fiscal

year 1986,

In the State of the State message describing major policy direction for the
Michigan's mental health program, the Department of Mental Health was mandated
to put in place the service and funding systems required to eliminate the use
of public and private institutions for all developmentally disabled children

by the end of calendar 1986,
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Our own experience in closing facilities and deQeloping the more sophisticated
community systems required by persons with greater physical and health care
needs demonstrates that only a very small number of developmentally disabled
persons provide a challenge for community systems that we have not yet learned
to meet. A noteworthy example was one closure of Plymouth Center for Human
Development through a consent agreement supervised by thg federal district
court, Of the 834 persons residing at the facility at the beginning of the
court action, 32 have not been plaoed'or matohed to a placement due to their
health care needs and required level of behavioral intervention, The initial
group of persons at the Plymouth Center was highly representative of the
persons throughout the state institutional system, Applyiné the resulting
percentage of the non-placed population, Michigan, with a general population
of over 9 million, would at most need only 300 institutional accommodations,

applying our curreht treatment technology.

} Unfortunately, fiscal and managerial demands that existing institutional
systems command have skewed the long term positive effects of well-developed

and managed community based systems on developmentally disabled citizens,

Even as we are transitioning from institutional systems, we see the benefits
to persons who have never been institutionalized., In Michigan, this includes
reinstatemeﬁt of the family as not only the most appropriate caregiver and

teacher of children and young adults, but of ongoing involvement in decisions

and, when provided the opportunity, in the monitoring of the community system,

Notable examples of both a change in philosophy and policy has been the

implementation of the permanency planﬁing project, A little over a year old,
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the project has already successfully returned a number of children to their
biological homes or led to adoption, More importantly, the.projeoct is
demonstrating that when support systems exist, most families strongly desire

to maintain their children at home,

For those with family nembers in the residential system, regional monitoring
teams have been developed in the large Detroit metropolitan area, Small teams
made up exclusively of family members or advooates monitor and evaluat;‘group
homes in a variety o( areas, ranging from the normativeness of the environment
to staff qualifications, recordkeeping and effectiveness of services,
A major component of the redirection of public policies concerning services
for the developmentally disabled in tﬁe community is the transfer of resources
ourrently used fof institutional care. In spite of our progress in Michigan,
37 percent of the public mental health funding for the developmentally
_disabled is spent in institutions serving 9 percent of our caseload, A clear
state and federal policy to redirect funding to follow the client into the
community not only results in a higher degree of services for the individual,
but also provides an opportunity to develop services for currenbiy unserved or

underserved individuals in the community,

The development of the community based system in Michigan has not been without
its detractors. This has been especially true of our efforts at estublishing
"small group homes and integrating them into typical neighborhoods. As stated

earlier, Michigah has a comprehensive local zoning override legislation,
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Although many homes are accepted at the outset, resistance in some communities
has led to some 50 law suits challenging various provisions of the state law.

The zoning law has been upheld in all cases to date,

The policy.of developing small group homes in neighborhoods has withstood both
legal and political challenges, principally because:
1. The right of persons to live where they choose is a fundapental civil
right that cannot be compromised. and
2, 1in case after case where initial resistance is registered, the fear
and apprehension of neighbors transitions to support or, as is the
case in most neighborhoods today, disinterest within 8ix months after

the home is opened,

It is also notewofthy that these expansions of services have occurred during
one of Michigan's deepest economic recession, This was made possible in large
. part because Michigan qualified all institutional beds at the beginning of the
ICF/MR program and because of the relative cost effectiveness of community
based vs, institutional services, The absence of federal funds for community
services, however, will make this process increasingly difficult.to finance,
Thus, passage of S, 2053 is essential if the process is to continue., In
effect, however, despite growing fiscal disincentives, Michigan has been doing
as a mattertof pol;cy that which 8, 2053 would mandate to maintain FFP and
thus can serve as a success model from which the proposed legislation can be

further refined. . -

Earlier this ycar, a state interdepartmental task force was established to

review S, 2053 and recommend changes to the Michigan Congre'ssio’nal delegation
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and the National Association for Retarded Citizens on an ongoing basis.

Although the group will not complete its work until mid-September, the intent

of S, 2053 1s clearly in keeping with our efforts in Michigan to continue the

transition from institutions to community settings.

Among the preliminary recommended changes or enhancements of current

provisions, the following are most critical:

1)

2)

3)

4)

Eligible services must, as a priority. support persons in their own
homes and, when necessa?y. utilize smailer settings within their own
communities, utilizing natural and generic locally available services
to the fullest extent possible. .

The legislation must include clear protections for employees who may
be displaced as a result of facility downsizing or closures,

Michigan has developed specific models for this effort, These
include providing at least one year of notice of intent to close a
facility, a restructuring of the pension system to provide for
earlier vesting, severance pay provisions for staff in facilities
targeted for reduction or closure, job referral programs and
retraining opportunities.

The phase~out time period must provide sufficient time to both
accommodate persons exiting institutions and those already living in
the community in need of alternative residential programs and other
support services,

Adequate protection and quality of care provisions for individuals in
community settings, including their environment/habilitative programs

and social support systems,
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5) A clear commitment to maintain at least current levels of federal
financial participation for services to the developmentally disabled
as these services are transferred from the institution to the

comnunity,

As indicated previously, the process established to ascertain the impact of
3. 2053 in Michigan will not be completed until mid-September, Our review and
similar efforts in other states may lead to recommended modifications in

eligibility criteria, service provisions or time frames,

It is essential, however, that the restructuring of the current Medicaid
reimbursement system which fiscally both rewards and encourages use of large,

often isolated and ineffective facilities ococur as soon as possible,

We thank you again for this opportunity to comment on S. 2053 and look forward

to working with the subcommittee,
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Senator DURENBERGER. Let me ask both of you just one question.
It is to explain, perhaps, the difference between Michigan on the
one hand and South Dakota and Minnesota on the other hand.

As I listen to your testimony, I am not struck by any difference
in commitment on the part of either of the States or even on exact-
ly how to go about it. Everybody seems to be moving in the same

irection. .

Now, the question that occurs to me as I look at the testimony
from South Dakota and Minnesota is that they are saying, Yes, we
are moving in the right direction; we are using the medicaid home
and community-based waiver initiatives to go in that direction; and
just give us the resources to continue to move in that general direc-
tion because we think we know which way Federal policy is
headed, but give us the opportunity to develop these different sorts
of techniques on how to do it.

From Michigan I think I am hearing, the courts and commit-
ment to civil rights, and other people said, “To heck with the dem-
onstrations. You know, we know where we want to go; let'’s just go
do it.” And in a State of 9 million people they have gone and done
it, and it has worked. So Michigan is saying don’t be afraid of Sena-
tor Chafee and his 2053.

Am I missing something here in comparing the States?

Mr. Babcock?

Mr. BaBcock. Senator, I think that local and State politics will
clearly have an impact on any controversial policy, and that’s why
I favor Federal policy in this area, as we favor a State zoning over-
ride law rather than allowing local jurisdictions to decide where
group homes should be placed, because they are going to the most
vulnerable communities—that’s just natural.

Currently a Federal lawsuit forced us to deal seriously with the
policy that we had voiced support for for years and years in State
government, but it did not mean much progress. Since that lawsuit
went into place, in the ICFR funding—which also is a major
impact—we have seen almost a two-thirds reduction in the popula-
tion. We have had to take on some very tough political items; but
because, frankly, of Federal support and because of the pressure of
the lawsuit and the pressure, the legitimate pressure, of the activ-
ists, we did that. I don’t think we would have. ,

Senator DURENBERGER. Where is the politics? There can be ARC
politics, there are union politics, and there are small towns that
have the big institutions that don’t want to lose the business poli-
tics, just to name three.

Mr. BaBcock. Well, a fourth one is labor resistance. And that’s
where you see pressure coming in local legislative districts.

I have been a council member in Michigan for almost 20 years,
so I am in the political system, and it is easy to say, “No, we won't
place a home here; we’ll go to this uther district or we’ll go to this
other part of the community.” Once you start that process, howev-
er, you have a never-ending problem. So that has probably been
the most prevalent issue, the neighboirhood politics.

ARC, the parents and guardians, have been mixed, frankly, and
both sides have some very legitimate concerns that need to be
worked out and will be an ongoing educational process.
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There are also the pressures of the budget. We do not support
this program in Michigan becuase it is a money saver; in fact, it is
a more cost-effective way to deliver services. Our numbers, Senator,
are about 65 to 68 percent on the cost on the average of the placed
population versus the institutional population, but that’s a short-
lived savings, because as we put the programs into the community
and as that becomes the norm, there should be legitimate increases
in salary levels. In fact, we just received a $4.5 million appropria-
tion from the legislature to do just that, to upgrade the salary
levels for group home staffs, to decrease some of the turnover va-
cancies that we have been experiencing.

Senator CHAFEE. Yes, but you would have had that salary re-
quest if you had had the institutions still existing.

Mr. Bascock. Oh, of course. Yes, of course, no question about it,
Senator. In fact, we did it in order to get some parity, and we are
still quite a ways away, as we look at the average salary for insti-
tutional staff versus community group home staff. We have moved
for that irrespective of whether we were phasing out or not.

Senator DURENBERGER. Mr, Scheinost, this is one of the unique
areas in which Minnesota and South Dakota apparently agree.
[Laughter.]

What is wrong with going the Michigan-Chafee route?

Mr. ScHEeiNosT. I don’t think there is anything particularly
wrong. In fact, I believe very strongly in the direction that Michi-
gan went and is going. I would support that wholeheartedly. Michi-
gan is ready, they have the political situation available, and they
are moving. And that is great. I've got a sneaking suspicion that
the State of Minnesota or the State of South Dakota, once we
would begin to see an avenue to run through in order to try to ac-
complish that same situation, we would be there moving along as
fast as anybody else.

I think it is extremely important to understand the fact that
right now—I am not sure of the exact numbers—I think there are
something in the neighborhood of 40-some States in this country
that have bought in, to one degree or another, to title XIX waiver
authority.

And you know, when you stop and think about that, that States
are buying into that—and as I said in my testimony, that is a ter-
rifically tenuous situation—you are buying into something that is
literally at the whim of the Secretary of Health and Human Serv-
ices.

South Dakota is now about 4 months into our third and final
year. OK? We have built a substantial expansion of community-
service alternatives and a substantial deinstitutionalization using
that waiver authority. :

I think it is important to recognize that States are expressing a
substantial amount of commitment to deinstitutionalize, or they
would have never bought into that kind of a tenuous situation.

Senator DURENBERGER. But, whether it is in MR/DD or it is in
just all the long-term care areas with our channeling, there is a dif-
ferent view in this Department of Health and Human Services
than there has been in the past. In other words, there is a commit-
ment to having States help us find person-specific and community-
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specific solutions to these problems. So it isn’t quite the risk that it
may have been a few years ago.

Mr. ScueiNosT. Well, you know, you talk to various agencies and
various groups, and you hear many different reasons as to why the
Federal Government has given us this home and community-based
care authority. Oftentimes those different reasons don’t quite——

Senator DURENBERGER. Some of us trust you—believe it or not.
We trust you. [Laughter.]

I'm sorry—go ahead.

Senator CHAFEE. Mr. Scheinost, on page 5 when you say 2053 as
currently written does not give South Dakota a clear assurance
that Federal funds will be available to support the needed commu-
nity-service system expansion, I'm not sure what you mean by that.
I thought we had taken care of that.

Mr. ScHEINOsT. | have not read it at this point. I think what I am
trying to indicate is that, unless you have a solid Federal source of
funds, with perhaps some financial incentive——

Senator CHAFEE. Which we have.

Mr. ScHEINOST [continuing]. That says the State of South Dakota
will have those funds available to develop the community alterna-
tives, to develop the staff training, to develop the necessary pur-
chase, construction, and so forth of the residential alternatives,
then I believe that you are walking into something that many
States will be forced to move into something that will not have the
resources available.

Senator CHAFEE. But we don’t provide money—the Federal Gov-
ernment doesn’t provide money—for you to build your institutions.
Or is the answer to that, you've got them?

Mr. ScHEINoOsT. They are there; that’s true. That’s true. Our
system, Senator, in South Dakota is & totally private nonprofit
system. We pride ourselves I think on the fact that the community
system, the small apartments and so forth, that have been devel-
oped across the State have been largely done through a sizeable
amount of different funding sources, including the Farmers Home
Administration, H@D, and so forth.

Senator CHAFEE. Are most of them nonproprietary?

Mr. ScHEINOST. Yes. Yes, all of them are.

Senator CHAFEE. All of them?

Mr. ScHEINOST. All of them are.

Senator CHAFEE. Have you had trouble or has it been disconcert-
ing to the work force at your institutions to go through this deinsti-
tutionalization phase? Have they been able to catch on at jobs? Or
what’s happened. Did you mention you closed some down?

Mr. ScHEINOST. No. We have substantially reduced the numbers.

Senator CHAFEE. But you must come to a point where it is very
uneconomical to run a sizable institution with one-third of the
number of people it was designed for.

Mr. ScHEINOST. Yes. There is no doubt that South Dakota will
face that, and probably in the near future. I think South Dakota
will have to take a good hard look at what is the appropriate use of
our State facilities. In fact, we are doing that right now. The staff
obviously are disconcerted.

Although, I have to say this, that we feel at this point we are not
overly staffed, in fact, we are not appropriately staffed, within our
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State institutions. We can reduce a lot of clients out of the institu-
tion and suill not release staff.

Senator CHAFEE. Mr. Babcock, I must say it is reassuring to have
you here. I am always dismissed as, “Oh, Rhode Island is just a
teeny-weeny State,” and it’s true, we are not very large. Therefore
we can do these things. But there is great big powerful Michigan
doing the same thing.

Mr. BaBcock. We are not as powerful as we were at one time,
Senator. [Laughter.]

Senator CHAFEE. Well, you look big to us, anyway.

Now, you indicated that you have gotten your institution popula-
tion down substantially, but there is a group of about 300, I think
you said, still there. Do you think there is a minimal—one of the
discussions we constantly have in these hearings is, “Great pro-
gram.” But there are some people who just aren’t fit to be placed
in community homes; they must remain in an institution.

Mr. Bascock. Unfortunately, Senator, our current population in
the State facilities is now about 2,100. Based on the Plymouth expe-
rience, if we extrapolated that experience through our system,
there would be about 300 people who would need institutional
care—the relationship with the 32 we have yet to place or match-
replacement to the population—and about one-third of those indi-
viduals are medically fragile and the rest are behavioral cases. We
think that we will be able to reduce that proportion even further.

Our plans are to reduce the State institutional population by
about 350 to 400 per year over,the next 5 to 6 years, and we have
scheduled a 1,000 total placements. Again, one-third of those are
community-demand individuals.

We feel that that would increase technology. It is something we
learn through experience. We are careful in our placements that
the medically impaired population will be safe. We may have to
change the nature of those placements and build in—certainly
build in—medical staff, as we have already tried to, and build in
liaison to a community hospital, as we already have, but to better
define those issues.

The problem is that there is no assurance that providing services
for that population in an institution is going to do any good—or let
me rephrase that, “is going to be better.” In fact, we know that of
people we have placed in the last 2 years, the people we never
would have thought we would place 4 years ago that we have seen
major growth and medical problems stabilize and in some cases im-
prove.

Senater CHAFEE. Could you just come to a conclusion on that one
thought? Where does that leave us? Is it your belief, as an experi-
enced person who has been doing this, that we can get tozero?

Mr. Bascock. Following our technology today, I feel we can get
down to 300 or so residents. I think that within 5 years, given the
change in our support systems up to this point, I would say yes; we
could get to zero. But the nature of the placement may be much
different; it may not be a six-bed group home; it may mean that we
challenge the traditional medical system and provide something
similar to skilled-nursing care and in smaller groups of people
rather than 50- or 100-bed nursing homes. I think we can, yes.
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Senator CHAFEE. Well, do you think one of the answers might be
a facility in the 15- to 75-bed area?

Mr. Bascock. Well, I would elect to go beyond 15 to 20 beds, and
I think that because of the nature of the level of services and the
relationship of staff to clients I would think a facility of 12 to 15
could be appropriate for that very medically involved population,
or perhaps providing services and having that as an extended-care
concept to a medical-surgical ho%pital.

Most of the people we have identified in this 300 medically im-
paired spend a good deal of their time at the University of Michi-
gan Hospital and need access to that service and quality medical
staff in order to monitor their progress.

Senator CHAFEE. I was interested in your statewide zoning provi-
sion. Has any other State got a provision like that?

Mr. Bascock. I think currently about 25 States do. Michigan was
one of the first States—and, again, we've been challenged before

. the Supreme Court now, and we are confident we are going to win
the case. We have had 50 challenges. We provide you with a synop-
sis of those, Senator.

Senator CHAFEE. Is that solely for this type? Do you have state-
wide zoning for any State facility? :

Mr. BaBcock. No. In fact, this is a unique provision of State law.
It says, in effect, that local municipalities—townships and cities—
cannot exclude a licensed adult foster care facility for the mentally
ill or the mentally retarded or the aged if that facility is not within
1,600 feet of another facility, if in fact it meets State licensing
qualifications, and there are provisions for local government then
{)qlialso monitor the progress of the homes. So it is a zoning override

ill.
Some of the lawsuits have dealt with deed restrictions, have
™ dealt with businesses in the communities, and have dealt with a
~variety of folks. ‘

Senator CHAFEE. Well, I appreciate both of you for coming here
and giving your testimony; it is very, very interesting.

Let me ask you one final question, Mr. Babcock. You have obvi-
ously come from a highly unionized State where the union move-
ment-is strong, and obviously you have been required to deal care-
fully with the workers at your State institutions. And you said you
have closed several—four—and somehow you worked through that
successfully with the early retirement and the other points you
mentioned. Could you touch brieﬂf' on that again?

. Mr. BaBcock. Yes. In my earlier political career I was State
labor director, and I found myself after 3 years in that position
going, in my first duty as State mental health director, to tell the
300 employees we were going to close their facility. In effect, we
tried to put a package in place which, while not complete, has the
basic elements I think of a sound labor policy.

First, we try to provide notice. Our optimal notice is a year, but
we provide at least a minimum of 90 days, in order to allow work-
ers to know that a change is coming, and we try to get as close to a

...~axyear as possible.

Second, we have a transferability policy for other DMH, other
mental health jobs, community mental health jobs, other State
jobs, employed constantly in cooperation with the AFL-CIO to try
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to find employment elsewhere if that in fact is required. Of the 185
employees employed at Plymouth when we finally did close the fa-
cility, 90 days beforehand 156 were placed in other mental health
jobs, particularly in the MI system that services the mentally ill.
Only 13 were laid off out of that number. Michigan has a 10-per-
cent unemployment rate, as you know, in this sector.

We have a severance package that has been negotiated for all
employees, and I think it is probably the first severance package
for all employees for any type of facility closure or plant closure,
and that basically provides up to 52 weeks of severance pay for an
employee who is not placed in another job before it goes in recall
rates into State employment if they have at least 23 years of expe-
rience. It starts on a scale and works its way up.

Finally, the legislature changed the retirement law to permit
that an employee who is dislocated because of a deinstitutionaliza-
tion or the downside of a deinstitutionalization in the mental
health system would only have to have 5 years of service to vest
under retirement, rather than the normal 10, and provided us an
opportunity—and it was our proposal in fact that they acted on—to
allow the employee with 5 or 6 years, particularly the older person
who wasn't quite eligible for retirement, to at least capture their
fringe benefits.

We have continued to work in that area, because we hope that
particularly working with the AFL-CIO in tne job relocation grant
that we’ll able to train people for other jobs in the State economy
as the economy improves.

Senator CHAFEE. Are your community homes mostly State owned
and State run? '

Mr. BaBcock. No. There are only two in Michigan that are State
owned and State run, and those are experimental homes for respite
care. All of our homes, about 1,500, are run by nonprofit corpora-
tions or, in the case of family foster care, by a foster family. By the
way, we ran into a problem with the IRS recently in the State,
where they are trying to tax that {oster care payment through a
change in the Federal policy in that area that we are very con-
cerned about.

Senator CHAFEE. But the rest are all nonproprietary?

Mr. Bascock. All nonprofit. There are a relatively few proprie-
tary. We have a limit that any corporation can only have 12
homes, so we try to limit the maximum size of the corporations,
and we have also separated the cost of leasing the house, the physi-
cal plant, from the contractor service in order to provide us flexi-
bility. If a provider isn’t working out, then we can maintain the
site and change proprietors.

Senator CHAFEE. What is the typical organization that would run
the nonproprietary? Would it be a church?

Mr. BaBcock. It is actually—it ranges from organizations like
Lutheran Social Services and Baptist Children’s Home in Detroit,
to primarily nonprofit corporations established by social workers
and people who sometimes have been in our system who have
moved into this area. And we have a very stringent contract with
them that holds them to performance standards, to laws, to stand-
ards of management, and what have you.
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Senator CHAFEE. Well, thank you very much. It has been very
helpful.

Senator DURENBERGER. Did you say you are still having pay-
ments problems with the IRS?

Mr. BaBcock. Yes, we are.

Senator DURENBERGER. Come on up here.

I thought I had taken care of that a year ago with a piece of leg-
islation I authored.

Mr. Bascock. It just occurred within the last 6 months, Senator.
b Senator DURENBERGER. Give us some details, to these folks over

ere.

Senator CHAFEE. Let me ask you one final question. I didn’t get
the point about former social workers who have set up a nonprofit
h?fmez) and then go to work for it. Why would they go to all of that
effort?

Mr. Bascock. Well, we have been fortunate, I think, because we
are in a new service-delivery area We have been able to attract
providers who are certainly not in the business for financial re-
wards. Our maximum administrative cost is running 90 percent of
the total contract, so it would be about $9,000 a year on the aver-
age.

We simply have seen human service professionals establish non-
profit corporations similar to the settlement house movement in
the twenties to provide that service, as we enter into a contractural
relationship between Government and the private sector.

Let me just indicate that I would prefer that type of relationship.
I think a problem with the State-run or county-run group home
system is very similar to the problems we have seen in the State
facilities—kind of an out-of-sight, out-of-mind concept, that the
public sector is taking care of the disabled and therefore they are
being cared for well. And we know from experience at Penhurst
and Plymouth in our State that that isn’t always the case.

Senator CHAFEE. Thank you very much.

Senator DURENBERGER. Thank you, gentlemen.

Our next panel is: Tom Beer, legislative director of the American
Federation of State, County, and Municipal Employees, council 6,
St. Paul; Patricia Crawford, Governmental Affairs chairman, Ne-
braska Chapter of the Mental Retardation Association of America,
from Lincoln; and Dee Everitt, on behalf of the Association of Re-
tarded Citizens of the United States, from Lincoln, NE.

Thank you very much.

Tom, you are first on our list, so why don’t you go first, then we
will go to Nebraska.

Tom?

You may proceed. Everyone is limited to 5 minutes, as you know.
Your statements will be made part of the record.

STATEMENT BY TOM BEER, LEGISLATIVE DIRECTOR, AMERICAN
FEDERATION OF STATE, COUNTY, AND MUNICIPAL EMPLOY-
EES, COUNCIL 6, ST. PAUL, MN
Mr. Begr. Thank you, Senator Durenberger and Senator Chafee.

My name is Tom Beer. I am with the American Federation of
State, County, and Municipal Employees, Council 6, which repre-
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sents approximately 3,500 State employees who work in direct-care
capacities and support work in Minnesota State hospitals. I should
add that Minnesota State hospitals are a combination of multidisci-
plinary facilities that treat the mentally retarded, mentally ill, and
chemically dependent and two facilities exclusively at present for
the mentally retarded.

Our internstional union has already provided testimony in
Washington, as I understand it, on this bill, and I will not repeat
that testimony other than to just summarize that it is our union’s
position that what is clear now is that a new system of care—what-
ever that be and whatever is developed—must be characterized by
a continuum of care. And we believe that S. 2053, by withdrawing
medicaid support from State institutions, would act to undermine
many advantages that have significantly improved the quality of
life for residents of institutions. I guess I am speaking not just
about State facilities here but about facilities that would come
under the bill that are in the community.

We don’t believe it is appropriate that States should be encour-
aged to simply abdicate all direct care responsibilities either, which
of course is a trend that is more or less pronounced depending on
the State we are looking at.

In my prepared written testimony I really spent some time talk-
ing about the situation in Minnesota, from the standpoint of our
union representing State employees, because I feel that it may be
somewhat unique, or at least it is trying to pattern itself after
some experiences in unions and States as employers in other parts
of the country, and also because the legislation which my union
was instrumental in getting passed in the 1984 session of the legis-
lature was very much a first initial step for us in what we hope is
a continuing process to deinstitutionalize staff of State hospitals as
well as the residents of State hospitals.

I would like to summarize briefly the process of the legislation
that we have put forward by saying that in 1984 a bill was intro-
duced and passed, also incorporated into the Governor’s budget, to
allocate funds to the State planning agency in Minnesota, to look
at the future of the State hospital system and more specifically at
a variety of issues related to the quality of care, economic impact,
employee status of future changes in the hospital system. This is
very much a global effort, in that, as you might imagine, changes
in the population of mentally retarded State facilities does have an
impact on services that would be provided and are provided to
other disability groups in those hospitals where multiple disability
groups are served.

To date, the State planning agency has been carrying forward
their study with, I believe, a high degree of participation input
from most of the major actors in the State of Minnesota who are
cgncerned with the care of the mentally retarded, our union includ-
ed.

I guess the thrust of where we are coming from as an institution,
as an organization, is that we believe there are strong reasons
within the concern for the maintenance of the quality of care for—
as I have said before—deinstitutionalizing staff.

I don't know what the long-range picture is for the future of
State hospitals in Minnesota. My own personal opinion is that we
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are going to have State institutions, and probably ought to have
them for a measure of flexibility in the delivery of care. However, I
believe that by utilizing the resources that are there in the State
hospitals presently, much of those resources, made up of the
trained staff in the institutions, that greater strides can be made,
frankly, toward deinstitutionalization.

Just in summary, we believe that State and public employees are
not inherently evil or lazy or unmotivated, that they have invested
in many cases many years of their time and this is a motivation to
keep their job, that stability in the care-giving work force is one of
the critical variables in successful communitizing of formerly insti-
tutionalized residents, and the staff of State hospitals offer this re-
source, and that many State hospital employees would be and are
loathe to perform quality service for their clients if success guaran-
tees the very loss of that job.

Senator DURENBERGER. Thank you.

Pat Crawford?

[Mr. Beer’s written testimony follows:]

39-791 0 - 85 - 4
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STATEMENT BY Tom BEER. Lorsyist, AFSCME CounciL 6, AFL-CIO

Mr. Chairman:

Thank you for the opportunity to appear before you today to

talk about various trends and policies in the quality of care

of persons who are mentally retarded. My Union's membership

is comprised of a large number of state employees whose direct
responsibility is that very care, training and safety of retarded
citizens in Minnesota State Hospitals. The over 3,500 state
hospital employees who AFSCME represents in Minnesota, and on
whose behalf 1 speak today, which to deliver a clear, unequivocal
message to this committee and to all policy makers whether at.
Federal or State levels concerning the care of the retarded.

This message is that state employees are concerned about the
quality of care which the mentally retarded receive, and that
quick fix, all or nothing proposals for the type of care given
the retarded must be avoided. It is now clear that the unrelated
events of limited economic growth and conceptual failure in the
mental health system are changing the character of mental health
care. The negative examples of change which we have seen include
increasing numbers of homeless individuals [formally in state
hospitals] and the self serving fast talk of entrepreneurs setting

up community residences.

Two specific federal policies, one already enacted and the uther

now- being debated are reference points for my Union's concern.

$.2053, the Community Living Amendment Bill, is an example of the

all or nothing approach. As introduced this proposal would eliminate
all forms of institutiénal care - state operated and private, %ospitaf

and community.
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The capacity of given states and localities to handle necessary
transitions under this approach have not been carefully considered.
Neither has the role of state hospitals been fully appreciated

or the types of care such institutions provide been taken into
account. AFSCME Council 6, AFL-CIO, must make it clear that we

are not opposed to community placement of‘the retarded. What

we oppose are proposals which masquerade as progressive steps

when they are not. This includes schemes that emphasize a
financia{wgbttom line but have a dubious potential for assuring
quality of care to the mentally retarded. Another such policy

is the Title 19 Waiver (Section 2176, Omnibus Reconciliation Act

of 1981) as designed by the Minnesota Human Service Department.
Under their waiver,Human Service's Commissioner Leonard Levine
proposed to reduce beds for the mentally retarded in the state
hospital system by 1,000 by 1987. [11-3-83 Minneapolis Tribune].

A thousand beds is about half of the present staﬁe hospital system.
The highly touted Title 19 Waiver assumes large numbers of Minnesota
state hospital residents and sizable numbers of private ICF-MR

residents can be transferred to less retricted settings.

To be sure, movement is possible. Less restrictive and less costly
alternatives need to be developed. But the falacy of Minnesota's
waiver is that,first it can quickly transfer residents to the
community at substantial savings, and second that the needs of

the more severly and profoundly retarded, many with behavioral
problems will place no demand on community resources. If you
were to talk to county social workers as I have you would quickly
realize that resources are currently not there injthe community

to handle the wide range of problems of theose noy demanding
/
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services. Needs assessment and resource allocation for the
most needy mentally retarded people have not been adequately
considered under Minnesota's waiver. What problems does this

create?

Two weéks ago I visited a non profit ICF-MR facility of ten
residents in rural Todd County in Minnesota - about 50 miles
from Brainerd State Hospital. About one-half of th’s group
home's residents were former patients at Brainerd State
Hospftalt__} spent three hours talking with the staff. They
related stories of inadequate carej of custodial care; of
non-existent staff training; of staff turnover near 100%;

of frustration and despair. The staff of that group home
saw the over worked county socfal worker once a year at

case review time, and then not even at the'group home it~
self. The spokesperson for the employees was a bright,young,
articulate woman who summed up her deep concern by telling
me about the latest resident who, released from the state
hospital, just appeared on their door step one day: There
was no orjentation on him.. No connectfon with hospital
staff to help the group home work with the resident. She
said bitterly that neither the residents or the staff were
going anywhere. They were stagnating. I submit that this
kind of situation is not unusual in Minnesota and that under
the pressure of anticipated cost savings from the Title 19
Waiver - an assumption which is being looked at more and more
skeptically by state officials - we will have more of this

warehousinb and standing still in the community in the future.
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Long term care, be it residential or non-residential must be
based on sufficient services and dollars following the needs

of the mentally retarded. To say that services won't come
cheap should be of no surprise. Community care which was
designed to improve and replace institutional care at lower
costs, turns out in some instances to cost more for more
severly iapaired people. And the upward trend for the cost of all
services is rising. Title 19 Waiver euphoria not withstanding,
- the Ric?ugghnty Minnesota private DACs recently asked the
county board for a $2.00 per hour raise for their staff,

citing the need to cut the high staff turnover which was
harming continuity of service and the clients.‘ The county

board approved a dollar an hour raise.

The long and short of it is that costs in the community are
approaching costs in the hospital. Costs in the community
will increase and again this should be no surprise because
sufficient, trained staff and adequate physical facilities

and good management are not cheap: Quality care is not cheap.
We can fnvest in an adequate system now or later. Failing to
do it now will mean continuing to foster the hfdden costs

from high staff turn over and dead end programs.

My Unfon believes that a more sensible approach is to use old
resources in new settings, thus avoiding the loss of trained
state employees or the reduction of services to clients most

in need. To these ends my Union had actively pursued a legis-
lative effort modeled extensively after the experience of Rhode
Island, Massachusetts, and other states that have chosen to

transfer institutional resources into community care settings.
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Rhode Island has done this by providing state operated, small
living arrangements in homes and apartments for one to four
mentally retarded persons. This has been done while maincaining

state staff and existing Union contract benefits.

Dr. Robert Carl, Rhode Island's Director of Mental Retardation,
has summarized that state’s approach when he said: "I agree
wholeheartedly éhat ... we must evacuate the institutions for
the mentally retarded. Unfortunately, like most good thoughts,

it is easier to say than to accomplish."

AFSCME Council 6 does not agree that the state hospital system
should be abandoned, but never the less and for good reasons our
Union took Dr. Carl up on his challenge by proposing in the 1984
Minnesota LegisYature that our state begin to deinstitutionalize
employees along with hospital residents. Like Dr. Carl we
believe that: (1) state and public employees are not inherently
evil or lazy or unmotivated and will perform as well as their
training and supervision allows; (2) any\ody who has invested
five years in a job or career has some motivation to keep that
job; (3) the stability in the care giving work force is one of
the critical variables in successful communitizing formally
institutionalized persons; (the transfer of staff and clients
who know and like each other under circumstances that optimize
staffs stability enhance chances of client success; (4) state
institutional employees care about their charges and; (5) many
state staff would be loath to perform quality service for their

clients if success guaranteed loss of a job well done.
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AFSCME in Minnesota was instrumental in 1984 in getting out
legislature to take the first step in what we hope will be

the successful transfer of state hospitai clients and staff

to the community. Our bill, which is appended, focused on

the economic consequences of policies to eliminate the state
hospital system and called upon state government to begin to
address the situation with a comprehensive study of the future
of the state hospital system, including the option of state

operated and staffed community based serviées for the retarded.

Please note that this legislation is not a measure to accelerate

or justify consolidation or closure of state hospitals.or a measure
to whittle this state's committment to the direct dare of the.
retarded. Our Union views this quite differently. We see this
legislation and the administrative steps now being taken to im-
plement the legislation as an opportunity to ferge a new alternative,
in which our membership is aggressively involved in developing

its own future and in shaping the kind of quality care that

mentally retarded people will need and deserve in the years to

come.,
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Sec. 19, [246.023] JINTERAGENCY BOARD.)

Subdivision 1. [LEGISLATIVE POLICY.] It is recognized that closure
and consolidation of state haspituls have negative economic effects upon
public employees and commuities. It is the policy of the state that deinsti-
wtionalization policies shall be carried out in a manner that ensures fair en
equitable arrangemenis 1o protect the interesis of employces and commmi-

ties affected by deinstitntionalizarior. of state hospitals.

Subd. 2, [INTERAGENCY BOARD.) There is established an interagency
hoard 10 be known as the institutional care and cconurmic impact planning
board, The board shall consist of the following members: the commissioners
of public welfare, administration, employee relations, economic security,”
energy and economic development; the director of the stute planning agency:
and other appropriate agency heads. The board shall be direcied by the
director of the state planning agency with assistance from the commissioner
of public welfare in consult+risn with the other agency hecds.

Subd. 3. |STUDY.]) A comprehensive study shall be conducted by the
interagency board to provide information on topics to include, but not be
limited to, the following: :

~qn projected displacement of state hospital employees because of deinsti-

titionalization by number, location, and job classification;

(2) the extent to which displacement can be mitigated through anrition,
retirement, retraining, and transfer;

{3) the development of cooperative arrangements between the siate and
local nnits of government in the carrying out of these goals;

(4) the necessary changes in the biennial budget to effect any fiscal and
policy recommendations of the plan;

(5) the necessary interagency agreements among and benween appropriate
departments and agencies as needed to effett the recommendations con-
tained in the plan; and . S -

(6) the energy efficiency of ull state hospital buildings.

Notwithstanding the provisions of sections 1343 and 1346, the state
planning agency shall, j(o)r purposes of the study required by this subdivision,
have access to private personnel data and private client data as necessary to
carry out the mandates of this act until June 30, 1985,

Subd. 4. [PLAN.) The board shall develop a plan. The plan shall include
proposals which protect the general interests of employees and conmunities
affected by the deinstitutionalization of state hospitals, including proposals
that attempt to preserve employment rights and benefits, provide training and
retraining of employces and, 1o the extent possible, promote the employment
of these employees. In addition; the plan shall propose specific methods for
assuring minimal impact on the ec ic life (;/ ities affected by the

<
deinstinntionalization of state hospitals. The plan shall provide specific di-"""

rection with respect 1o the following:

(1) retention of collective bargaining agreements including seniority, va-
cation, health insurance and other contractual benefits, and pension rights:

2) i utilization of state hospital emploxees in the provision of
noninstitutional services to the mentally retarded;

(3) negotiated agreements with exclusive representutives addressing job
Sceurity issues, where deinstitutionalization canses displacement of em-
Ployces;

(4) development of noninstitutional, state-operated or nonstute-operated
services for the mentally retarded. including conmmity-hased intermedian
care facilities for the mentally retarded, supporied living arrangencnns,
semi-independent living  arrangenments, day activity services, and oy
services:

!
|
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(5) methods for ensuring that staff displaced by termination of program ar
state hospitals are wtilized to provide needed services within the continuum
of care for individuals; ’

(6) alternative use of state hospital facilities made available by program
closures;

(7) conmuunity retraining options for displaced persomel:

(8) methods for involving the following groups in the planning process:

parents and guardians of hospital residents, community business and econ.

___omiic leaders, advocates. community providers, units of local government,
“and affected exclusive represematives; and

(9) preparation of an economic impact statement and alternative economi
development sirategies for each state hospital region likely to be affected by
program reductions in the regionul state j{:ti”(\'.

Subd. 5. {(REPORT; IMPLEMENTATION.) The interagency board shall
complete both the study required undér subdivision 3 and the plan required
under subdivision 4, on or before January 31, 1985, and shall present them to
the legislative commission on long-term health care before February 1, 1955.
Board members shall, to the extent possible, propose legislation for program
implementation based upon the plan including, if appropriate, pilot demon-
Stration projecis.

Sce. 20. [LEGISLATIVE;Z COMMISSION ON LONG-TERM CARE.]

The legislative commission on long-term health care authorized by Laws - .
1983, chapter 199, section 17, shall: :

(1) monitor the deinstituiionalization of state hospitals in accord with the
plan developed pursuant to section 19;

(2) swdy the impact of state hospital deinstitutionalization on affected
communities;

(3) ensure that displaced state hospital employees are provided oppurtuni-
ties for reemployment or retraining; and .

(4) evaluate the comparative costs to the state of institutional and noninsti-
tutional care for mentally retarded persons.

43 Sec. 5. STATE PLANNING AGENCY
50 State Hospital Plan ' 50,000 200,00"

[:) T of the state planning
agency may increase the approved
53 complement by two positions, Any
54 unexpended balance remaining the first
\55 year does not cancel and shall be
6 available for the second year.
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STATEMENT BY PATRICIA K. CRAWFORD, GOVERNMENTAL AF-
FAIRS CHAIRMAN, NEBRASKA CHAPTER, MENTAL RETARDA-
TION ASSOCIATION OF AMERICA, INC,, LINCOLN, NE

Ms. Crawrorp. Thank you.

Good afternoon, folks. I am Patricia Kelly Crawford, and I thank
you, Senator Durenberger and Senator Chafee, for the opportunity
to be here this afternoon.

I am speaking today for the Mental Retardation Association of
America, Nebraska Chapter, and for the Congress of Advocates for
the Retarded, Inc., of which I am a director. These two organiza-
tions are comprised basically of thousands of parents.

I am a parent of a profoundly retarded young man who is now 23
years old. He lived at home until he was 14, attended community-
based programs, and when he reached the age of 14 our family—
my husband and I and our other family members—determined that
we couldn’t provide the structure and the programming, the full-
time programming, that Matt needed in our home and in the com-
munity programs, and we placed him at the Beatrice State Devel-
opmental Center, our only State institution for the mentally re-
tarded in Nebraska. We have been very, very pleased with the care
he receives there. And unfortunately, because of his profound re-
tardation, he has no speech. But it is fairly easy to know what he
likes and doesn't like most of the time, and if he could be here
today and tell you, I'm sure he would say ‘I prefer to stay here
where I am,” because he gets the programming and the care. Don’t
ever believe a word of it—people tell you that institutions are im-
personal or bad or any other thing. He has an interdisciplinary
team of which I am a member, and it is amazing to me when we go
for our meetings how well those folks know him.

The organizations that I am speaking for strongly are opposed to
S. 2053 because it would remove this one segment of the continuum
of care that we believe is necessary for the medically retarded
needy people. Their 1Q’s range from zero to 70, and it seems so ob-
vious to me that one mode of care wouldn’t serve such a range of
abilities and disabilities. We tried that at the turn of the century
when the Beatrice State Developmental Center was built and came
to know in the sixties that that certainly was not the answer for
our own mentally retarded people, and I would hate to see us, one
century later, go back to the same thing, one mode of care, for a
huge group of people.

It is so important to recognize that these people are individuals
and have individual needs, and that they aren’t just a member of
some group which treat them all alike.

I have brought for the subcommittee use two 15-minute cassettes
showing the Beatrice State Developmental Center—a picture is
worth a thousand words—two sides of the tape. I hope you will
take them and use them individually or collectively, or whatever.

I thank you very much. ’

We feel that S. 2053 isn’t a mandate to close institutions, but it
certainly is a method to close institutions. And we have been
through that in Nebraska during Jim Atcheson’s administration.
We have had litigation in an attempt to close the institution, and
fortunately we still have our State institutions, plus three small in-
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stitutions operated by the Lutheran Church. We certainly are in

- favor of expanding community-based service for the folks who can

benefit from it; but it is absolutely essential to realize that not ev-
erybody can benefit.

What are ycu going to do if we find later, if this bill passes in its
present form and we have eliminated part of the continuum of
care, we have eliminated the choice for families, and have ignored
the differences in people who happen to be mentally retarded?
Then where are we?

In 1980 there was a Touche-Ross study in Nebraska to determine
the cost in community-based programs and in the Beatrice State
Developmental Center. The Touche-Ross people determined that
the client characteristics that determine cost are the level of retar-
dation, mobility, behavior, medical needs, and self-care skills, and
that the staff time was by far the greatest cost factor.

Since basically the professionals in both community programs
and at our institutions use the same sort of techniques in caring
for the folks, it doesn’t make sense to think that these people are
going to change dramatically—the people who can’t walk or talk or
toilet themselves—just simply because you have moved them to a
smaller place.

Thank you very much.

Senator DURENBERGER. Thank you.

Let me also indicate that Ms. Crawford’s statement which was
submitted to the hearing in Washington was made part of the
record at that time.

Thank you.

Dee Everitt?

STATEMENT OF DEE EVERITT, PRESIDENT, ASSOCIATION OF
RETARDED CITIZENS OF THE UNITED STATES, LINCOLN, NE

Ms. EveriTt. My name is Dee Everitt. I am president of the Asso-
ciation for Retarded Citizens of the United States, and I also—just
by coincidence—come from Nebraska, Lincoln, NE, as does Pat
Crawford. We have known each other a long, long time. We have
been on opposite sides of the fence many times, but ve are still
friends.

The ARC-U.S. is a national organization of volunteers—parents,
educators, professionals in the field of mental retardations, self ad-
vocates, and others. The ARC has been in existence for 35 years.
Currently, our membership consists of approximately 200,000 indi-
vidual members, over half of whom are parents of children with
mental retardation. We are the largest organization in this country
representing and promoting the rights of retarded people and their
families. ‘ .

As the president of the ARC-U.S. and as a parent of a daughter
who is multiply handicapped, I would like to thank you for this op-
portunity to express the opinions of the ARC-U.S.

Over the past 10 months as the president of the ARC-U.S. I have
received many, many letters. I became president in November at
the beginning of the introduction of Senate bill 2053. I asked for
input by all of our communications systems within the ARC, and I
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have read each and every letter that I have received—and, believe
me, at one point there were 150 a week coming to my home.

I too have a daughter who is multiply handicapped—she has cer-
ebral palsy and she has chronic epilepsy. My daughter lived in an
ICF-MR for 3 years in her teen years. She has lived in our home
and participated in the community for the past 15 years. I do have
an understanding of why people place individuals with disabilities
out of the home. I have shared the thoughts and suggestions re-
ceived by our mail. I have shared this with our governmental af-
fairs staff, our governmental affairs committee, and as a result we
have shared these changes that we support with Senator Chafee
and his staff.

We recently adopted a new position paper—we adopted several
position papers, and one dealt with residential services. This posi-
tion is directed toward phasing out of large institutions. We did not
set a target date within this position paper, because we feel that
large institutions are waning as an inevitable consequence of many
things that are now happening. The future for people with mental
retardation is toward the community and smaller settings.

We are now in a new age in the field of mental retardation. Par-
ents with young children, even the most severely handicapped, are
keeping their kids at home. Because of the passage of Public Law
94-142, the Education of All Handicapped Children Act, that is
now an option for parents. Most parents are keeping their children
at lgome and receiving care and training through the public school
system.

The word “institution” I believe has been practically erased from
their vocabulary. When I talk to young parents, they do not consid-
er this an option.

I think we as an organization need to be responsive to these
young parents and to their needs, and to look toward the future. I
think it is time to let go of old models and embrace the new trend.
I think Senate bill 2053 puts the responsibility of the Federal Gov-
ernment in concert with what many States are now doing. When
you come forth with your new modified version of this bill, you will
be truly responsive to the needs of persons with disabilities, even
those with the most severe handicaps.

It is time the Federal Government gets in step with the new age
in the field of mental retardation. This legislation will put into
place in every State and community a system of stable but not
static community services to support people with mental retarda-
tion. Federal funding must reinforce the State intentions in this di-
rection.

The movement of people is well underway—about the same pro-
portion of the total population is now provided with out-of-home
care that 20 years ago was provided in large institutions. In other
words, the ICF-MR beds are going down, according to a study that
was done in 1982 entitled, ‘“Report on Availability of Group
Homes” for persons with MR in the United States. What I found
interesting was that in 1982, 10,660 of the ICF-MR beds were
within 1,100 facilities for 15 or fewer residents, and one-sixth of
those were in Minnesota.

In short, a movement is underway. However, there is a lack of
cohesion because States have been so dependent on Federal incen-
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tives and requirements, most of which is at cross purposes to the
growing trend for community services. Many of the services needed
by severely handicapped persons with MR are now listed among
authorized medicaid services. That seems like an unreasonable
choice for families who would rather keep their children at home
or in the community.

I truly understand that change is not easy. This is a traumatic
time for families, both those who want their individual to stay in
an institution but also for those of us who want our individuals to
live in the community. My daughter desperately needs a placement
in a community facility. In Nebraska we have a large waiting list,
and it simply is not possible because of a lack of funding.

I think I would like to close with a quote from a letter by
Thomas Jefferson to a friend:

I am not an advocate for frequent changes in the laws and constitutions, but laws
and institutions must go hand in hand with the progress of the human mind. As
that becomes more developed, more enlightened, as new discoveries are made, new

truths discovered, and manners and opinions change with the change of circum-
stances, institutions must also advance to keep pace with the times.

I think that is what this legislation is all about—keeping pace
with the times.

Senator DURENBERGER. Thank you very much.

[Ms. Everitt’s written testimony follows:]
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The Association for Retarded Citizens-U.S. is a national organization of
volunteers - parents, educators, professionals in the field of mental retardation,
self~advocates and others. The ARC has been in existence for 35 years. Curreptly,
our membership consists of appraximately 200,000 individual members, over half of
wham are parents of retarded children. We are the largest organization in this
ocountry representing and pramoting the rights of persons with mental retardation
and their families. As President of the ARC-U.S. and as the parent of a daughter
who is severely retarded, I want to thank you for this opportunity to express the

views of the ARC.

We are in a new age in the field of mental retardation. Parents with young
disabled children no longer consider sending their child away to receive care,
training and education, Indeed, the passage of Public Law 94-142, the Education
for All Handicapped Children Act, and the availability of educational and certain
other services within cawmmnity settings have practically erased the word "institution"
from the vocabulary of these parents. The use of institutions is not, and will never
be, a desired option for them.

With families keeping their disabled children at hame, there is now a growing
demand for sophisticated, stable services systems within our cammunities. New
experiences, new knowledge have created very different expectations fram those of
the past. It is time to let go of the old models and ideas and embrace the new
ones, And it is the responsibility of the federal goverrment to respond to these
new experiences and this new knowledge and promote better services, better practices
and better lives for our nation's mentally retarded and other disabled citizens.
Your presence here today indicates the depth of your understanding of the situation
in which disabled individuals and their families find themselves. I must camend
you for holding this field hearing and thank you for your concern, openness and



willingness to listen, and then to act.

Mental retardation is a life-long handicapping condition. Many retarded
people continue to reside in large institutions where services are often primarily
custodial in nature. The Association for Retarded Citizens believes that custodial
care is a waste of human resources as well as dollars. We believe it is in the
public interest to develop and maintain in every state and conmmity a stable,
but not static, system of cammunity services which disabled persons may tap as
needed to help them learn and maintain the skills to be as independent as possible.

Although the ARC has formally adopted a policy of working toward the eventual
phase-out of institutions, we have not yet set a target date because we see the
waning of institutions as a likely, inevitable consequence of our more immediate
goals which are: 1) to implement community services which encourage and assist
families to maintain their children in their home by alleviating the extra financial,
emotional and practical burdens to which families may be subject; and 2) to establish
arrays of family and commumnity living arrangements and services which support the
develommental and social needs of individuals with disabilities! and enable them to
experience a life style that is as close to nommal as possible.

Movement toward expanded hame and cammnity-based services and away fram the
use of institutions is alrezdy well underway. Thre census of public institutions
for retarded people peaked in 1968. What is irsz well known is that the number of
certified beds in Intermediate Care Facilities for the Mentally Retarded has also
peaked. The 1981 total of approx:mately 196 thousand declined to about 132
thousand in 198.. The rublic ornponent was 106 thousand in 1982 and is falling.
In 1982 10,660 of these ICF/MR beds were in 1,157 facilities for 15 or fewer
residents. You may be interested to know that one-fifth of all these people were
in Minnesota. [Janicki, M.P., Mayeda, T., Epple, W.A.; "A Report on the Availability
of Group Hame: for Persons with Mental Retardation in the United States," November, 1982]
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A-not'her figure that is interesting is that twenty-eight institutions have closed
or been scheduled for closing in the last four years. E&raddock, D., Weller, T.;
"The Closure of the Dixon Developmental Center: A Study of the Implementation and
Consequences of a Public Policy," March, 1984] During the same time period there
has been an increase in state funds allocated to home and cammnity services as well
as the enactment of the Medicaid waiver program for such services.

In short, a movement is underway. However, this movement. ic somewhat erratic
and lacks cohesion because states have been so dependent on federal incentives and
requirements, most of which are at cross purposes to the growing trend for hame
and camunity se:rvices.

It is time for the federal government to get in step with the new age in the
field of mental retardation. There is a new generation of families who have no use
for institutions, there is an older generation who still have their adult disabled
children at heme, often without needed services, and there are those in institutions
who need to be returned to our camunities. S. 2053, the Cowmunity and Family
Living Amendments of 1983, would eliminate the current biases for institutional care
under the Medicaid program and support those services and programs for severely
disabled peog;le which are consistent with the new policies in the disability field
which have emerged over the past two decades.

As you have acknowledged, Senator Chafee, S. 2053 is not perfect as m&ently
written. The ARC has studied each and every provision of the bill, listened to the
concerns expressed by those who oppose the bill in its current form and developed
several modifications which we recamend be incorporated into the legislation.

Each of our proposals is described in Attachment 1. While there is not time today
to discuss in detail our suggested changes, let me point out one very important
suggestion which directly responds to input from ARC members and to testimony given
on February 27 at the hearing held by the Senate Subcommittee on Health. This

39-791 0 - 85 - 5
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particular suggestion tal:es into consideration the political realities in Congress
as well as the views of those concerned about the total withdrawal of federal

Medicaid funds from institutions as called for in S. 2053.

As introduced, S. 2053 requires a 100 percent withdrawal of the federal share
“of Medicaid money from large institutions within fixed periods of time, 10 years
for same institutions, 15 for others. The federal funds would be withdrawn from
large institutional facilities and became available for cawmmnity-based services.
Under the ARC modification, 85 percent, rather than 100 percent, of the federal
funds would be withdrawn fram the large institutions. The ARC revision clearly
mandates that community services be included in each state's Medicaid plan.

In addition, this percentage phase out is camu.ned with a p{m to provide
financial incentives for cammmity placement. The incentive would reduce federal
matching dollars in the institution while maintaining the federal match for
community-based services. For example, if state X currently has a 50:50 federal-
state match, the percentage of the federal match for institutions would decrease
fram 50 percent over a given period of time. Conversely, the 50 percent match for
camunity services will remain the same. Thus, it would be increasingly more
attractive for states to fund cammnity services.. An ARC proposal regarding the
percentage and time schedule is nearing campletion and will be shared with you in
the very near future.

Finally, the Secretary of Health and Human Services would be required to
periodically assess the progress of the states in acoomplishing the national goal
of providing commmnity-based services. The Secretary also would be required to make
a camprehensive report to Congress, two years before the end of the 10-year period,
concerning the states' progress. It is hoped that the Secretary's report will
trigger Congressional hearings on the state of the art of community and other services
in order to determine how the Medicaid funds should be used in acommplishing the
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national goal of commmnity-based services for all people with mental retardation.

Certainly, I and other ARC volunteers and staff are available and ready to
meet with you and/or your staff to discuss in greater depth the ARC proposals.

Under S. 2053 funds now used for care in institutions will be made aviilable
for cammmity services. It is anticipated that many of those Medicaid certified
facilities which cater primarily to eligible severely disabled persons will (1)
became smaller, (2) close, or (3) be converted to other uses; the extent and
scheduling of such a phase down or out and the sizes, types and locations of
facilities, if any, to be maintained will be determined by state planning and
priorities. States will continue at all times to be free to fund people and
settings with state dollars and/or dollars available from other federal sources as
appropriate. Providing states such decision making authority and flexibility allows
them to respond to the specific situation and circumstances within the state and
should result in the smoothest transition possible.

The ARC strongly supports those provisions of S. 2053 which require individual
program plans and commmity services plans; the participation of clients, parents,
guardians and others, as appropriate, in the interdisciplinary teams; the appeal
procedures for clients, parents and others; the requirement for individual case
management; the size limitation of not more than three times the average family
household size within the particular cammnity; and the accreditation of programs.

The ARC looks forward to working with Congress to refine and improve S. 2053
and to its early enactment. Again, I commend you for holding this field hearing and
would like to close with the following quote fram a letter by Thamas Jefferson to a
friend:
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I am not an advocate for frequent changes in laws and
constitutions, but laws and institutions must go hand
in hand with the progress of the human mind. As that
becomes more developed, more enlightened, as new
discoveries are made, new truths discovered and manners
and opinions change, with the change of circumstances,
épstitutions must advance also to keep pace with the
imes.

That is what S. 2053 is about -~ keeping pace with the times.

ARC-U.S. REOCQMMENDS
CHANGES TO S.2053

“OOMMUNITY AND FAMILY LIVING AMENDMENTS OF 1983

April 17, 1984

n November 4, 1983, Senator John Chafee introduced S. 2053, the "Comunity
and Family Living Amendments of 1983." - The Association for Retarded Citizens of
the United States helped with the drafting of the bill and strongly supports its
intent. Since that time the ARC, as well as Senator Chafee, hag sought input
from around the country in order to improve the provisions in S. 2053. A hearing
was held cn February 27 before the Senate Subcommittee on Health. ARC President
Dee Everitt has continued to request that ARCers concerned about S$.2053 communi-
cate to her their suggestions for change.

On March 31 and April 1, 1984, the ARC's national Governmental Affairs Comidt-
tee met to decide what changes to S. 2053 should be recommended to Sena:or Chafee
at this time based an the information provided in testimony at the hearing and in
response to President Everitt's appeals for input from all those ooncermed. Mrs.
Everitt has received many letters relative to S. 2053 and is extremely pleased with
the oonstructive suggestions they contain.

President Everitt participated during the entire two day meeting of the Govern-
mental Affairs Committee, The attached document describes each of the rewrmendations
the ARC has endorsed and provides some explanation of these recommendations. A
similar document has been shared with Senator Chafee. Final decisions on how best
to modify S. 2053 probably will not be made for several weeks or moths. Senator
Chafee and the ARC are continuing to solicit input so that S. 2053 can be modified
in the nost beneficial mamner for the mentally retarded and other disabled indivi-
c¢uals affected by the bill.
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ARC-U.S. RECOMMENDS
CHANGES TO S.20%3

"COMMINITY AND FAMILY LIVING AMENDMENTS OF 1983

Recommendation
Partial phase-out

Require an 85 percent, rather than 100
peroent, withdrawal of Federal Medicaid
funds from institutions.

Provide for a cost-of-living adjustment
relative to the 15 percent of Federal
Medicaid funds allowed for institutional
care at the end of the 10-15 year time
line.

Require the Secretary of the Department
of Health and Human Services to periodi-
cally assess the progress of the states
in accorplishing the naticnal goal of
providing comumnity-based services. The
Secretary would be required to make a
carprehensive report to Congress two years
before the end of the 10 year period con-
cerming the states' progress.

Explapation

The 85 percent withdrawal would occur
over the 10-15 year time line contained
in s. 2053, and would be based on the
total amount of Federal Medicaid funds
flowing into institutions in the state
on a specific date (as yet unspecified).
(Specific examples describing the effect
of the proposed changes on a state's
Federal Medicaid funds will be developed
and available in the near future.)

The adjestment for inflation will mean
that states have 15 percent in real
dollars still available for institution-
al care at the end of the 10-15 years.
Details on this adjustrent have not
been worked out yet.

It is intended that the Secretary's
report to Congress will trigger Con-
gressional hearings an the state of the
art of camumity and other services in
order to further determine how Medicaid
funds should be used 1n accomplishing
the national goal of community-based
services for all people with mental
retardation as well as other disabled
populations.

-

A major advantage of the recormendations
at left is that by retaining same amount
of funds in institutions.there is a
strong, direct basis for enforcement of
federal standards for such environments.



Partial phase-out {(Cont'd)
Recommendation

Financial incentives for ccmmunity
services

Eliminate the provision in S. 2053 whach
provides a 5 percent higher Federal match
for hame and conmmunity services to persans
who were institutionalized for the first
five years following their retum to the
commmnity.

Add a provision which would reduce the
Federal matching rate for institutional
care while maintaining the Federal match
for home and community-based servioces.

Eplanation

The proposed 85% reduction is consistent
with the Position Statement on Residen-
tial Services adopted by the ARC delegate
body at its annual convention in Novenber,
1983, and with the ARC Goale and Ob- .
Jjectives adopted by the Board of Direc-
tors. It responds to input from ARC
renbers, as requested by President
Everitt, and to testimony given on Febru-
ary 27 to the suboammittee of the Senate
Finarce Committee. It takes into con-
sideration the political realities in
Congress and the views of developrental
disabilities professicnal and advecacy
organizations whose support of S. 2053

is important to its passage.

It is important to recognize that the
goal of phasing out large institutiona
requires first and subsequent steps;
under present circumstances, the ARC's
proposed modification enhances that goal.
As stated above, the modification is based
on practical and political reasons. Tne
ARC does not believe that there is any
segment of the mentally retarded popula-
tion that needs institutjoral care on a
permanent basis,

The Committee is convanced that this modi-
fication is consistent with the policy
direction set by the ARC/USA, Accordingly
the Cammittee foresees that it will not
wnitiate other changes in the withdrawal
provisions,

‘The proposed modification will provade
a more meaningful fiscal incentive for
states to plan for and provide family
and community services, and avoid
placing undue emphasis on services for
institutionalized persons retumning to
the community. Many fear that S. 2053,
as currently written, emphasizes serv.ces
for persons leaving institutions at the
expense of those already in the commni-
ty. and that lengthy delays will ensue
for those living 1n the camuity and in
need of services, including those needing
to leave home.
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Financial incentives for commmnity
services (Cont'd)

Recommendation

Temporary instituticnalization

2lter the language of S. 2053 so that
the provision for two year temporary
institutionalization not include any
stay in an institution which occurs
prior to the 10-15 year withdrawal of
85 percent of the Federal Medicaid funds
from institutions.

Eligible population

Define the eligible population as those
severely disabled individuals who have a
disability as defined in Section 223 of
the Social Security Act which began before
the age 50, except for individuals between
the ages of 21 and 65 who suffer primarily
from a mental disease.

Provide that any children or youth who are

wnder the age of 21 when S. 2053 is enacted

and who have a primary diagnosis of mental

illness, retain their eligibility for family

hame and commnity services as they grow
older,

65

BExplanation

Under the proposed change if state X
currently has a 50:50 Federal-state
match, the percentage of the Federal
match for institutional care would de-
crease from 50 percent over a given
period of time. Conversely, the 50
percent match for comunity services
will remain the same. Thus, it will be
increasingly nore attractive for states
to fund family home and community ser-
vices. The percentage decreases and
time schedule have not yet been de-
termined.

This change will provide more options
and flexibility for the use of institu-
tions following the withdrawal of 85 per-
cent of the Federal Medicaid funds from
institutions. Since 15 percent of the
Federal Medicaid funds will remain

available for institutional care the pro-
vision at left will only be relevant
when the persons to be institutionalized
trigger Federal Medicaid funding in ex-
cess of the 15 percent.

Using the definition of the developmen-
tally disabled with a higher age of
onset has proven too confusing. The
definition at left is based on the
current definition of disability en-
tained in the Social Security Act and
will ensure that the definition of dis-
ability in S. 2053 is oonsistent with
that used today to determine eligibility
for Supplemental Security Income and
Medicaid benefits.

Simplifying the definition in this way
makes it c].earer that to be eligible
for Medicaid, and consequently S. 2053,
one must usually be eligible for Supple-
mental Security Income.

Allowing mentally ill children who are
eligible for services vmder S. 2053 to
retain their eligibility as they grow
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Eligible population (Cont'd)
Recommendation

Opticns for those over 65

Alter language to allow either skilled
nursing facility, intermediate care
facility (not intermediate care facili~
ties for the mentally retarded) or family
hame and community-based services for
severely disabled persons over 65 years
of age, regardless of their age at the
onset of their disability.

homes

Add specific language requiring states in
their implementation agreements to under-
take (i.e. make a committment) to identify
within one year and annually thereafter
eligible severely disabled individuals
who are living in skilled nursing facili-
ties, intermediate care facilities, and
board and care facilities having 16 or
more beds and in which a significant num-
ber of recipients of Suppl tal Security
Income are likely to reside.

Identificaticn of eligible persons in
nursing homes

Explanation

older will mean these children will not
be faced with the loss of appropriate
services at age 21. By allowing men-
tally 111 children and youth to continue
eligibility into their adult years S.
2053 will be programmatically more
appropriate for this population. [}

Because public policy for elderly dis-
abled perscns 1s not as certain as that
for the non-elderly disabled, because
the trend in services for this popula-
tion appears to be in the same general
direction as that called for in S. 2053,
and because many persons feel that nurs-
ing homes are appropriate and “normal"
for some elderly disabled persons, a
recommendation is being made to allow
either institutjonal (including nursing
hares) op family home and conmunity ser~
vices for disabled persons over 65 years
of age.

It is intended that the Secretary's
comprehensive report to Congress (see
reccmrendation 1 above) will clearly
address best services practices for
this population as a basis for future
decisions regarding the use of Federal
Medicaid funds to serve those elderly
persons with severe disabilities,

To strengthen the protections of severe-
ly disabled persons currently residing
inappropriately in nursing hames states
must be required to clearly commit to
the development of a process for iden-
tifying eligible severely disabled in-
dividuals in SNFs, ICFs and board and
care homes since such a process does
not currently exist in many states and
is essential for appropriate planning
for the future.
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Prote: ist

Add language stating that the amownts
expended for community and family sup-
port services shall be in addition to
any forms of medical assistance for
which the individual would otherwise

be eligible under the state's Medicaid
program, except for Skilled Nursing
Facilities, Intermediate Care Facilities,
and ICF/MR services,

Mandating and jtemizing services

ire states to include in their Medi-
caid State plans an array of commmity
“afnd"PaMily support services for any
severely disabled individuals who are
entitled to medical assistance under the
plan and who live in famly homes or
community living facilities.
would be added requiring the array of ser-
vices, when combined with other medical
assistance available under the plan, to
be sufficient in quality, extent and
scope to assure the health, safety and
effective habilitation or rehabilitation
of such individuals.
This array of services would be selected
from the following list:

-~ case mahagement services;

~ periodic interdisciplinary diagnostic
and assessment services:

- personal assistance or attendant care:

- domestic assistance necessitated by the
individual s disability:

~ services to enable the individual to
improve or maintain functional capacities;

~ prostheses, assistive devices, supplies
and appliances;

-~ adaptation of equipment or vehicles, or of

housing or other space to be used by an
eligible severely disabled individual:

o

Explanation

The recammended language will state
explicitly that the services eligible
for Medicaid reimbursenent under S.
2053 would in no way jeopardize an indi-
vidual's entitlement to other scrvices
under the state's Medicaid plan. For
example, basic Medicaid services such
as hospitalization and special services
such as in-patient psychiatric care
would clearly be retained as eligible
Medicaid services under S. 2053,

To ensure that states provide appropriate
family hame and community services under
S. 2053, such services should be item-
ized and mandated to the greatest extent
possible. As appropriate under Medicaid
law the provision to the left requires
states to offer family home and commumni-
ty based services and allows states, for
the most part, to select an array of
services from those listed.

Several specific services were listed

in response to input from concerned
individuals. For example, supplies
(meaning expenses incurred for such
things as diapers, special diets, special
play equiprment, special clothing, tape,
gauze, cushions, straps, ointments etc.
that exceed those required for a normal
person of the same age); adaption of
equipment, vehicles or housing: personal
gquidance, supervision, counseling, re-
Presentation or adwocacy; special trans-
portation services; specialized training
for families or caregivers and preventive
services.
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Mardating and itemizing services (Cont'd)
Recommendation

- comprehensive outpatient rehabilitation
factlity servicos:

personal guidance, supervision, counseling,
representation or advocacy:

adult day programs;

- services (other than board or lodging
or basic foster care) provided to any
severely disabled individual by a
family with wham such individual is
living:

- support services td families or care-
givers including (1) specialized training
and (ii) respite care in or out of home
or usual residence;

- special transportation services;

- homemaker/home health services:

- chore services:

crisis intervention:

- protective services;

~ specialized vocaticnal and occupational ser-
vices that will enh the ind dence
productivity, and cammunity integration of
a severely disabled individual, including
employment training, support necessary to
maintain the employment of such individual,
and other training and therapeutic activi-
ties specified in the written plan of habili-
tation or rehabilitation developed with respect
to such an individual;

appropriate preventive services to decrease
the needs of eligible individuals for future
services;

- any other services identified by the State
and approved by the Secretary as oonforming
with the purposes of this section: and

- amounts expended by any state agency or pro-
vider of services under this section to
administer the provision of commmnity and
family support services shall be treaced as
administrative expenses of such plan,
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Recommendation
Room and Board'
To permit no payment for roam and board

other than room and board provided for
a period of not more than six consecu-

tive weeks as an integral but subordinate

part of a service funded under S. 2053,
except that auxiliary paymencs may be

made to cover extraordinary costs of food

or housing attributable Lo the disabling
omndition(s) of a particular individual
or individuals.

Mandated protective services

Add lanquage to require staves to assure,
as needed, the timely availability of
protective services.

Require that these protective services
as well as the mandated case management
services be available to any severely
disabled individual, even if his income
or. resources exceed the criteria set for
eligibility under 5. 2053.
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Explanation

Concern has been expressed that open
ended payments for room and toard would
foster “racility” or packaaed models
of care rather than individualized
services. Other concerns were the
potential confusion about the use of
Supplenental Security Incame payrents
{which are specifically intended for
voom and board) in conjunction with
Medicaid payments for room and board,
the possible duplication of the two
funding sources, and the potential

nigh cost of the roam and board pro-
vision as currently written. The
swyjested change at left allows for
roon and board payments for respite
care or emergency situations and as
payments to supplement other funding
for room and board, such as SSI, when
necessary due to extraordinary or un-
usual food or housing expenses required
because of the disabled person'(s) con-
dition{s). For example, costs in
excess of the 3SI payment which are
due to special building or life safety
code requirements for structures
housing disabled people might justify

a supplementary payment from Medicaid
under S. 2053,

Due to the recent Baby Doe situations
it is increasingly important to estab-
lish state responsibility for a mean-
ingful protective services system for
severely disabled people, without re-
gard to i1ncome or other assets.

In addition, individualized case manage-
ment services continue to be viewed as
the core for responsive, effective
services in a commnity-based system

of care and should be available to all
persons determuned to be severely dis-
abled.
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Recommendation

ri on

Expand the grandfathering provision to
include all exisiting facilities with up
to 15 disabled residents (&oes not include
staff living and/or working at the facili-
ty).

In addition, add lanquage that allows exist-
ing facilities with more than 15 residents
which decrepse their size to 15 or fewer
residents at same time following the enact-
ment of S. 2053, to have their residents (if
otherwise eligible) receive services reim-
bursable under S. 2053.

Training as a reimburgable {tem
Add 1. modifying current Medicaid

law applicable to reimbursement for
training (currently a 75:25 matching rate)
to include the training of personnel
skilled in the delivery of commnity and
family support services needed by persons
with severe disabilities, whether employed
by a public agency or any agency under
contract to the state to provide services
under S. 2053.

Further, states would be required in their
implementation agreements to include pro-
visions to ensure that training is rade
available to natural, adoptive and foster
parents of severely disabled persons as
well as staff of community living facili-
ties.

Adequate feo levels

Add language to modify current law to re-
quire, to the greatest extent feasible,
that states set fee levels, t.e. rates of
reirbursement, for commnity and family
support services that are reasonable and
adequate to assure the provision of care
and services which conform with applica-
ble state and federal laws, requlaticns

As written S. 2053 only grandfathers
facilities with up to 15 persons if
they are certified as an intermediate
care facility for the mentally re-
tarded. It is not sound public policy
to allow these facilities to continue
funding wider Medicaid while disallowinc
Medicaid reimbursement for services for
individuals in other existing facilities
of similar size sinmply because, at tha
time of enactirent, they are not certifie
ICFs/MR.

In the same vein, it is appropriate

to add 1 extending Medicaid re-
imbursement for S. 2053 services for
severely disabled individuals in other
existing facilities once these facili-
ties reduce their resident population
to 15 or fewer perscns.

S. 2053 requires states to provide
training but does not allow for
Medicaid reimbursement of such train-
ing. It is evident that training is
a critical factor in assuring quality
services and has been a significant
problem in many community service
systems. Many advocates for S. 2053
have expressed a strong concern for
the lack of funding for appropriate
traiming including the training of
natural, adoptive and foster parents.

A major problem in providing quality
camunity services under the Medicaid
program is that states often set fee le-
vels too low to ensure such quality.
While it would be inappropriate to man-
date fee levels on a national basis the
language at left will require, to the
greatest extent possible, adequate rates
of reimbursement for family hame and
community services.



14,

15.

MAequate fee levels (Cont'd)
Regomrendation

and applicable quality and safety standarcb.
to assure that severely disabled i

viduals eligible for medical ass!stance
have reasonable access (taking into

account geographic location and reasonable
travel time for family and friends) to
commnity and family support services of
adequate quality: ..d to enlist enough pro-
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viders so that these services are available to

severely disabled recipients at least to
the extent that services under the plan
are available to the general population.

t. in 1, teria
Add language to equate the inocome eligibility
criteria established under Medicaid for insti-
tutional and camunity services. Such lan-
guage may read: "if the state establishes |

a separate income standard for individuals
who are in any medical institution, the state
must establish the same separate incame stan.
dard for all severely disabled individuals.”

Medicare qap

244 language stating that whenever an in-
dividual is receiving benefits under Title
II of the Social Security Act as an adult
disabled during childhood (ADC) and as a oon-
sequence of such Social Security income is
found ineligible for SSI benefits, such
individual shall be deemed to be eligible
for services provided under S. 2053, ie.-
treated as if he were an SSI recipient.

Under current Medicaid law states may
set a separate income standard for per-
sons in institutional settings. Such
a standard may allow an individual to
have an incame up to three times the
federal Supplemental Security Inocome
amount. This option is generally not
allowed for disabled persons seeking
Medicaid reimi for ity-
based services. The additional lan-
guage at left will equate the incame
eligibility criteria.

Concern has been expressed that persons
whose benefits under the ADC program
are too high to qualify them for SSI
and consequently for Medicaid must wait
two years in order to receive benefits
wnder the Medicare program., The lan-
guage on the left deems such persons
eligible for S. 2053 services. However,
the language goes further than covering
services during the two year gap and
allows ADC individuals to continue their
eligibility for S. 2053 services even
after they become eligible for Medicare.

It would not be good ublic policy to
provide services undnr S. 2053 only to
withdraw eligibility two years later.

The fact is the Medicare program does

not reimburse in any meaningful way ser-
vices like those in S. 2053. It is
important to note: that the suggested
language does not. cover ADC persons who
have income and resources other than ADC m
benefits which would cause them to be in-
eligible for SSI.
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. Recommendaticn

13, Malnterance of effort

Adj language prohibiting states from sus-
perding, reducing, discontinuing or termi-
nating the medical assistance provided under
their state plan because of any financial
constraints created by the reductions called
for in S. 2053,

standards £a,

Feir erplovrent standards for

Add language requiring states in their ime
plementation agreaments to assure the
application of fair employment standaris

to workers in private procrams and facali-
ties offering care and services as described
in S. 2053,

BExplanation

In resporse to concern about the states' ez
meintenance of effort under S. 2053 the
language at left was developed. However,
it does not require that the total amount
of state Medicaid matching funds current)
used to provide services for retarded
and other severely disabled persons,

both insituticrial and commumity-based,

be muintained, i.e. as services shift

to the commmmity the states are not
mandated to maintain the same total
amount of dollars for services to dis-
abled people. Llegal counsel suggests
that such language would be inzgpropriate
wnder Medicaid law and that the language
to the left is mere appropriate,

There 15 a areat deal of concern in
the f1¢1d of mental retacgation about
the difference i1n salaries paid to
public ermioyees versus workers in prie
vate programs or facilities, The low
WagCs in private progrars are sometimes
cited as a.factor in high staff tume
over and consequently, substandard care,
The suggested language at left is aimed
at helping aileviate this problem by
requiring states to assure the applica-
tion of fair employment standards to
such employees, N

While higher salaries will increase the
cost of commuraty services, salaries
are enly one factor (albe:t an im-
portant factor) contributing to the
generally more expensive st sntianal
enviromen<s., For exatple, the divi-
sion of labor, ie. specialized jobs,
required 1n institutions is another
factor contributing to institutional
costs.
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Regarmendation

Sel ts for ity livil
faciliti }

Add language stating that cammunity living

facilities, in providing living arrangements,

care and services to severely disabled
individuals, must cooperate with other pro-
viders and with appropriate case managers
in implementing a written plan of habili.
tation or rehabilitation for each indivi-
dual.

Private enforcement

Alter the langquage of the private enforce-
ment provision to read as follows:

SEC. 5. (a)(1), Any person injured or ad-
versely affected or aggrieved oy a vio-
lation of this Act by a state agency
administering a State Plan approved under
section 1902(b) of the Soclal Security
Act may bring an action to enjoin such
violation.

(2) An Action breught under paragraph
(1) shall be brought in the appropriate
district ocourt of the United States
within the state in which such State
Plan is in operation.

(3) Such party may elect, by so stating
in the complaint filed at the commence-
ment of such action, to recover reascn-
able attormey's fees and costs from the
defendant in the event that such party
prevails,

(b} (1) Upon filing a lawsuit under
subsection (a), the ocomplainant shall
give notice by registered mail to the
Secretary of Health and Human Services,
the Attorney General of the United
States, and the state agency adminis-
tering the State Plan alleged to be in
violation of this Act.

Critics of S. 2053 have stated that as
written the bill implies that community
lLiving facilitics must themselves pto-’
vide or be the focus of responsibility
for all services to their cesidents,
The sumested lanqguage on the left will
clarify that such facilities must
cooperate with other providers and the
individual's case manager to dssure
the provision of appropriate services.

After ovtaining legal advice it was
felt that the private enforcement
language 1n S, 2053 could be signifi-
cantly improved and clarified. Uew
language is presented at left, Thig
lanquage specifically states that
aggrieved persons may sue the state
agency admunistering the state Medicaid
plan (rather than the plan itself),

and may file to recover reascnsble attor-
ney's fees as well as costs. The fact
that the Secretary approved the parti-
cular plan in question shall not bar
action against the state agency. Pre-
vious language stating that '"no action
could be brought if, at the time the -
ocamplaint is filed, the same alleged
violation by the same state agency
adgunistering the plan is the subject
of a pending action in any court of
the U.S." was deleted because it was
unnecessary.
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Private enforcement (Cont'd)
Recomendation

(2) The notice required under paragraph

(1) shall state the nature of the alleged
violation, the court in which such action
will be brought, and whether or not
attorney's fees and costs are being de-
manded in the event the plainuff prevails.

(c) The approval of the State Plan, with
reference to the provisions of this Act,
by the Secretary shall not be a bar to the
bringing of an action under paragraph (1)
nor shall it constitute a defense to any
such action.

Timelines for implementation

Require states to provide some family

home and community services in the first
year following enactment of S. 2053.
{Federal Medicaid matching dollars would
be available for such services.)

Allow states two years following enactment
to complete their implementation agree-
ments. The 10-15 year time period for the
withdrawal of 85 percent of the Federal
Medicaid funds from institutions would rot
begin until carpletion of the implementation
agreements.

lanation

4 »
To ensure an orderly, well-planned
transition from institutional to
family hame and community services,
states should be given two years to
oamplete their implementation agree-
ments. This allows time for the
Federal government to develop and
publish regulations implementing

S. 2053, gives states time to com-
plete the individual commmity services
plans for institutionalized perscns
and to identify persons inappropriately
placed in nursing homes and general
ICFs. All of this information is
necessary for states to develop a
meaningful, data based implementation
agreement.,

wWhile it is important to allow states
sufficient time to complete their
implementation agreements, it is equally
important that states be required to
begin providing appropriate home and
commnity services in the first year
following enactment so that the actual
provision of suh services is not
delayed.

Delaying the beginning of the 10-15

year time line for the withdrawal of

85 percent of the Federal Medicaid

funds from institutions until the third
year following enactment (after cample-
tion of states' implementation agree-
ments) in essence provides two additienal
years for the withdrawal to take place
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23.

Timelines for implementation (Cont'd)

tion

S for non-certi
institutional beds

Eliminate the provision in S. 2053 which
would require that all institutions
currently not certified as Intermediate
Care Facilities for the Mentally Retarded
camply with the federal standards for the
ICF/MR program.

Client te involveent in

decision-making

Clarify language throughout S. 2053 to en-
sure the involverent of the disabled indi-
vidual himself and, as appropriate, his
advocate (in addition to his spouse,

15

parent,
quardian or-appropriaté family member) in all

living arrangement and services decisions
(and oorresponding appeal procedures) for
the disabled person.

al fo! rsons in various

sett.

Add language requiring an opportunity for
an appeal and fair hearing before an im-
partial hearing officer for any individual
(or his spouse, parent, guardian, appro-
priate family mermber or advocate acting

on his behalf) who believes himself to be
inappropriately placed or who is denied

an appropriate placement or service, or
who is being scheduled for transfer from
one community living arrangement to another
otherwise than on lus own initiative.

39-791 O - 85 - 6

Explanation

i.e., in reality, the 10 years would
became 12 and the 15 would become 17.

Under cucrent Medicaid law states may
chose whether or not to have each of
their institutions certified as ICF/R.
Requiring states to bring all institu-
tions into compliance with the Federal
standards would mean a significant
influx of Medicaid dollars into insti-
tuticnal environments. Such a require-
ment is not consistent with and is, in
fact, at odds with the intent of S. 2053.
Not requiring massive expenditures,pri-
marily for capita' improvements, in
institutions does not mean that institu-
tionalized persons should have less than
the highest quality of services.

It is important to make it clear that
the disabled individual and, as appro-
priate, his advocate must be involved
in all decisions (and corresponding
appeal procedures) relative to the
persons' living arrangements and ser-
vices requirements.

5.2053 provides such an appeal proce-
dure only for persons scheduled for
transfer from an insitution to a
comunity setting. It is equaliy im-
portant to have such an appeal process
available to those living within the
community.
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Recommendation Explanaticn
Deeming of resources for children
Add language to allow states to provide Under the Supplemental Security Income
S. 2053 services to disabled children who, program disabled children are often
except for resources deemed to them, would found ineligible solely due to family
be eligible to receive Supplemental Security resources which are deemed to be availy

Income benefits. able to them. Denial or loss of SSI
: usually results in ineligibility for
Medicaid. The language at left would
allow states to choose to provide swh
children with S. 2053 services reim-
bursable under Medicaid,

OTHER DECISIONS/ISSUES IDENTIFIED
BY THE ARC

1. Start-up costs/capital construction ~ The Committee recognizes that such

costs carnot be met wder the Medicaid program. Other Federal and state
programs which can provide start-up or capital construction monies were
identified to be targeted for expansion. In addition, a recommendation
will be made to Senator Chafee to require states to describe in their im-
plementation agreements their plans for meeting such expenses.

2. Inteqration of S. 2053 lanquage into existing law - The Comittee endorsed
the idea of integrating, to the greatest extent possible, the language of
5. 2053 into existing law by using conforming amendments.

3. Clari audits, reviews, monitoring requirements - The Comittee is
further researching the mout appropriate and effective audit, reviews and
monitoring mechanisms to bx utilized under S. 2053,

4. Intermediate size facilities - The Committee made no changes in the size re-
quirements in S. 2053. It was felt that, at this time, there is insufficient
data to justify ary expansion of S. 2053 coverage for facilities with more
than 15 residents, This major issue 1s still open for further consideration.
Key national orvanizations (e.g. National Association of Private Residential
Facilities for the Mentally Retarded) and individuals have been requested to
provade specific data and recommendations.

S. Expzding consurer involvement -~ The Camittee 1s supportive of an expansion
of di=abled persons' involvement, when appropriate, in their services program,
e.g., the selection, hiring and traiming of attendants, and is further re-
searching the most appropriate language to accomplish this expansion.
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Senator DURENBERGER. Ms. Everitt, let me ask you a question
about the position of ARC. Your testimony has three recommenda-
tions for modifications in S. 2053, but attached to your testimony is
a set of additional recommendations, many of which seem to indi-
cate a necessity or recommendation to us to expand the eligible
population for these services, expand the scope of services, and I
guess I am wondering whether or not ARC’s position here on 2053
is conditioned on expanding the population eligible and the scope
of services, and if you have any idea what that might cost.

Ms. EveriTT. Senator, these changes came about as the result of
an opening up of comment which we have done throughout our or-
ganization. I tried to consolidate with our governmental affairs
staff and committee those changes, and that’s what this is a result
of. This is in addition to our position on phasing out of institutions.
But these were the things that people wrote to me and said they
were concerned about. We tried to take the positive ones, the ones
that we thought were most feasible to do, and we submitted those
to Senator Chafee for his discretion.

Senator DURENBERGER. And those three are the 85 percent
rather than the 100 {)ercent on the penalties, the financial incen-
tives of community placement, and then the periodic assessments?

Ms. Everrrr. Yes.

S}eﬁator DURENBERGER. All right, thank you.

ohn. .

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

First, I want to thank each of you for coming here today. You
have come a distance.

Mr. Beer, you heard the Michigan testimony of Mr. Babcock.
What do you think of that approach? In other words, it seems to
me they use great care for those constituents that you represent.

Mr. Beer. Senator, thank you for asking about that. I found Mr.
Babcock’s comments interesting, and I would just preface my
answer to your question by saying that I am not personally conver-
sive with the Michigan experience, but have had contact with our
union representatives in the State of Michigan concerning what
has happened in Michigan over the past 2 to 4 years, which I be-
lieve is the period of time Mr. Babcock was referring to.

From the perspective of the organized union member represented
by ASME in the State of Michigan, the experience has been I think
somewhere between a mitigated and a controlled disaster—unmiti-
gated and controlled disaster. And I say that not to disparage the
approach, the technical approach taken by the State once that deci-
sion was made to move as massively and as rapidly as they did, be-
cause of some other things that I think intervened in Michigan.
One of them was the state of the Michigan economy that during
the heavy recession, depression, of that time I think fueled consid-
erably the move toward rapid depopulation as a budgetary item.-
That is my own opinion of that.

In talking to Michigan and our international staff about the cur-
rent status of things in Michigan—and, by the way, one of our own
staff members has traveled to Michigan recently to view some of
those facilities—we find that what we believed to be a replication
of a problem that we think is significant in the changeover to the
delivery services, and that is the staffing situation, is not as stable,
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certainly not as well remunerated, well paid, and that we believe
in the long term is going to show itself in the quality and type of
programming that will exist in Michigan.

I believe Mr. Babcock cited some statistics about the numbers of
people who remained in mental health care as the result of the
changeover. My thought in hearing that was, in the state of the
Michigan economy I'm sure any employee would grab at almost
any straw in that situation, and the State did extend itself to try to
develop I think some options.

Senator CHAFEE. You visited Rhode Island, and there you saw a
little different approach-—namely, that our homes are still State
run, State owned, or State rented. And in your testimony you
seemed to laud that experience.

Mr. Beer. Senator Chafee, yes, I did. Again, I personally did not
travel there but a number of our staff did. We had Dr. Robert Karl
from Rhode Island out here. Their experience I think, for us—and I
vhink also it should be for advocates for the retarded who are not
union employees. I think they should take note of that system.

The transfer of well-trained motivated staff into community set-
tings which are small, individualized, has taken place there. They
have done it in a way that has over time, and I believe they have
been at it for over 5 years, reduced the institutional population, re-
duced—according to Dr. Karl—the numbers of dollars spent on in-
stitutional care vis-a-vis community care, and has done it in a way
that hasn’t thrown out the human resource of the staff and created
a situation of near structural unemployment.

. So we are very high on that experience. We don’t believe it can
be replicated down to the crossing the last “t” and dotting the final

“i” in Minnesota. Rhode Island is different from Minnesota. And

the first thing that is brought up is the size of the State. But I

think there are enough similarities that it demands some serious

gonsideration. We hope we are going to be getting that in this
tate.

Senator CHAFEE. I will say, as you know the thrust of this legisla-
tion is to provide the best cave for the individual. If there happens
to be a bonus in savings, three cheers. But that’s not the reason I
advocated the legislation.

But it is amazing, the testimony that we've had, that it is less
expensxve to operate the commumty setting than the institutional.

Then, in your testimony and in Mr. Babcock’s, you also suggest-
ed, “Well, but they have had to give wage increases in the commu-
nity homes.” 1 find that hard to say, because clearly they would
have to give wage increases to the institution employees as well. So
I don't think we can compare apples to oranges; it's got to be the
expenses when they made the transfer, a year compared to the
same year of community versus institution. It is not fair to take
what the institution was and what the community is 5 years later
in the increased costs.

One final question to Ms. Everitt.

You mentioned allowing 15 percent of the Federal medicaid
funds to be used to fund an alternative method of care. What were
you thinking about? What might that be?
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Ms. Everitr. We were suggesting that 15 percent of the Feder-
al—then you would require an 85 percent rather than a 100-per-
cent withdrawal of Federal medicaid from institutions.

Senator CHAFEE. So you might well have a residual population?

Ms. Everitr. Yes, such as Mr. Babcock was talking about; they
don’t know how many of the medically fragile.

Senator CHAFEE. Also you remember what he said—he thought
as you proceeded over the years and the technological develop-
ments improved, he could see a zero population.

Ms. EverITT. 1 can see that. I see that happening in Nebraska
now, in some instances.

Senator CHAFEE. All right. Well, thank you all very much, Ms.
Crawford and Ms. Everitt, and Mr. Beer, for coming. We appreciate
it.

Senator DURENBERGER. Thank you.

Our next panel consists of A.L. Napolitano, executive director,
Bethesda Lutheran Home in Watertown, WI; Gerald Walsh, execu-
tive director of Mount Olivet Rolling Acres Residence on behalf of
the Minnesota Network of Not for Profit Providers of Mental Re-
tardation Services, Minneapolis; Jon Nelson, executive director,
Christian Community Living Systems, Watertown, WI; and Lyn
Rucker, executive director, region V, Mental Retardation Services,
Lincoln, NE.

We might as well proceed in the order that you were introduced.

Again, I indicate that your full statements will be made part of
the record, and you will be rewarded in some way by keepmg your
opening remarks within 5 minutes.

Mr. Napolitano.

STATEMENT BY A.L. NAPOLITANO, EXECUTIVE DIRECTOR,
BETHESDA LUTHERAN HOME, WATERTOWN, WI

Mr. NaroLiTaANO. My name is Alexander L. Napolitano. I am the
executive director of the Bethesda Home, Watertown, WI. I wish to
thank the committee for the opportunity to testify.

As the executive director of the Bethesda Lutheran Home, which
has 80 years of experience in the nonprofit sector services to the
retarded, we function both in the institutional setting and in the
group home setting, and in the community at large. Therefore, we
feel we have gained the experience over this period of time to be
able to speak on behalf of objecting to 2053. —

We feel that there will continue to be a need for the 1nst1tut10na1
services for those to serve the severely and profound, the medically
fragile, and the behavorial. If we listen to the testimony of some of
the previous people, when you began to pin them down, all slowly
began to admit, “Well, there might be a residual—yeah, we think
there may be some. Yes, we think it looks like there would be some
people left.” I cannot understand why one organization all of a
sudden or one thrust has to eliminate something that has been
working in private organizations and doing an excellent job for
these past 80 years. All of a sudden there is only one way to do it.
And in order to accomplish that, we must eliminate-all the institu-
tlons, all that they stand for, and all that they have accomplished.
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We have worked diligently. We moved 300 residents on our own.
We have continued to move them. We are not looking for a Federal
hza_llrllgiout. We supply 50 percent of our own funds, to the tune of $7
million.

The funds that are received are entitlement funds to the resi-
" dents themselves, not to the facility.

The other point that stresses us greatly is in the country that
speaks for freedom we all of a sudden find ourselves that we are
going to eliminate one of the treasured things, and that is the free-
dom of choice for the retarded person, for their families, and for
their guardians.

Again, that concerns us. Why all of a sudden is there only one
way of doing things? Why, when all there is that is available—-and
there is room for all of us to help—why can’t we all help together?
Why must we eliminate somebody to do what we purport to be the
best thing?

Let’s enforce the existing laws. I have been begging, I have been
writing—I sent Senator Chafee a movie—I have been pleading for
people to come and visit private facilities. Yet all we hear about is
the bad facilities. They are in the paper. There is no mention made
of the good facilities. And I find that ironic, that all of a sudden
“there are no good ones.” Eighty years means nothing. We serve
2,600 people. Where were all these people who now profess to have
all the answers? Where were they 20 years ago? Let's enforce the
present laws. And if a facility can’t measure up, let's close them
out; but let’s leave the ones that are doing an .excellent job stand.
Let them stand on their merits.

I make an open invitation to anyone here: You can come day or
night, and if you don’t have the money we'll scrape it up to get you
there. But take a look at some of these facilities. Let’s utilize the
waiver. Let’s make it permanent. Let’s make it work for us. It is
already showing that it is working. Let’s utilize the ICF-MR and
realize it’s not a kind word to say, but let’s utilize it for the 15 beds
or less. Now, there has been very little advantage taken of that.
Everybody talks of more than 15—of 100, 200, 300. Nobody is
making mention of the 15 beds or less, which is a viable option.

These programs also have an advantage in that they require
some sanity in planning and they require some cost-effectiveness.

The arguments on cost can go back and forth, and I think one of
the problems I have seen in this bill is that it deals greatly in gen-
eralities. We are talking about a whole Nation We are talking
about going to New York City and putting in scattered sites for 10
million people. Now, you know, in one block you've got hundreds of
thousands of people. We had this when we had the captionate
areas in mental health. What about Montana? What about New
Mexico, where the populations are sparse, as was pointed out in
the Dakotas. I guess what we are telling those people is, “No, you
can’t bring your services under one roof; you must find some way
to scatter them out, even though there aren’t enough staff or there
aren’t enough resources to carry them.”

In conclusion, big is not bad, and small is not always best. And I
think we can find proof of that anywhere we want to find it. It all
boils down to the need for excellence, to the need for commitment,
to love, to the philosophy of the facility giving the care, not to size.
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Once again, one of the founding things here that concerns me
the most is that we maintain freedom of choice.
Thank you.
Senator DURENBERGER. Thank you very much.
Mr. Walsh.
= ~—-- [Mr. Napolitano’s written testimony follows:]

e —— —
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STATEMENT OF ALEXANDER L. NAPOLITANO
ON BEHALF OF BETHESDA LUTHERAN HOME
WATERTOWN, WISCONSIN 53094
Regarding Proposed Amendments to S. 2053
THE COMMUNITY AND FAMILY LIVING AMENDMENTS OF 1983
Before the Health Subcommittee
of the Senate Finance Committee
August 13, 1984, at Minneapolis, Minnesota

As Executive Director of Bethesda Lutheran Home, 700 Hoffmann
Drive, Watertown, Wisconsin 53094, I would like to thank the
Subcommittee for this additional opportunity to comment on S. 2053
and some of the amendments which have been proposed by various
professional and advocate organizations - and for the opportunity

to offer the suggestions of our organization regarding better ways

:
N

to meet the needs of retarded individuals.

I. BETHESDA'S EXPERIENCE

A. History: Since 1904, Bethesda Lutheran Home has served
over 2,600 retarded children and adults, earning a nationwide
reputation for excellence in the field. Currently we serve over
470 retarded individuals from 31 states and one foreign country on
our main campus in Watertown, Wisconsin. We also operate 10 group
homes in eight states and have three more under development, for a
total of 103 licensed beds. Just this month, we have also
acquired Faith Village in Kansas. This consists of three cottages
of 15 beds each in Shawnee Mission and two 10-bed group homes in

Olathe.

B. Services: Located on 475 acres along the scenic Rock
River, our main campus includes dormitories, a vocational
workshop, therapy rooms, an infirmary, detached small group homes,

an educational center, a chapel, service buildings and extensive
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recreational facilities (gym, swimming pool, arts and crafts, ball
diamonds, playgrounds, outdoor shelters, and a large wooded
campground) . Bethesda employs a staff of 600 people, including
doctors, nurses, therapists (occupational, physical, speech,
recreation and music), psychiatrists, psychologists, residential
aides, chaplains, teachers, social workers, a pharmacist, medical
technologist, librarians, and a volunteer coordinator (who works
with the more than 5,000 volunteers who befriend, chaperone,
assist and provide special entertainment for our residents,

donating over 70,000 hours each year).

C. Goals: Through treatment and training programs, Bethesda
'sttives to help retarded individuals develop their talents and
abilities to their fullest potential, thereby enabling them
whenever possible to live satisfying and productive lives in the

community. A complementary goal is to instruct them in the

Christian faith so that they can experience the joy of a Christian

i
i

lifestyle.
In addition, we are councerned about the thousaﬁd§ of rété%ded
persons in this country who do not have access to religious
inst;uction in their local community, and for this reason we have
developed an Outreach Program to prepare churchworkers for
teaching retarded children and adults in local parishes, We are
also developing a Christian Resource Center as well as a
Diagnostic and Evaluation Center. We publish curriculum
materials, which we make available free of charge or at cost.
Some of these materials have been translated for use in other
counéries, and we currently are sponsoring a physical therapist

who is treating handicapped students and training staff at the Lae
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Special Education Center in Papua New Guinea.

II.

POSITION REGARDING S. 2053

As stated in testimony submitted at the February 27, 1984,

hearing on this bill, we believe that S. 2053 would disserve the

interests of America's retarded citizens for the following

reasons:

III.

1. S. 2053 would have the effect of closing all
institutions for mentally retarded persons, including private
institutions such as Bethesda.

2. S. 2053 assumes, without basis, that institutional
care is universally inferior to small group care for all
retarded citizens.

3. S. 2053 incorrectly assumes that community placement
is always the least restrictive alternative, even for
severely and profoundly retarded people.

4. S. 2053 would make it much more difficult for
retarded citizens to exercise their religious freedom.

5. S. 2053 assumes, without basis, that the cost of
implementing group home care for retarded people would be
less than institutional care.

6. S. 2053 does not take into account the failures nor
prevent repetition of the abuses which have resulted from
previous deinstitutionalization programs.

7. S. 2053 ignores the effect of deinstitutionalization
on families of retarded persons, on staff members who care
for retarded people, and on the community at large.

8. S. 2053 is not a necessary prerequisite to the
development of group home care.

REACTION TO AMENDMENTS PROPOSED BY VARIOUS ADVOCATE GROUPS

A. We agree with the following proposals:

1. We agree that persons over age 65 should have access

to Medicaid-funded nursing home care without any time limitation.

When people become elderly, many disabilities occur which place
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impossible demands upon families and require extensive nursing
support. Living in the family home under these circumstances may
be more restrictive, regardless of whether the person is retarded

or of normal intelligence.

2. We agree that protective services and case
management should be available to any disabled individual,
regardless of income or other assets. If assets are sufficient,
however, the individual should be expected to pay for these
services. Some proposals call for mandating such services '~ here
we would urge caution, lest families be totally deprived of input

and influence.

3. We agree that the appeal process should definitely
be available not pnly to those moving from an institution to a
home in the community but also to those in the community who

believe they are inappropriately placed.
4. We agree that Hedic?id should be available to
children living at home for services they require - IF and only IF

the family cannot afford such services.

B. We strongly disagree with the following proposals:

1. We do NOT believe that Federal Medicaid funds for
persons in fgstitutions should be phased down to 15% of the amount
allowed for institutional care at the end of the 10-year time line
of S. 2053. While 15% is an improvement over the total phaseout

concept of S. 2053, it is NOT acceptable.’
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If the goal of this bill truly is normalization and

equality of oppbrtunity for all retarded persons, then it must be

rememberea that:

a. People of normal intelligence do have the

freedom to choose where they will live and receive education

and training, including institutional types of settings. For
instance, these choices often include boarding schools for
young people and colleges (in all parts of the country, often
with the aid of federal loans and assistance) for adults.
People with physical problems can go to outstanding hospitals
and clinics throughout the country, with care being funded
through a variety of government aid and insurances. Should

retarded persons have less choices?

b. An institution CAN be the least restrictive

setting for severely and profoundly retarded persons,
especially those with physical disabilities and specialized
medicai needs. A good institution provides greater
concentration of services and benefits for less expenditure
of time and money than a community setting. With continued
objections to increased taxation, we must not eliminate the

most efficient way of providing services.

c. Some medically fragile people may always need

or be best served in an institution. For these people, the

two-year limit would be grossly unfair. There are some
disabling conditions which require around-the-clock nursing

care. When such people are in a small group home, what
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happens when the scheduled nurse quits or becomes suddenly
i1l and no replacement is available? At Bethesda,
individuals who are confined to bed are placed in carts and
moved to other areas of the institution for treatment,
training and recreation - a situation infinitely better than

being confined to one room of a home in the community.

d. Others who may have greater freedom in an
institution include those who are so low level that they have
to be supervised constantly; some also need the routine and
structure that only an institution can offer. Of even
greater concern, though, are those who have behavioral
disorders, psychotic tendencies or bad personal habits. They
can be a danger to themselves and others - an impossible
situation in a group home - and need the constant monitoring

and safety which only an institution can provide.

e. Using the 10-year mark as the basis for continued
funding at 15% or some other percentage does not take into
consideration the shifting population of this country,
especially the Sun Belt infiux - nor the changes in the birth
rate resulting from the cyclic baby booms, the next of which

is predicted for the early 1990s.

2. We do NOT agree that privatz facilities should be
required to meet the wage standards of public institutions. This
would in effect take away the rights of private enterprise to
determine salaries and job requirements. Private enterprise is

basic to the American system and should not be limited by
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additional laws of this type. Existing minimum wage laws are
adequate.

At Bethesda, we hire an outside consulting firm which
surveys salaries and benefits at hospitals and nursing homes in
our region, and we seek to meet the average or higher. More than
508 of our employees have been with us for over five years. Last

year we honored 10 employees who have served over 25 years here.

3. We do NOT agree that training of workers should be
covered by the bill.  Educational assistance in many forms
presently is available to those who cannot afford education. Our
field of employment should not expect something not offered to

other industries.

4. We are further disturbed by the complexity of some
of the proposed remedies for the problems which many have seen in
S. 2053.

Some are so encompassing that they would make the bill a
nightmare to administer. One example is the proposal to mandate
adequate fee levels. Fees for services vary from state t& state
and region to region. Who determines what is adequate? And how?
Competition, not government regulation, is the traditional
American answer. To attempt to lure more health care
professionals into service to retarded persons by raising the
acceptable fees can only result in even higher costs in an already
over-priced field.

Furthermore, the extension of a virtually unlimited,
individualized array of services, as proposed by some advocates,

could make the bill cost prohibitive.
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IV. WHAT WE SUGGEST:

Needs of retarded people are as varied as there are people.
How to meet those needs best is still the subject of great
conjecture.

Many of the community experiments in serving severely and
profoundly retarded children and adults have been performed under
the most ideal situations. For example, a pioneering group home
for severely retarded adults at Madison, WI, has functioned well -
but staifing has been extremely heavy, and in addition, assistance
has been provided by graduate students in special education
courses from the University of Wisconsin. To compare this with a
typical group home in a small community far from a university
'setting is illogical and should not be the basis for massive
change,

Those who originally devised the concepts embodied in S. 2053
have tried many approaches to improving conditions for retarded
people over the years. They are to be commended for their
efforts. At the same time, it should be recognized that none of
their successive approaches (more money for institutions; large
community-based residential facilities; smalier group homes, etc.)
have totally met tho:ze needs, and each has been abandoned in favor
of a new idea, the latest of which is S. 2053. To assume that S.
2053 is the perfect answer, without sufficient data and research
to support it, is a poor basis for doing away with excellent
facilities (such as Bethesda) which are ?urrently meeting needs of
thousands of‘retatded people. j

The result of this bill has been to alienate and polarize

groups and organizations which have the same goal: improved
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opportunities for retarded persons. It would seem, therefore,
that it is time to agree on certain basics and then work together

to find the best solutions. Those basics include the following:

A. Services must be determined by the needs of the
individual - not dictated by a preconceived mind-set which says
(without adequate proof) that BIG is always BAD, and SMALL is
5lways GOOD. As reported in Sharon Landesman~Dwyer's 1981 study,
"Living in the Community," (American Journal of Mental Deficiency,
Vol. 86, No. 3), excellence is determined by stgff attitude and by

enthusiastic and creative leadership.

B. Costs of proposed programs must be assessed fully ané
appropriately, in fairness to Congress and the taxpayers. This
must be achieved by comparing apples with apples. 1In figuring the
costs of a group home, for instance, one cannot merely itemize
basi¢ care but must also include the additional servicés required.
When an individual needs therapies, medical help and psychiatric
care, it will cost as much or more to provide the same services in
the community as it does in an institution, because, in addition
to the fees of the professionals involved, one must also include
transportation and the staff time to provide the transportation.
Moreover, group homes which have been started in recent years to
serve those with behavioral problems are already encountering high
staff turnover and very high costs. For instance a group home of

this type in Minnesota is now charging $120 pe£4day.

C. Solutions must not use the law to violate basic American

principles, such as states' rights and the encouragement of
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private enterprise. We must remember that government exists to do
for people that which they cannot do for themselves. Since we
cannot do everything for everybody, nor would we want to, we must
then concentrate on the areas of greatest needs. In the field of
mental retardation, this means providing services first for those
who are severely and profoundly retarded ~ &and not jeopardizing
the good services which now exist for them. It also means not
reducing their already limited freedom of choice, and it means
learning from the bad exp..iences which mentally ill people have

suffered because of deinstitutionalization programs.

Therefore, we propose the following:

A. Let's begin by insisting that existing laws be enforced

for every institution in this country. Wisconsin has excellent

inspection and enforcement; the federal government should make
sure that other states do likewise. This alone would assure
improVed programming and eliminate abuse in all institutions. If
we can't enforce those laws now, how can we hope to enforce them
in thousands of new group homes and foster care homes in
communities across this land?

We second Landesman-Dwyer's recommendation to the President's
Committee on Mental Retardation in her 1981 study: "Develop a
useful typology of residential facilities and seryices. Discard

terms such as institution, community-based residence, and

deinstitutionalization, none of which convey or imply information

about program content or quality.”

B. Authorize funding for group homes on the same basis as

for institutions by expanding the Medicaid waiver and giving that

39-791 O - 85 - 7
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concept permanence. - As we supplement rather than replace

institutional care, the reduction and elimination of institutions
will automatically occur if the varlous community living options
do indeed prove workable and beneficial. People will clamor to
participate in obviously good opportunities.

It takes time to develop good programs - more time than S.
2053 allows. In our impatience to cross new bridges, let's not
destroy those bridges as we cross them, thereby cutting retarded
persons off from that which is excellent in the present.

As M.J. Begab noted in 1975 ("The Mentally Retarded and
Society: Trends and Issues," University Park Press, Baltimore),
"it must always be kept in mind that the heterogeneity of the
retarded population and the diversity'of their needs militates

against any single pattern or program."

C. Again we quote the Landesman-Dwyer study: "As much as
possible, assess the quality of life from the viewpoint of
individual clients - their personal preferences, needs and
capabilities - rather than from our own perspective (e.g., 'Would
1 like to live here?')." All too often, in our zeal for doing
good, we assume that what is best for people of normal
intelligence and emotional stability is automatically best for
those who are very retarded, those who have behavior problems and

. those who are elderly (and in some instances have died when forced
to move to another home).

1 would not want to live in a neighborhood surrounded by
Einsteins ~ I yould feel uncomfortable and out-of~place, never
quite as good as anyone clse. I most likely would have few

friends and would be the object of the neighbor's pity or
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ostracism. Yet this very situation is what ALL profoundly
retarded people could be subjected to if S. 2053 becomes a reality
~ and they will have no place to return because the good
institutions which now exist, the good institutioéns where they
"have found friendship and help and safety, the good institutions
where they have made progress will no longer be an alternative for
they will be closed.

Moreover, it takes time to change community attitudes, to
train staff, to set up protactions and programs - more time than
8, 2053 allows, It took us three years to establish our second
Illinois group home. We have been trying for an equal length of
time to open a home in Maryland, but state requirements for
education of staff make it almost impossible to find applicants.
Iowa has laws reguirlng a group home staff person to be certified
for distribution of medication, but fails to offer the
certification course. An appropriate St. Louis site has proven

aifficult to find. GOOD group homes do not happen overnight.

Opportunists, lured by the potentiﬁl for profit, are already
entering the group home field in anticipation of passage of S.
2053. At the 1984 convention of the American Association on
Mental PDeficiency in Minneapolis, one organization was telling all
who stopped at its display, "Do you know of any availlable group
homes? We're buying."

Therefore, let us proceed under the Medicaid waiver to
establish and test new programs. Let us move slowly and
carefully, not through S. 2053, but through trial and testing
until there is sufficient documentation tw assure success rather
than experimentation with the lives of precious people ~ our

retarded friends and clients.
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- STATEMENT BY GERALD WALSH, EXECUTIVE DIRECTOR, MOUNT
OLIVET ROLLING ACRES RESIDENCE, ON BEHALF OF THE MIN.
NESOTA NETWORK OF NOT-FOR-PROFIT PROVIDERS OF
MENTAL RETARDATION SERVICES, MINNEAPOLIS, MN

Mr. WALsH. The Minnesota Network of Not-For-Profit Providers
of Mental Retardation Services represents eight medium-gized Min-
-~ nesota 6providers who serve 687 persons in facilities ranging in size

from 36 to 103. We are members of the Association of Residents for
the Retarded in Minnesota, which has a position substantially the
same as ours. ARM has 270 member facilities who provide residen-
tial facilities for 3,914 persons. We are in opposition to S. 2063 as
proposed.

innesota, as you know, has been a trailblazer in services for
children and adults who are mentally handicapped. We have devel-
oped a broad spectrum of interrelated high quality programs. Our
State institutions which served 6,200 persons at three sites in 1969
serve only 2,170 persons at seven sites in 1984,

In Minnesota in 1982, 47 percent of those in ICF-MR community
residential facilities lived in homes for over 15. The total served in
community residential facilities is over 5,000,

In Minnesota, a significant number of mentally handicapped who
reside away from their families live in homes, and live in one of
the 41 medium-sized facilities for over 15 residents. S. 2068 would,
based on the theory that smaller is better for everyone everywhere,
regardless of the degree of handicap and special needs, seriously
would disrupt Minnesota's residential programming. Such a radical
change in residential services would also have a severe effect on
day programs and other services which have developed along with
and 1n support of residential services.

A study by the federally funded University of Minnesota Depart-
ment of Education, Psychology Center--University of Minnesota
Educational Psychology Center for Residential and Community
Services, which was just released, compares the facility close/move
rate for residential services nationwide. This study says that in
recent years there has ‘been growing concern among parents and
advocates regarding the stability of community-based residential
services. Entitled ‘‘Stability of Residential Facilities for Mentally
Retarded People,” it very graphically shows vast differences among
States and between States in the stability of residential services for
mentally handicapped people over a 5-year period.

In Minnesota, only 7.5 percent of the facilities for 16 to 63 closed
or moved over the 5-year study, compared to 29.9 percent nation-
wide—well over three times higher. This study reports also that
41.4 percent of the facilities for between one and six residents
closed between 1977 and 1982—41.4 percent.

In summary, it is clear that Minnesota, like each State, and like
each mentally retarded individual, is unique in characteristics and
thus in need. To narrow the range of services would be to reduce
the options available to the residents of Minnesota. The result we
feel would be an overall reduction of the quality of care and serv-
ices for mentally handicapped persons.

The number “10”—three times the Minnesota average household
size of 3.4, is both arbitrary and restrictive. Imagine the necessary
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size of special homes for 10. These would not fit into most normal
neighborhoods. :

Also, assigning the term “institution” to facilities for over 10 in
existinﬁ communities, as this bill has done, is an outright misno-
mer. There is the mistaken impression that groups of retarded per-
sons up to 10 would be wholeheartedly embraced by the neighbor-
" hood, and if over 10 totally rejected. Both assumptions are false,
but the second is erroneous and dangerous when used as a major
‘reason to severely restrict facility size.

The need for diversity of services is explained by Senator Robert
Dole, chairman of the Senate Finance Committee, as follows. He
says: “With respect to the disabled, as with any other single group,
obviously no one solution is best for all.” I believe that the pro-
posed legislation is too simplistic to be effective. It suggests that we
eliminate the gresent system which was developed through years of
experience and change, and adopt another based primarily on theo-
retical ideas about size.

There is, in my readings, no evidence which shows that S. 2063
would be cost-effective, either. Network administrators, our group
who have done their own cost studies, concluded that it would be
more expensive to care for an individual in a home for 6 than in
one for 24, and in some cases it has been shown to be totally im-
practical from a financial and humane view to put a resident re-
quiring certain specialized care procedures in a small facility.

All of these factors should be considered regarding S. 2053.

Senator DURENBERGER. Thank you.

Jon Nelson.

[Mr. Walsh'’s prepared statement follows:]
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i, FLLESGTA SETWORK L HGT=FU-PRUFIT PACVIJENS UF MENYAL RETAHDATION SERVICES

‘The Finnesota Network of Not-For-Profit Pooviders of Mental Retard-
ation Services (nereafter referred to simply as "the Network") is com-
posed of representatives from eight organiXations including: Hammer
‘Residences, Clara Doern Residence, Lutheran Social Services , Hiawatha
Homes, Dlakota's Children, In¢., Muriel Hu&phrey Residences, Homeward Bound
and Rolling Acres. The organization is a forum to exchange ideuas and
unify concerns regarding the success of existing care methods, and to
explore possibilities that might lead to more comprehensive and coste
affective care in the future, This group represents the care standards
affordad to‘687 residents., It is because we, as nediume-sized facilities
which serve between 36 and 103 persons, balieve services at our locations
(and those like ours nationwide) will be adversely affected by bill §,2053
that we stand united against passage of the bill in its current foim,

IDENTIFICATION



Introducticn

iinnegota hus always been recognized as a leader in. developing care
for the montally retarded. 4is the de-institutionalization revolution
swept America in the early 1970s, this state was in the forefront in
unfolding'oomprehensive, gensitive answers to difficult questions,

B& ;ho‘39805, Hinnesota had élearly estéblishédvitsaif‘asa trailblazer
in gervices for the mentally handicapped, having shifted significantly
more than 50 peroent of its residents from large, institution-like
facilities to smaller ones, In 1969, about 6200 residents lived in
state institutions, At that time, only about 500 persons (this esti
mate is likely high) lived in neighborhodd facilities, But in 1984,
thanks to the euccess and prevalence of medium-sized facilities in the
state, only 1800 romain inatitutionalized, A significant numer of
tiiese mentally handicapped persons are }ow gerved by Minnesota's 41
medium=sized facilities (which have more than 15 residents, and un-
fortunately, would bo adversely affected by bill S, 2053,

In etrebt, they provide the neighborhood influence and residential
atmosphere available in a home, which bill §.2053 espouses, but un-
like the proposed legislation, these facilities are also equipped t;
deal with those patients who need constant or specialized attention
because of age, or roasons of physical, psychological or omotional
health. Furthermore, these sites provide stability of staff personnel.
A study by the University of Minnesota used a concept known as the
close/move rate to give an indication of stability., This index gives
a percentage yearly turnover for facilities handling mentally handicapped

i
persons. Nationwide, the closelmove rate was 42,1 in 1983, while
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Kinnesota -~ dense in medium-sized facilities -- was strikingly below
the average, at eiéht percent, The study found that "one method of
increasing stability noted in the research was tarougs. ICF/MR certe
ification. It is'interestinﬁ to note that all of Minnesota's group
residences are ICF/iR certified,

"fhe point is that the state is already doing a tough job well,
To make arbitrary alterations in the way the.system will carry out
its funotion, we think, would be a mistake,

In surmary, it is clear that Minnesota, like each state, and
1ike each mentally retarded individual, is unique in its character-
istiocs, and thus in its needs, In order to meet these needs, it hus
devigsed a broad range of services to meet the broad and comﬂlex range
of situations among mentally handicapped persons, That is, in strive
‘lng to become aonscious of the uniqueness of each mentally rdtarded
person , Minnesota Network Administrators have acoordingly developed
a spactrum to meet those noeds. To marrow the range of services, as
56,2053 would do, would be to reduce the options available to residents
of the stute, and to inhibit our abilities to meet the needs of cere
tain persons unique to their given age, physical abilities, physioal
health and level of mental retardation, The result would be an over-

. all reduotion of the quality of care and services for the mentally
handioapped, Specifically, we wish to make four broach points, and

. then develop thems Bill S,2053, in its current form, would reduce
and eventually eliminate on-going Medloaid assistance to residents at
homes with more than 10 persons 1living there. (3 x Av. iinn, Household

of 3.4), 2) Most sites that care for more than 15 persons are not
"institutione," 3) There is no conolusive evidence that "small is

bettor,” 4) thus in conclusion, it is the position of the Network that
§.2053 offers an oversimplified answer to the very complex quesion

of how best to care for the mentally handoapped.
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Phaging out nediun~sized facilities

Proponents and opponents of Bil) 5.2053 disagree on many things,
but one point on whicn there is no variunce is that funds will be _
withdrawn from midesized fucilities over periods of ten or 15 years
with no compensating factor. 1In effect, a mujor source of funding
«= and thus a primavy assurance of a certain level of‘serVioea<-- »
will be stripped away. .nd since there will be nothing to bridge the
newly-opened gap, many of these facilities will close.

There are those who would argue that $.,2053 would ‘'not actually
oleno down" these facilities, but merely withdraw Medicaid funds,

Rt what other effect would it have if families who now have children
with us are given two ulternativess move your kids, or lose Medicaid
benefits, Surely most of these families will not be able to entirely
bear the finanoial brunt 6! ‘ keoping treir ohild where hi is, and
thus a de~stabilizing move will oocur that will have immediate negw .
ative effects for the resident, and immediate devastating effeots on
the system. To one who would argue that Bill 5,2053 does not deny
freedom of-choice, we would counter that yet, you are correct, but
only within the context of complete financial seourity. But as we
know, mental retardation knows no sexual, racial, ethnio, national,
sooial or economic bounds.

Network members have ndted with some alarm that:the facilites
being disassociated from Medicaid are at no time urged to maintain
quality during the period of transition. The bill never mentions what
i to beocome of those who exersize their right to choose;:but become
entangled 1in a mess of shifting governmental mriorvities as the quality

of care at these medium-sized facilitles drifis away lcng'bpfore'the

last resident leaves.
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Institution?

Pcrhaps this position stutement shosld have begun with a discus-
sion of ihe wvord "i_rfx:,i'.ution.“ wetster's Lew vorld Dictionary defincs
‘it as Van oriunization n:ving o socizl, cducational cr religious pur-
pose, as a school, church, hosp§ﬁ¢al. reformatory, e#tc.s By this defe
{nition, not only are snall and medium-sized facilitics “institutions,"

but overy facility which services morg than one resident.is, too.

fiidiculous? Well, how rany people rake un organization? 4 group?

And who dotermines this? Our point is that the number 10 (thres times
the avergo hinnesota household of 3.4) is both arbitrarp and restrictive,
Further, assigning the term "institution" to oommunity-bas;d servic
rnoilitée vaioch likely will afford retarded persons the same amount

of actual contuot with neighbors as smaller group hores is an outright
misnomer, ) .

We believe there has developed romewhere along the way the mistaken
impression that if groups of retarded pexsons gat together, they are
treated like lepers, and oonversely, if there are only a few, they will
be wholeheartedly embraced by the society at large., Bot!: are false,
but the second assumption ls erroncous and dangerous, Firat, in at
tompting to rescue them from !institutions," some individuals will
be thrust promaturely into situations too difficult for them to hane
dle. There 2re any number of neighborhoods in big cities where peo.
ple who have lived next door for years do not even speak to one another.
How then, do we arrive at this naive, simplistic (though hopeful)
answer to the problem, believing-that "jwt letting tnem be normal®

will mike everything OX.
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the Need ror Divaersity

e s

The need for diversity was likely beat expl.inei by the senators
themsteves. Lob Dole, chairman of the Senate Finance Committee: "I
an anxious to examine all options, including a movmem toward com-
munity-basad services, Rut with respect to the disutled, as with any
other single group, obviously no one solution is best for all, I sm
anxious to examine all1options including a wovement toward cowmunity=
based care in the hope of coming to agreement on the best mix of ser=
vices,"

Ard Jave Lurenberger, chaiman of the finance cormittee's suboomittee
on healths "Jenator Chafoe's intent to de~institutionalize where
appropriate should be applauded, but closing 811 state institutions
would be a grave mistake, We need to develop a continuum of oare to
meet the varied needs of this population grop and to provide Aiter—
natives so that "cholce" can be realized."

But this legislation would undermine diversity. §.2053 would
phase ouT foderal funding for Ylarge" institutions over a 10=-15-year
period, depending on when the raoillties were developed (15 years for
faoilities housing 16-65 residents, which opened within five years
. of the dute the bill would be enacted, id 10 years for all other

facilities with 16 or more residents,
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Conclusiong

ur conclusions are simple., The proposed leglslation is too siuplistic
to be effective. It suggests that we throw out a tried and proven system
of care for tme uentally handicapped, and adopt another based on nothing
more than theoretical ideas about size. There is no conolusive data
which states it would be cost-effective either. In fuot, Hetwork
administrators who have done comparative cost analyeis studies have
found it more expensive to oare for an individual in a 6-bed, than a
24-bed facility, and in some cases, it is been shown to be totally impractical from
a finanoial standpoint to put a resident requiring eertain speoialized ‘
care prooedurea into a small facility, The senators should consider

all these faotors, We have, .
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STATEMENT OF JON NELSON, EXECUTIVE DIRECTOR, CHRISTIAN
COMMUNITY LIVING SYSTEMS, INC., WATERTOWN, WI '

Mr. NELsoN. Chairman Durenberger, Senator Chafee, thank you
for this opportunity today to speak to Senate bill 2053.

My name is Jon Nelson. I am executive director for a private
provider of services in southern Wisconsin, headquartered in Wa-
tertown, WI. I speak today not only representing ourselves as a pri-
vate provider but also as the brother to an individual who has
. Downs Syndrome, as well as a number of professional organizations -
of providers in the State of Wisconsin, namely the Community
Living Alliance for the Mentally Retarded, the Wisconsin Chapter
of the Association for the Severely Handicapped, the Developmen-
tal Disabilities Division of the Wisconsin Association of Community
Human Service Programs, the United Cerebral Palsy of Wisconsin,
and a number of specific individuals who at one time or another
had lived in institutions and arenow living in community-based
programs or completely independently on their own.

e are firmly convinced that community-based programs can not
only serve the needs of all individuals but that they can do it with
more dignity, with more success, and much more efficiently.

Community-based services offer, among other benefits, more per-
sonal interaction and attention, as well as more programmatic at-
tention. An example of this is evident in a number of studies but
particularly the Penhurst Longitudinal study, which indicates that
individuals now living in community services are receiving approxi-
mately 10 hours of program per day, versus the 6 hours which they
received while at Penhurst. ‘

Community-based services have also demonstrated their compe-
tencies in providing services to individuals with all types and de-

rees of disabilities and medical needs. Again, to illustrate, the

tate of Wisconsin has since December 1983 under its title XIX
waiver program entitled ‘The Community Integration Program'
moved 22 individuals into community services. Eight more are
scheduled to move during August, and they anticipate that they
will be moving approximately 100 individuals per year over the
next several years. Most of these individuals are severelr involved
either with a particular disability and/or with behavioral problems
or medical needs. The individuals who have moved since December
are doing extremely well in community-based settings. In fact, staff
from one of the institutions has almost denied that they are the
same people who left the institution in December.

Another pilot program in Wisconsin, the Family Support Pro-
ram, has during the FaSt 6 months demonstrated that with very
ittle additional cost of an average of $107 per month per family,
that families can be helped to keep their sons and daughters at
home instead of being placed in an institution. Again, one such
case involves a family whose son, if he were not being served hy
that family, would have been placed in an intensive care unit in a
hospital. As a result of severe com(i)lications with pneumonia, he is
now confined to a wheelchair, needs to be on a respirator 24 hours
a day and fed through a tube. He is at home; he is out in the com-
munity; he appeared in Madison to testify at a hearing earlier this
year. .
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Other well known examples can be found in the Encore Program
located in Omaha, NE, as well as the Macom-Oakland region from
Michigan which we heard about todaf'. )

Community-based programs also allow for greater programmatic
flexibility. They are able to meet the needs of individuals rather
than to force the individuals to fit into the parameters of an estab-
lished program. This also allows for greater movement out of the
program into less restrictive settings.

or are community-based ﬁrograms de%endent for their survival
on keeping individuals in the system. They can very easily be
changed to serve other needs and can be phased out completely if
no longer needed—an option which obviously causes institutions
some problems in light of 2053. This characteristic also allows
small community-based programs to be monitored and regulated
with greater efficiency and ease, as they are much more visible to
the general public as well as to the contracting and regulating au-
thorities. If compliance is not gained, a small community-based pro-
gram of 6 or 8 individuals can be much more easily phased out and
the people relocated than is possible in an institution of 100 or 200
or 500 individuals.

Community-based services have also demonstrated their effec-
tiveness in controlling costs. While for some few individuals the ini-
tial cost might be more in the community-based program, studies
have also shown that in by far the majority of cases those initial
costs very rapidly decrease after the services have been provided,
as a person demonstrates their growth and development in that
program,

Over an individual’s lifetime, the savings of literally tens of thou-
sands of dollars, and in some cases hundreds of thousands of dol-
lars, can be realized in providing services in small community-
based programs.

We have heard about staff costs and other administrative costs
w}t\égh are typically higher in institutions than in community-based
settings. |

One comment as far as the freedom of choice. I would offer that,
today, because of the lack of the number of community-based pro-
grams which are needed, that in effect individuals have no choice
today. For everf' parent or individual who would like to remain in
an institution, I could probably come up with half a dozen, 8 or 10
parents and/or individuals who would like to be placed in commu-
mtér settings but cannot because they do not exist.

ommunity services are indeed lacking in some areas. There
needs to be extensive expansion of such services, but there is a lack
of funds to do so. There needs to be much more intensive staff
training, but there is currently is a lack of funds to do so. There
needs to be an upgrading of wages and benefits paid to staff and
community-based proirams, but again there currently is a lack of
funds to allow this. There needs to be much more public education
and an improvement in generic community resources and support
services—but, again, the funds are lacking.

In summary, there simply is a lack of appropriate funds for com-
munity-based programs. This is due to the fact that by far the ma-
jority of all of our dollars for human services are now being
pumped into institutional programs. Senate bill 2053 proposes to
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change all of that. Not only can this legislation direct funding to be
more effective and meaningful, but it is the opportunity to change
the very philosophy behind the provision of services to individuals
who have disabilities and intensive medical needs.

Senate bill 20563 can take the lead in showing that we value
people, we respect their abilities as well as their disabilities, and
we are committed to use our resources, both financial and human,
to achieve the highest good in the most efficient and productive
manner.

Thank you.

Senator DURENBERGER. Thank you very much.

Lyn Rucker.

STATEMENT OF LYN RUCKER, EXECUTIVE DIRECTOR, REGION V
MENTAL RETARDATION SERVICES, LINCOLN, NE

Ms. Rucker. Chairman Durenberger, Senator Chafee, my name
is Lyn Rucker. I am the executive director of Region V, Mental Re-
tardation Services, in Lincoln, NE,

It is with a great deal of pleasure that I come here today to stand
il} {'gég support of the Community and Family Living Amendments
of .

Region V provides community-based day and residential services
to over 5560 persons with mental retardation in 16 counties of
southeast Nebraska. Of those individuals, 139 have severe or pro-
found mental retardation, and 102 are classified as being ‘“high
need” due to physical, medical and/or behavioral characteristics.
We serve 290 persons residential!ly. nearly all of whom live in a
home with five or fewer persons. There are only two exceptions in
region V: one house has six, one house has seven; they are sched-
uled to be phased out. .

All of the individuals we serve in day programs are involved out-
side of their homes in locations such as work stations in industry,
supported employment, competitive employment, or region V in-
dustrial sites. We are involved in integrating individuals with all
levels of need into towns with populations from 200 to 200,000 as 15
of our 16 counties are rural. .

Our years of providing communiiy programs and services offer
eloquent support to medicaid restructuring. This experience has
taught us many things, at least four of which are relevant here.

First, persons with all levels of retardation thrive in the commu-

nity;

gecond, services are efﬁcientlg monitored;

Third, service costs are significantly\less in the community; and

Fourth, systems can be and are organized both in rural and
urban areas,

Out of deference to time, I am not going to go into every one of
those areas, but let me start with what I perceive as the most im-
portant, and that is that persons with all levels of retardation
thrive in the communit{;

A recent study published in the spring 1984 Journal for the Asso-
ciations for Persons with Severe Handicaps, also known as the
TASH Journal, compare data on certain persons served in our pro-
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gram with counterparts served in an institutional setting. The
study results give compelling support to S. 2053—first, that the
IQ’s or the functioning level of persons living in the community is
generally going up, while the functioning level or IQ of persons in
the institutions is going down. In addition, the study absolutely
confirms what experience has taught us—namely, that the more
handicapped the individual, the smaller the living environment
must be. Let me say that again: The more handicapped the individ-
ual, the smaller the living environment must be. .

I have had opportunities to work with the Federal court system
and with the State of New York as well as other States. There are
providers not only in Nebraska but in Colorado, in New York,
Michigan, providing services in six-bed or less facilities for the
most medically fragile.

Services in fact do cost less in the communities than in institu-
tions. A study conducted by Touche-Ross & Co. comparing the two
models in Nebraska—the findings concluded and analysis has dem-
onstrated that not only are current costs per client less in the com-
munity but “the ccst may be reduced further in the community as
clie;ts achieve community-living skills” and I quote from the
study.

As institutional behaviors are eliminated and community resi-
dential living skills are learned, the cost of serving the institution-
ally placed client should be reduced. I have a copy of that study
* which I would like to leave here for you today.

The cost in region V for a full-service client-~that is, an individ-
ual receiving day residential and support ‘services—is $20,000 a
year. The cost per comparable person in the institution in Nebras-
ka is $38,000 a year. If you take the mentally retarded, mentally ill
person in the psychiatric unit of our regional center in Lincoln, the
cost exceeds $50,000 per year.

- The systems can be and are organized in both rural and urban
areas of the country. For purpuses of this hearing, suffice it to say
that the provision of services to persons with severe/profound/be-
havioral/medical needs in rural communities is not uniquely diffi-
cult, but it depends to a great extent on cne of the traditional
strengths of the community system—specifically, sharing 1esources.
The foundation principles of placing the decisionmaking as close to
the individual as possible, regularly involving consumers and con-
sumer representatives, seeking and responding to community vigi-
lance and maintaining contacts with the medical and professional
support personnel are just a few of the fundamental components of
a quality community program, regardless of the functioning level
of the person served.

This is 1984. Technology to serve all persons in the community
regardless of their handicapping condition exists today. The major
limitation to serving everyone on the community is the money with
which to do it. S. 2053 would substantially eliminate that barrier
and substantially eliminate the violent response to a disability that
institutionalization represents. :

[Ms. Rucker’s prepared testimony follows:]
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Community And Family Living Amendments Of 1983 -

Chairman Durenburger and Senator Chaffee, it {s with a great deal of pleasure
“khat 1 come here today to testify in firm support of S. 2053.

My name is Lyn Rucker, I am the Executive Director of Region V Mental
Retardation Services in Lincoln, Nebraska, Region V provides community based day,
residential and support services to over 550 persons with mental retardation in
the sixteen counties of Southeast Nebraska. Of those fndividuals, 139 have severe-
or profound mental retardation and 102 are classified as being "high need" due to
physical, medical and/or behavioral characteristics. We serve 297 persons
residentially, and nearly all live in a home of five or fewer people. There are
only two exceptions in Region V; one house has six persons and one seven. Al}l of
the indfviduals we serve in day programs are involved outside of their homes in
locations such as work statfons in industry, supported employment, competitive
employment or Region V industrial sites,

Regfon V has been actively involved in deinstitutionalization for over
fourteen years. We believe that all persons, regardless of the severity of thefr
handicapping condition, will ultimately 1ive in complex, heterogeneous integrated
community settings. Therefore, our policies prohibit any entrance criteria, other
than the diagnosis of mental retardation. We are involved in integrating
individuals with a1l levels of need into towns with populations of from 200 to
200,000. Fifteen of our sixteen counties are rural.

In 1969 there were 2200 persons with mental retardation confined to the one
mental retardation institution in Nebraska. Today there are still 460.

Through the 60's and early 70's opponents to deinstitutionalization
maintained that persons with severe/profound mental retardation could not be moved

to the community -- but they have been moved to communities in Nebraska.

39-791 0 - 85 ~ 8
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Then 1t was said that persons with behavioral disorders associated with
mental retardation could not successfully be served in the community -- but they
were and are in Nebraska. )

Then it was maintained that mentally retarded persons with serious medical
needs required institutional care forever -- but persons with such needs are now
14ving successfully in the rural and urban communities of Nebraska.

Since the community placement of all persons, regardlass of the level of
handicapping condition has happened, is happening, and should continue to happen,
the financial security implicit in S. 2053 must be accorded to retarded citizens
1iving in community facilities throughout this Nation.

The great advances realized in {ntegrating citizens with mer;tal retardation
into rural and urba;—areas of this country during the past twenty years must not
be forfeited. lnadeﬁuate funding for community programs threatens just such a set-
back, Yet, outmoded, segregated, institutional models of care continue to enjoy
alrost unlimited federal funding. The Community and Family Living Amendments thus
are designed quite properly to change that anachronism: I stand in full support of
that change.

Fifteen years of providing community services to persons with mental
retardation in Nebt;aska provides eloquent su;iport for Medicaide restructuring.

The Nebraska experience has taught us that:

Persons With All Levels Of Retardation Thrive In The Community
Services Are Effectively Monitored
V‘Service Costs Are Significantly Less In The Community

Systems Can Be Organized In Both Rural And Urban Areas
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4

]. Persons With All Levels Of Retardation Thrive In The Community
I want to reiterate that community programs no longer need to justify their

existence nor defend thefr worth, Quité”the opposite is true. Since we know that
people with complex disabilities can be well served in community settings, we must
ask why the violent solution of institutionalization is ever justified.

I raise this issue because some opponeﬁts of S. 2053 éite studies which
indicate that persons with severe disabilities "do better" or "are happier" in
{solated, segregated settings. Those of us who work {in community programs may be
faulted for letting this type of research go unchallenged. The difficulty is
that most community programs are not research oriented. Our time and our money is
aimed at directly serving people with mental retardation. Further, many community
programs are similar to Region V in terms of research policies. We set high
standards for any research conducted in our programs. The privacy and dignity of
persons with mental retardation must be respected. We will not condone research
practices which violate that privacy and dignity.

Therefore, it was with great satisfaction that we reviewed the results of a
recent study which honored our research requirements, The study, published in the

Spring, 1984 Journal of the Association for Persons with Severe Handicaps,

compared data on certain persons served in our program with counterparts served in
an institutional setting. Titled "Changes in Labels of Mental Retardatfon: A
Comparison of Institutional and Community Programs", the study stated,
", . . the common wisdom that gersons with severe and profound mental
retardation should be served in large congregate settings is called into
question. In fact, it might be argued that greater needs dictate smaller
settings in which effective training, environmental stimulation, and
life-style management can be ensured."
1 would 1ike to submit this study as part of the record today.
The above cited study absolutely confirms what experience has taught us,

namely, that the more handicapped the individual, the smaller the living
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1iving environment must be. We stand firm in our position that people with all
levels and types of disabilities should be served fn community settings. If we
commit ourselves to this approach, we can avoid wasting time and resources in
trying to prove or disprove the efficacy of what is, I repeat, a violent response
to the presence of a disability: institutionalization.

" Because S. 2053 s ultimately about individual lives, I want to close this
section with a vignette about a real person. I will call him David, although that
is not his real name.

David entered a community program in Region V in 1982, after thirty-eight
years of institutionuiization. He was labeled as having severe mental retardation
and 1ike so many persons who leave the institution, he took mediéition for a
"behaviar disorder"., He was considered a "major behavior problem." Staff in our
agency were cautioned by the institutional staff to expect aggressive and frequent
behavioral outbursts.

Today, less than two years later, David no longer takes medication for a
behavior disorder. He is highly regarded by all persons with whom he works. His
1n1t1ative and follow-through are superb. He 1ikes to work, He occasionally
displays temper, but he is not regarded as a person with a behavior problem, by
any means.

The director of the program in which David is served, David Merrill, Region
V-Fairbury, was asked to identify the variable(s) which he believed made a
difference in David's 1ife. Merrill said, "I remember the first week he was
here. I dropped by his house after work one day and David was relaxing with a cup
of coffee. It was apparent that he loved having the opportunity to make choices.

It was 1ike, 'I'm coming home to my own house. I can urwind in my own way' It

&
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seems so ordinary. But {t appears to be the key. Just the environment, Just the
expectation that he could make choices.*

1 ask you to Yook beyond labels when you consider S, 2053. Look at David,
and the thousands 1ike him, who do not deserve institutionalization simply because
it appeared to be a good idea a hundred years ago. 1 urge you to give S, 2053
your full support.

Il. Services Are Effectively Monitored

The key word here {s *effectively". Community programs, we have learned,
possess the capacity to combfne traditional and non-traditional monitoring systems
in a way that multiplies safeguards to the system and for persons with mental
retardation. )

Traditional service monftoring includes such procedures as accreditation and
licensure. Region V {s accredited by the Accreditation Council for Services for
Mentally Retarded and olher Developmentally Disabled People (AC MRDD). A Region V
agency was, in fact, the first community program to be so accredited. While AC
MRDD accreditation is voluntary on our part, we believe that programs serving
persons with mental retardation should be monitored by external agencies. We are
pleased that this concept of external review {is a part of S. 2053,

Licensure §s another traditional procedure which safeguards service quality.
In Region V, all residential facilities operated by the Region, of which there are
45, are licensed. \

The point is not that Region V has uniquely achieved accreditation and
1icensure. Rather, the point is that the traditional controls of accreditation
and licensure are in place and are available to monitor community programs
everywhere. In other words, the same mechanisms which the better universities and

hospitals have always relied upon to assure service quality are equally available

N

in the community.

-
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But community programs have something else. The non-traditional, or more

precisely, the natural system of community vigilance is available only in the

community. The {solated, insular institution, with its physical, psychological,
and spiritual separation from everyday community 1ife cannot avafl itself of
families, friends, neighbors, and professionals who interact every day with
persons who receive our services. In Region V, we receive this feedback daily from
people who owe us nothing, and we have come to expact constructive criticism
concerning the effectiveness and humaneness of our services.

Even the most mundane areas of the service are critiqued by this method. For
example, a parent drops by & group home unannounced near supper time, This parent
wonders about the menu. It seems somewhat high in calorfes. The next &ay we get
2 telephone call, "How are menus planned?", we are asked, "Who reviews them?
How are special diets prepared? Are individual likes and dislikes taken into
account?" We explain that menus are prepared 'in advance and reviewed by a
nutritionist, that our staff assist with a1l kinds of special diets, and that
individual preferences for food are taken into account, We also follow up on the
parent's concern. If there is ever a problem, we need t? know about it.

Or consider a recent incident in one of our small town programs. A neighbor
of a typical four-person group home contacted the agency. She had become
acquainted with the women 1iving next door to her. She was also somewhat
acquainted with the staff. She became troubled by one such staff person. She
said that she had not observed the same type of family-1ike interaction between
this staff person and tﬁe women 1iving there as she had observed between other
staff and the Qomen. Spéc1f1ca11y. she observed a staff person raising her voice
to one of the women., While this may sound trivial, the point is that this was
quickly exposed and dealt with before it could develop into anything more serious.

It has been my experience that such inappropriate staff behavior is not caught
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in institutions until it develops into a major incident, in some cases threatening
the health and safety of the persons served. .

It should be apparent_that I am not presenting Region V ;r any community
system as fmmune to the carelessness and even the abuse which has characterized
the institutional treatment of persons with mental retardation far too much., What
1 am saying, with total conviction, s that the best monitoring system we know of,
the best‘safeguard anywhere, is public scrutiny. Again, I emphasize that this {s
uniquely available to community programs, That is, institutions, by their very
nature are isolated from such scrutiny.

I have noted that traditional and natural monitoring systems are available to
community programs, I want to highlight an additfonal procedure we use in Region
V. This is our own internal quality audit, which we call Systems Review. Each
year we involve staff, volunteers, and outside experts in a thorough review of
Region V's services. Systems Review is designed to be the most demanding of all
formal review procedures. We believe that if we are self-critical and that if we
consistently strive to improve services, we will be in a much stronger position to
welcome all other evaluations.

Another very critical external monitoring system built into the Region V
system fs the Program Ethics Committee. This regional committee meets monthly to
review restrictive procedures approved by the local agencies' Behavior Management
Corps Teams. Membership on this comnittee is diverse. The current committee has
an attorney, a psychiatrist, two psychologists, two parents, a clergyman, a
representative from People First of Nebraska, a program specialist from another
agency, and a public policy specialist. This committee provides independent
oversight on all questions involving restrictions and psychotropic medications,

This brief sketch of monitoring systems available to community programs is by
no means comprehensive. I have not discussed, for example, Region V's Client

Advisory Committee made up of consumer representatives from each Region V agency.
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1 have not explained how the human scale of community programs works as a
safeguard for persons who receive services.
" In the final analysis, our particular monitoring system is not the issue.
Our system is simply an example of the depth and breadth of monitoring systems
available in community settings. It is a solid piece of evidence that our best
instincts (our instincts which tell us to accept persons with disabilities and to
bring them into our 1ives) can translate into workable and accourtable service
delivery systems.
lll. Service Costs Are Significantly Less In The Community

Costs of providing services (even for the most severely handicapped) are less
in community programs than institutions in Nebraska. In a study conducted by
Touche Ross & Co., comparing the two models in Nebraska, the findings included an
analysis which demonstrated that not only are current costs per client less in the
community, but the costs may be reduced even further in the community as clients
achieve community ]1v1ng skills, "As institutional behaviors are eliminated and
community/residential 1iving skills are learned, the cost of serving the
{institutional) placed client should be reduced."1

The average annual cost for an individual receiving a full range of day and
residential services (including transportation, Social Services, and
Administration) in Region V is $20,193. The average cost in the mental retardation
institution is $38,008 and the costs in the MR/MH units of the Regional Center
(psychiatric hospital with limited facilities for mentally retarded persons with
psychfatric problems) exceeds $50,000 per individual. Even if we were to single

out one of the Region's most expensive programs (the agency at Fairbury for high

1 Cost Study of the Community Based Mental Retardation Regions and the Beatrice

State Developmental Center, p. 54, (August 15, 1980).
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need persons), the cost per client, $26,332, is still significantly lower than

instftutional costs.

There are several reasons for the tremendous cost of service differences

between institutions and communities:

Institutions have a high proportion of relatively inflexible overhead
costs (for example, building maintenance, grounds, utilities, medical
services, and administration). As institutional populations go down, the
costs per person go up because of the inelastic nature of such
institutional costs. In my experience, this factor alone provides a
strong motivation for institutional staff and state officials to
unjustifiably keep beds full and capacity up.

Community programs utilize small homes with the “family" (clients and

staff) participating in routine cooking, cleaning and home care. As an

" active participant in that family unit, clients develop residentfal

Viving skills, Institutions, on the other hand, employ or contract for
food servi¢e and custodial workers in addition to direct care staff.
Skills are not gained by the consumer and costs go up. Moreover,
because of the large numbers involved, even if clients were expected to
perform such services in the institution, the experience would be one
more akin to that of a basic trainee as he spends his first weeks in
military service than to normal family living skills. '

Community programs integrate high need clients into homes serving
predominately moderate need clients without increasing staff. This
approach provides for appropriate peer modeling (i.e., clients watch
other higher functioning persons and emulate their behavior), blending
within the community, and a lower cost.

Community programs have the flexibility to recognize the client's
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independent. 1iving skills. As a result, the community has the opportunity to

serve a blend of low, moderate and high need individuals in less costly

programs. This is not true in most institutions. In institutions, because
of the large numbers involved, you get the same full range of care whether
you are low or high need. Individuality of service, training and costs is
lost in the institutional model.

IV. Systems Can Be Organized In Both Rural And Urban Areas

The state of Nebraska is divided into six geographical regions for purposes
of providing services to mentally retarded citizens. Each of the six mental
retardation regions serves persons with severe/profound mental, behavioral and
medical needs. Four of the regions consist entirely of rural areas, one (Omaha)
consists primarily of urban areas, and one (Regfon V) has both rural and urban
(Lincoln) areas. For persons interested in greater detafl on the development of
rural programs for persons with high needs, 1 have provided a paper I prepared for
presentation to the Association for Retarded Citizens-Executives Training at
Natfonal Convention, regarding that topic.

For the purposes of this hearing, suffice it to say that the provision of
services to persons with severe/profound mental, behavioral or medical needs in
rural communities 1s not uriquely difficult, but depends to a great extent on one
of the traditional strengths of community services -- sharing r;sources.

The foundation principles of placing decision making as close to the
individual as possible, regularly involving consumers and consumer
representatives, seeking and responding to community vigilance, and maintaining
contacts with medical and professional support personnel are just a few of the
fundamental components of a quality community program, regardless of the
functioning level of the persons served.

Likewise, when hiring staff, characteristics that are valuable in staff
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working with any group of persons with mental retardation are sought: experience,
attitude/philosophy and creativity.

Judgments regarding $.2053, its passage and amendments should be based on the
premise that persons with a1l levels of mental, physical, behavioral and medical
needs are being successfully served in the community. The only limitations to
serving everyone in a community setting is the money with which to do it. S. 2053
would substantially eliminate that barrier.

“V. Suramary

This is 1984, The technology to serve all persons in the community regardless
of their handfcapping condition exists today. S, 2053 offers clients, parents and
professionals the opportunity to Jnite and focus our energies on the further
development of quality integrated community systems designed to serve all persons
with disabilities.

1 urge you to continue to lead this march to the future, 1 urge you to focus
your numerous resources on making this bill as strong and as supportive of people
developing independence as you can. Using your leadership as a model, perhaps the
"mental retardation community" can remember that we are here for the same thing:

the growth and development of individuals,

1 wish to give grateful recognition to Mary Jane Humphrey, Director of Planning
and Policy Analysis, Region V, for her assistance in the preparation of this

submission.
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chunges in levels of dation; ¢ pl :
deinstituti ion. effects of y p el
feets of institutionahization

Increasi:igly, persons with complex disabilities are
served in community sentings, and instimtionalization
is less often a treannent of choice. However, relative-
Iy litlle work has been reported comparing the com-
munity and institution in terms of individual data. This
study was conducted in order to compare changes in
level of mental retardation among persons served in.
d communiry-based service system and institutionaliz-
ed persons from the same geographic region. Com-
parisons were made at all levels of mental retardation
and of cohort groups marched on age, sex, ambula-
tion, and initial level of retardation. In general, per-
sons in the community were more likely to increase
their functioning level, while those at the institution
were found to decrease at a higher rate. Particularly
noteworthy differences were found within the severely
retarded group. The impact of community interaction
and stimulation is discussed, and implications for serv-
ive providers are suggested.

In recent years. the right of mentally re.arded citizens

10 particiapte in society has been increasingly recog- .

nized, and institutionalization has become a less fre-
quent occurrence in the United States (President’s
on Mental R
ty participation has been enhanced by a variety of
educational, residential. vocaticnal, and family services
as well as by specialized supports and resources
(PCMR, 1979). Alihough the conventional wisddm has
held that certain persons—especially those pr ing
difficult training, medical, or management
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dation, 1976).' Communi- -

challenges—~should be served in congregate facilities,
it has been shown that community-based programs may
serve a population equally complex as that found in
institutions (Menolascino. McGee, & Casey, 1982).

In 1974, the President’sTommittee on Mental Retar-
dation expressed a belief in the ability of persons with
mental retardation to continue to grow and develop,
if they were provided environments offering the rights
and opportunities afforded other citizens. This is a
perspective that is ofien asserted and generally sup-
ported by philosophic and legal arguments. Data
evaluating the community experience are less often
reported. and comparalive data on individual persons
experiencing community and/or institutional lives are
even less common. Nevertheless. a few $tudies sug-
gest areas of interest for potential investigation Aames
and Moen (1976). for example, reported adaptive
behavior changes in resid of ity group
homes; Sitverstein (1969) investigated the longitudinal
decline in Q of persons residing in a large institution;
Phillips and Balthazar (1979) doc d declines in
[ ication during p ged institutionalization:
and Schalock, Gadwood, and Perry (in press) analyzed
differential effects of ity residential settings.

The present study was conducted in order to com-

pare changes in level of mental retardation, according
to standards of the American Association of Mental

- Deficiency (AAMD) (Grossman, 1973) between per-

sons served in a state institution and those served in
a community-based service system.
\



Method -

Programs Studied .

The community-based mental retardation (CBMR)
services are provided by a 16-county regional agency
with seven area programs serving a total client popula-
tion of 540. These individuals live in a variety of small
residential seitings, the largest serving seven persons,
dispersed - throughout the commurities. Individuals
under age 21 reccive vocational services provided by
each area program, and generic community services

aie used for meeting most medical, psychological, and .

recreational needs.

The institution is 4 state-operated fucility serving 480
individuals with mental retardation. Approximately
30% of the institution's population is from the same
16 counties served by the CBMR. Residential services
are provided in cottages serving 16 people or in large
dormitory-type buildings. The institution provides for
its residents a variety of educational and vocational

training programs. Almost all medical, psychological, *

and recreational services are available at the institution.
Both the institution and community-based program
are serving individuals of all ages, abilities, and needs.
Both are accredited by national organizations and are
monitored by the same state regulatory agencies.

Subject- Selection

Existing records from their respective programs
(community or institutional) were reviewed for all in-
dividuals from the 16-county region. Only those with
standardized measures of intelligence and/or adaptive
behavior ratings that could be classified by function-
ing levels based on AAMD standards were considered
cligible for inclusion in the study. Assessments and
classifications at the institution were typically com-
pleted by members of the facilitys psychology staff;
those in the community were generally done by li-
censed private practitioners or community mental
health center psychologists.

Of thase persons meeling the assessment criteria,

those who had an AAMD classification on record dur-

ing or after 1976 and who had a subsequent classifica-
tion assigned after at least three years in the same pro-
gram. were chosen for the siudy sample. This pro-
cedure produced a sample of 344 individuals with two
classifications at least three years apart. The earlier
classification was considered the initial classification,
apd the most recent was termed current, OF the sam-
ple. 198 persons were in the CBMR and 146 in the
institution. Analysis of the initial classifications of those
in the CBMR showed the following: 58 individuals
classified as mildly retarded: 75 as moderately re-
tarded: 31 severely retarded: and 8 profoundly re-
tarded. The remaining 26 persons were nonretarded
or in midrange (e.g.. moderate-to-mild). Analysis of
classifications for those from the institution showed 2
individuals classified as mildly retarded; 11 moderately

.
. ]
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!
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rélarded: 51 severely retarded: and 79 as profoundly
retarded: with 3 individuals being nonretarded or in
a midrange. Initial classifications for subjects were
compared to their current classifications in four dif-
ferent ways.

Comparison 1

Procedure. The first comparison was made between
all subjects. institutionalized and community-based,
who met the;selection criteria described above. Of the
198 persors in the community and 146 res‘ding at the
institution, the number whose functioning level had in-

d. d d, or ined the same (according
1o AAMD criteria) was computed. These figures were
compared and analyzed in order to ascenain any dif-
ferences in changes in levels for the entire sample in
the two types of programs.

Results, Changes in AAMD classification for all
subjects are summarized in Table 1. The tendency for
individuals in the ity to i in i -
ing level was greater than that of persons in the in-
stitution, where a greater relative frequency of decreas-
ed functioning levels was observed. These differences
were found to be statistically significant when subjected
to the Chi-Square test of significance (X! = 31.39;
df = 2, p<.001). (Note: in only two cases were
char;ges in classification found to be greater than one
level.)

Comparison 2

Procedure, Of the 344 individuals in Comparison
1, 109 were classified as profoundly retarded (87) or
nonretarded (22). These subgroups could vary in only
one direction with respect to functioning level (the pro-
found group upward. the nonretarded group
downward). In recognition of this fact, Comparison
2 was conducted to compare changes in functioning
level between the community and institution groups
with the profound and nonretarded subgroups omitted
from analysis. This resulted in an analysis of changes
in level of mental reterdation of 65 persons at the in-
stitution and 170 persons in the community.

Results. Changes in functioning level for these

- groups appear in Table 1. As in Comparison 1, the

percentage of individuals increasing in functioning
level was greater in the community ., with the number
decreasing being higher at the institution. These dif-
ferences were found to be statistically significant
(¥ = 62.5; df = 2; p<.001). *

Comparison 3

Procedure. Two subgroups (the moderately and
severely retarded) contained a sufficiently large number
of persons to allow statistical analysis of changes in
functioning level by subgroups. Of the 86 persons with
moderate retardation in the study, 75 resided in the
community, and || were at the institution. Within the
severe subgroup, 31 were in the community and 51
at the institution. Changes from the initial classificatory
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Ievels were compared for both groups. and differences
between institution and community were analyzed.

Results. Analysis of changes in functioning levels
for the moderately retarded subgroup (Table I) showed
no significant difference between institution and com-
munmity. The percentage of persons with increasing
levels of functioning. however. was greater in the com-
munity. There was a correspondingly greater percen-
tage decreasing in functioning level at the institution
(4 = 2431df = 2. N.S))

When functioning level changes between institution
and community were studied for the severely retarded
subgroup. significant differcnces were found. Persons
in the commumity were much more likely to increase
their functioning level. while those at the institution
were found to decrease at a much higher rate
(7: = 4138 df = 2; p<.001).

Finally. although the mildly retarded and profound-
Iy retarded subgroups were not subjected to statistical
analysis (due to sample size). it was noted that the dif-
ferences were consistent with those observed for the
other groups. Within the profound subgroup. the
pereentages increasing in functioning level were 3.8%
at the instituton and 25% in the community, with the
reminnder showing no change. In the mild subgroup.
S0% decreased at the institutton and 50% remained the
same. while 12.1% decreased. und 75.9% remained
the sume in the community.
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Comparison 4

Procedure. Although both the ¢ y and in-
stitutional programs served persons with all levels of
disability and a wide range of ages. it was considered
important 10 conduct u cohort study that would match
individuals served in the community with those served
in the institution. Accordingly. a sample of 42 persons
was selected, constituting 21 matched pairs, These in-
dividuals were matched on the basis of age, sex, am-
bulation. and initial level of mental retardation (14 in
each the moderate, severe, and profound levels). A
blind matching process was employed to ensure that
outcome measures were not available to raters. The
pairs ranged in age from 10 to 48 years, with 8 pairs
being female and 13 male. Four pairs were nonam-
buiatory Following the matching process. chungcs in
level of mental retardation for the community and in-
\lllulmndl groups were compared and analyzed.

Its, A y of ch in funcnomng level
for the cohort study appears in Table L. It can be seen
that the tendency toward increased functioning levels
in the community is repeated herc: the observed dif-
ferences were found to be statistically significant
(X: = 981 df = 2; p<.0l).

Discussion

In the programs studied herc, the trend toward in-
créased functioning levels in the community is clear,
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Although the concept of functioning level per se is not
a precise measure of individual skills and behavior,
it is widely accepted as one significant indicator of
general developmental status.

The institution studied here has strong capabilities
in staff development and programming. maintaining
a,sophisticated systera of daily training and data col-
lection. Therefore., it does not seem likely that deficits
in this urea can account for the differences found in
this study. Thus. even though the institution might
becomesthe enriched environment argued for in Wyan
v. Ireland (1978), the effects of institutionalization may
nevertheless be detrimental.

Vitello. Atthowe. and Cadwell (1983) found that
placement from institutions is dependent upon higher
levels of cognitive and adaptive functioning. If, as
Throne (1977) asserted. intelligence can be increased
through training, it might seem reasonable 10 expect
an cffective institutional training program to prepare
persons for community placement. The data reported
here suggest a basic fallacy in this line of reasoning,
indicating, instead, the likelihood of a decline in func-
tioning level over time in the institution. This obser-
vation is consistent with findings of significant skill
losses among institutional residents (Keith & Lange,
1974). On the other hand, when competent program-
ming. is combined -with community experience,
Throne’s (1977) expectations seem to be borne out.

The findings of this study. when considered in the
context of the broader movement toward delivery of
services in homes and homelike settings, suggest
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LIFE IS JUST WHAT YOU MAKE IT
or
A Difference You Can See: One Example of Services to Persons

with Severe or Profound Mental Retardation in the Community

PURPOSE

The purpose of this paper is to describe how one rural Nebraska community
based program for persons with severe/profound mental retardation was established,
why it was designed the way it was and what we have learned from that experience.
The following topics will be reviewed:

* General background information will be given to familiarize the reader

with the structure of services offered fn Nebraska, specifically Region
v,

* A description of one program which was specifically designed to provide
services to persons with severe or profound mental retardation, behavior
or medical needs will be provided.

* What we have learned that works and does not work will be discussed.

* The Costs for this program will be summarized.

* Conclusions and recommendations will be shared.

BEFORE WE BEGIN

There are a variety of reasons why a system works or doesn't work for all of
the people for whom 1t has been conceived. Given the limited scope of this paper,
it is impossible for all of the components that are critical to a successful
program designed to serve all persons regardless of the severity of their
handicapping condition to be discussed. However, as those critical positive
components or attitudes present themselves in this paper, thgy will be underlined

for emphasis.,
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1f 1 were to identify the p}imary reason why every region within Nebraska
provides services to persons with severe/profound mental, behavioral and medical
needs, it would be the attitude or philosophy, if you will, of the decision
makers. Lou Brown has, perhaps, stated this philosophy best:

A1l individuals, regardless of the severity of their handicapping condition,

will ultimately live in complex, heterogeneous integrated community settings.

Put simply, if decision makers believe that everyone will be served and integrated
in the community, half of the struggle is over. In systems where that attitude is
not embraced, 1 have seen every concefvable artificial barrier thrown up as a
block to providing appropriate, integrated services for everyone.

With a philosophy that drives providers to develop services for all persons
regardleés of the severity of their handicapping condition must come service

models which dictate that the more handicapped the individual the smaller the

1iving environment must be. We have found this to be true not only of persons

with severe or profound mental retardation but also those individuals who, in
addition to their mental retardation, have severe medical or behavioral needs.
This is not a minor observatfon. It is, I believe, one of the most critical
factors which will influence the successful integration of persons with severe
needs.

In harmony with a sound philosophy and a small 1iving environment must come

the consistent effort to tenaciously restrict and/or eliminate the future

development of seqregated workshop settings. The workshops of today are rapidly

becoming a dead end placement for most persons with mental retardation regardiess
of their functioning level, It is critical to integrate persons so that they can

learn real work skills in a real work environment.

Lest there be any doubt, Nebraska certainly does not have all of the answers

as to what makes a good, comprehensive, totally integrated system. Like
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Wolfensberger, 1 believe that for every good idea we've come up with, someone else
has thought of ten better. This baper is presented as one commentary on things
that have worked, and not worked, in Region V, with the hopes that there will be
better ideas given back to us, so that we can improve the services offered in
Nebraska.
BACKGROUND

There are six mental retardation regions (see cover map) in Nebraska which
are controlled by local units of county government. There is one elected county
official from each of the counties who sits as a member of the governing board for
that particular region. The State Office of Mental Retardation serves as a
conduit for funding, and sets and monitors the compliance with rules and
regulations for the services delivered by the six regfons.

The largest geographic regions have twenty-two counties. The smallest has

five. The regional system is accountable to local government, many requlatory

bodies and (because of the procedures which have been adopted) most of all to the

jndividuals who are served.

A heavy emphasis has been placed on the involvement of cdnsumers and consumer

—ra—

representatives, as well as professionals from related fields in an advisory
capacity.
A1l of the regions have an area or local system of management which divides

the region into smaller units. Control is, therefore, as close to the individual

being served as is possible.
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Region V Mental Retardation Services is comprised of 16 counties and provides
or procures work training, residential alternatives and therapeutic support to
over 540 persons with mental retardation in community settings. Within this
sixteen county region, there are seven comprehensive "area or local programs" (map
designates Jocal "catchment” areas) located in seven different counties within the
region. Some of the Area Program Directors are responsible for coordinating
services for one county, while others plan for up to four counties each. A1l of

the Region V programs are located in rural areas except the one situated in



128

Lincoln. Without exception, every program serves persons with severe/profound
mental retardation, behavioral and medical needs.

THE FAIRBURY PROGRAM
Why Was It Established

As a result of revenue made available by the State of Nebraska to place
persons out of the institution and into community based mental retardation
regions, Region V submitted a proposal to create a new area program which would
serve persons with severe/profound mental retardation. In 1980, when this
proposal was submitted, with few exceptions, the individuals remaining at the
institution from Region V counties were persons who fell within this range of
retardation,

While six other programs existed within the region at that time, all of which
served many persons with this same level of retardation, concern over saturating
any one community, the desire to expand the capacity of the agency, and the wish
to serve other geographic parts of the region dictated the decision to establish a
new program site. ,

How Was Fairbury Chosen .

During the three years preceding the establishment of the Fairbury program,
Region V had established three new rural programs., That experience, coupled with
the specific needs of the persons moving into the program, led us to the
conclusion (which continues for new program sites today) that any city chosen as a
potential site must possess the following characteristics:

* There must be o community or junior college in or near the city for two

reasons:
1) we need a manpower pool from which to recruit and hire staff, and

2) we want the individuals who come to this, or any of our programs, to
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learn_related skills, such as those taught through adult basic

education, in the same environment as do other adults their age. We do

not want to perpetuate segregation in the community by exclusively
providing non-work related skill training in our centers. Consequently,
some of the persons served in our programs attend classes through the
community college, rather than receiving all of their training through
Region V.

There must be a reasonably comprehensive core of medical staff available

in the community, either through a physicians' c¢linic or hospital. Many
of the individuals being considered for the Fairbury program had
complicating emotional and medical needs. The idea of transporting
individuals who needed routine medical or psychological care an hour to
an hour and a half to Lincoln was unacceptable.

Available real estate for housing, as well as a training site must lend

ftself to adequately meeting the needs of the proposed core of services
and must have the ability to absorb reasonable growth.

The Chamber of Commerce, Mayor and other community leaders must be

willing to assist us in securiny sites for both the work site and the

houses we would need.

The city needs to be in a county that was centrally located near persons

with mental retardation already identified in various communities who

need sevvices now or who will in the near future. While the initial
group of persons served were from the institution, we had lists of
individuals residing in communities who had applied for services, or who
were in the school systems and would need services within the next two
to five years. OCbviously, consideration had to be given to meeting the

needs of those individuals as well,
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B

With those stipulations in mind, two cities were identified as meeting all of
the criteria established by the Region.

It is not unusual for towhs to "court" prospective businesses or industries,
aé they are the economic 1ife of a community. A new industry brings new jobs and
some new employees. They, in turn, buy or rent houses, purchase clothing and
food, pay taxes, support churches and more. It occurred to us that our approach
to the establishment of new area programs had, in the past, not been in line with
our philosophy or our view of the type of business we really are. Consequently,
we changed our approach. Instead of asking or expending large amounts of energy
and time in order that we might “convince" communities of what a good "service" we
provide (charity model) to a "special" population (pity model), we would:

1) Pick communities that met our established characteristics (1isted

above);

2)  Approach them 1ike any large (our smallest area program has a budget of

$400,000) industry and see what they could offer us; and

3) Let them convince our Board that they had the best all-around community

for our new work site.

Hith that.“bidd{ng" approach in mind, Regional staff and local ARC
representatives approached the Mayor and Chamber of Commerce for each of the
cities. We provided information regarding the size of our budget, the number of
persons we would employ, the number of facilities we would need, the type of
industrial products that we produce and a description of the employees with mental
retardation we would train,

In addition, we indicated what level of support we would expect from the city
with respect to the identification of potential work and housing site locations,
information on any zoning restrictions which might be a problem, and asked that

they open doors for us with the medical, industrial and religious community, so



181

that inftial conversations could begin. One of the cities had a population of
8,000 the other 4,800,

After all of the information was gathered, representatives from each city
came to a meeting of the Region V Governing Board to "bid" on the receipt of the
new program. In addition to slide shows and packets of information about each
city, the two Mayors presented over 30 letters each, which offered support for the
program and requested that their city be chosen as the new work site. Those
letters were signed by every doctor, dentist and therapist in their respectfive
cities. In addition, letters were submitted from lawyers, ministers, parents of
handicapped persons, judges, colleges, ARCs, Rotary, laycees, Kiwanis, Optimists
and Lions Clubs, the Department of Labor, fire departments and rescue squads,
local welfare offices, public schools, newspapers, Industrial Development
Corporations, banks, and so on,

With that information in hand, the Governing Board chose the city of
Fairbury, population 4,800. 'The presentations given by each city were comparable
in almost every respect, however, the Fairbury area had more individuals waiting
to come into services from both the institution and the community. Current and

potential individual need proved to be the deciding factor in favor of the

Fairbury location,

One of the exciting things we learned when we established this program was
the if prospective community locations are given sufficient {nformation, they will
not only welcome a program: they will compete for it. The preliminary work in
Fairbury helped the community understand its actual role in our program and set
the stage for integrated activities later on.

Characteristics of the Employees
We had learned a good lesson abou; how to have new communities accept not

only the program, but the employees as well. The community expected new workers
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and 2 new industry. While they knew these workers would be severely and

profoundly retarded, the image they were given was that of the mentally retarded

person as a contributing member of the business community, not as a drain on the

social or economic community.

Initially, twelve persons were chosen from the Region V population at the
institution to be moved into the new program. 1In addition to these twelve
individuals, three individuals from the communily surrounding Fairbury were also
served the first year.

Currently, the program serves 25 individuals, 11 malés and 14 females. The
average age of the fndividuals served is 36. The average time spent in e
institution {s 27 years, An abbreviated g ‘ofile of the current individual
characteristics follows:

WORKER CHARACTERISTICS TOTAL NUMBERS

Level of Mental Retardation
Mild

Moderate
Severe
Profound

[
SN

Epilepsy 12
On Behavior Modifying Medications 8

Behavioral Outbursts
0-1 Incident per Month
1-2 Incidents per Month
Once or More per Week
Once or More Daily

—
W - P

Self Help
Independent
Verbal Prompts
Physical Assistance
Does Not Do

—
NP O
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The preceding information reflects characteristics of individuals after
being in the program for one year or more. There have been drastic changes in the
abilities of these persons, particularly in the self help and behavioral areas.

The real story rests in the changes seen every day in bofh the individuals

served and the agency ftself. Again, the limits of this paper do not allow for
detail here, sufficfent it to say that the changes have been observable and
significant.
Staff Characteristics

After determining who was going to be served and where they were going to
receiving the service, we had to dacide who the staff would be, and what models we
would put into place.

When hiring staff, we looked for characteristics that are valuable in staff

working with any group of persons with mental retardation, specifically:

N Experience: The staff hired (vocational and residential) had an average
of over three years experience in the field of mental retardation. In
additfon, we felt that staff must demonstrate skills in the areas of
behavior management, environmental control such as multiple scheduling,
stimulus control, data collection, multiple/individualized programming,
and some staff needed to have skills in the area of manual
communication,

* Attitude and Philosophy: One of the most important characteristics we

looked for vas the attitude that the potential administrative staff had
about the individuals whom they would be serving and about working with
the public. We did not want someone who believed that it was enough to
get people out of the institution, we wanted individuals who would not
be satisfied until all of the individuals in the program were socially

and vocationally integrated into the community. Individuals who had



134

good public relations skills and enjoyed that aspect of the job were
desirable.

* Creativity: A third characteristic we looked for was a willingness to
develop new approaches. We wanted staff to constantly search for ways
in which the people served could tap into community résources. and
thereby grow and develop beyond the 1imiting expectations imposed by
past history. From the start, we really expected breaktiroughs from the
Fairbury program.

Service Models

In setting up a framework for delivery of services, the initial inclination
was to continue doing what we had been doing elsewhere; namely, work sites and
small living environments. To a great extent that is exactly what happened.
0f the 25 individuals placed in this program, six are involved in some
off-site work environments. A description of the service models used follows.
Work Site

The work site is located in the semi-industrial section uf the City.
Contract work from local companies, as well as products which have been designed
and marketed by Region V, are used to teach job related skills. Many of the
contracts serve as a natural form of advertisement that the persons involved in
this industry are working on real jobs and have a real income. However,

competitive job placement is the goal for every individual in the program.

Dramatic improvement in skill acquisition has been seen since the contract
work began. The work site model is certainly not ideal; however, through the work
site model, additional, sometimes more subtle, benefits have occurred for the
employees and the agency. A few examples of what individuals are involved in and

how that has benefited the employees and the community follow:
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Ouring the 1981/82 fiscal year, 100 pallets were produced by the
employees at the shop, and in 1982/83, 4,200 were produced and sold.
Naturally, more people have learned the skills necessary to produce a
product and more individuals are making money, some for the first time
in their lives.

The shop also recycles aluminum cans. Last year over 2,300,000 cans
were recycled, over $20,609 was paid out to persons in the commuﬁity and
over 1,000 persons came into the center. These community customers have
had the opportunity to see the real work that the employees are involved
in, and interacted with the employees on a "reverse status" basis, That

is, the normal community citizen is coming to the center to be given

money, vs. the idea that people with mental retardation are only
recipients of money from tax payers.

The most complicated product that this shop produces is braided horse
and cattle halters. Over 200 of those units have been produced and

sold.

One of the goals of this program is to gradually phase each individual (ut of

the work site and into a competitive placement or a work station in industry,

This goal is shared by all of the work sites in the Region. Where can an

individual bust learn work skills and habits than in a real job? That is the

process by which we have all learned our professional skills. We must work toward

making the industries and small businesses that already exist in the community our

work sites.

*

In 1ine with the belief that individuals should not be isolated in work

activities centers, some of the training activities take place away from
the work site. For example, the program has community contracts for

lawn care, carpet cleaning and a news circular route. One individual is
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placed at Headstart.
Homes
If your child were having difficulty learning in a school classroom of thirty
individuals, would you want him/her moved into a class room of sixty? Obviously
not. The same holds true for persons with mental retardation of any level or any

behavioral or medical need. We have learned that group homes of eight to ten

persons are too large. Twe or three individuals living together with a staff

person makes for a much richer learning environment. It's easier to teach, to
control the environment, to integrate with your neighbors, to travel in a car (not
a van), to go downtown, and to learn in that environment. The attention
individuals require is more readily available if it has to be shared with only one
or two other individuals.

Persons wicth severe behavioral needs, in addition to the severe or profound
mental retardation, may need to start with a one-to-one living environmen}. As
individuals adjust to controlling themselves and their environments, one or two
roommates may be gradually added, if economically necessary and socially
___iggzopriate. As stated earlier, eighteen (18) individuals in the Fairbury work
site came from an institution and now live in the small group 1iving homes
described below. The total number of individuals living in small group homes is
twenty-one (21). Three (3) individuals live with their natural families and one
individual lives in an Adult Family Home.

* Small Group Homes: Of the individuals living in group environments,
fifteen (15) live in a home with two 6¥her roommates. A1l of the houses
are staffed for 1 Full-time Equivalent (FTE) staff weekdays and 1 FTE
staff weekends. In addition, part of the stipulations made by the
institution, in order for individuals to move into the comnunity, was

that Region V would provide overnight awake supervision. That
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stipulation was made for any individual who had had a seizure during the
past five years, individuals who had to be "specialed” (taken to the
toilei or had to be checked frequently), also for some people who were
non verbal, or anyone who got up during the middle of the night., In
every case, overnight awake staff were phased out of the small group
homes after a 30 day period. The phase out was not done arbitrarily,
rather, data was recorded and training initiated to eliminate the
behaviors identified as necessitating the overnight awake staff.

* Large Group Home: Six of the individuals live in a large group home

(six person) which provides 2 FTE staff weekdays and 2 FTE staff
weekends. In addition, overnight awake supervision is also being
provided and ha; been for three years. However, it is projected that
this staffing pattern will no longer be needed after January, 1984.
= Adult Family Home: One individual lives in an Adult Family Home, which

is similar to foster care for children. This alternative is provided
with a family in a private home, licensed by the Department of Social
Services (Helfare). Region V recruits, trains and monitors the
provider,

Quality of Life :

No matter what the size or cost of the (service) "model of choice" the most
important concern should be the quality of life experienced by each person with
mental retardation. When we evaluate our agencies or train our staff, one of the
exercises we all participate in is 1isting those things which make our lives
meaningful or good (morey, friends, family, lovers, independence, control). We
talk in terms of what normal individuals "X" age (as we grow older the sample age
goes up) do to have fur, what it means to be a good neighbor, have money and shop

where we please. Ffrom those lists we talk about how many of these experiences
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persons with mental retardation participate in on a Fegular basis. What we are

really trying to get to are those components that give our lives quality.

Some of the things we have done to improve the quality of life for

individuals in the Fairbury program and other of our programs follow:

*

Individuals are involved with the community colliege in their Adult Basic
Education Classes which is seen as a real status builder. The fact that
some individuals are interested in going over to the "College"
demonstrates the fncrezse in self esteem and confidence many of the
employees have gained during a short three year period of time.

One of the Region's goals is to spin most or all of the training over to

technical, junior or community colleges as work sites phase down and

out. )

Some of the employees, when first moving to Fairbury, had never gone
shopping or attended a church service. In many cases, behavioral
outbursts precluded training during normal "open" hours for merchants or
church services. The business and ministerial allfance responded openly
and positively. We did the task anaiysis and program design, they
opened their businesses during off hours and held special church
services until everyone was 1ntegratéd into the normal business and
church environments. That process took three years, but it is now
complete, and no "special" or segregated training takes place in these
areas. The only exception will be new individuals who enter the program
and who may need this unusually intensive training.

Lefsure activities have also provided many firsts in peoples' lives.

For many of the em§1oyees the last three years have given them the first
opportunity to také regular vacations, catch fish, go to dances or ’

concerts, participate in softball games, see rodeos, the 1ist goes on
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and on. The obvious issues with leisure time activities center around
frequency, variety, integrated activities and SMALL numbers of persons
with mental retardation traveling together.
* As a result of the internal evaluation done on each agency in Region V,

a heavy emphasis has been placed on persons with mental retardation
being given the opportunity to initiate and/or participate in community
service activities. Instead of always expecting the community to give
to us, we are expecting our staff and employees to give back to the
community. Examples of activities are as varied as what each community
does for its own. For example, some communities have held CROP Walks °
(to raise money for an international relief program and two local
gardening projects. In response to the request from the Ministeriaf
Association, the Employee (Client) Advisory Board at Fairbury decided to
participate in the fund raising event) and some local employees have
participated in them. Others have chosen to adopt a Senator (political
action) or adopt a neighbor (elderly contact and call program). Others
prefer not to be so formal and do a lot of contact with persons of their
choice on their own.

Costs

Fairbury is the second (out of seven programs) most expensive program
operated by Region V. That is due, primarily , to the small size of the program
and to the needs of the individuals being served there. In order for that to be

meaningful at all, some detail is provided as follows:

39-791 0 - 85 - 10
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FAIRBURY AVERAGE PER PERSON COSTS

service Costs
Vocational $ 6,953
Residential 14,879
Transportation 491
Administration 2,636
Social Services 568
Total $26,039

Conclusions/Recommendations

After describing one experience with the establishment of a program which
serves primarily persons with severe/profound mental retardation, I would like to
share a few additional recommendations for those of you considering the
establishment of similar services. I will try not to duplicate recommendations
given in the body of the paper.

1.  Serve a Cross Section of Developmental Needs: Develop Staff Expertise and

Build Budgets Slowly.

This is probably one of the most important decisions that can be made with
respect to the ultimate capacity of a system. If you take a cross section of
individuals with varying characteristics which would include developmental

levels, medical and behavioral needs, technology spreads and budgets grow in

a steady, competent fashion. For example, if two individuals with severe

behavioral disorders are placed in an agency one year, a core of staff (let's
say four) can be trained to work with and support those individuals as they
learn and adjust to community living. At the same time, staff will develop

further confidence and skills as they design programs and adapt environments
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intended to enhance the success of the persons with whom they work. The
following year, you could take an additional four individuals with behavioral
needs as the original core of four staff persons train eight additional staff
to work with those new persons. As time passes, individuals who were once
seen as extremely difficult to serve become a routine challenge to staff who
are confident of their ability to adapt behaviors. Technology spreads as
individuals who were once seen as "residual institutional populations" become
integrated into the community.

Another advantage of taking individuals with varying needs is that budgets
will grow steadly over time rather than peaking when more "difficutt"
populations are finally served. There is no doubt that some individuals will
need more intensive staffing patterns and therefore cost more than other,
less involved persons. If, over years, you build those staffing costs into
your budget, people with mental retarsation will not have to bear the burden
of "being too expensive to serve". Averaging costs over numbers of
individuals with varying needs, generally, makes for a cost that can be
Justified to boarss and legislators. Whereas, averaging costs over a group
of individuals who have only high needs seems to stimulate calls for
conservative fiscal restraint and larger institutions for "those" people. It
is our responsibility, as administrators, to act responsibly so that groups
of individuals don't get set up to fail on fiscal issues they can not
possibly control.

Integrated Environments and Role Models are Critical.

I would state clearly that clustering persons with 1ike needs, as we did in

~ Fairbury, is NOT the way it should be done. A cross section of developmental

needs should not only be taken but should be placed together. Segregation of
any kind, should be avoided. That goes for segregating persons with high
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needs from persons with low needs. Role models are lost, inappropriate

behaviors are shared and modeled.

Use the Changing Technology with the explosion in{computer technology and the
advances in bio-engineering, great strides are being made in the area of
services to persons with severe/profound mental and physical disorders.

There are many “tools" that can be used today to make learning and
improvement much easier for both the worker and the staff. We would be
remiss if we did not take advantage of technological advances.

Consistent, Structured Programming is a must. Programs will have to be

designed and run based on seconds not minutes. The task analysis will have
to be broken down into much smaller steps.. Thought will have to be given to
the jigs used to compensate for severe physical impairments. The rest of the

principles appear to be the same.

Use Community Resources:

Rather than restate what has already been gone over in the paper, I would
summarize by stating that the vision you have of what you are will, to a
large extent, be embraced by the community. If you view yourself as an
industry, then use community organizations, mayors and city council's as
industry would and let them do the ground werk for you if your are just
coming into that community.

If you are already establiished, use community organizations as a means of
doing some public education, employee training, and a group from which
support can be mustered.

Community colleges, technical colleges, and universities are a tremendous
resource for us and may, someday, become the training sites as our workshops
close down,

Medical Services in many instances here in Nebraska have improved in the
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rural communities where we have established programs. Where some communities
did not have access to anaesthesio®:ct, we have joined with the local medical
community to bring in such a service/person. The entire area benefits.

Use the Media 1ike anyone interested in enhancing the image of his business
would. As you elevate the status of your business, ycu also elevate the
status of your staff and employees. Give the media legitimate stories, geared
to meet your image (industry) or to tell your story (training workers) or to
get your employees jobs outside of your work sites.

As you develop or continue programs for persons with severe/profound mental

retardation and come to your own conclusions please share them with us!

Senator DURENBERGER. Thank you very much.

John? ‘

Senator CHAFEE. Yes.

Ms. Rucker, the Touche-Ross study you mentioned, didn’t Mrs.
Crawford mention that same study?

Ms. RuUcker. Yes. :

Senator CHAFEE. And didn’t she come to an opposite conclusion?

Ms. Rucker. I am not sure that she came to an opposite conclu-
sion, because she was cut off. But I have the report here.

Senator CHAFEE. I thought she said it shows that it was more ex-
pensive. But I will look that up.

Ms. Rucker. What it compared were the six mental retardation
regions in Nebraska, as well as the institutions. And I have the
report here and will certainly leave it.

Senator CHAFEE. One of the things I was interested in in your
testimony was that you cover those in rural and sparsely populated
communities as well. Could you touch on that briefly? Because you
mentioned, first of all, that you deal with those who are considered
“severely retarded,” and we have had some testimony I think from
Mr. Napolitano or someone here—I don’t know exactly who—that
indicated that in these rural settings it would be more difficult.
How do you handle that, the medical problem?

Ms. Rucker. For persons with what is now a collective term
called the medically fragile, you will generally find those persons
in Nebraska in what we call foster care or adult family homes; that
is, one individual, if a child, is placed in foster care. If he or she is
an adult, they are placed in foster care in what’s called an adult
family home. One or two, usually one if they are medically fragile,
placed in a family.

What we have found is that for persons who have gastrosto-
mies—that is, they are fed through a tube in the stomach—or they
need some shallow suctioning, or they have severe hydrocephalus,
spina bifida, whatever, that the needs that those individuals have
are readily taken care of under medical supervision by trained
staff. If someone has to have deep shallowing, then obviously the
foster family has a registered nurse in that foster family. But we
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have placed individuals with severe medical needs into small fami-
lies, single families, and have provided the training and the moni-
toring necessary to maintain those individuals.

" If they are children, they are going to school during the day. If
they are adults, they are in our programs, perhaps for no more
than 2 hours, but they are out of the house during the day.

Senator CHAFEE. Thank you.

Mr. Napolitano, you were mentioning about the Bethesda Lu-
theran Home in Watertown. What do you do there about the work-
shops, the occupations that the residents have? How do you handle
that? Do they work right there on the place, or how is that done?

Mr. NaporLrrano. What we have is a whole stratified system of
workers. In other words, those that can work in the job sites at the
place in a normal job are paid in accordance with the Federal regu-
lations, a percentage commensurate with the commensurate wage
of that job. For instance, if a laundry worker is 80-percent profi-
cient of a regular employee he gets 80 percent of whatever that em-
ployee is being paid.

Senator CHAFEE. Do any of them work off the premises?

Mr. NaroritaNo. Yes, there are some, but there is minimal at
that station. Now, in all of the group homes, of course, they all go
to workshop. But in the home campus, then they go down—we
have an active workshop where they produce in what is more of an
educational sphere, where they are learning to do tasks, and so on.

Senator CHAFEE. Why do you have the group homes? Is that just
a matter of choice, or is there some benefit from it?

Mr. NaporLitaNo. We basically are not quarreling with the con-
cept proposed by the bill. We, on our own, have developed the
group homes. In fact, we have some in Michigan and other States.
We feel that that is one of the points to go. However, we feel
strongly that the institution plays a role in that, in training.

Now, when we get a request for an admission, if that resident is
considered to be high level, we will not admit that resident to the
Watertown campus. Now, we may admit him or her to one of our
group homes, if we have one in that particular State. We only
admit the severe and profound, and we work very diligently to try
and make placement, if we can, to a less restrictive setting.

The only thing we are struggling here with is that we feel we
developed a great deal of expertise over an 80-year period. We feel
we have an outstanding staff, and what this bill says in essence,
although it doesn’t directly say that, is that withdrawal of funds in
the long term would tend to diminish that or in essence wipe it
out, because our constituency is now already developing a support
base of 50 percent. And to task them to double that is very diffi-
cult. I mean, we will face that at the time, but we are here because
we feel we have a service to offer, and we feel we have demonstrat-
ed that. And we feel we are in the community sphere by moving in
the same direction.

All we are saying is we feel the institution or the large facility
with an excellent program has a place in the whole strata of pro-
viding services.

Senator CHAFEE. Let me ask you this question and this question
will be particularly directed to you and to Mr. Walsh.
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Suppose we had legislation that provided the funding would go
for a resident at a larger institution for only a limited period of
time. In other words, the thrust of much of the testimony here is
that no matter how severely retarded an individual is—let’s just
take retarded, or multiple handicapped—that being in a smaller
setting is better in the long run for that individual, that that indi-
vidual reaches his or her greatest potential—and we have had tes-
timony from Ms. Rucker and a whole series of other witnesses on
that subject—but at the same time it may well be that an individ-
ual has to go through some kind of training, if you would, adjust-
ment, before he or she would acquire the abilities to do well in a
smaller setting. Now, what about that?

In other words, I guess the question really is: Is it your belief
that there are some individuals—and judging from your figures I
suspect that from what you have indicated you thinK that 50 per-
cent perhaps of the individuals really should remain permanently
in a larger institution, and let’s say over 300.

Mr. NaroritaNo. I wouldn’t use those figures to that extent. We
are working through a phasing down. What I did say is that a
number of individuals stressed here that when they were ques-
tioned more tightly that they then began to admit that there is
going to be a residual. And I guess what we are talking about is,
there is going to be certain cases in the “medically fragile,” the
“behavioral” and in the “severe and profound” that are not going
to fit these small ideal settings.

Senator CHAFFF. But some people aren’t prepared to admit that.
Ms. Rucker isn’t prepared to admit that. Nor am I.

Mr. Naroritano. Ail right. Well, we have residents where we
design carts to get them around, to get them the program, to get
them outside. Now, we know many of the homes—and I don'’t care
how you design them—are not going to be able to handle this. We
know this.

We know, too, that a lot of claims have been made. And [ am
taking some names down, because I am going to visit some of these
sites, and I want to see some of these claims that are made here
today. It is very easy to make these claims—‘“Oh, we've got a mi-
raculous recovery,” “Oh, they are out there 2 hours,” and ‘“They
are out.” I want to see that. I want to see their turnover. I want to
see the burnout. OK? In a sense, I'm from Missouri and I'm not
going to accept everything that is said here.

Senator CHAFEE. All right. Mr. Walsh wants his time.

Mr. WaLsH. It was my understanding that the bill does now pro-
vide for something like a 2-year maximum in an institution. “Insti-
tution” though is described as any place larger than 10. I objected
to that before, and I would still object to labeling Mount Olivet
Rolling Acres with its 7-year residents in groups of five, in separat-
ed houses, on 23 acres on the lake, supported by a congregation of
11,000 members, as an institution. Certainly, I don’t think there
are going to be a set number of years—2 years, 4 years, 5 years—
there has to be some kind of variable. I don’t think you will find
anyone in this room who doesn’t want mentally retarded people in
the best place for them, be it for 1, or for 25, or for 50, or 75. That
}s not the argument. However, it is impractical to say 10 is the
imit.
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Senator CHAFEE. Well, let me ask you this question:

It seems to me that what you are saying is that no one knows.
But if we accept the philosophy—well, I guess you are not prepared
to accept it—that a person will reach his or her potential to the
greatest degree in a small setting, then how are you going to press
the States to do this? Under the present system, as you have heard
in a lot of testimony, there is bias all down through the funding
system is to favor the institution. You have heard that from South
Dakota; you have heard it from other witnesses as well.

Now, we are thinking of changing that bias. But you are saying,
“Leave it up to us to decide who are the providers, what is the
best.” Is that what your theme is?

Mr. WaLsH. I don’t think so. I don’t think all of the providers
necessarily know what is best, because I think some of the provid-
ers get locked into—even though we are nonprofit—sort of a pro-
prietary attitude, also.

But it is possible to fund programs in Minnesota with medical as-
sistance for six residents, and we have many of them. So it isn’t
locked into any one number; there is a variance. As a matter of
fact, i think medical assistance can fund a facility for one; so the
options are available now to go from one on up to any number.

Senator CHAFEE. Well, thank you all very much for coming. This
has been helpful, and we appreciate it.

Senator DURENBERGER. Let me ask just one question before you
leave, and I want to give John the opportunity to explore more of
these issues. ‘

I need to ask Lyn and Jon Nelson, then, to react to what Jerry
Walsh just said about what’s wrong with 70 people in 5-person cot-
tages on 22 acres, as opposed to whatever the Chafee bill says.
Excuse me, do you want to clarify that?

Mr. WaLsH, In groups of five, in separated living units on 23

~ acres.

Senator DURENBERGER. Well, suppose an apartment building
were 20 units, and you are raisin% families in an apartment build-
ing with 20 units, and you have a little bit of grass down there, and
a whole lot of asphalt. I mean, there are millions and millions of
people in America being raised that way today. And I am not advo-
cating that as living conditions—I mean, we've got it all over the
Twin Cities. We are all going up, and we are raising our children
in elevators. [Laughter.)

But, Lyn, you very clearl‘y said that at the Mount Olivet—and I -
keep getting bothered by *Is six the right number?”’ “Is 10 the
right number,” or whatever it is. I mean, I can’t play Solomon. You
said the IQ’s are going to go up if we buy into six or some very
small number, and it is going to go down at Mount Olivet—or
where is it going to go down? Is it %oing to go down at Mount
Olivet? I mean, specifically. I am really trying to pin this down. I
can see the old Minnesota that I remembered when Jerry and
others were getting very involved, and we were literally warehous-
ing people. I can understand IQ’s going down in that setting.

I am trying to figure out in today's setting, just using Mount
Olivet as an example, is that a level-IQ facility, do you suppose?
[Laughter.]

Or is that a going-down IQ facility?
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Ms. Rucker. Well, since my attorney isn’t here to represent
me——

[Laughter.] -

Let me say that the study I was referencing, which is here in the
attached journal, dealt specifically with the institution in Nebras-
ka, comparing the IQ’s of the region V residents in the institution
with region V residents living in the .community. And what that
study showed clearly, particularly—-and I can show you, it is at-
tached to my testimony—for the severely retarded population, that
those who were living in the institution, 7 percent of their IQ’s in-
creased, while 62 percent of the 1Q’s decreased. In the community,
those who were living in the community, 71 percent of their IQ’s
increased, while 3.2 percent of the IQ’s decreased. And that’s all 1
can say. I can’t talk about Mount Olivet, and I can’t talk about
Michigan. I can say that the methodology that was used here can
be employed at other places.

In terms of your initial question dealing with, would a five-
person group home on a campus of x -hundreds of persons be any
different than a five-person group home in the community, I would
say absolutely, for the following reasons——

Senator DUKENBERGER. In outcome, now. Tell us in outcome. 1
know it is physically different. :

Ms. Rucker. Specifically in cutcome. Obviously it is physically
different. '

Let me use an analogy. I don’t intend for it to be flip but I can
relate to it, and that is, if I were to associate with only blond-
haired blue-eyed Swedes, I wouldn’t be a very well-rounded person.
I might be more promiscuous, but I wouldn’t be very well rounded.
[Laughter.]

The analogy holds because of the misconceptions that we have
about groups of people. And if you have groups of people only mim-
icking deviant behaviors, then you will get a modeling of other de-
viant behaviors. If you have a child who is in a classroom and
doing poorly, you don’t want that child put in a larger classroom; -
you want that child put in a smaller classroom where they will get
more attention, not less. If you have people with behavior prob-
lems, you don’t put them with other people who have behavior
problems, because then they start imitating each other’s behavior
problems.

What I am saying is, Yes, it makes a difference, Yes, people need
to be integrated with normal peer models. You don’t intern in a
play hospital; you don’t learn behaviors in a play or artificial envi-
ronment—you have to learn it in the real world. And that’s why I
think the outcomes would be different.

Senator DURENBERGER. [ don’t want to be argumentative about
it, because we are starting to run out of time. But it strikes me
that, for the same reason that I oppose the nine-digit ZIP Code, be-
cause I know we can get mail to people with five or four and we
don’t need nine, I really was more concerned about getting mail to
people than I was about how many numbers we use.

So I can't quite understand why John in his bill does not pre-
scribe, on the best knowledge available to us today, describe the
outcome desired and the kinds of specifications in setting that we
know produce that kind of outcome.
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Ms. Rucker. The danger in that, Senator, is, if he were to say,
for example—and I don’t know how you would structure your out-
come. But one of the difficulties becomes ‘“Where are you going to
draw the line?” If a person with whatever level of mental retarda-
tion in your opinion has to progress from not being able to eat at
all to being able to eat with a knife, fork, and spoon, where I be-
lieve that a person who cannot eat by themselves at all shows sig-
nificant progress if they can pick up a spoon, where do we draw the
line? Do we draw the line at an 1Q of 40?

Senator DURENBERGER. No, we want to keep pushing the line out
beyond our last piece of knowledge, I assume.

Ms. Rucker. Right. So I am saying if you start prescribing cut-
comes in Federal legislation, I think perhaps it is too much on
target. Rather, you set the broad public policy and expect that
technology will change so quickly that, were you to put that in leg-
islation, it would be outmoded a month later.

Senator CHAFEE. I visited the Clara Dorn residence today, Mr.
Walsh, and there you see the example of pressing, urging an indi-
vidual to reach his best. That is a temporary residence in which
the flow is outward, and they train them. Well, you know more
about it than I do, but it was very impressive to see a young man
there who, not in some large rural setting, not in a large institu-
tion, who takes the bus each day to his job and earns his living,
and the goal there is to get him out even into a smaller group. I
found that very, very thrilling.

Now, there is no question in my judgment that that person, if he
remained in a large institution—and you can quarrel over what an
“institution”is. I guess that is what we are striving to do. And he
had great self satisfaction in his career, which was taking the bus
to be a dishwasher at a local facility. And it wasn’t a facility solely
for the mentally retarded. I mean, it wasn’t a “workshop.” It was a
facility right here in Minneapolis.

Senator DURENBERGER. Thank you all very much. We appreciate
your help a great deal.

The last panel is Dean Thomas, parent from Minneapolis; Bette
Rosse, a parent from Minneapolis; Bob Jirik, a self-advocate from
St. Paul; and Daryl Pederson, a self-advocate from Minneapolis.

All right. Remember we have that microphone there that gets to
the back of the room where there are still a few folks left.

b Dean, you are first on our list. Thank you very much for being
ere.

STATEMENT BY DEAN THOMAS, PARENT, MINNEAPOLIS, MN

Mr. THomas. Thank you, David. Thank you, Senator Duren-
berger for being here, and thank you, Senator Chafee, for including
me here.

You have heard a great deal of. testimony today; the hour is get-
ting late, but I would like to recap this from a little different point !
of view than perhaps has been represented by the speakers today.

My name being Dean Thomas, having a son that is profoundly
retarded who is presently in the Clara Bow State Hospital, explains
my bias. I don’t, however, really believe that I am defending that
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bias particularly, as I hear the various testimonies about conflict-
ing types of things that are being presented to you here today.

I do believe, however, that in my experience in the American
free enterprise system, and spending some 35 years in major busi-
ness, that were I faced with the same kind of a problem that this is
presenting to the taxpayers of the United States and to the board
members of a major company, one thing that seems to be prevalent
in my mind is that I would put this into some kind of controlled
marketing study where I could measure these variables.

Let me mention a variable which I think is being used here in an
attempt to prove two sides of an issue. First of all, if you take a
retarded citizen who has low functioning power, you will usually
find him a member of either a large institution or a State institu-
tion, simply because the smaller community won’t accept him

I just went through an experience of this with a profoundly re-
tarded child in trying to place him in the community. And we got
15 rejections. The reason we got those rejections is, he cannot per- -
form in the kind of small community that these people are con-
ducting presently. So, as you heard people say the 1Q “of this small
group, 7 to 15,” they are selected individuals of high-performing re-
tarded types of people who naturally have higher 1Q’s. The severe-
ly retarded person not being able to qualify in that will find him-
self in a different type of institution, and I think that is one kind of
a variable.

But I do believe with the kind of conflicting information that you
must have heard all over the United States with people presenting
legitimate data—and let me say, in most pieces of marketing re-
search you can prove almost anything you want to prove, whether
you want to protect your job as a runner of an institution or
whether you want to protect your job in a State institution. That
can be done through research.

And therefore, I really urge that what you do is establish a con-
trol, that you go into various communities and establish controlled
units that are comparable one to the other, and you measure one
control against another control of classified people who can give
you specific data, relative data that compares one to the other.

If you go to the California situation—a disaster. I happen to be
privy to some information at Michigan from some friends who have
retarded friends there, and the trauma and the chaos that their
lives went through in Michigan—I am surprised that a State would
put anyone through that kind of traumatic experience—which you
have to do if you are going to close the larger institutions.

I spent 18 years at the Brown School, with my son at the Brown
School, a private institution in Texas, and I became close to a man
named Dr. Charles Cleland, who in my estimation is perhaps one of
the great thinkers in terms of the retarded people. He has written
six books. And I think that would be one kind of man who could
set up control for you in that development. And, incidentally, I
think Texas is doing an excellent job in going both ways, with both
the institutions, the waivered services, the small communities, and
everything that fits the care and welfare of the people.

I think there are really four things you are driving for. At least
in my estimation they would be the four primary points of your in-
vestigation:
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First, I think, Senator Chafee, you have expressed this already.
_You want exceptional care, regardless of anything else. That is the
first priority—exceptional care for the retarded people is probably
the first priority, and I don’t think there is anyone in this room
who would argue with that particular statement.

But with that exceptional care, you also have to employ a cost
efficiency, a cost efficiency that compares one unit-to another unit
in terms of equal units, so that you can get a measurement of ex-
actly what cost efficiency is in this business.

Next, there is the difference between the classifications of retar-
dation. It runs a gamut from highly performing people down to a
very low level of vegetable who can do nothing but just lie there.
And I think here again you have to classify this kind of thing and
_ measure your test against the classifications of retardation, the
service to that retardation.

Now, last I think there is a point that perhaps hasn’t been made
well enough, and that’s what can any one of these communities do
that is synergistic to the community need beyond the retarded situ-
ation? We in Fairvo believe that we are running a very separate
kind of thing that is small cottages with small groups of people. We
are almost equal to the Mount Olivet situation; we aren’t quite
there—dJerry’s on our board—but we are trying to service in a de-
centralized setting the various classifications of retarded people.
But we believe that we can service other parts of that community.
We-think that Fairvo, with its expertise—and when I speak of “ex-
pertise”, I happen to have a book here by Charles Cleland that is
just an instruction book for the care of retarded people. If you read
that book, and I am a college-educated person who graduated from
the University of Michigan, I have difficulty in it. It is a very diffi-
cult subject to learn.

My point, simply, is-that it takes a great deal of expertise to care
for these people. With that expertise you can also care for other
people who have traumatic situations that are not in the “retard-
ed” classification. Depression is a great problem of our society
today, and there are other great psychological problems that are
difficult in our societies. You can use the wealth of knowledge of
the large institutions to help service the community. And I think
that is a plus that perhaps hasn’t been mentioned in the various
testimonies.

Again, time is getting late, but I would like to say that I admire
your courage, Senator. I think you are doing a tremendous job in
investigating the tremendous part of the retarded situation, be-
cause this has been a subject that really wasn’t discussed 30 years
ago. I do, however, believe deeply that this is a very serious prob-
lem, a great serious problem for the taxpayers of the United States,
and I really hope that you will take all the testimony, et cetera,
and set yourself up a marketing examination that lets you compare
apples to apples and oranges to oranges, not the controversy.

Senator DURENBERGER. Thank you, Dean, very much Bette?

[Mr. Thomas’s written testimony follows:]
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TESTIMONY OF DEAN F. THOMAS ON COMMUNITY AND FAMILY LIVING AMENDMENT OF
1983—S. 2053

My basis of contest are as follows:

In opposition to $.2053

I. The basic assumption put forth in the proposed
S.2053 of shifting Medicaid funds for the mentally
handicapped from institutions to smaller (15 popu-
lation) community based settings is fundamentally
wrong.

Its recommendation fails totally to recognize the
severity of the retarded long term care issue in
terms of:

The multitude of problems and opportunities
associated with adequate care for the vast
range of human deficiencies present in the re-
tarded and handicapped population.

I.1 As with all human beings, there is no "oneness" to
the retarded population, but a complicated array
of malfunction within an already complicated structure
of human existence with which S§.2053 cannot cope.

1.2 The demanding expertise and physical plant required
for adequate care and safety of the severely retarded.

1.3 The vital role that already exists in the state of
Minnesota, and other states, of the larger community
facilities and the state institution.

1.4 The chaotic confusion that would result within the
neighborhood communities should S.2053 become law,
forcing the closing of today's only adequate care
for the severely retarded.

1.5 The tremendous opportunity now in place to restruc-
ture the regulations that limit the larger facilities
and the state institution to be cost effective.

I.6 The human suffering of the severely retarded and their
relatives, as the forced impact of §,2053 transfer
of the severely retarded to the inadequate community
"small" unit.

1.7 The cost to the taxpayer for a mass market change to
. §.2053 that is clearly inadequate to serve the com-

plicated problems of long term care for the severely
retarded. No risk of this magnitude should even
be considered without a fully structured marketing
plan in which all the variables have been carefully
examined. This has not been done in the case of
S.2053,
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I appreciate very much, Senator Durenberger and sub-
committee members, for the opportunity to testify. The
very fact this hearing exists, is extremely gratifying,
as it deals with a subject which, as little as ten years
ago, was not eligible for public debate with understand-
ing.

My prejudice for being here is in opposition to S.2053,
which in my estimation is a suggested bill which attempts
to capitalize on the tremendous cost of Medicaid at the
expense of the retarded community's inability to speak
for themselves. Whether this is a purposeful intent,

or a gross error in judgment, is not my concern. What

is my concern, is the fact that S$.,2053 is a dangerous
innovation that at best would benefit only a few of the
high functioning retarded population, at a dangerous risk
to the severely retarded, the large exceptional care
facility, the state institution and the public.

My basis of contest are as follows:

In opposition to S.2053

I. The basic assumption put forth in the proposed
$.2053 of shifting Medicaid funds for the mentally
handicapped from institutions to smaller (15 popu-
lation) community based settings is fundamentally
wrong.

Its recommendation fails totally to recognize the
severity of the retarded long term care issue in
terms of:

The multitude of problems and opportunities
associated with adequate care for the vast
range of human deficiencies present in the re-
tarded and handicapped population.

I.1 As with all human beings, there is no "oneness" to
the retarded population, but a complicated array
of malfunction within an already complicated structure
of human existence with which §.2053 cannot cope.

I.2 The demanding expertise and physical plant reguired
for adequate care and safety of the severely retarded.
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I.3 The vital role that already exists in the state of
Minnesota, and other states, of the larger community
facilities and the state institution.

The chaotic confusion that would result within the
neighborhood communities should S.2053 become law,
forcing the closing of today's only adequate care
for the severely retarded.

The tremendous opportunity now in place to restruc-
ture the regulations that limit the larger facilities
and the state institution to be cost effective.

The human suffering of the severely retarded and their
relatives, as the forced impact of S.2053 transfer

of the severely retarded to the inadeguate community
"small" unit.

The cost to the taxpayer for a mass market change to
S.2053 that is clearly inadequate to serve the com-
plicated problems of long term care for the ‘severely
retarded. No risk of this magnitude should even

be considered without a fully structured marketing
plan in which all the variables have been carefully
examined. This has not been done in the case of
S.2053.

Recommendations

The documentation of S.2053 to deal with each of these
seven issues does not exist, and particularly with the
state of Minnesota. Its "Iron Pants" conclusions are
empty predictions that attempt to say cheaper costs,
which means nothing, if true. What does mean something
is quality of care at cost effective expense. The state
of Minnesota has, in place, a system of retarded care
that ranks with the best. Certainly it can improve and
must, but to destroy what exists without a state effort
to build on what it has would be a violation to the
taxpayers of Minnesota and to all those who pay taxes
throughout the United States.

My plea is to provide legislation that allows both the
private and public system of Minnesota to remain., Im-
prove from this base with Medicaid that rewards this
efficiency. Certainly with guidelines, but not "Iron
Pants” so typical of Federal legislation. Leave the
incentive with the people of Minnesota who understand
its ability and success todate. The fabric is here and
functioning.
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I am an Advisory Board member at Faribault State
Hospital and I can prove my statements of exceptional
care with opportunities to become outstanding in the
areas of:

1. Exceptional care

2. Cost efficient

3. Severely retarded expertise

4. Expanded services which are synergistic to
the community needs

Again, I appreciate submitting my testimony. I can only
add that I am an involved parent. Certainly bias to my
son, but you cannot be an involved parent without under-
standing the tremendous difficulty the retarded population
has in telling their story of need and want.

"As each star in the heavens differ in brightness,
so do the children of God." -

Sincerely, iii

Dean F. Thomas

DFT:mb
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STATEMENT OF BETTE J. ROSSE, PARENT, MINNEAPOLIS, MN

Ms. Rosse. Senator Durenberger, Senator Chafee.

My name is Bette Rosse, and I'm what many of those in today’s
audience call “a parent,” which means not only that I have a child
but that I have a mentally retarded child. My only son, whose
name is Scott, is severely mentally retarded, but he has further
fallen into a loosely defined class of disabled people who have pre-
viously been marked as the kind who should spend their entire
lives in the confines of the State hospital of Minnesota. A previous
testifier called it the residual.

Specifically, Scott is behaviorally disordered by a second disabil-
ity, autism, such that there exists an ever present danger of aggres-
sion or self-injurious behavior when he is in an environment which
is unresponsive to his individualized needs.

Six years ago we formed a small, nonprofit group including par-
ents who were desperately concerned about the fact that their sons
or daughters were deteriorating in large institutions and showing
no enjoyment of life there. Qur purpose was to create a service that
would prove that severely disabled adults like our sons and daugh-
ters could have a future of real growth and could have real dignity
in community-based services.

Many, even some parents and professionals, expected us to fail.
They thought such severely disabled people, “the residual,” could
not be served in the community. And they were wrong.

From our efforts, residential services arose to serve 15 behavior-
ally difficult adults, many of whom came in desperate condition
from large institutions or hospitals. After nearly 2 years, there is
unequivocal evidence that all 15 are developing new skills and in-
creasing their enjoyment of life.

Mentally retarded people can receive specialized services within
the four walls of an institution or, at least equally well, within the
four walls of a small community residence.

But I would like to focus on the critical issues of quality of that
service and protection from neglect and abuse.

The first advantage of a community residence for quality and
protection is that all residents are required to attend programs and
receive services outside of their residential service. For our severe-
ly disabled, especially nonverbal sons and daughters, this involve-
ment of several agencies provides a good daily check on the quality
of care that each place is providing. Tragically, neglect and abuse
can occur to the vulnerable anywhere; but in the community, with
several agencies involved, it is far more likely to be detected and
corrected.

A second advantage of community residences for quality and pro-
tection is that of independent licensing. In our Minnesota, the de-
partment of human services both licenses and operates the State
institutions, but community residences are operated privately and
licensed by the State. Separating the responsibilities for operating
and licensing, obviously, strengthens the checks that are available
to ensure quality and protection.

A third advantage of the community is that many smaller resi-
dences can be closer to families and easier for families to visit, so

39-791 0 - 85 - 11
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that the quality and safety of care are more frequently monitored
by those who care most.

But let me tell you about a fourth form of quality and safety pro-
tection that I learned about through our son’s community resi-
dence. Small community residences are not isolated; they are a
part of their communities and a part of their neighborhoods.

At my son’s residence, the manager of a nearby convenience
store stopped over to give a donation collected by his employees for
the use of our residents. The employees had noticed these folks
when they, accompanied by staff members, purchased items at the
nearby store, and the employees wanted to do something to help
out.

Then the director of the city parks stopped by; his staff had no-
ticed that our adult residents and staff frequented a nearby park,
and he wanted to know what equipment he might add for the use
of the disabled folks. And nearby residents offered their services as
volunteers.

While these kindnesses were greatly appreciated, it goes beyond
help and appreciation. I know in my heart that American neigh-
bors like these would not tolerate the unconscionable abuses which
are history in large State hospitals because of their isolation.

The hearing announcement asked that testimony address the
question: How can we provide the best care in the best way? I offer
the answer that care can be provided in the four walls of an insti-
tution or the four walls of a small community residence, but the
critical issues of the quality of that care and protection from abuse
and neglect demand small community residences.

I have one brief final point. There is an issue of morality which
must be stated. Large institutions are not like our small communi-
ty group homes or like any of the homes that any of us here live
in. There are only two times in our entire lives that those of us
with choices live in large congregate settings. Briefly in our college
years, and perhaps again in Army years—again, briefly, because
even the Army knows that people who have other choices will not
stay long in a.system which uses large congregate housing. The
moral issue? We who are the able majority cannot choose a style of
living for the vulnerable minority—mentally retarded people—that
none of us ever chooses for him or herself. As a matter of morality,
of fairness, of human and civil rights, we cannot choose by our
funding large congregate living arrangements for the vulnerable
mentally retarded people among us.

S. 2053 is need< as legislation now.

Thank you.

SBerll)gtor DurenBERGER. Thank you very much, Bette.

ob?
[Ms. Rosse's written testimony follows:]
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Introductory comments are provided.

Locating small residences throughout each state
allows many, many more mentally retarded people
to maintain close contact with their families
than does the use of large facilities.

Well-trained, competent, enthusiastic staff members
are readily available to small community residences.

A1l mentally retarded people can live in small,
community residences -- any needed services which
are provided within the four walls of a large
institution can be equally well provided within
the four walls of a small community residence.

Using small community residences allows mentally
retarded people to receive the special help, support
and quality assurance which neighbors provide

to neighbors.

Large, congregate institutions are unacceptable

for governmental support as residences for mentally
retarded people since other people -- those with
choices -~ do not ever choose to live in such
settings.
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1 would like to introduce myself to you.

My name is Bette Rosse. 1'm what many of you in
today's audience call "a parent”, which means not
only that 1 have a child but that 1 have a
mentally retarded child.

My only son, Scott, is now a young man. He is
severely retarded, and he is also autistic, a
second handicapping condition which means that in
addition to all of the limitations of mental
retardation, he also has profound communication
impairments and he has severe behavioral problems
-- aggression and self-injurious behavior. In
order to lead his life fully, and to develop to
his full potential, and to enjoy life, he has
needed and, since there exists no cure for his
condition, shall probably always need a lot of
specialized services.

SiX years ago we were contacted four families who
had adult sons older than our Scott, and whose
sons lived in state institutions. All four
families were desperate, because their sons were
deteriorating badly and at least one was in
imiediate danger of death through failure to
thrive. Certainly none were showing evidence of
enjoyment of life in those large, isolated living
environments, and the families were eager -- maybe
desperate is a better word -- to find another
living situation for their sons.

Using all of our professional expertise, and all
of our concern as parents, we began to design a
Community residence and a program which would meet
the needs of all of these desperately disabled
people, that would provide them with care and
supervision, but also with increased family
contact, community involvement, and the chance
they needed to grow and develop and acquire new
skills and enjoy 1life.

Now both pride and satisfaction overwhelm me as 1
tell you that after a lot of hard work, my husband
and 1 and other members of our non-profit
corporation opened a new community group home
named Shingle Creek Option. Our son and other
sons and daughters went to live at Shingle Creek
Option.

As we designed Shingle Creek Option, we Knew we
wanted it in the community, near all of the
families whose sons and daughters were to live
there. We wanted to be able to visit our sons and
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daughters easily and frequently, and to keep them
a part of our lives and to keep us in their lives,
just the way things work out with our other sons
and daughters.

1 must digress here to point out that my son, and
others like him, may have lots and lots of problems
and they may lack a lot of skills, but they are
still wonderful people, and precious sons and
daughters. It does describe my Scott to say that
he is severely retarded, and that he can exhibit
certain aggressive behaviors, and that his self-
injurious behavior is a real problem, but it also
describes him to say that he's a good-looking
young man who enjoys music and drawing and
bicycling and cooking, and he's beginning to enjoy
swimming.

All of us who worked on 3Shingle Creek Option knew
that our potential residents had substantial needs
for very specialized service. We were told by
both our County and State personnel that such
severely disabled people had not previously been
moved out of state institutions and into the
community. But we believed that our sons and
daughters could be served well in the community.
We saw institutions as four walls within which
services are provided, and we felt these essential
services could be provided within the four walls
of a state institution or, at least equally well,
within the four walls of a small, Community
residence.

Fortunately, for the well being of the mentally
retarded people we have the privilege of serving
at Shingle Creek Option, we were indeed correct
that all essential services can be provided in
small settings.

We further believed that we could hire competent
people to care for our sons and daughters and
others at Shingle Creek Option, in the community.

And we have been able to provide a sensitive,
totally competent service, fulfilling a dream that
some still say is impossiblet! The atmosphere is
cozy, homey, and gentle, and the quality of
interaction between staff and resident is
extraordinary, and all needed services are
provided competently. Our residents -- each and
every one -- are developing new skills which
permit them to both participate constructively and
to enjoy life. They are each continuing to grow
-- as we knew they could -- if given just half a
chance.
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Those services which we have associated with the
four walls of an institution can be moved to the
four walls of a small Communitv residence, where
each mentally retarded person can additionally
live near family and in a small normalized
setting.

My Scott's Shingle Creek Option is small, and in
the Community, competently staffed, and located so
that family involvement is encouraged. But more
than that happens in the Community.

I1'd like to focus for a maoment on quality of
service and freedom of the residents from neglect
and abuse -- the critical issues in any service to
the severely disabled among us.

A first advantage of a Community residence for
quality and safety is that all residents are
required to attend day programs which are away
from their residential service, and under the
direction of another agencyv. For some, including
my son, the bus service back and forth is even
provided by a third agency. For our severely
disabled, non-verbal sons and daughters and
friends and clients, this involvement of several
agencies provides a good, daily check onfthe =
quality of care that each place is providing.
Tragically, neglect and abuse can occur to the
vulnerable anywhere, but with several agencies
involved, it is far more likely to be detected and
reported and corrected in the multi-agency system
which exists only in the Community.

A second form of protection for these severely
disabled individuals also exists only in our
community residences -- that of independent
licensing. In Minnesota, the Department of Human
Services both licenses and operates the State
institutions, but Community resideunces are
operated privately and licensed by the State.
Separating the responsibilities for operating and
licensing obviously strengthens the checks that
are available to ensure quality and safety.

A third form of protection in our Community is
that many smaller residences can be closer to
families and can involve families, so that the
quality and safety of care are more frequently
monitored by those who care most.

But let me tell you about a fourth form of qualityv
and safety protection you may not have thought
about before, and that I only learned about
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through Shingle Creek Option:

Small Community residences are not isolated --
theyv are a part of their commvnities and
neighborhoods. In just the two vears Shingle
Creek Option has bec¢n in operation, the Manager of
the nearby convenience store stopped over to give
us a donation collected by his emplovees for the
use of our residents -- the employees had noticed
our folks when they, accompanied by staff members,
purchased items at this nearby store, and they
wanted to do something to help out. Another time,
the director of the city parks stopped by -- his
staff had noticed that our adult residents and
staff frequented a nearby park, and he wanted to
know what equipment he might add to increase the
enjoyment of the folks who live at Shingle Creek
Option. And the elderly residents at a nearby
town house complex wrote to offer their services
as volunteers. Of course, all of these Kindnesses
were greatly appreciated. But it goes beyond help
and appreciation. These people, our neighbors,
cared enough to notice our residents, and to find
out where they were from, and to think about how
they could help, and to then provide the help --
then obviously these people, our neighbors, would
also care enough so that if our residents were not
properly cared for, they would figure out who to
report that to. Being a part of a Community,
being a neighbor and having neighbors means that
there will be a check on quality and safety that
is sincere and continuous and ongecing. To restate
the fourth Community protection for quality and
safety --1 learned that the community, where small
residences are neighbors and have neighbors, has a
strength that will provide real protection to
mentally retarded people now and in the future,
the strength of manv. manv people watching and
caring and doing, the strength which comes from
being a neighbor and having neighbors, which large
isolated ' institutions have never developed because
their size isolates them.

The Hearina Announcement asked that testimonv
address the question "how can we provide the best
care in the best wav?"

I offer the answelr that care can he provided in
the four walls of an institution or a smnall
Community residence, but the issues of the qgqurality
and safetv of that care demand small Community
residences. )
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I have one final point that 1 offer for your
consideration:

There remains no question that all mentally
retarded people can be served in small Community
residences -- we Kknow it can be done. We know
that the critical issues of quality of care and
freedom from neglect and abuse can be better
addressed in the Community, with State licensing
separate from operation.

But there is a final issue of morality which must
be stated.

L.arge institutions, either State or those in the
community are not like our small Community group
homes, and they are not }like the homes you and I
-- any of us here --live in.

I can be sure that you and I -- all of us here --
undoubtably live in very different ways, in very
different homes. We have singie family homes,

large and small; and live in apartments; we live
in lake homes; we live in town houses; we live in
condominiums. i

We live in many styles. What we do not live in --
those of us who have choices -- are large,
congregate settings.

There are only two times in our lives that those
of us with choices live in large, congregate
settings -- in our college years, a time when most
of us left dormitory living as quickly as
possible; and the other time we -- those of us
with choices -- lived in large congregate settings
was in the Army, and then only briefly, because
even the Army knew that people who have other
choices would n2t stay long in a system which used
large, congregate housing.

Although all of us here live in many ways, in many
styles of housing, not one of us here beyond brief

college and Army davs ever chooses to live in
large, congregate housing.

why don't we ever chodse large, congregate
housing? Remembering my dormitory, I found it
dehumanizing to have so few choices; I was
bothered by the lack of privacy; 1 felt an
isvlation from the neighbors around the building.

It becomes a moral issue -- a matter of simple
human and civil rights.
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wWe, who are the able majority, cannot choose a
style of living for the vulnerable minority of
mentally retarded people that none of us ever
chooses for him or her self. 1 cannot say that a
life style that's not good enough ftor me is good
enough for my son.

As a matter of morality, of fairness, of human and
civil rights, we cannot choose by our funding
large, congregate living arrangements for the
vulnerable among us.

S. 2053 would make a positive difference in the
lives of mentally retarded people !¢

STATEMENT OF BOB JIRIK, SELF-ADVOCATE, ST. PAUL, MN

Mr. Jirik. Thank you, Senator Durenberger and Senator Chafee,
for permitting me to speak today.

I am also handicapped. I was the guy that was always in a
corner. My folks never gave up with me; they wanted me to be
somebody some day.

They wanted to put me into an institution—the school system
did. They said I was retarded because I couldn’t read._I had_what
they call “word blindness.” I don’t know what it is, but anyway, I
have been working at Univac for 17 years. I have had other jobs,
and I have made my own living, and I deserted my dad about a
year ago, and I am taking care of my mother and dad, and I'm still
working at Univac.

To the best of my ability, I am doing what I think is rlght I have
gone to Washington; I have talked to the Senators there. I have
talked to Mr. Durenberger once or twice about certain things about
the handicapped.

But I think more facilities should be out where the handicaps
can help themselves. They will get more out of it than if they
would be in an institution. If they have to be institutionalized, let
them be institutionalized. Let them decide, not somebody else.

Senator DURENBERGER. Bob, you are getting stronger as you are
going along.

Mr. Jirik. Wait—I ain’t through yet.

Senator DURENBERGER. Oh! [Laughter.]

Mr. Jirik. And there are a lot of things that I have talked to the
Senators about for about 15 years. Everybody says, “Oh, maybe
we'll do this”, “Maybe we’ll do that,” and now I have my name in
the Congressional Record. People have been noticing me now, and
Univac has run a story about my life. And I am proud to work for
Univac and people that thought something of me.
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Thank you very much.

Senator CHAFEE. Thank you.

Senator DURENBERGER. Thank you, Bob.
Daryl Pederson.

[Mr. Jirik’s written testimony follows:]
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In Support of Community & Family Living Amendments to $2053:

My name is Bob Jirik and I want to say that I agree with the Community and
Family Living Amendments to Senator Chafee's Bi1l, S2053. 1 think that my
story is proof that handicapped individuals can become productive members of
society if they are given a chance and are not just shoved into the corners

of institutions.

I have a learning disability called “word blindness", a form of dyslexia,
that causes me to see words in reverse order. When I was young, there were
no special education programs to help me read. Instead, when I was still

school age, state personnel wanted to institutionalize me,

After I got out of school, I worked at a number of jobs such as setting pins
at bowling alleys and caddying at golf courses. For a while, [ was. hired to
carry books to legislators at the state éapitol, but I lost that job when {

“couldn't pass the written test for clerks.

I wanted to learn to read so I could take care of myself, but my
rehabilitation counselor told me to give up the idea. She told me I would
never be able to read or write. But Carl Grittner, a school superintendent,
arranged for a remedial reading course for me at the University of
Minnesota. That's when they found out that I had word blindness.

Mr, Grittner later arranged for a course in remedial reading at Maxfield
#igh School, using the "talking typewriter" method of visuél education. The
talking typewriter helped me to read somewhat, but not very fluently. About
. that time, I got a job at the Emporium Department Store in St. Paul. When

the Emporium closed, I got a job as a janitor at Sperry Corporation. After
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a few years, I was promoted to stock attendant, even though my reading
ability was somewhat limited. But my supervisor helped me and by sheer

determination I was able to handle the job.

Meanwhile, 1 found a reading methpd that has helped me further. 1 go to
school one night a week and a special tutor gives me a lesson using the

Laubach method, used by the Martin Luther King Foundation.

I was pushed into a corner until well along in life. But in spite of all
this, and because I refused to give up, I am now a taxpayer and not a burden
on the state. I am presently serving on the Minnesota Governor's Planning
Council on Developmental Disabilities and am on a special advisory committee

for the mayor of St. Paul.

I am 63 years o1d and still want to learn so very much. It hasn't been
easy, The trouble is that many people don't even have a chance to prove
themselves, They are put into institutions and drugged to keep calm. Their
minds become twisted and they feel hopeless. I think they need a chance. I
also think that less severely handicapped people could be used as overseers
in helping them make the transition from institutional to non-institutional
life. Everybody deserves a chance. I think that this bil1 would help give
it to them.

Robert J. JiFik
August 8, 1984
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STATEMENT OF DARYL PEDERSON, SELF-ADVOCATE,
MINNEAPOLIS, MN

Senator DUREUBERGER. Daryl, you asked to be a witness here
today, and we’re really glad that you decided to come.

Mr. PepERrsON. It was nice for you to invite me here, Senator
Durenberger and Senator—Dolsee?

Senator CHAFEE. Chafee.

Mr. PEnErsoN. Oh, Chafee. OK.

I think the people should have been in their community a long,
long time ago, because the community is better for them.

OK, first I'm going to tell you that I was in an institution. They
decided—I was in there about 10 years. I went in there when 1 was
about 7 years old, and they just kind of thought that it was best for
me to go into a community.

And like, you know, in the schools they've got all these things
that not they had before and they've got them now that can teach
you how to do things, to add numbers and that.

And I think, you should take a couple or 3 hours and go visit a
group home, like a training apartment, and then you'll see how the
people are doing. I have a job now and can do anything in the com-
munity. Like, I just think they improve a lot since they been out of
the institution. Like, they can show you many things that they
know how to do, and that.

Like, these things need to be more, and the economy need to
bring more people in the community, 'cause they’re not doing them
no good in the institution, 'cause they got more good things from
what they’re doing now.

About 5 months, they can be out in their own apartment and
managing their own self, and that

Senator CHAFEE. Do you live in your own apartment, Daryl?

Mr. PEpERsON. Yeah.

Senator CHAFEE. Do you take the bus to work?

Mr. PEpERsON. Yeah. I take the bus, and I do everything on my
own now.

Senator CHAFEE. Do you cook for yourself?

Mr. PepERsON. Yeah.

Senator CHAFEE. Does somebody come in and help out?

Mr. PEpERSON. Noj; I do all that stuff by myself.

Senator CHAFEE. You do your own shopping and everything?

Mr. PEpersoN. Yeah, I do that, too.

Senator CHAFEE. Fine. Thank you very much.

Senator DURENBERGER. Daryl, are you finished with the things
you wanted to say?

Mr. PepERsoN. Yeah.

Senator DURENBERGER. Thank you, also, for coming.

[Mr. Pederson’s written testimony follows:]
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August 6, 1984 !

Roderick. A. DeArment, Chief Counsel
Committee on Finance .
Washington, DC 20510 )

Dear Mr. DeArment:

I would like to testify on August 13 in support of the “Community "and
Family Living Amendments". Following is my testimony.

"My name is Daryl Pederson. I lived at a state institution in Minnesota
for about ten years, from 1960-1970. I went there when I was seven years
old. Back then they didn't have group homes ~ times then were not very
good. Parents then didn't have any other choice -~ they couldn't stay
home all the time to take care of people and never have a vacation.

Now rthere are good programs in the community and good vossibilities
so that I think everyone should be able to llve in the community.
I think it's cheaper for the state, too.

I now live in my own apartiment and have a full-time job. There are
b;g changes when’ people move to the community - they get their own
‘privacy, they have more confidence, thay learn to do more by them-
sélves. You can't learn those things in an institution ~ you have
to be out in the community to really expverience it and learn.

I think people and institutions should look at how much people can do
and not judge which persons are better off in the institutions and not
judge which people will never be able to move out and learn to do things.
You would have to see people who have moved out and see how they have
changed to really know.-‘

I khow this is controversial and a lot of politics are involved. It
will take ten years to decide if they want to close institutions. They
should send people to a ,group home for a week and see how they do and
take a‘second look. Théy should do it. now. Those people ‘are ready and
waiting to come out." . ,,r

53
.

Sincerely, .

Daryl Hederson

2115 Blaisdell Avenue South

Minneapolis, MN 55404 %

(612) 874-8117 '
(or leave a message at (612) 874-6650)

cc: Senator Dave Durenberger
1020 Plymouth Building P
12 South 6th Street
Minneapolis, MN 55402

353 Russell Senate Office Bldg.
Washxngton, DC 20510 .
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Senator CHAFEE. Mr. Thomas, I am not sure exactly what you
were saying. I understood the study that you were suggesting, and
I gathered the point there was, “Let’s see if this works.” In other
words, compare apples to apples. You take a group who let’s say
have a 40 IQ in an institution, you keep some in the institution and
send some out in the group home, and see which ones do best. Was
that your theory on the “apples and apples?”’

Mr. Tuomas. Well, this is a research technique that is very prev-
alent in business today. When we develop something in business,
we will use something that is always a control, something that is
always a base that you compare off of. Therefore, if you were to
examine, under this situation, you would have a population of re-
tarded that had similar problems, and you run it as a basic control,
keeping careful records.

Senator CHAFEE. Right.

Mr. Tuomas. You have two other units running left and right
that would read that the same way. o

bSen“;zltor CHAFEE. Now, isn’t that what the Penhurst study was all
about?

Mr. THomas. Well, I think it might have been. But I wonder if
they controlled the variants. I do not know enough about that
detail. But if it is, then I would refer to it in the sense that it has
an option.

Senator CHAFEE. It seems to me the problem we've got here is
that a lot of people say some are best in institutions, some are best
out in the community homes. And Mrs. Rosse has given the oppo-
site testimony to yours.

Suppose we follow what you recommend—don’t put everybody
out, don’t press everybody to be out in a group home. Then what
happens? Why is it going to be any different than it is now?

What motivation is there? There is a large building bias—not
just for the money. Let’s say we have the funding equal for the
group homes as it is for the institutions. But obviously there are
people who have a deep commitment, for reasons which are under-
standable—whether it is their job, the employee’s job, the ASME
job—they are running an institution, and people just in human
nature aren’t going to disband an institution.

Mr. THomas. Well, 2063, in its very style, is forcing. It is saying:
“These are the rules, and if you are not in these rules we will dis-
qualify you for medicaid.” Under that kind of a force, you are
starting to see—and I happen to be on the advisory board of the
Faribault State Hospital—amazing improvement in the developing
of the other facility. What keeps coming back in this testimony is
what the large institution is perceived to be. And I think what is
happening here is, because of the force of 2052 and picking it up in
the small success that you have had in your State, et cetera, you
are destroying the ability to take a structure that is already in po-
sition, which given time and opportunity can perhaps beat the
whole concept of 2053 without the cost of the physical facility, with
the encouragement of the citizens who just want the chance to
prove that.

We in Faribault do, and we think we are doing an excellent job.
That force has been a healthy thing. This controversy has been a
healthy thing. But the history of the State institution and the large
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institution perhaps is, sort of on a roll. In this great modern gen-
eration, where everybody has human rights, et cetera, et cetera,
certain things are setting in that are starting to roll because of not
really the facts.

Therefore, I urge that there is opportunity to take the fabric that
is there and do a lot more with it rather than close it up.

Senator CHAFEE. All right.

Ms. Rosse, I thought the point you made, the last point you
made, was a very, very significant one, and that is, by the fact that
these residents are out in a community, that the community ac-
quires an involvement with them.

Now, this isn’t going to be true everywhere, but certainly it is
where there is some sort of a fixed residence. It probably isn’t
going to come up where everybody is moving all the time or in an
impersonal apartment complex, but where they recognize the resi-
dents in this small home you have—what was it called?

Ms. Rossk. Single Creek Option.

Senator CHAFEE. Single Creek, where they came into the store or
they went to the park, or the neighbors saw them and began to
take a proprietary interest in their well-being, which is so much
better. It's a side advantage that I think is terribly important;
whereas, if they were off in some institution, way off someplace in
the country, nobody would ever see them.

Ms. Rossk. I think it’s a tremendous advantage. And just to clari-
fy, we are in the middle of an apartment complex in Brooklyn
Park. That’s kind of a blue-collar, transient almost, community.
There is a lot of section 8 low-income housing around us.

I didn’t expect it to happen there. I knew that it had happened
in Minnesota’s previous history, when we put a home in a very
nice residential neighborh®M, that people would come forward and
help. But this happened also in an apartment area, just because we
are back and forth and back and forth. I think the point that I
made, the strength of the community continually watching over
the care of people would happen anywhere, provided we've gotten
small enough that we aren’t isolated. If we can have a store on site,
we’re not going to go out to the neighborhood store. If we can have
park grounds on site because we have lovely large acreage, we
fren’t going to go and use the community parks with everyone
else. And that's the strength of smallness and the strength of the
community. When you are small, you have to get out there.

Mr. THOMAS. Senator, you are not of the opinion that the large
institution doesn’t bring the people in there into the community.
And wouldn't it be interesting to note how frequently those large
institution people visit the community? And while this is certainly
a very positive testimony, it may be true that in Mount Olivet
those people visit the community more freguently.

Now, the assumption is that this is a restrictive-care unit. And
what is restrictive care? But believe me there is a lot of visitation
outside of a large unit. o

Ms. Rosse. We don’t visit the community; we don’t take trips
into the community, we are a part of the community. My son goes
to the same physician as I do. '

Mr. THoMAs. So do a lot of the other people. So do a lot of the
other people.
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Senator CHAFEE. Well, let’s not debate this now.

Mr. THoMAs. Many people work in the community that stay in
the large institutions.

Senator CHAFEE. OK, fine.

Bob, I want to thank you very much for coming and giving that
fine testimony. Univac is doing well, is it?

Mr. Jirik. Yes; they are doing well. And I also take a bus to
work.

Senator CHAFEE. Do you?

Mr. JiriK. Yes, sir.

Se}rllator CHAFEE. And Daryl, I appreciate your coming very
much.

Mr. PepERsON. Yeah. I would like to go to your State.

Senator CHAFEE. Well, I would like to have you come.

Mr. PEpersoN. Well, let me know when.

Senator DURENBERGER. He's leaving at 6, Daryl.

[Laughter.] .

Senator DURENBERGER. Thank you all. The hearing is adjourned.

[Whereupon, the hearing was adjourned at 4:49 p.m.]

[By direction of the chairman the following communications were
made a part of the hearing record:]

39-791 0 ~ 85 ~ 12
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TESTIMONY ON SENATE BILL 2053
"COMMUNITY AND FAMILY LIVING AMENDMENTS OF 1983"
Presented Before the Senate Finance Subcommitte on Health
by
Leonard W. Levine, Commissioner
Minnesota Department of Human Services
Fourth Floor Centennial Office Building
St. Paul, Minnesota 55155
612/296-2701
Mr. Chairman, members of the committee, my name 1is Leonard W.
Levine, and I am the Commissioner of the Minnesota Department
of Human Services. I am before yéu to present testimony on
Senate Bill 2053, the "Community and Family Living Amendments

of 1983".

Senate Bill 2053 embodies many concepts that describe Minnesota's
current program initiatives in services to persons with mental
retardation and, as important, values that are shared by most
Minnesotans. Chief among these are:
-=-gupport of family integrity by providing services
close to family and friends;
--precognition that life in the community not only
enriches the lives of all of us, 1t also provides
a potent habilitative environment for persons with
severe disabilities;
~-pecognition that careful service planning and assurance

of quality in the service delivery system are essential;
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~=protection of the rights and benefits of current
employees; and,

-=-that meaningful vocational training and employment
opportunities are essential to the personal indepen-

dence of persons with severe disabilities.

In these areas, Minnesota supports strongly the public policy
and leadership demonstrated by S.B. 2053. Indeed, I can tell you
from Minnesota's experience, that these are necessary elements of a

responsive, humane system of public and private human services.

The concepts embodied in S.B. 2053 represent sound national
policy and an affirmation of Minnesota's own policy initiatives.
However, the mechanic¢s of the current Bill present Minnesota with

some severe, and possibly insurmountable implementation problems.

Senate Bill 2053 proposes a definition of "developmental dis-
abilities" that 1is far more encompassing than current Minnesota
laws. Currently, Minnesota statutes set forth clear criteria
for determining the presence of mental rétardation or mental
1llness. The Minnesota Legislature appropriates resources for

the provision of services based on a clear, historical under-
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standing of the nature of the services provided and the needs of

Minnesotans who receive the services.

The "Community and Family Living Amendments of 1983" proposed
definition is less well articulated than that which has been esta-
blished by the Minnesota Legislature. By mandating the proposed
definition, the Congress will create conflicts and confusion
between Federal program leadership and Minnesota's established
policy aims. However, and more significantly, 1t is unlikely that
an adequate infusion of resources from federal or state sources
will be available to provide quality services to newly eligible
persons. The result will be fewer and eventually poorer quality
services to meet the human and habilitation needs of the most

vulnerable among us.

In addition to the admirable program policy goals of S.B. 2053,
the Bill represents a major effort to align the federal govern-
ment's funding policy with its human service program policy.

We concur with this concept and assert that without such an effort

program policy goals cannot be effectively implemented.

As federal program policy has shifted rapidly away from the pro-
vision of "care" in large, segregated facilities and toward/gmall,
community~-integrated, habilitation-oriented services, federal
funding and .regulatory policies have been slow to respond. The

result has been a clear federal emphasis on community-based
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service delivery with funding and regulatory policy continuing
to provide incentives for providing services in large "care"
facilities. Minnesota's efforts to respond to this change in
program policy in the face of federal funding and regulatory
mechanisms that encouraged the development of large facilities
and discouraged the development of small, community-based
facilities has been labored and has resulted in costly and
protracted litigation. In this regard, Minnesota's experience

has been similar to that of some other states.

Recently, the advent of the medicald home and community-based
services walver has been a first step towards aligning
federal program and funding policies, and has stimulated a
significant amount of activity related to the development of
small, community-based services. The medicaid waiver is a

first step which deserves continued support and study.

Minnesota has followed the federal policy lead by beginning
implementation of the medicaid waiver. However, we are begin-
ning the waivered 'services program initiative in an environment
that 1s the product of following the direction of federal funding
policles in the not too distant past. The existing service system

is one in which only 636 Minnesotans with mental retardation
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live in community-based ICFs/MR of six or less; 2,198 live in
community-based ICFs/MR of 7-16; 1,527 live in community-based
ICFs/MR of 17-99; and 841 live in community-based ICFs/MR of
100 or more. 1In fact, we responded to past federal funding
incentives so well that Minnesota now has the highest per capita
rate of placement in ICFs/MR with more than 16 residents of any
state in the nation~~-110 per 100,000 population. By comparison
Loulsiana 1s a close second, and West Virginia has the lowest
rate---9 per 100,000 population. I think that i1t is safe to
draw at least three conclusions from these data:
--measures to implement S.B. 2053 must be vastly
different from state to state to allow for the
considerable differences that exist among the states;
-~Minnesota and some other states will be faced with
a monumental administrative task; and,
~--the proposed sanctions for not complying with
the provisions of S.B. 2053 would be~un1queiy
severe for Minnesota and the more than 4,500

individuals who will be affected.

Minnesota is committed to changing our service‘configurat1o; to
achieve a greater variety of small community-based service settings.
However, I am certain that the proposed planning and enforcement
mechanisms, and the associated sanctions of S.B. 2053 would be

disruptive to our efforts beyond estimate. I urge this commit%ee
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to consider the damage that the sanctions and enfovcement mechan-
isms proposed in S.B. 2053_w111 have on the long-run evolution

Aof service systems in states lgke Minnesota, and opt for alter-
natives that build on the successes and lessons of the medicaid
home and community-based services initiative, and the use of
stronger positive flnanclal incentives for states to achieve

the program policy goals of S.B. 2053. 1In addition, I urge
youito consider alternatives which allow for management flexi-
bility for states and tie federal financial incentives to

individually determined state goals for program size reduction.

In summary, I would like to reiterate Minnesota's strong and
demonstrated support for the program concepts embodied in

the "Community and Family Living Amendments of 1983".

We share the same vision of the future for persons with
severe disabilities. In Minnesota, we have a long tradition
of providing humane and effective services to persons with
severe disabilities. It 1s our Intention to continue that
tradition even more aggressively into the future., However, I
- must close by stressing that the current implementation and
enforcement mechanisms of S.B. 2053 will present monumental,
and possibly insurmountable barriers to achieving the goals of

S.B. 2053.
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Mr. Roderick DeArment

180

2730 S. Delaware Avenue

Milwaukee, Wisconsin 53207

August 22, 1984

Chief Counsel & Staff Director

Committee on Finance
United States Senate
Room SD 219

Washington, DC 20510

Dear Mr. DeArment:

Enclosed please find
which we would like ¢
on 8. 2053 which was
by Senator Durenberger.

Thank you.

our letter in opposition to Bi11l S-
0 be considered as Written Testimon:
held in Minneapolis on August 13th,

T,

Joel and Susan Adler

2053
y for the
1984

héaring
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2730 S. Delaware Avenue
Milwaukee, Wisconain 53207
August 22, 1984

Mr. Roderick DeArment

Chief Counsel & Staff Director
Comnittee on Finance

United States Senate

Room SD 219

Washington, DC 20510

Dear Mr. DeArment:

I am writing to you to express my STRONG OPPOSITION to Bill $-2053, "Community
and Family Living Amendments Act" and to explain briefly why.

I and my wife are the parents and court appointed legal guardians for our
autistic, retarded twenty-three year old daughter Lynn. We have lived in
Milwaukee for over twenty-two years. We have gone through many terrible years
due to our daughter Lynn being periodically transferred from program to program
and institution to group house and group house to institution; causing our
daughter to regress in her behavior and learning, plus a great amount of trsuma
each time. These moves were caused by funds running out or her reaching a cer-
tain chronological age (although not mental) or her violent behavior (group homes
were not properly staffed to handle violent behavior). Finally, thank God, we
were able through the courts to force her placement at the State of Wisconsin
Southern Wisconsin Center for the Developmentally Disabled in Union Grove,
Wisconsin, where she 18 now getting excellent care and treatment., Due to her
periodic violent behavior, which, on occasion, causes severe self-inflicted
injuries, and the fact that she is prone to respiratory infections, she has to
be where she can receive immediate medical attention.

Her long term prognosis indicatee she will need to remain in an institution
permanently due to these problems and her retarded mental level of ten to twelve
vears old. Therefore, when we received word of the above-mentioned Bill being
introduced to the U.S. Senate, we are in a panic. Our daughter's health, indeed
her very 1life, is threatened by a traumatic forced move to a small community
group home with limited if any medical facilities and a staff unsuited for
violent behavior. '

We understand that the National Association for Retarded Citizens-U.S. voted 60%
for, 407 against backing this proposal. I'm sure the 60Z who backed the proposal
had family that could and perhaps should move out of an institution, but the 40%
against have severely retarded family members with special handicaps that require
more than some small community home could provide. I'm sure some State institu-
tions are in a sad state, but this shouldn’t force good institutions to close

or force everybody out regardless of their conditions.

In this type of program majority rule shouldn't apply. We are talking life and
death issues, not an election. This would mean to provide more appropriate
facilities for 60X we are going to take away more appropriate, even life-saving
facilities, from the other 40%.

Please do not let this Bill pass, on behalf of my daughter and all the other

children like her in this country.
Si;:?trely/ourl,
NS AN L,
;

14
R egan /(,‘*LAL
Joel and Susan Adler
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) The Specialists Since 1929

FIFTY YEARS OF SEASONING BLENOING

LABORATORIES, INC.

348 Smith Streat/P.0. Box 270/Neenah, Wisconsin 54956-0270/414-722.6483 + 1-800-242-5041
24 August 1984

Mr. Robert DeArment
United States Senate
Room SD 219

Washington, DC 20510 In Re: S.2053 Commuity & Family Living

Amendments of 1983
Dear Mr. DeArment:

The foliowing are,I believe, sound reasons for opposition to
Bill §,2053.

1 - The phasing out of Institutions for Retarded
children i8 like phasing out progress in coping
with and understanding the causes and effects of
human problems and behavior.

2 - Medical pursuits would be curtailed and hampered
by the placement of children {n small group homes.
Psychiatrics and psychologists could no longer
present evaluation efficiently.

3 - The screening and training of personnel for small
group care would be costly and, in my view, practically
an insurmountable task. Oviously parents would have
every right to be disturbed as to qualifications
and adequate supervision.

4 - Emergency and immediate medical attention,
How would this; or perhpas, how could this be
be accomplished? By those in charge of a small
group home?

It is my every hope that propoments of this bill do not us this
cliche, "The reductions of govermental expenditures'. Christianity
is basic to our way of life. It spells Love, Understanding,
Compassion and Sacrifice. We would live in Dachau fear if our
conduct purported to be otherwise.

‘

Sihie -
ri

# EQUIPME!T AND SUPPLIES FOR THE MEAT INDUSTRY @ SPECIALIST IN EQUIPMENT, MOTOR, ANO ELECTRIC TOOL REPAIR 8
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September 6, 1984

The Honorable David Durenberger
Chairman

Subcommittee on Health

Senate Finance Committee X
219 Dirksen Senate Office Building
United States Senate

Washington, D.C. 20510

Dear Mr. Chairman:

The Minnesota Psychiatric Society, a district branch of
the APA (representing over 29,000 psychiatrists nationwide)
is pleased to provide our comments on the Community & Family
Living Amendments of 1983, S. 2053, the subject of a recent
Minnesota field hearing by your Subcommittee. We request
that these comments be made part of the Subcommittee's
August 13, 1984 hearing record on this legislation which
would phase out Medicaid funding for residential facilities
serving more than six to nine disabled persons while
entitling such individuals to receive a wide array of home
and community-based services.

Both the Minnesota Psychiatric Association and our
parent APA have been deeply concerned and committed to
making the health care needs of the mentally ill, mentally
retarded and emotionally disturbed -- particularly the most
chronically mentally i1l and retarded. We fully support the
intent of the Community and Family Living Amendments: “the
full participation of severely disabled individuals in
community and family life®" and have long articulated the
need to provide appropriate levels of insurance coverage to
enable these individuals to be treated for their medical
illnesses enabling them to rejoin the producing,
contributing national workforce. Improving the lives of
disabled Americans ~~ whether physical or mentally impaired
-~ without question should be the goal of Congress, as it is
the medical profession's; in particular. However, the
intent and end result of the proposed legislation would
differ markedly, were the legislation to be enacted as
written.
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This legislation would phase out entirely Medicaid funding over the next
ten to fifteen years for mental retardation facilities that house more than
three times the number of individuals in an average family household. States
would be required to file written plans and timetables for reducing their
institutional population to zero. During this phase-out period, severely
disabled individuals would still be entitled to Medicaid coverage for
institutional services only when no community or family arrangements are
available, and provided that the total time such an individual has resided in
an institution does not exceed two years. States would have the options to
continue to operate institutional programs, but would have to do so entirely
with state funds. Following the phase-out period no developmentally disabled
person, irrespective of severity of impairment or the wishes of his or her
parents or guardians, would be eligible for Medicaid coverage in an
institutional setting.

The provisions of S. 2053 are based on arbitrary size limitations
(facilities no larger than 3 times the size of an average household) &
judgments regarding the needs of the mentally disabled (no parental
involvement in decision-making), and supported by questionable cost analyses
and interpretations of major studies relating to deinstitutionalization.

For these reasons, articulated in greater detail below, we must oppose
enactment of S. 2053 as written. Many questions remain unanswered; many
details remain confused. The experience of current Medicaid community and
home~-based care waivers might more appropriately serve as a guide to future
legislation, particularly given the serious and tragic problem which befell
countless of the chronically mentally i1l when they were deinstitutionalized
en masse beginning in the mid-1950's.

In 1955, there were 600,000 patients in the nation's mental hospitals.
At about that time, the move to deinstitutionalize patients began. It stemmed
partly from civil rights issues and a growing emphasis on personal freedom.
It was also beiieved that community programs for the mentally ill were more
humane and effective, not to mention cheaper than the so-called warehouses for
the mentally {11, often with populations nearing 500 in some facilities.
Unfortunately, those community programs were inexpensive indeed, they were
nonexistent, Thousands of the chronically mentally ill flooded communities
when state after state sought to close the institutions without the corollary
comuitment of funds to support adequate community services. Many of these
people, unable to live independently, were forced into substandard boarding
homes or shelters for the homeless. The Congress learned a number of years
ago about SROs (single room occupancy) and the plight of the thousands of
mentally i1l living in the half-woctld of such facilities. More recently, the
nation has similarly turned to look at the homeless. A recent Little Hoover
report from the state of California has disclosed the vary same pattern of
disregard for the disabled and elderly which had been leveled against larger
institutions to be present in the now-burgeoning board and care facility
industry in that state which has yet another repository for the
deinstitutionalized mentally disabled and elderly.



186

Caring psychiatrists, other physicians and health and mental health
personnel coupled with a small, but growing number of the patient and parent
support organizations are still seeking means of combatting the stigma of
mental illness which reduces the community concern or activity. They are
still scrapping for dollars to support this community network which was to
have been in place when the movement began. They are seeking, at the same
time, to maintain a full spectrum of care settings, whether larger or smaller,
whether "institutional®™ or “community based" (a misnomer about which we will
speak later), which can best meet the particular needs of each of the
chronically mentally ill of our nation.

The message which emerges from this painful history lesson of good
intentions is that deinstitutionalization is good in theory, good for some in
practice, but absent proper planning, data bases, personnel bases, community
support and, indeed, money, it is fatally flawed. We are concerned that as
written, 8. 2053 contains many of the same pitfalls and holds out the same
altruistic hopes as did the deinstitutionalization movement for the mentally
i11.

WHO WOULD 8. 2053 TARGET FOR "COMMUNITY" SERVICES?

Medicaid now provides for the health care needs of at least the
financially indigent of all participating states. Many states have broadened
that population to include the medically needy. Among those persons are
mentally disabled individuals meeting the Medicaid state-Federal criteria.
That program supports medical treatment, whether institution based or
compunity based for the eligible population. (Mentally ill individuals,
though financially eligible, are excluded from Medicaid coverage for hospital
based care if they are between the ages of 22-65.)

Today, the Pederal share of Medicaid funding is being reduced. States
are being hard-pressed to provide sufficient resources to meet the current
agreed-to coverage for those now eligible for the program. The legislation
before the Committee proposes to broaden at least one segment of the
population =~ the mentally retarded -- who will by Federal Statute -- not
state decision-making -~ be eligible to receive Medicaid funding for health
and other services (some of which have not traditionally been Medicaid
funded). But utilizing the definition from the Developmental Disability Act
to form the basis for the population to be covered, the legislation would
expand Medicaid coverage to essentially all mentally impaired persons who may
or may not now be living in the community the onset of whose illness occurred
by age 22. The legislation proposes to broaden the population further, by
encompassing individuals for whom onset of the disability occurred prior to
age 50. As noted, it becomes irrelevant whether that person is residing at
home or in an institution at this time. Thus, persons eligible for the
gservices, by Federal statute, would include not only those now
institutionalized with an illness onset at age 50 or lower, but those now
reaiding successfully in the community who otherwise might not be Medicaid
eligible. The legislation is creating a new mandatory category of “medically
eligible” individuals (now included under Medicaid at state option) who must
receive community-based care. Further, the measure allows states to include
disabled persons now residing at home as eligible when the family has spent
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five percent of its adjusted gross income in their care. Ironically, the
parents of such persons, and all others to be served by the program are given
no opportunity to participate in either placement or case management decision-
making. Last, the measure would extend, by option, to mentally ill persons,
whether they reside in the community or in institutions at the very time
Medicaid has never provided hospital-based care to the same population between
the ages of 22-65.

Medicaid will be paying substantially more to provide a myriad of
gervices -~ some now not eligible for Medicaid eligibles. Funding
availability aside, there is a serious question as to whether the service
network necessary to support such a population actually exists or could exist
in a community. It would support housing, rehabilitation, vocational
activities, health care, and daily living care for a population as varied in
level of care requirements as can he imagined.

PACILITIES VERSUS COMMUNITY

S. 2053 makes the argument that "community"” is better than "facility.“
It would limit Medicaid payments to eligible individuals residing in a
"community of family living facility" with a capacity no greater than three
times "the number of persons in the average family household in the area in
which the facility is located...™ As the average family household in the U.S.
generally runs between two and three, the maximum size of a community or
family living facility would be six or nine individuals. The current
literature offers no convincing evidence to support the premise that
independent living skills can be taught only in certain-sized facilities or
that given the same individual care -- which can be and is the case in any
number of what the bill would consider to be "institutions™ -- developmentally
disabled persons progress better in small than in larger settings. (See for
example Baroff, "On 'Size and the Quality of Residential Care: A Second
Look," 18 Mental. Retard. 113 (1980) or Brown & Buard, "The Treatment
Bnvironment for Retarded Persons in Nursing Homes," 17 Mental. Retard. 77,
79-80 (1979).) :

Community placement is ideal for many developmentally disabled persons
but not all.

If our experience has taught us anything, it is that the starting point
for any system of services for individuals with developmental disabilities
must be the individual disabled person. Implicit must be the recognition
that, like medications, programs, services, and settings cannot be prescribed
uniformly on a class basis, but must be determined according to *he specific
needs and condition of each disabled beneficiary. Individualization
recognizes not only that the needs of each person differ, but also that each
client's requirements for services many change many times during the course of
a lifetime. S. 2053, however, would subordinate the concept of individualized
care to the programmatic requirements of a very narrow and absolutist
treatment ideology. If enacted, S. 2053 would seriously disrupt the continuum
of services necessary for individualized care, and in the process jeopardize
the security and well-being of tens of thousands of this nation's most
vulnerable citizens. !

39-791 O - 85 - 13
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Of the approximately 128,000 persons residing in public residential
facilities for the mentally retarded and developmentally disabled there has
been testimony to the Congreas that: 80% have 1.Q.'s below 35 and a maximum
mental age of less than 4 years; Sixty percent have one additional major
handicap; 37% have two or more handicaps in addition to mental retardation;
Pifty-five percent are unable to dress themselves; Pifty percent are unable to
speak; Forty-nine percent are not toilet trained; Thirty-five 'percent cannot
eat without assistance; and Twenty-five percent exhibit severe behavioral
disorders that create danger for themselves and others.

while upwards of 96% of this nation's citizens with developmental
disabilities already live either at home or in other community placements,
those who remain in public residential facilities require specialized medical
and cther services merely to survive. They require intensive individualized
care and programming from a varlety of specialties and disciplines if only, in
many cases, to prevent a deterioration in their current levels of
functioning. State developmental centers are more than bricks and mortar.
Advances in medicine and the behavioral sciences, judicial intervention, and
Medicaid's ICF-MR program have transformed state institutions from
predominantly custodia’ facilities to multi-disciplinary, patient-focused
developmental centers wnich - at their best with adequate funding - reflect
and extend state-of-the-art programs and services in the care and treataent of
profoundly retarded, multi-handicapped individuals.

I have recently spoken to a number of people in our home state of
Minnesota specifically about the medical needs of the severely mentally
impaired. Dr. Frank Kiesler, who is the Medical Director of the Norihland
Mental Heoalth Center, a Clinical Professor at the University of Minnesota, and
a Past President of the Minnesota Psychiatric Society has suggested that there
are many mentally retarded people whose care can best be provided in care
settings which are highly organized and specialized institutions. Because of
the nature of severe physical handicaps and/or because of more severe behavior
problems, it is unsuitable for certain of the severe mentally retarded
population to be cared for in the community. In Dr. Kiesler's opinion, their
needs cannot be met in community group homes b of the d ds placed on
the staff., Only one of these patients/clients can monopolize staff time to
the point of depriving other residents of essential staff attention. In the
larger institutional programs such individuals have much better opportunity to
realize maximum potential for them because treatment can be well organized for
their multileveled and multifaceted treatment needs. In some group homes,
staff may be reduced to simply coping with the disruptive behavior the
severely retarded may present. :

For many years Dr. Kiesler has provided psychiatric services for a large
number of residents of two group homes for adult mentally retarded persons.
One serves a more seriously impaired group who seem to always require :jroup
home organized residential services, and the other serves those who can be
prepared for various degrees of independent living. Even in the latter case,
however, many never achieve enough independence to permit fully "independent®
residence outside of a group home. The most prominent among medical
conditions complicating mental retardation are the following:
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1. Severe behavior prcblems necessitating a large degree of
environmental control and response.

2. Overt mental illness, such as psychotic symptomatology,
in addition to the mental retardation. Oftentimes
schizophrenia and manic depressive disorder.

3. Seizure disorders and managemenc of epilepsy.

4. Self-injury resulting from hitting, biting, etc. and
destruction of property.

5. A higher incidence of general medical conditions, such as
gastrointestinal and neurological conditions.

When disturbed behavior patterns are manifestations of mental illness (usually
either disorganized or paranoid schizophrenic disorders or depressed or manic
affective disorders - which may be atypical in the forms they take), it is
usually possible to treat the mental discrders and substantially improve the
ability of the mentally retarded person to be managed in the group hoem and in
the community. As is often true of non-retarded mentally disordered
individuals, the mental illnesaes tend to be chronic and require continuing
treatment in order to reduce impairment and maintain stability. All of the
persons living in the Northland Mental Health Center group homes are
ambulatory, able to walk, ride in vehicles and regularly attend either day
activities or achievement programs or sheltered workshops. For these
individuals, general medical care is provided under the supervision of local
speclalists in internal medicine. He and Dr. Kiesler collaborate
consistently.

In summary, the Northland Mental Health Center has tried to develop a
rather flexible and sophisticated model for psychiatric services to the .
mentally retarded. In addition to stressing the importance of residential
treatment, there are a significant number of our people whose care can best be
provided in a more highly organized specialized institutional setting, such as
the setting provided in our State Hospitals, for example, Faribault State
Hospital and Cambridge State Hospital. Any attempt to change funding patterns
to the State Hospitals without recognizing the importance of these specialized
services, would be undesirable from a political standpoint.

The position and views we articulate are in no sense an apology for
inhumane institutions. In our view, Lf the right to habilitation is
recognized, camparable high quality humane care and habilitation must and can
be provided regardless of whether or not it is in a setting deemed an
"institution." We believe that state and other facilities of a size larger
than envisioned by this legislation should remain available as an option for
appropriate patients. S. 2053 forecloses this option.

As Throne has observed "The distinction between institutions and
communities is a false one. A human community is composed of people and their
institutions... Small and medium sized community-based residential
facilities, group homes, and foster care homes are institutions too... The
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issue is not one of Institutionalization versus deinstitutionalization... The
issue is what kind of institutions best serve.® (Thorne,
"peinstitutionalization: Too Wide a Swath," 17 Mental. Retard. 171

(1979)) 8. 2053 prohibite a response to that issue by closing some facilities
which might "best serve” some of the developmentally disabled.

LosT

It is argued that this legislation will save Medicaid funds now expended
for institutional care. It is argued that this legislation will save many of
the developmentally disabled from lives lacking in habilitation, lacking in
treatment. Both are patently false for a number of reasonst

(1) Medicaid requires “active treatment® to ococur in all faoilities now
providing care for the disabled. That active treatment could be equally
flouted by larger institutions or smaller facilities which spring up as the
result of the board and care industry this legislation will set in place.

(2) As has besn noted, the population base is appreciably larqer than
ourrent Medicaid beneficiaries who are developmentally disabled. Lven if
"community care® costs less per capita, it will ultimately ocost far more than
current Medicaid pays for those now under the program.

(3) Economies of scale do nut exist, particularly in meeting the needs
of the disabled for physical therapy, and other firms of therapy routinely
provided in so-called institutions. N

(4) Saved Pederal Medicaid dollars will be more than offset by State
dollars utilized to provide care to those profoundly disabled who ate not
candidates for community~based treatment and to provide care for those persons
whose needs require institutional care when "necessary® care fails.

(3) Substantially greater Pederal dollars will need to be expended to
expand appreciably the programs under P.L. 94-142 (Bducation for the
Handicapped Act) which would be required to meet the educational needs of
those newly retutned to the community == many of whom would be among the most
profoundly disabled of the population.

(6) Cost sstimates about community~based care refleot the costs
associated with those now being treated in the oommunity, not those who remain
in institutions. The latter are in greater need of a large constellation of
medical, social and rehabilitation services than the former.

It appears to us that what this bill represents is an interesting way to
seek adoption of a progtam which requires substantial Pederal, state and local
funding in a time of severe economic constraints by premising its adoption
upon the phantom availability of Federal-State dollars (through the troubled
Medicare program) to pay its way. Given economic realitias, however, we are
deeply and seriously concerned that what will be created is yet another
example of the failure of deinstitutionalization as the result of absent
resources, We cannot afford another example of what we still are trying to
resolve for the mentally ill to happen to the mentally retarded.
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The MPS as well as the APA believe that Congress should not proceed with
this legislation until many of the questions about appropriate care setting,
service availability, financial resources, and population to be served are
answered clearly. .

)111 these individuals be provided the various kinds of services they
need? Can the quality of care and the environment be monitored? With states
reducing their inspection budgets, can the greater number of facilities be
. inspected? Can the individuals needed to provide care for the developmentally
disabled in small scattered environments be screened and trained? Can many
thousands of small fagilities and services in them be managed and
supervised? Can the individual with skilled nursing and rehabilitative needs
be cared for? Can the care be provided at a roasonable cost? If per capita
costs increase significantly, will we be able to maintain the number of
persons served?

The ongoing experience under the Medicaid Community and Home~based care
waivers may prlvide some greater evidence. We hope the Committes will work
with us as we mutually seek answers to these questions as well as those posed
by the failed past deinstitutionalization movement which has affected the
mentally {11,

Respeotfully Submitted,

Lee Béecher, M.D.
Aotinhg President-Elect
Minnesota Psychiatrio Society
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‘are

Association for Retarded Citizens
August 30, 1984 DS Oinetor

Robert DeArment, Chief Counsel
Commjittee on Finance '
Subcommittes on Heslth

8D~219

Dirksen Senate Office Building
Washington, D.C, 0510

Re: Community and Family Living Azendments = 8F,2083
Due to the time restraints of the August 13th field hearings' in Minneapolis,
Minnesota we were unabie to present the enclosed testimony on behalf of the
Association for Retarded Citizens/Iowa, We would greatly appreciate your
forvarding this material to members of the committes for consideration,’ .
Thank you for your assistance in this matter,

S8incerely,

R A
Mary Leonard, Prasident

ML/1r
Enc,

1707 High, Des Molnes, lowa 50309
{515) 283-2358 o Toll Free (800) 362-2927
State Member Unit of ARC National
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TESTIMONY -- SF,2053

I present this testimony on behalf of the 87,000 persons with retardation
in lowa, the otate and 85 local chapters of the Associstion for Retarded Citizens and
as a wother of twin daughters with Downs Syndrome, My position is one of strong,
affirmative support for the Community and Pamily Living Amendments and its concept
of small, integrated faﬁ;ly and commpunity living ssttings, assurance of cass manage~
ment, individuslized services and Independent reviavs of the level and quality of
service, These principles promote a ayléon of appropriats housing and services for
persons with mental ratardation and other disabilities, It is for this reason that
the Association for Retarded Citizens/lowa Board of Directors voted unanimous support
for the Community and Family Living Amendments and the service direction represented
therein, \
ARC/Iowa is aware of numerous shortcomings in the residential system of our -~
stote. Through our communicstions network, residential realities and concerns
have been communicated by parents, families and consumers confronting thess issues
at the local level, Additionally, the ARC disseminsted and collated data through
a housing survey ;hnt vas funded by the Governor's Planning Council for Develop=
mental Dissbilities in 1983, The survey generated valuable information relative
to issues and needs existing in the area of housing/residential facilities and
programming, The study found:
® Several hundred non-elderly disabled people sre residing in ICF
nursing homes, are not receiving "habilitation and training services",
and need a lesser-restrictive environment.
o At least 200 people at our State's hospital schools under ICF/MR
licensure have been determined ready for community placement, but no

community programs are available,
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@ The major barrier to community residential and services development

is lack of funding and the extremely high cost to develop ICF/MR-
1icensed facilities. .

Tital XRIX funding availability, as it exists today, has caused hundreds
of lowans to be placed in medically-oriented faeilftian void of meaningful program=
ming and support to foster independent functioning., The rural nature of our State
and the manner in which Title XIX funds are directed have attributed to large
numbers of persons being placed in institutionally-oriented facilities in order
to provide service and funding access. The Title XIX Waiver is a hopeful sign
that services may finally be taken to people rather than taking people to services.
Unfortunstely, the Waiver that would impact a large number of eligible individuale
has, to date, been denied to lowva., Consequently, persons remain concentrated in
facilities Panging from 30 to nearly 800 residente. The future for our most
vulnerable population continues to be bleak, as funding streams do not presently
encourage or parmit essentisl support to msintain smaller programs, We are,
therefors, plessed that many of these issues and shortcomings have been addressed
within the 8F,2053 legislation and the proposed ARC amendments,

As s parent who has been involved in the ARC movement for over 20 years, I
have had the unique opportunity to witness the evolution of different types of
services and ;ho impact they have had on those served, In Iowa City we have
struggled to develop a network of small, group homes and a strong system of in~
home support to deter hundreds of children and adults from permanent insti~
tutionalization. I have watched individuals thrive through accesas to specialized
programe and experience personal growth in settings which nurture individuality
and independence. They have developed rapport and meaningful friendships among
the staff who serves them, as well ss neighbors and members of the community,

One of Iowa City's more prominent citizens, Bill Sackter, attained s

degree of fame from a television story depicting his 1ife entitled, "Bi11",

.
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Mr. Sackter, who died in 1983, spent the majority of his life in the back
wards of an institution; and the impact of his existence there is indelibly
imprinted upon our memories, For years, his individual personality, potential
and dignity was locked away for the sake of institutional order and uniformity,
In 1ight of his rcn.rlubh achievements after his release, I cannot help but
wonder what contributiops Bill would have ‘n;do to society and to our community
if he had been afforded a home environment conducive to heightened self-worth
and independent living.

Hovw many individusls 1ike Bill are currently 1iving in similar situations?
How many psople who have never had the opportunity to be part of a neighborhood

and benefit gron their right of participation as a citizen in our society?

On behalf of the Association for Retarded Citizens I appreciate the
opportunity to share these views with members of the committes and urge your
positive consideration of 8F.2053 with ARC/US recommended changes.

Submitted By: . , ’

) y nard, Pres ont‘
Association for Retarded Citizens/lowa
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Northwest Communities

August 28, 1984

Roderick DeAcrment, Chief Counsel
Committee on Finance
Washington, D.C. 20810

Dear Mr. DeArment,

e are writing in auggort of 8.2053, The Community & Family
Living Amendments of 1983,

Our ARC has advocated for services for persons with mental re-
tardation for many years now. Most persons with developmental
disabilities reside in the community, and yet ve have been un- |
able to develop a truly comprehensive system of community sec~
vices. Part of this has been lack of funds available to meet
the needs of everyone.

We consider 8.2053 truly landmark legislation. We would be
able to use Medicald funds to expand services in the communit
vhich heretofore have been nonexistent. 8hifting the federa
share of Medicaid funds from institutions to community based,
integrated gtoquml would mean that, for the firet time, many
persons vith developmental disesbilities would have access to
programs & services. Also, shifting medicaid funding from in-
stitutions to community 1living facilities, would provide a
more normal way of life for persons with d.d.

We have long advocated for the rights of all persons to live
in the least restrictive setting. Institutions can hardly be
conaidered “"least® restriotive., While passage of 8.2053 would
probably result in the closure of most of these facilities,
there are provisions built into the bill which would protect
the interests of the parents and residents currently residing
in inetitutions. It also provides safeguards on the rights
and interests of severely disabled individuals as they seek
out alternative community support.

We strongly support and urge the passage of 8.2033.
8f4cerely,

yfvia Kloe
Efmcutive Director

cc ARC/M
ARC/USA Governmental Affairs Office

L——— 1229 BEECH DALY o REDFORD, MICHICAN 40209 o (313) 9372360 S




O Jdl

198

Apve @
SRR i [ 7t el s
o @ widind
I? \{-‘:fﬂ ' i #/-2/
W/ We: "6



199 ’

August 17, 1984

Senate Finance Committee
Subcommittee on Health
Washington, 0.C. 20510

Sirs:

_ Subject: Proposed Bill.S. 2053
“Community & Family Living Amendments of 1983"

This Bill would do severe physical and emotional damage to brother and sister
who are residents for the developmentally disabled at the Southern Wisconsin
Center in Union Grove, Wisconsin,

To have them live in a group home within a community would expose them to
dangerous situstions well beyond their very Limited capabilities of understand-
ing and physical well-being because society does not fully comprehend ‘
their special needs. Also, there are such people, in the outside world, with
{ll~meaning, perverted minds who need only to offer candy or a toy to them
and have full intent to do harm that my unsuspecting brother or sister could
end up molested and/or murdered! A community group home cannot provide the
excellent care and the safety to their well-being as has been done at the
Southern Wisconsin Center. I also believe that the relocating of the institu~
tionatized people would be a very enormous, expensive procedure.

My brother and sister have been severely retarded since birth, They need
24=hour cere and supervision for every basic humen need, (feeding, dressing,
personal hygiene, etc,) They coutd never relate to the society on the outside.

Because I do not want to see my brother and sister and all others in their
group become abused, ill-treated people of the streets, I am strongly against
the S. 2053 Bill.

This B1ll would only set back the achievements of human rights for the
retarded which famities and other compassionate citizens have worked for so
long and diligently.

Sincerely,

s ﬁwu/auu

Maria T. Bembenek-Barribeau
1907 East Howard Avenue
St. Francis, W1 53207
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\ Jaliat,I11inols
August 23 1984

Mr.Roderick DeArment
United States Senate
Room 8D 219 -
Washingten,D.G. 20510
Dear Sir: .
I sm writing ee the parent of a severely retarded son to express my
opposition to the Senate Bill# 3.2053-"Gommunity & Fawily Living Amendments
of 1983.

I feel that it would be very detrimental for his welfare to be placed into
any other progrem as he has to have constant supervision to prevent injury

to himself and others.

The fine institutiemal care he is receiving now has hsd marked improvement
in his behmvior and he is apoarently happy with his environment.,

This bill mey ba helpful to some of the leess retarded persons tut in the
case of my son-and’others-in-a‘'sintlur oenditidn,it would be possibly even

dangerous to their welfsre,

1 am asking that this letter will be considered as written testimony
for the hearing that was held in Minnespolis,Aug.13 1984 on 38,2053 by
Senator Durenbderger,

Yours Very Pruly,
Emil R' Belles

412 Maude Ave.
Joliet,Il1linnis 60433
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August 20, 1984

Roderick A, Dearment \
Chief Counsel

Committee on Finance

219 Dirksen Bldg.

Washington, DC 20510

RE: Community and Family Living
Amendments of 1983 (S. 2053)

Dear Mr. Dearment:

The attached copy of a letter to the editor which appeared in
the (St. Paul Dispatch March 27, 1984 ) was written by my wife,
and reflects my position on SF 2053 as well as Minnesota's Title
XIX Waiver,

1 am in support of SF 2053 in principal., 1 understand the guiding

principal of the bill to be that of rewarding the system the most,

that best helps the mentally retarded citizen develop to his maximum,
1 believe SF 2053 should make allowances for those larger
institutions such as Rolling Acres, described in testimony by
Gerald Walsh, (5 to a home in a large setting of 12 homes and
supported by a congregation of 11,000.) Surely it would be &
1 atep backward to suggest this fgcility should not quslify,

Our son is currently in a group home of 165 men. I have confidence
in the administration and staff of this home. 1 would like to
think SF 2053 would encourage this group home to establish small
group homes or SILS, etc., in close proximity to where residents
work or receive day services and continue providing needed services.

I am in support of SF 2053, properly administered and monitored,
because 1 believe the long range best interest of retarded citizens
will be served by this legislation,

Sincersly wg_
K

Barl S. pérgerud
2121 C .
St. Paul, MN 55108

39-791 0 ~ 85 - 14
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450 W, Francis Rd.
New Lenox, IL 60451
22 August 1984

Mr, Roderick DeArment

Chief Counsel & Staff Director
Committee on Finance

United States Senate

Room SD 219

Washington, DC 20510

Dear Mr. DeArment,

I am writinf you in regard to the proposed bill S, 2053,
"Community and Family Living Amendments of 1983"., I would like
to express my concern that while the bill would benefit both
the m ldlg retarded in man{ cases and the taxpayers, the more
severely handicapped individuals would not be provided for.

My concern is a personal one as I have an autistic
brother who is thirty-six now and resides inuvSouthern.Misconsin
Center., I believe that his needs are well met there and that
removing him from this institution would create a hardship for
my parents who are retired. My brother is strong physically and
not easy to handle and mz father has had a heart attack and is
now suffering from back trouble disabling enough to require the
use of a walker. This would leave his care to my mother who
also must assist my father. She is a small woman fh{sically
and I am sure could not manage. This would mean hiring people
to care for my brother and would also require special living
arrangements for him.

When he was a child and lived at home we had no social
life., I could not bring people to visit without wondering when
my brother would decide to remove his clothing or smear feces
over his living area which had to be locked as he was apt to
run into the road, Little has changed for him and I do not think
society would be too enthused about his habits. Caring for him
is daifficult and frustrating and I applaud those people who are
willing to truly care for the"least of them". My brother is
healthy and likely to outlive my parents. What then? What
arrangements will be made for the many severely retarded who
have no one to care for them?

I understand your concern for the improper institutien- '

alization of many feople but I hope you will take into account
those cases for which it was truly a heartbreaking last resort.

Thank you. 2 ; , f %4)

Catherine B, Bitner
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5835 Crechside Lane
Rockfond, T&Einois 61111
August 23, 1984

Senaton David Durenbergenr, Chairman

Subcommittee on Health

375 Russelld Senate Office Building .
Washington, OC 20510

Dear Senator Durenbergenr:

We are asking that this Lettern be entered as written testimony to the hearing on
$-2053 which you held 4n Minneapolis on August 13, 1984.

We have a son who i8 a resddent at Central Wisconsin Center ﬁM the Develop-

mentally Disabled, in Madison., He is severely handicapped, both mentally and

physdcally, and requires constant rare and immediate avallability of medical and

ﬂgmpwucm mutance and facilities. He could not survive in a community Liv-
environment,

We are strongly opposed to $-2053 (in its present foam) fon the following neasons:

1. Mentally {and/on physically) handicapped is not a simple classdfication.
The forty year otd with §déteen year old capability ceatainly can con-
tribute to and Learn An a community environment, However, the severely
hand{capped, non-ambulatory, non-communlcating Individual of any age
cannot Lean on contrlbute.

2. There 44 no provisdion in $-2053 fon those handicapped individuals who
must have Immediately accessible professional help available onby in
Anstitutions Longe enough to justify the nequired stadd of doctors, nurses,
and therapists. Our son has frequent selzwre activity which cannot be
attended 2o by untrained personnel, This seizure aetivity cannot ug; un-
checked without certain additional brain damage on death as a nesult.
Elther nesult {8 UNACCEPTABLE.

3. Few people know of the problems of the mentally and physically handi-
capped and the care required by such individuals. Anyone that has not
visited an institution Like Central Wisconsin Center 48 not qualified to
foamubate an opinion on the results of passing S-2053 and ¢ not
Zo promote on vote for its enactment.

4. The suppont of this bitl appears to be primanily in the states that have
not had good prognams fon the care and education of the handicapped.
For those states, a state biff to accomplish the equivalent of S-2053
44 the best solution. Some states have already done 80,
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Individual states ane cumently able to administer programs as they see
best, This is An Line with President Reagen's direction of retuaning
powers to the states., $-2053 48 in direct opposition to .

The cost of caring for the severely handicapped cannot possibly be Lower
by placing them in co Lving envinomments. Cost of providing
proper medical cane would, by itself, be increased substantially.

The proposed bill will nemove our §reedom of chodice, as parents, as to
zhe(ac.%uywhichabut dor oun oum child. ' '

S-2053 48 attempting Lo §ix a problem that doesn't exist, or, if is does,
must be dixed by the states in which it exists. The states which

have poor p:ﬂgmb uwe netarded will not have better programs under
this propos ') n.

Thank you for accepting this as testimony to your hearing.

Sdncerely,
Mt & Prnn Bl K Aastr .
Mr, and Mrs, John F, Boll
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Family Support Program

1206 Northport Drive

Madison, W1 83704 August 23, 1984
(606) 267-8819

Senate Finance Committee
c/o Mr, Rod DeArment

Chief Counsel

Dirksen Building - Room 219
Washington, D.C. 20510

Dear Members of the Senate Finance Committee:

I want to urge you to support Bill S 2053, the Community and Family Living
Amendment of 1983, as proposed by Senator Chaffee. This Bill will promote
the full participation of severely disabled people in community life by
restructuring medicaid financing to purchase community based services.
Presently, federal funds are being used five times more to support persons
in institutional settings than in the community. This skewed funding pattern
limits the options for severely disabled persons as well as their ability to
have a productive and fulfilled life. Over the last two decades people with
disabilities and their families have advocated st 1y for the public to
allow them to participate in society as much as possible. This philosophy
has been supported by disability associations, federal, state and local
governments. However, believing and conviction cannot change the system.
Dollars have to support the initiative.

Today it costs over $30,000 to institutionalize a severely disabled person
in one of the 3 State Disability Centers. With supportive services, every
person who -lives in one of the Centers could move to a smaller community
residence or facility for the same or less cost as a State institution with
a higher quality of life and a less restrictive environment. How can we
morally and economically continue to earmark monies for institutions? We .
cannot. Now is the time to change. I urge you to support the Chaffee amend-
ment to bring people with disabilities back to our community.

Thank you.
Sincerely,

Qs Eooth—

Anne Booth
Family Support Advisor
Dane County

ABjda

A service sponsored by the Dane County Unified Services Board
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August 20, 1984

Mr. Roderick DeArment, Chief Counsel & Staff Director
Committee on Finance

United States Senate

Room SD 219

Washington, D.C., 20510

Dear Mr. DeArment;

Re: B8ill S. 2053
Community & Family Living Amendments of 1983

We have recelved information on this proposal and believe there are many
benefits for a high percentage of our handicapped. In the past, | have had
the pleasure of working on the staff st the Madison Opportunity Center which
is a local sheltered workshop for the handicapped and as a result, | realize
the majority of the clients were functioning in the community and welcomed as
neighbors, reauiring a-minimum of supervision or assistance.

It is also our privilege and responsibility to speak for Janet Bridges, our

27 year old handicapped daughter, as her legaily appointed guardians, because
she cannot speak for herself. Having severe cerebral palsy, she has required
a great deal of care oll of her life. Until about the age of 9, she lived at home.
Her three sisters and both parents were needed to feed, bathe, and tend to
her basic needs. The time came when her needs became more than we could
handle. For the last 18 years, Janet has lived at Central Wisconsin Center and
has had the care without which she cannot live.

A competent staff and many unpaid volunteers have furnished what we no longer
could. Hand feeding ail meals, which must be specially prepared, toilet routines,
bathing, etc. She cannot sit up, stand up, walk or help herself in any way.
For hgr, life anywhere will require the services of several loving, skilled and
dedicated professionals. She, and many others that we are familiar with, could
not survive in a group home situation without expensive, full time professional
care and equipment. Just as a physician does not prescribe one druy for ail
diseases, or a judge impose one sentence for all violations of the law regardless
of the crime, we cannot assume that what is best for some is best for all. There
are many types and many degress of handicaps. In our well meaning attempts
to help some, let's not cause this silent minority to suffer aven more by cousing
the closing of Central Wiscoiisin Center and many other excellent facilities,

Sincerely, /w f%‘

Richard F. Bridges
Genevieve Bridyes
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August 15, 1984

Mr. Roderick DeArment

Chief Counsel & Staff Director
Committee on Finance

United States Senate

Room SD 219

Washington, D,C. 20510

Dear Mr, DeArment:

1 am the mother of Christopher John Bunno. Chris
was born with severe brain (micro-cephis) damage in
1968, Chris will be celebrating his 17th birthday on
August 17th, His mental age is 2,8 months.

Chris lived at home with us for approximately 3%
years before he began to pose a nursing and medical
problem, then we were fortunate enough- to be able to
place Christopher at Central Wisconsin Colony. This
was 14 years ago this September, Upon each visit,

I realize.just what "total care" and "profound retard-
ation" mean., He has received excellent care through-
out the years. The programs that the Colony offers;
programs for the blind (Chris is legally blind) the
foster grandparent program (Chris's grandmother 1lived
in Madison for years and never visited because she
couldn't handle it.) Without such programs Chris
would not have benefited.
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The staff at the Colony has been most helpful
and supportive thru the surgeries that he has needed.

I sit here writing to you, trying to imagine how
different life would be today if a "Colony" had not
"existed for us and Christopher. The only answer I
can come up with, DEVASTATING.

When decisions had to be made in reference to
Chris's care; the social worker at the Colony was
there to lend a sympathetic ear and good advise, often
acting as a liasion between staff doctors and us.

.1 feel that the Central Wisconsin Colony serves
a vital purpose in society. And to discontinue insti-
‘tutions for the retarded would be an added tax burden
to the community that the child comes from. Where
are "these small group homes' supposed to come from?
You are saying that my son only needs total care for
2 years in an institution. YOU ARE WRONG!

Please consider this letter as written testimony
for hearing $.2053 held in Minneapolis, August 13th,

Sincerely,

2Z§4,p242291451 XQ?-,4§é¢#z¢a

Mrs, Darla Bunno
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Mr. and Mrs, F. William Busselberg
1763 East Dartmouth
Mesa, Arizona 85203

13 August 1984

Mr. Roderick DeArment

Chief Counsel & Staff Director
Committee on Finance

United States Senate

Room SD 219

Washington, D, C. 20510

Dear Mr. DeArment:
RE: S, 2053

PLease consider this letter my written testimony for the hearing on
Bill S,2053 which was held in Minneapolis on August 13, 1984 by
Senator Durenberger. .

I am strongly opposed to the passage of this bill. I repeat: I am
strongly opposed to any bill that will do away with the excellent
facilities of an institution like the Southern Wisconsin Center.

It seems to me that the proponents of this bill have absolutely no
experience with the severely retarded, such as my son who is receiv-
ing excellent care in the Southern Wisconsin Center. I am grateful
that there is such a facility to care for our son--a facility that
can give him the care we were not qualified to give him, but which he
can receive in a facility like Southern Wisconsin Center by trained
and qualified individuals., We endeavored to take care of him at home
for eight years, but since he has never progressed beyond the one-year
level and is completely dependent on others for help, we just were not
able to take care of him any longer.

On two occasions, he was placed in a small group home, Unfortunately,
it did not work out and he was returned to the Center. I can see no
advantage to the proposal. It is an injustice to our children who are
not able to take care of themselves. If-this bill is designed to save
the Government some money and give credit to those who are suggesting
such a thing, I say it is an extreme injustice to these unfortunate
children and to us as their parents.

Again, I am opposed to Bill S,2053!

39-791 0 - 85 - 15
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August 13, 1984

Dear My, De Arment,

3 am wiitting to you about the bill 8, 2053, Commmnity & Family Idving
Anendmente of 1983, and also want t0 tell you adbout our son, Randy, who
14vre at Southeyn Wisconson Oenter in Uniom Grove, Wisconeon,

We want to tell you that we would not like $o have the Centor closed
down and have Randy moved €0 & group home, & he has lived there for many
years and he has oome a long way with the care and treatzent he gete there.
The peopls who work there care for the pstients and also love them ae if
they were their om family, I know this for a faos, as I used to go and
000 him every week at different simes, when shey 4id not imow when I would
oone there, also my sisterwin<law goes $0 see him quite often ond she oays
he is always olean and well taken oare of and is well ocontent and happy
there, in faos, the whole cottage vnd patientes were well taken ocare of,
Randy is responding to the persons who take oare of him and he needs the
oare that he gets there as he has 40 have full time onre a¢ &ll times, as
he has gsneocial mediocation during the day,

Rondy is 30 years old, tut is only mentally around )/% years,

We would appreociate it 4f you would oonsider Randy vhen you vote on this
ratier and think that 4% 4¢ best for him to stay at the Omser, as it will
hurt him 4f he has to be moved, These patients are detter off in sheir
surroundingo, as when Rendy firet went 40 live there, it was very hard for
him to adjust to the new place, now he is used $o where he lives and ie
doing real well, but still can not be left unattended, ar he is epileptio
besides deing retarded, Thank you for reading thie and hope you oonsider
our san and the plaos he is living in as 4% is the best home for Randy,

Thank you again,
Sincerely,

Mo +MWns. &
gore. fd. T

[ o, Ly 8570



Q L YUEL AN By
C,OQO'%_W, Mrsue.,

Sl 4w 21 Yar 024 Oritey
A ;{Nm % Ol
Qﬂuﬁ&) i Lann et M/

0o Ara AP
{Wwaﬂw@daﬁ.

R T A ol d Mo o miete
- ARame o flsas— tharr. olao AD

-if:.ca::; wwwmm

e
b



222

fus. 18,1984
o8 Agdu/wT”
&.r,8sr?
P cenw, pise. 64568
MR, ReDERICK De ARMMNT
CHF. Couuser g’ srace DR,

CoMMITES o1l Coninies
US sSeare
BE: Brc S5.tos3 Crmmuniry & ALY CIPING R AMENOMENTS oF
/983
DENe MB. Dedlners, o oczrionts

TS Lemen (s 73 Veser mb BlETERL 70 B/tL 3.2083

WHIEH Writd REQURE THAT (tgudicar CHicoren (0R Bucrs) shieuco
LIvE N cxmcamr'/ Nemes,

MY Daugure RN, Wi s Wousmse, 15 /& venes
OLD, SNE (D R FeeY A/oemu LIRS Anr /o YMEs LN
SHE HRD Arirnert 0PRAmIIN FIVE siumes fdée . Siqer wenr-
INTD A Comp @uﬁ'/‘ Counrvss ) PUE 7O SEVeRT BlAm DAmdel,
SHE Wit peven wark, TRk, O ot NANE ANYIWING Bur-
SPASIIC MOVEMSBT RSN, SHE (3 FED TRy B TUSE /N twe~
STOmACH, SHE Merds Cosviasrr— Arrenvrien, Bery Ra. Civinve
2 Mevreac ,

SHE HAS V0 LIFE Scuffol SYsreans § Couid M Ve R OF
US BUT, NITNe PRIPE. MEDicat CARE Il weucowt Surswe

Lone, ( SHE HAS RO TWE SURGOLYS IN THE CAST At )

) STRavGLY 08yetr 1O BueL 8. 2063 BeThuseE Svrre

Run INSITNlgurs ARE THE eaLY PLAcs | WWVE Cosnd Thar~
Car) THEERINY HANOLE e FRILewS, MOST ol THE POvie
N nend BuioinG, AT & We 1w mAsSen), AE THE SameE”
AS 3ne Is ¢ cauo NI Sulnve NI heme or IV AR
Commumi 19 HomE,

TNE ARE DFWELLY 200
w

QAL OLYMAL. ChiLsten”,



223

Nowl, Beoteel fru THINKE SKE 15 4 vewsrasE”, | Wik TETe

Yo HAT SHE CRIES, coos, £ SCONS TO REAAK WHE WE ViSIT,
NoBobY KNows WHAT SHE 15 THINKmG OR Kiw mMucts SHE ean
Q)
THINRY Bur, | wWinda? denopum Men Fot Hewe Mo AP,
WHICH | THINKE PNIS BILL torued Do,
! Pay 6200 A Mairy TOWARDS NERL QANRE ANP WiIlN Foeh orver
[vs
CHLLDEN TD SUPABRY, 0N A Liwei MIOOLE EcASS rncome, my
FINAVCES ARE Srturcudd

MY SEToAD WIEE 13 Wor i mornen f wwiee Swe VIsrs
f GMES (AR HOE MORE THAN rene ReMe rietiade. , | Sdnsor
ASKE RO T AecePr ANY m el BuRbuns YW we™ A Reney 1AV,
) it EINISH TRhis cvTen 68Y IYING RGAin) PUAT T Awe?
STRmicLY Aemnsr Tiis Brec (5.2063) § Fevr v v ve
NP VIS(TED OR (NVESTIGNeD T SEYERLY (HupicanteD .

Qobies TO. TNANE ‘Uer |
SENATER  ewn CHAree ,g

AL, PAUL MALEHAND

SOVATOR. PAVIO OURENESLWIL

MRS . DLE eyeRIT
savang. witLiAm FRokm (e

Cer. ToM PeTr



224

Anthony A. DeAngelis  Vice PresidentiAdventising|Public Relations m

Blunt Ellis & LO@WI 225 tast Mason sreet, Milwaukee, Wi 53202 414[347.3515
Incorporated

August 13, 1984

Mr. Roderick DeArment

Chief Counsel/Staff Director
Committee on Pinance

United States Senate

Room 8D 219

wWashington, D.C. 20510

Dear Mr. DeArment:

I would like to let you know that I am strongly opposed to Senate Bill 8§.2053 (Community
& Pamily Living Amendments of 1983).

As the father of two retarded daughters, aged 17 and 13, I know first-hand what is involved
in providing care for the mentally handicapped. That is why I'm concerned about the rami-
fications of 5.2053.

If Medicaid funds to state institutions for the handicapped are cut or discontinued, we would
probably be forced to close our facilities in Wisconsin., 1In the case of my children, the
state institution provides the much-needed 24-hour daily care which I could not provide at
home, and which could not be provided in a group home.

Under 8,2053, the mentally handicapped would have to eventually be placed in a group home,
but for only a maximum of two years. Then what? I would be forced to take my daughters
back home, I would be back at square one, trying to find some one and some place to provide
care, Because my daughters are both total care, they could not begin to function in a group
home . X

Senator Chafee claims widespread support for 8.2053, In Wisconsin, we don't see any support.
Our parents are against this legislation who have handicapped children, our state ARC is
against it, and Senators William Proxmire and Robert Kasten have both publically announced
they cannot support 8.2053.

Those of us with severely retarded children are not being done any favors under the provisions
of §,2053, 1In fact, this legislation will create more problems for us than it may solve, If
Senator Chafee would like to provide a trye public service, he should concentrate on going
after those who have long abused Medicaid funds such as hospitals, nursing homes, doctors

and others who have benefited greatly from federal monies.

My family and I need the Wisconsin institutions which have long provided outstanding care
for the developmentally disabled. The cutback or elimination of Medicaid funds to our state
facilities for the retarded and others under §.2053 would be a disaster. Those of us active
in working with the handicapped plan to continue our work to defeat this ill-advised legis-
lation which Senator Chafee has introduced. We invite you to join us in our efforts.

ctfplly,
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August 28, 1984

Mr. Robert DeArment

Chief Counsel & Staff Director
United States Senate

Room §.D. 219

Washington D,C. 20510

Dear Mr. DeArment: 4

Regarding bill $,2053 titled Community and Family Living Amendments of 1983,

I find it inconceivable that the purpose and outcome of this bill will benefit
the good and welfare of our children, who now are in the State institution. At
the present time these institutions are doing their utmost in the best care
anyone could possibly give, FPirst of all the child, no matter how severe their
problen is will never get over the emotional trauma of being displaced from
what theycall home. Then I can't see where this community living will give
them the necessary medical attention they deserve., Where would you expect to
find the necessary medical doctors, nurses and psychologists, sand necessary
personnel, etc. who are qualified with this kind of experience in community
living without spending more money than it would ordinarily cost at the
institution? Who would oversee and supervise on a constant watch to see, that
the children would get adequate and proper care? Don't forget, now the respon-
sibility will shift on government's shoulders, which you are part of. Are you
ready to accept the potential failure of this enterprise? In my estimation you
would be defeating your purpose. I certainly and vehemently object against
this bill, Pordon my saying so, but 1 feel this bill has opened up a can of
worms and it yould end up in a catastrophy, to’'say the least. As a taxpayer

I feel that -§(§Mld should have the best care possible such as the institutions
are giving now since the child is happy, content and has a sense of security

in their home (institution), please consider this~-would you want anyone to take
your child from your home? Think about it.

Sincerely yours,

LS s

Erco DeMarco
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8/p3/e

Mr. Roderick DeArment

Chief Counsel & Staff Director
Committee on Finance

United States Senate

Room 8D 219

Washiongton, DC 20510

To Whom It May Concern:

We are writing in regard to Bill $.2053, the '"Community
and Family Living Amendments of 1983."

We are strongly opposed to having this Bill passed. Our
gon is totally helpless, and completely dependent upon
others to feed, bathe, clothe, and care for him. The
care he is receiving at Southern Center, a Wisconsin
institution, is very suitable for him and very acceptable
to us, Our son is severely handicapped, and has no under-
standing of family living, so a group home would not be
beneficial to him. .

I would like to repeat that we feel our son is an indi-
vidual who needs the inatitutional setting, and that we
are strongly opposed to the passage of Bill 8$.2053.

Sincerely,

Juiiua Drezek and Barbara Drezek

parents of Thomag.4, Drezek
N Sordure o)
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33470 Mapleton Road
Oconomowoo, WI 53066
August 18, 1984

Mr. Roderick DeArment

Chief Counsel & Staff Director

Committee on Finance

United States Senate s
Room 8D 219

Washington, DC 20510

Dear Mr. DeArment:

I am the mot her of a 24 year old profoundly retarded son who has
resided at Southern Center in Union Grove, Wisconsin sinece he was 9,

I have learned recently of Bill S5.2053, "Community and Pamily Living
Amendment of 1983", and am very emphatically against this Bill.

It distresses me to even think of my son residing in a community
setting. No "houseparent”, no matter how dedicated, could guarantee
that my son oould not wander from the home and becrme confused and
loat, possibly hit by a car, or be confronted with some other dan-
gerous situation. The thovght of him being tormented or teken
advantage of by the type people we know exist in a community, makes
me very upset. At Southern Center I have none of ihese fears, amd
feel he has been esafe, well cared for and happy.

I do not believe community 1living would be beneficial in any way to
a severely retarded person. My son cannot talk and can make his
needs known only to those who know him and his personality. He
would not understand why strangers were not aceepting him.

I have been very pleased with the care my son has received for the
past 15 years at Southern Center. Please do not uproot him at

this point from a piace where he is content and happy.

Sincerely,

A;3;1A~x42/’cgéﬁfvmlf—

Bonnie (Mrs. Michael) Eckert
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La Crosse, WI 54601
August 21, 1984

Mr, Roderick De Amment
Chief Counsel B Director
Committee on Finance
United States Senate
Room SD 219

Washington, D.C. 20510

Dear Mr. De Arment:

1 am highly opposed to S-2053 known as "Community and Family Living Amend-
ments of 1983, This bill would deprive parents, relatives or guardian, people
in close contact with a developmentally disabled person from making any deci-
sions., The decisions would be made by politicians supporting S-2053 who weuld
have no idea what is in the best interest for the resident.

I have a 22 year old son with Downs Syndrame. He lived at hame and
attended special classes in the public school system until age 14. At this age
he refused to continue school and had some behaviors that needed modification.,
He also lacked numerous self help skills and is nearly non verbal. He was
placed at Northern Wisconsin Center for the Developmentally Disabled remaining
there for 6 years returning home in November 1982,

He has learned to perform many of his deficient self help skills but even
after 6 years still needs assistance in many areas: cleaning after toileting,
brushing teeth, washing, garments with buttons, tying shoe laces and crossing
streets account of traffic. These people can learn but it takes time, a long
.ime, s0 the two year limit in a State Imstitution during the individuals' life
time would be a complete waste of time and taxpayers money.

We are fortunate, La Crosse County provides some very good services for the
Retarded and my Ron's training is continuing along with signing as a fom: of
communication, but even La Crosse County cannot match the intensive type and
quality services provided by our state institutions. There are many areas
across these United States that provide few or no services for the Retarded.
What would become of these people if they were forced out of state institutions?

S-2053 is also discriminatory. You could have two brothers; one with a
severe sight problem and mild retardation, he would qualify for Medicaid Funds
at a state school for the Blind and the other Brother who is severely retarded
with a mild sight problem would not qualify for Medicaid Funds at a state
institution for the retarded.

5-2053 is a bad bill and I do not believe it should become law.

Sincerely yours,

/,{// /{/W%«/ﬁ&

W. A. Frommelt
1826 Avon Street
La Crosse, WI 54603

39-791 0 - 85 - 16
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August 29, 1984

Mr. Roderick DeArment

Chief Counsel & Staff Director
Committee on Finance

United States Senate

Room SD 219

Washington, D,C. 20510

RE1 Bil11 $.2053
"Community & Family Living
Amendments of 1983"

Dear Mr. DeArment:

My daughter, Kim Foth, will be 17 years old on September 15.
She is a resident of Central Wisconsin Center in Madison,
Wisconsin. Kim has cerebral palsy and needs total care. Her
physical abilities are 1imited to none. I brought her to
Central Center for a 3-6 month rehabilitation program. However,
after 1 year it was strongly suggested that she remain because
of the Tack of progress.

I am a single parent and it would be extremely difficult for
me to care for her at home. It took a very long time for both
Kim and I to adjust but the adjustment has been made and I
feel any change now would be equally difficult, if not harder.

Central Center has been a God-sent gift to both of us. Kim is
very well taken care of, involved in as many programs as possible
and I visit or bring her home about once a month for the week-end.

I know for Kim and me closing the Center would be disastrous.
Please reconsider. She needs the care and I need the peace of
mind that she is getting 1t. Any change now could be devastating.

Thank you for reading and considering just a few of my feelings.

Sincerely yours,

pid) S

Kathy Foth

Parent

1205 W. Cottonwood Lane
Apt. 13D

Mt. Prospect, IL 60056
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August 10, 1984

Tot Mr. Roderick DeArment
Chief Counsel & Staff Director-Committee on Finance
United States Semate
Room SD 219
Washingtom, D,C. 20510

Dear Sirs

Res Public Hearing on S,2053 in Mimneapolis Aug. 13, 1984
Community and Family Liviag Anendments of 1983

oIN response to and im addition to the testimony of others, we too are deeply
concerned about the future of Central Cemter in Madison, Wisocomsin,

Our daughter Kelly is curreatly a resident, very favoradbly so) of Central Cemter in
Madison, It was our own persomal decisien to have her admitted there and she necds te
be placed there for the duration of her life, There is no way she could be transferved to
different livimg arrangements, She is blind and has Cerebral Palsy=-she barely sits alone,
does et walk, tslk or communieate in any way, She is indeed im need of the 24~hour nursing
eare at the Center,

We as parents sre quite upset upom hearing that these institutions are up for proposed
cloeings, ’

In some information we have received; there is talk of only aceepting these ehildrea
for a period of two years, This may be pessible for the less handiespped but not for a
lot of children vhe are as handicapped as she, Our daughter has beea there since she was
3 years old and she is mow 14, She eould not possibly remain at home with us as there s wno
vay we oould handle her at home or be able te afford 24-hour nursing eare, Also there are
no faeilities in our eommunity for such persons, We are very happy with the eare she has
veseived at the Cemter, She 1s elvays olean, vearing the elothes we send or take to her; amd
we are very happy also with the personnel who take care of her-~they ave alvays very
aecommodating to us regardinmg her, .

We have heard of putting some of these resideats in foster type settings-~which upsets
us tremendeusly, These may be fime for minimal handicaps but mot fer the severely retarded, If
she were able to be in the lesser setting=~she would de able to be home with us mot a foster
setting either, If we cannot eare for her im our home=~how could s foster home? Some of these
ehildrea~-as our daughter-~de need the institutions, .

We -hope this letter has been somewhat imformstive as to our reasens for strongly
opposing this bill,

cc's touh c Very econc parents,
Senator John Chafee
Mr. Paul Harchamd MMJ
Semator David Duremdberger Robert W, and Tamera Canle:

Hrs, Dee Everitt
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S taii Fotpccer Fofne & o lal2 ] G

January S5, 1984

Re: Bill 8-2053
Title ~ Community and Family Living Amendments Act,

From: Mr. and Mrs. Ralph Gensty
2867 S, 14th St.
Milwaukes, WI 53215
(4.4) 672-2882

If this bill is passed, it will be disastrous to all present
and future residents of institutiona. It will cause emotional
set-backs bayond anyona's expectations,

Our daughtar Susan has been a resident of Southern Wisconsin

Center, Union Grove, since fall of 1969, She is now 26 years

o0ld and has develped into a beautiful person. She would not

be this person today if it were not for the superior guidance,
medical attention and caring staff at S.W.C. working together .
in helping Susan develop all her possibilities

The before and after:

Phvsically: She wore waist high leg braces and almost

constant use of a wheelchair.

Today s She is without braces of any kind, uses a
walker vigorously and has a wheelchair
standing by for distrant travel and Special
Olympic races,

Mentally: She strived with one word sentences and
became very frustrated,
Today: She can cuccy un wlort conversations, conducts

word tasks with her peers, understands_and
knows the meaning of words such as Danger,
¥{te, Cautlon, Men, Women, Enter, Exit and more,
Sociably: She was content doing her own thing by herself
Today: She sings (and knows all the words), dances
and joins in any activity offered and adds quite
a bit of her own ideas.
Behavior: Tantrums, cussing and disruptive
Today: Now she is able to understand the importance of
good behavior and the rewards of good feelings.
Spiritually: Joins in mass regularly and says she is
God's chila.
Emotionally: It goes without saying, today she is very
' happy and well adjusted. Susan's present
program includes Special Olympics, trips,
touurs and sport events.
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August 20, 1984

Mr. Roderick DeArment

Chief Counsel & Staff Director
Committee on Finance

United States Senate

Room SD 219

Washington, DC 20510

This letter is being written to express our opposition to bill $.2053 .
"Community & Family Living smendments of 1983". Hopefully we can convince you
there are other alternatives to arbitrarily closing all institutions and
placing all retarded citizens in group homes because someone believes this is
the way retarded people should be cared for.

Mentally retarded people are not all alike. Some are educable and can live in
group homes or their own home - while others, who are severely retarded, need
24 hour care and supervision that can only be administered effectively in
facilities such as an institution. It would be a cruel act to move these
totally dependent individuals from the comforting confines that they have
become accustomed to and move them to an environment where the level of care
and safety can not possibly equal what they presently have and need.

We have a severely retarded daughter who 1s 32 years old and is residing at
Southern Wisconsin Center in the state of Wisconsin. She has been there 25
years. She does not speak, has the mentality of a two year old, and is
completely dependent for her safety and well being on the efforts of the staff
responsible for looking after her.

We are not happy that our daughter is retarded and i{s in an institutiom, but
we can sleep peacefully at night because we know our daughter is happy in her
environment and is being well taken care of.

1 am sure there are institutions around the country that I would not want my
daughter in - but I believe the institutions in Wisconsin are above average
and are a very acceptable and proven alternative to community placement and we
therefore urge you to reconsider this bill calling for the closing of all
state institutfons for the retarded.

Very truly yours,

i :
R/ 74 ~-/«, m o
l .

Lot
Mr. and Mrs. N. R. Gigliotta
12029 W. Hayes Avenue
West Allis, Wisconsin 53227
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August 27, 1984

Mr. Roderick DeArment

Chief Counsel, Staff Director
United States Senate -
Room SD 219

Washington, D.C. 20510

Dear Mr., Roderick DeArment:

4

On behalf of my daughter, Roberta, a resident of Southern
Wisconsin Center, Union Grove, Wiasconsin, I want to express
VEHEMENT opposition to the passage of Bill 8-2053, ‘Community
and Family Living Amendment of 1983.°

Roberta cannot function indevendently in any way whatsoever.
Her simplest needs, from eating to maintaining simple cleanli-
ness requires heln., Her lack of communication only compounds
her dependence, The treatment and care she has received at
the above institution for the past thirty years has been more
than adequate: it is equipped to fulfill her physical and
emot ional needs a8 well as giving parents of all the children
like koberta the reassurance and peace of mind they desire.

It 18 my sincere hope that as a representative of the people
you will take our feelings into consideration. Thank you
for taking the time to read this,

Sincerely,

—_~ L
'f\;&\)&. .}{\I»L\‘A,‘\u.sww\g_ -
Beatrice Goldman

157C N. Prospect Avenue
Milwaukee, Wisconsin 53202
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'WRITTEN TESTIMONY

on

S.2053: COMMUNITY AND FAMILY LIVING
i AMENDMENTS

August 13, 1984, Hearing
Minneapolis, Minnesota

by Patricia Cullen
Greenbrier Home, Inc.
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Members of the Health Subcommittee of the Senate Finance

Committee:

Thank you'for this opportunity to present written testimony
on $.2053, The Community and Family Living Amendments. —I—am—
writing on behalf of Greenbrier Home, Inc., a large residential
. facility providing services to 165 adults who are mentally
retarded.

Greenbrier Hdﬁe. Inc, was the first halfway house in
Minnesota to serve individuals with nental retardation. We
"graduated" hundreds of individuals into smaller, less
restrictive %ettinqa, and founded the Develépméntal Achievement
Center movement in the state nearly 20 years ago. We have been
proven leaders, changing with the trends as much as possible
within the constraints set up by local, state and federal
governments. We believe that many individuals presently being
served in large institutions and ICF-MR facilities could be
served better in smaller, community-integrated placements. 1n
theory, S.2053 is a %ethod of achieving greater community
integration. ‘In reality, the proposed legislation (S.2053)
presents some major problems that should be addressed including
cost containment, continuum of care, community readiness, and

established timeline.

COST CONTAINMENT
There are no guarantees that $.2053 will result in an
overall cost savings to the Medicaid program. The large,

community ICF-MR facilities are generally older, with per diems
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in the lower end of the scale. For example, Greenbrier Home has
one of the lowest per diem rates in the‘etate, yet serves some of
the more dependent individuals and, individuals with behavior
problems.

Most of the individuals remaining in the institutions in
Minnesota require many services including intensive medical
treatment and/or behavior management. The high costs for these
same ser#ices in the community would certainly dispute the claims
that ALL individuals can be served in the community within the
constraints of the Title 19 Waiver. .{(Costs cannot exceed
approximately $51.00 per day).

S$.2053 would require a nation-wide transition of great
proportions that would initially require a massive amount of
capitol for administrative costs, building costs, and costs for
the litigation which would no doubt ensue.

Minnesota is presently beginning to implement the Title 19
Waiver and has invested a great deal of time and money to assure
its success. Passage of $.2053 could potentially "break the
bank" in states such, as Mipnesotg that are already moving forward
in the development of options for individuals with mental
retardation.

Alternatives to the present Medicaid system that are
considered‘"cost saving measures" have been suggested by various
task forces/organizations. Suggestions include:

1) Expansion of the Title 19 Waiver, and'permanence for

that concept. (Presently Title .7 Waiver is a

non-guaranteed rule).,

2) Separation of payments - payments for service from
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payments for housing.

3) Public fanding should follow éeoples' choices to give
them leverage over the systems that serve them. This would
place residential and non-residential providers in
competition with each other, and those with quality,

cost~effective programs would "win-out".

These options should be explored before S$.2053 is passed
into law. Everyone agrees that Medicaid funding has escalated
almost out-of-control and some action must be taken. We believe
$.2053 will only add to the costs.

CONTINUATION OF CARE

Our facility has a large population of elderliy persons with
mental retardation. Some have lived at Greenbrier since it
opened 20 years ago, and consider it their home, It will not be
easy explaining to a 60 year old client and his family that a
smaller setting is better than his present home. Granted, there
are individuals who will be very appropriate for small community
settings, but there are also individuals who are better suited
for the socialization and development potential of the larger
facilities.

We are concerned that individuals needing consistency with
programs and services will not receive it during the transition
period. As stated earlier, many individuals residing in the°
larger facilities have severe behavior ~roblems. Changes in
their structured program could only resu}t 1n‘regreasion.

Movement out is a gradual process, and one that cannot be
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accomplished without established support mechanisms in the
éommunity. In reality, waitirg lists exist today for less
restrictive .and specialized placements, some longer than 5 years.
Facilities the size of Greenbrier would do a great injustice to
the clients by pushing them out into inappropriate placements in
order to achieve the "optimal" number proposed in §.2053. This

~ would occur because of the long waiting lists at the more
appropriate placements. These individuals, too, have rights and
the process which would result from $.2053 could potentially
violate these rights.

A better option would be to offer incentives to larger
facilities éo reduce their population. Greenbrier Home sponsored
legislation at the state level to allow for bed reduction by
changing fiscal disincentives. Legislation is still pending, but
we have devised a long range plan for our clients that would
provide an orderly transition and continuum of care once bed
reduction is approved at the state level. Encouraging facilities
to take a pro~active stance, rather than reactive, would be a
much smoother method of implementing changes inferred from

$.2053.

COMMUNITY (READINESS)

Logistically, metropolitan areas such as Minneapolis/St.
Paul are not prepared to absorb the number of small dwellings
that will need to be developed should the amendment pass.
Recently there was great opposition tc the opening of a home for
4 elderly individuals in a St. Paul suburb. And that was just

one home!! Some state legislators have been resistive to any new
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housing developments in their district that would result from
implementation of Title 19 Waiver. In Minnesota, with the Title
'19 Waiver, qew community placements nee¢ to be sought out, or
developed. This task, coupled with the number of placements
needed for the 2;300 left in state institutions and 3,310 left in
community facilities of 15 or larger, is overwhelming at best.
Where hili all of these people go given the present housing
' shortageé in the metropolitan areas? We do not have the answer
to this dilemma, and it is a problem few have discussed in the
debates on S.2053. We need to be confident that ghetto-like
environments are not developed out of desperation.

i
ESTABLISHED TIMELINES . .

Our experience in Minnesota with the Wels;h v. Levine
Consent Decree has been that transition takes time. We have had
over ten years to deinstitutionalize the state institutions, and
have met the required number. However, many of those placements
have been to the larger facilities, and the state is finding that
it is becoming more and more dif?icult to place those still
residing in the institutions. For this reason, the timeline of
ten (and fifteen) years written in S.2053 may be unrealistic for
nfhé numbers that will be affected. (In Minnesota, using 15 or
larger as the size factor, over 5,600 will be affected).

In addition, establishing legislation on the basis of how
much time it will take to get to the "optimal level" when there
has been no consensus on what the "optimal level" is may not be
the solution. The legislation is not fiexible enough to take

" into account the massive differences between the states in terms
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of numbers and services presently being offered.

Understandably, there are concerns at the federal level
with the escalating costs of institutional care under the
Medicaid program. That has been a state concern in Minnesota for
the last several legislative sessions. The state has responded
) by involvement in the Title 19 Waiver program, placing percentage
caps on rate increases, and halting the growth of additional
ICF-MR facilities. We still have a distance to travel in
Minnesota before we are providing equitable, quality services in
the community in the most cost-effective manner; but we are
heading in tﬁe right direction. We do not want our efforts and
initiatives thwarted by legislation at the national level.

Numerous studies have suggested alternatives to the entire
reimbursement system based on services, not facility size. A.
concept that should be considered is separétion of payment for
services from payment for room and board. All individuals do not
need the same services, but presently they receive them anyway as
part of the per diem rate.

Presently, facilities are penalized for cost effectiveness.
Changes in the reimbursement system at the federal and state
level should be made to provide incentives for bed reduction
rather than "punishing" the larger facilities as S.2053 tends to
do.

Again, some concepts behind S.2053 should not be "lost",
There is a need for a national policy on services for individuals
with mental retardation. Unfortunately, as stated, $.2053 is

viewed by some as a barricade to developﬁent and growth, rather
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than a mechanism, There are some major problems with the
legislation, as stated above, that should be addressed before
Greenbrier Home, as a provider of services, can support the
Community and Family Living Amendments.

Thank you for your time and consideration.

Patricia Cullen ?Q/
Greenbrier Home, Inc.
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Mr. Roderick DeArment, Chief Counsel & Staff Director 8205 Gina Drive ”
Cosmittee on Finance, United States Senate Racine, WI 53406
Room SD 219 August 25, 1984

Washington, DC 20510
Re: Bill S, 2053
Dear Mr, DeArment, Community & Femily Living Amendments ot 1983

HMay ve emphatically state that we are definitely against Bill S, 20537 We sincerely hope
you will carefully consider the following, as we ere very concerned!

We have a dear son, Paul Hagen, living at 8o, WisconsinCenter, only 20 mimutes from our home.
We value very much the tender loving care and excellent discipline he receives there. Every
wveek we have him home for 1-2 days, and at times in the past it has even been from 7 days up
to two months, during even some of the most difficult times. He ie such a joy in many vays,
loving to be part ot our 1ife with cooking, shopping, yard work, parties, attending Church and
Sunday School every week, etc. He fs "Uncle Paul" to eix little ones who 311 love him dearly,
He reads very well, and even teaches srithmetic, ence for 2 hours to his little niece, as well
as any professionsl teacher, and she loved it. He {s sn importent part of our family and is
doing very well, much loved by his brothers, sister, aad sister in laws, and triends. Things
vere not alvays so pleasant. Since Paul was little, he was hyperactive and very difficule,
So why is he 1in an institution? He needs very close supervision, because he s very active
and creative, but often lacks the visdom and logic. He is 23, nice looking, and lots of fun,
Racine has what seems to be a fine group home, but Paul would very quickly find all sorts of
ways to enjoy his new freedom, would become & real problem to neighbors and stores in the ares,
and would likely soon ead up in an institution or jail. Besides there.are alvays some people
that would gladly tempt him with dope, alcohol, stealing or sex, He {s such a wvilling spirit,
that he's often happy to do what someone ¢lse telie him {s right, As long as he has close
supervision at the institution and at home, he listens carefully, snd tries to do what he
should, really with a happy heart, and surrounded by people who really love him and will tell
him what is right, and are trustworthy, At one time he was in a group home, and enjoyed doing
everything he wanted to, breaking rules, finally setting fire to his bed sheets, and being sent
back to the institution, He wvas out resdy. Another time, he was doing so well at Winnebago,
and at home, they allowed him to come home for good, Paul was resd his rights first, and he
came home, determined to do everything his way, regardless of the consequences to others. He
argued for hours at home for a key to the garage, so he could ride his bike whenever he wanted
to, and kept calling emergency phone numbers to ask permission to do this, coutrary to our in-
structions. But we were told by professionals that as an sdult he had his rights, We were
teaching him to ride his bike on the school playground, but he couldn't look up and didn't yet
koow the traffic rules very well. He took his bike without our knowledge, drove on the wrong
side of the highway, and yelled at the drivers honking at him, "I have my rights!™ A truck hit
his bike, scraping his leg; the concerned driver was scared awvay by Paul's yelling. He took s
cab to get a band aid from the hospital, and ended up at the police station, because he had no
faere. He had been entering homes sround town, demanding to use their phones, and frightening
the residents, After two weeks of this kind of behayior, he was sent to Northern Colony where
it took a solid year of intensive teaching before he came out of this terrible anger, and was
ght gradually to resp the rights of others. They moved him into less restrictive emviron-~
ments as he could cope with them, They allow Paul, at So. Colony, to come home as often as he
#nd we can manage, They take him and other residents on field trips, boat trips, to Milwaukee
Brewers' ballgemes, swimming bowling, etc., on the §25 he gets from SSI., I've alvays wanted
Paul to live st home when he's ready, but right now he has the best of two worlds. Why should
we trade this wonderful arvangement for & group home where he 1s likely to get into sll sorts
of trouble, breaking laws, snd aliensting the many friends who have come to love him, He gets
constant trsining when he's home, which works very well with the dedicated staff working with
him at the Colony, Plesse do not take this away from us. 1f Peul {s not cared for in an insti-
tution, he may someday have to be cered for in & prison. We need your help.

Sincerely, MMMW w'

39-791 O - 85 - 17
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JOHN C. HEFFELFINGER, M.D.
555 MILPORD STREET
WATERTOWN, WISCONSIN 53094

TELEPHONE; 261-8706

August 20, 1984

Mr. Roderick A. DeArment, Chief Counsel
Conmittee on Finance
Washington, D. C. 200510

Dear Mr. DeArment: Re: Medicaid Funding, S. 2053
8~13-84 Hearing, Minneapolis

The hearing annoucement arrived on August 3 at my home and, of course, I did not
read it until evening and, thus, too late to “call. My statement will be as
brief as possible. I do however have a question. Which governmental agencies
are responsible for the late arrival of this information and thus denied me an

opportunity to respond in person?

My practice, whether at a university, in private practice or when helping at a
large DD institution certainly gives me a broad medical perspective of institu-
tional, private practitioner, community and parent's view of the problem. I
also serve on a develupmental disability state planning program to evaluate and
propose budget needs for this group. In addition, I serve as a co~liaison per~
son for our community partnership effort on disabilities (National Organization

of Disabilities).

C ity pl is the ideal for a great number of developmentally disabled,

be it in theilr own home, foater care or group home, but not all parents' homes,

group homes or foster care homes are ideal.
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Although there has been an increase in the number of better trained personnel in
community facilities, there has to be a major step taken to equal the quality of

care of many of the larger institutions.

Until you can provide safer (from abuse) homes, more and better programming in
the home community, adequate medical care for their multiple problems and com=
munity support for these people, 1 cannot support this legislation in its pre-
sent form. Many individuals are being transported to large facilities for
programming, education, work, etc., that aren't any better or as good as some of
our present institutions. Bus travel, especially for the handicapped person, is
not as safe as residing in a facility who are able to reach their programs in

five or ten minutes instead of hours of travel.

Deinstitutionalization is a magic word, but some community facilities are more
"institutionalized” than some much larger units. There are good and bad coa—
munity, as well as larger facilities. Nursing home care will always be needed
by some, or some special facilities for the psychiatric, behavioral, severe

seizure or metabolic problems.

The return rate ffOI community to a larger facility ranges from a low of 10% to
a high of 50X, This includes the returnees from the highly ekilled, university-
affiliated programs. Where will they go? Will it be similar to what has hap-
pened in the mental health field with "street people,”™ no care, no home?

Enclosed is a reminder of what has hnépened in the mental health field.

I believe the cost of providing the same hourly contact by professionals will be

more costly at community-based programs for the same level and quality of care.
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I don't know the answer to this question, but mayb: you do. What was the per-
cent of increase of the total expense, including tuildings, staff and perks, our
departments of defense and our congressional orgarizations compared to Medicaid

over the 1973-~1983 period?

There are some parents who could/can provide full medical care for their child
and a larger nuamber of parents who could provide some sliding percent of the

medical care c;lts who now receive full Medicaid funding.

I appreciate the opportunity in discussing this with you. Blessings in your

work and may the Lord guide you in this very difficult decieion.

Sincerely,

ST
J. C. Heffelfinger, M.D.
Medical Director

JCH:dag
Enc.

cc: Senator Dave Durenberger
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MILWAUKEE JOURNAL - Jupe 19, 1984

‘Many homeless
'are mentally ill,
Heckler says

Statf Correspondencs

Philadeiphia, Pa. — The chronical-
ly meatally ill represent up to 50%
of the nation’s homeless, and many of
them have 'the process of
‘‘deinstitutionalization’’ to thank,
Secretary of Health and Human Serv-
ices Margaret Heckler said here
Monday.

Speaking to the US Conference of
Mayors, she noted that in the early.
1960s there was a nationwide shift to

, get the mentaily ill out of large pub-
lic hospitals and into some form of
community care, the so-called dein-
stitutionalization process.

It began as “a philosophy of hope,”
Heckler said. “But in fact, for many,
it has become a program of abandon-
ment for our fellow citizens.”

“It is painfully obvious that the
dollars saved by the state by reduc-
ing their census in state hospitals did
not follow these clients into their
communities,” she said. -

“In addition, states began to close
their state institutions’ deors to this
vulnerable population.

“Many state laws actually foster
homelessness by prohibiting the in-
voluntary commitment of the men-
tally ill unless it can be proven that
they cannot take care of themselves.
Typically, the courts have viewr ,
-homelessness as a lifestyle of choice
“dnd not evidence of an inability to
" care for themseives.”

“We must aim at reducing the size
of the homeless population by pro-
viding permanent relief."”
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MRs. M. J. Heisman
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PHONE

RANDY JOHNSON
612-348-3088

COMMISSIONER

BOARD OF HENNEPIN COUNTY COMMISSIONERS

2400 GOVERNMENT CENTER
MINNEAPOLIS, MINNESOTA 55487

August 24, 1984

The Honorable Dave Durenberger
353 Russell Senate Office Building
Washington, D.C. 20510

Dear Dave:
Thank you for the invitation to speak at your recent hearing on S.

2053. I was unable to attend the meeting, but i
or the record som lysi by Hennepin County staff.

I know you are aware that Heanepin County has committed considerable
resources to developing alternative models of service for our mentally
retarded citizens. Although the waiver to fund home and community-based
services by means of Title XIX (Medical Assistance) is in its infancy
here in Minnesota, we are moving ahead as quickly as possible to

move clients who no longer need residential care in an ICF-MR to

more independent living situations.

We are very pleased with your interest in containing costs while
improving the continuum of care of the mentally retarded, and I hope
the attached comments are helpful.

Very trnuly yours,

S5

Rahdy Johnson
Conqluioner

RJ/1u/191

Attachament

cc: Kevin Kenney .
Mike McGraw .
Carol Hood
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DATE: August 21, 1984
SULu e scnetlld
TO: Kevin Kenney, Associate County Administrator
HENNEPN]  rrom: e
: Mike McGraw
Carol Hood 7
SUBJECT: Comments Regarding Proposed Legislation-S.2053

Community and Family Living Amendment

The proposed legislation affects Medical Assistance funding of residential place-
ments of severely disabled individuals. When a residential placement is neces-
sary, this amendment encourages the use of small family-like or community set-
tings by the use of incentives and gradual withdrawal of Medical Assistance pay-
ments for "institutional" care.

Philosophy

1) There is a commitment from all levels of government to make more "normal"
1iving environments available for the mentally retarded. However, the
development of non-institutional alternatives is seriously hampered by the
cost containment philosophy of the legislation. This amendment addresses
the need to raise staff salaries in comunity facilities and yet there {s
no mechanism to pay for it. Community living arrangements are often more
expensive than average institutional costs for difficult clients.

2) I am not convinced that all facilities over 15 beds should be phased out.
Depending on the facility, the client's needs, etc., a larger residence
may be the most appropriate choice for a client. The 85% withdrawal of
funds proposed by the ARC/US may be an effective alternative.

Individual Client Eligibility
1) The age limit of 21-65 years does not seem desirable. This standard could

apply to all severely disabled individuals with some provision for cost of.
care payments for children.

2) The ARC/US has suggested that the SSI definition of developmental disability
be used so that all developmentally disabled individuals who quality for SSI
would be covered under this legislation. Consistency across programs would
simplify programming.

3) There is a two-year limit on institutionalization. Some clients may not be
stabilized during that period. The assumption probably is that services
should be developed in the community to meet the individual's needs during
that time period. Is MA willing to fund whatever is needed to maintain the
client in the community?

4) The family and individual must be notified 60 days prior to placement in a
family or community living arrangement. Provision needs to be made for
emergency placements.

Provider Eiigibility

1) The impact of the census data requirements on family 1iving situations could
potentially diminish already limited resources. .
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b) The language pertaining to standards and requirements for licensing, pro-
gramming, monitoring, and evaluation is very limited. Perhaps additional
specifications will be developed by each state.

Eligible Services

1) This amendment is more flexible than current legislation regarding the
types of services that can be funded. A broader range of services is
available to support the client in the community. This flexibility pro-
vides for more effective case management.

Impact on County . ,

1} The requirements for the implementation agreement seem reasonable.

2) There are some reports that are required every six months when annually
seems adequate.

3) The ARC is proposing a maintenance of effort with non-MA funds if the
county cannot/does not develop eligible facilities under the timelines
proposed. This could be quite expersive.

4) There are incentive and penalty clauses for compliance and non-cbmpli-
ance with® this legislation. Either one or the other should be sufficient.

Summar.

The funding impetus provided by this amendment will speed up the change from
institutional to community-based residential facilities. Flexibility and
funding need to be ensured so that individual clients can receive appropriate
services. Also, the language supporting “specialized vocational services"

is significant for this is a key area in the overall service continuum.

MM/pr

cc: Mike Weber
Carol Hood
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August 24, 1984

Mr. Roderick DeArment

Chief Counsel & Staff Director
Committee on Finance

United States Senate

Room SD 219

Washington, D.C. 20510

RE: Bill #s-2053
Community and Family Living Amendments Act.

1 am writing you regarding the above Bill #8-2053. May I please
take a few minutes of your busy day to state how this Bill could
affect my daughter Carol Ann Herbst at the Central Wisconsin Center,
Madison, Wisconsin.

Carxol is blind, deaf and severely retarded, she is totally
dependent on someone for every move she makes, she needs medication
daily and therefore medical help is needed at all times. She is my
precious daughter and I am strongly ageinst the above Bill. PLEASE
let these children of God stay in their present surroundings with
the loyal and dedicated help available.

Thank You.

Yours very truly,
Mrs, Marjorie P. Herbst

520 N. Park Blvd.
Brookfield, WI 53005

This letter to be considered as Written Testimony for the hearing
on S.2053 which was held in Minneapolis August 13th, 1984 by
Senator Durenberger.
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3925 - 83rd Place
Kenosha, Wisconsin 53142
August 21, 1984

Mr. Roderick DeArment

Chief Counse] & Staff Oirector
Committee on Finance

United States Senate

Room SD 219

Washington, DC 20510

Mr. DeArment:

1 understand that Senator Chafee has a bill, $2053, Community and Family

Living Amendments of 1983, relating to State Institutions for the Retarded. This
bill would require all retarded persons to live in the community in small group
homes; no persoin would be allowed to live in an institution more than two years
during his lifetime. Medicaid funds would be withdrawn from state institutions.

I would like to speak from my experience. My brother is severely retarded and has
lived at the Southern Wisconsin Center for 28 years, since he was 12 years old and
my parents could no longer care for him at home. He was brain-damaged, had seizures,
and was at the mental level of a +wo-year-old.

At present, because he swallows whatever he can get, including bandages, feathers,
cigarette butts, and more, he must wear a helmet and screen over his face besides
being under constant close supervision. When he was hospltalized, he needed 24~
hour surveillance. He does not understand much,

There is no practical way for him to be at home or in a small group home. To
consign him to one would be to guarantee further surgery, hospitalizatlons, and
untold misery for one already severely afflicted.

There are many more like my brother and many who are worse off. It is a sad but
certain fact that they need institutional care for life. The state institution
is providing this sorely needed care. To eliminate it would cause havoc.

1 ask for consideration of the experience of those who have cared for these
unfortunate retarded people. Community group homes are good for some and these
are placed in them. For others, it would be impossible to give practical care
outside an institution. Please do not lock those concerned into impossible
laws and restrictions. Instead, allow them discretion to do what is best for
all concerned.

Mr, DeArment, please consider my letter as Written Testimony for the hearing on
S$2053 which was held in Minneapolis on August 13, 1984, by Senator Durenberger.

Thark you for your consideration.

Yours truly,

BTN YN

(Mrs.) Rosémary Hunkeler
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H.H.B.32nd
A.P.0. New York 09175
14 Auguat 1984

Mr. Roderick DeArment .
Chief Counsel & Staff Director
Committee on Finance

Tnited States Senate

Room SD 219

Washington, DC 20510

Bill S. 2053
Community & Family Living Amendments of 1983

¥r. DeArment;

We are an Army family now being stationed in Darmstadt. Germany. We
have a 10 year old son in the Southern Wisconsin Center for the Disabled.
Aaron haa beer retarded since the age of 22 months.

Aaron has been in the Southern Wiaconsin Canter ever since he was three .
years 0ld., He is blind, deaf, and is mentally the age of a three month old
child., Mildren like Aaron need stability in their lives, T have done
research myself when I looked for a place for my son and T found out that
these "eProup homes® do not h-ve it, In order for him to reach his fll
capacity in life, he needs many types'of therapy that only a state funded -
institution can offer. As an American serving his country for 18 years, I
feel that you are taking my sons rights away from him,

It is very difficult having a child like thisy but, it is even worse
being overseas and worrying what your childs future is.tomorrow. As you
can guess T am atrongly AGAINST this bill.

I ask that this letter be considered as Written Testimony for the

hearing on S. 2053 which was held in Minneapolis on August 13th, 1984
by Senator Durenberger.

Sincerely,

5i¢ Zool ZZ//WZ% :

SFC Fred T. Huebner
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hug.14/1984 J

Dear Mr.DeArment,

deing a parent of a blind and retarded child is realy
heart breaking,and 1 wanted the best for 2y daughter and was unable to care
for herbecause I had a baby,and have been ill fortwenty three years now.lf
I had the money I would have gotten home help,and kept her home with me.l
love her very much,and if you have any children of your own you'd know my
feelines,hen Susan was born I wanted to do away with her and myself,be-
cause of the hospital's misstakes my daughter is the way she is,Susan could
never be in a Family Commitee setting,she neads help twenty four hours a
“hats why she's in an institution.If it would be for her best interest 1'd

be all for it.1 hope and pray that the bill S.2053 will not be passed, and
you'll think about it very hard before anything is done. Please say no to
that bill,
Sincerely Yours
Annette Jacobson
2ox 209
Silver Lake,W1.%3170

ﬁédou, 57“»' ‘s W
P,5,1 was told that there wouldn't be any medicial hely for her,if the

bill is pessed,I think thats terrible, Susan was 2pounds at birth and
placed in an incubator,and was given to much oxygen and became blind

and retarded,

39-791 0 - 85 - 18
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4040 Washington Road
Kenosha, WI 53142
August 27, 1984

Mr. Roderick DeArment
United States Senate
Room SD 219
Washington, DC 20510

Dear Mr. DeArment:

This letter 1s being written as written testimony against
Senator Chafee's bill to close all state institutions for the
retarded.

My son, Bruce, is in the Southern Colony Center in Union Grove,
Wigconsin, I am not in favor of him being placed in a group
home as I've already had some bad experiences with him being
placed in two different homes here in Kenosha,

While he was in these homes, hebeat. the group mother and father
up and was placed in the psychiatric ward twice before he was
placed in the Brookside nursing home here in the Kenosha. He
also broke an elderly lady's hand by slamming the door on her,
The violence was caused by seizures, which he had never had when
he was at Southern Colony.

Bruce is back at Southern Colony now and is doing very well., He
hasn't had a seizure once and seems much bappier in that environ-
ment, He doesn't seem to be able to take changes of any kind.

He's 8o happy and content at Southern Colony, It's a shame these
handicapped people have to be moved around at such great cost to
the patients, their families, and the government, in terms of
both happiness and money.

Thank you,

Mrs, Merlin Jermstad
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Hearing August 13, 1984 in Minneapolis on Medicaid funds to care for the
mentally retarded and developmentally disabled. (S 2053 and other options)

Testimony submitted by John Johnson, 175 E. Thompson Avenue #9, West St. Paul,
Minnesota. 55118 phone: 612/451-9151,

I was placed in an institution in 1934 when 1 was five years old. I lived
in Faribault State Hospital, Cambridge State Hospital and Owatonna School
untdl 1972 when I moved to Orvilla, a community residential facility in
Eagan. I now live on my own in an apartment in West St. Paul and work at

Rainbow foods.,

The 34 years I spent in institutions were -very boring and unpleasant years.
There was no schooling, I just sat around all day and sometimes saw a movie
which was picked out by the staff., There was no privacy -- I bathed with
staff watching and slept in a large room filled with other men. My mail

was opened, I was not allowed to use the phone or go out on my own. The
doors were locked. Everything we did was timed. The men and women were
seperated and we were not allowed to have any girlfriends_- not gveﬂ allowed
to. talk or write notes to the girls. Men who left the institution were
often sterilized whether they wanted to bg or not.

I now live on my own in the community. I can go out when I want with who
I want. I can chose my own recreation; go on trips, see my family, I
have a job and my own money. I went to school at night and took classes

in reading, writing and math.

I think young people should 1ive in the community, not in institutions.
so they can learn and make their own choices., If you really want to know
what its 1ike to 1ive in an institution you should §o live there - you

won't 1ike {t!
Statement made by John Johnson. typed by
Marianne Reich, ARC/Dakota County
33 E. Nentworth Ave #105, W. St. Paﬁésan 55118
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august 27, 1984

Senztor xobert Dole
Roderick De arement
Committee on Finance
US Senzte
washington,. DC. 20510

Gentlemen:

Ple:se register my suprort for S2053 the Commu-
nity and Family Living amendments and its rro-
psed changes of zan 85% withdrawal of cover:zge
from Nursing homes over a 15 year yeriod. Enter
this :s Testimony to the Mimmearolis Kearing.

I have a retarded brother age 23 who needs res-
idential and voca*ional services in the commun-
ity. Ky .arents need respite care, There must
be zlanning for my bdbrother's future.

I have recently ccrmpleted my laster's Degree
thesis on Home care and Community Frogrems as
islternztives to Institutional Care for the De-~
velopment-1lly Disabled and the Elderly and zm
convinced that more - normalized and appropriate
services could be provided in the community

if more medicaid dollars could be directed to
community programs,.

I am currently employed in an administrative
position in an zrea Nursing home and am awire of
value to retain some medic:id dollars for
nursing hores but more importantly the value of
expanding the use of medic:id dollars to cormu-
nity programs.

I urge passage of S 2053 with the above changes.

Very #uly yours,

OLs B oh—
3353 A. North 53rd eet

¥ilwaukee, Wi. 53215
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August 25, 1984

Senator Robert Dole, Chairman

Roderick De Arement, Chlef Council &Staff Director
Committee on Finance

United States Senate

Washington, D, C. 20510

Gentlemen:

I wish to register my support of S. 2053 the Community and
Family Living Amendments of 1983 and urge its passage. I would
auppor?t the sug%ested changes of an 85% withdrawal of Medicaid
funds from nursing chare facilities over a 15 year period
rather than the 100% as proposed in the original S.2053. 1

further request that htis letter be included as Tegtimony for
the Regional hearing held in Minneapolls on August 13, 1984,
As a parent of a substantially disabled retarded son, age

23, I am aware of the lack of communtiy programs and services for
my son and the the retarded sons and daughters of my friends.

As a former 3 term State President of the ARC-Wisconsin
1976-78 I have advocated for appropriate programs and services.

I was made succinctly aware of the void in community ser-
vices when my own son graduated from public school and as on a
WAITING LIST for community voca-ional crograrming.

I labored the past 3 years in ~y community for essential
programs and services (see sample letters) and made  appearances
before significant community political bodies and leadership.

Government will spend $45,000 to house a substantially
disabled person in the Centers for the Developmentally Disabled
$15,000 in a nursing home, but have WAITING LISTS for essential
community services. Medicaid dollars for family home and com-
munity based services are necessary and a phase out of the
costly expenditures for institutional care that sap the needs
of the majority of substantially disabled persons., Prudent
public policy dictates a change in the present system.

Turn this butrageous situﬁtion around- put medicaid
dollars to community progiams since most substantially disabled
persons live in and wish to be in the community. I urge

passage of S 2053 with the above changes.
Very truly yours,

.
-

Elaine A, Keller (Mrs. Donald)
4262 North 83rd Street
Milwaukee, Wisconsin 53222
41l -%46-3494
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DEPARTMENT FOR HUMAN RESOURCES
COMMONWEALTH OF KENTUCKY

P
B
s

August 28, 1984

BUREAU FOR HEALTH SERVICES

Senator David Durenberger, Minn.

United States Senate-Committee on Finance

Dirksen Senate Office Building, Room $0-221 P
Washington, D.C. 20510

Subject of Hearing: MEDICAID CARE
. FOR RETARDED

Dear Committee' Members: .

The Oakwood Training Center, located in Somerset, Kentucky, is one of the
newest, most modern facilities for persons with mental réta;dation in the country.
At our most recent licensing survey, we are proud to announce to you that we were
awarded a Superior Rating from our surveyors - one of the few in the state for

long-term care facilities.

We are constantly upgrading our facilities and the individualized programs
for our residents. We work closely with both parents, other agencies, and this
community and we are satisfied that our proérams are of the highest possible
quality for programs of this type. Our parents, surveyors {including represent-
atives of the Medical Assistance Program), community people, and others, all feel

we have quality programs that are safe and secure for those we serve.

Our parents, our Chamber of Commerce, and primarily our professional staff
have read the Senate 8111 2053 and are extremely distressed with the proposed plan
that would close this and similar facilities. While we all believe in the availa-
bility of an array of services for persons with mental retardation, both in
facilities and communities, we believe too that there is a segment of this great
countries population who will be and are better served in faci]itie; than in
existing or proposed community programs, o, ’ .

4

&
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Some of our professional staff have been working in the field of mental retar-
dation in excess of twenty (20) years and have had the opportunity to become familiar .
with this population first hand. We have learned with the onset of many different
community programs that these programs, by and large, are not as organized or well-
staffed as facilities just by virtue of their location. Some smaller communities
in this state cannot draw on professional and certified staff because of their loca-
tion, whereas, at facilities such as ours, professional staff take advantage of the
opportunity to work with other professionals utilizing the tea& concept in close

proximity to more needy and available consumers of services.

Often with community programs, assessments and training priorities are not
delineated and t.erefore quality services are not always available to those in need.

Coordination by specific persons is not always detailed,

Community programs, because they must be spread throughout a community, cannot
offer the constant monitoring as facilities are subject to by the closeness of the

residents and by the regulatory bodies.

Many times, the concept of "least restrictive environment" is tossed about as
a "given" with community programs. This term, however, of "least restrictive envir-
onment" should be regarded as the structure in which the individual can most adequate-
1y function while retaining his security and stability. With the advent of community
programs, the facilities predominantly house the severely and profoundly retarded
and/or behaviorally disordered individuals. As a general rule, the severely and
profoundly retarded possess secondary handicaps with speech and language disorders
and physical impairments being the major handicap. Because of the secondary handi-

caps, these individuals require a greater array of services than higher functioning

.- -
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persons with only mental retardation.

Most facilities function as a small community with in-house treatment and

leisure services. The environmental ecology and physical plant have been struc- !

tured to be as hazard-free as possible in order to allow the retarded 1iving , o

therein freedom of movement in accordance with their individual ability. The tota1/

environment is structured for the needs of the inhabitants rather than for a normal

individual who possesses the ability to structure'and adjust his own environment.

The facility environmental structure provides activities such as canteen services,

movies, playgrounds, swimming pools, and recreational activities wherein many of

the inhabitants can utilize these services with only limited supervision. In order

for these individuals to live in the community, they would need constant supervision,

escort outside of living quarters with no opportunity for experiencing minimal in-
~~—g&pendence. In other words, they would not be able to go to the shopping center

for a soft drink or to the school playground without supervision and escort. For

this type of individual, the community serves to be a restrictive environment.

In many incidents, a community placement is a MORE RESTRICTIVE environment
than an institution. Therefore, it is imperative that the concept of "least restric-
tive" be applied to individual needs rather that the general needs of the "normal"

population.

As professional staff, we have had verbal and written testimony from concerned
parents who have attempted to keep their child in their own home without success.
A1l of these are parents who, like other parents, have their child's best interests
at heart and who would like to have their childrgn at home; but due to age, behavior

problems, incompatibility, etc., their child could not remain in their own home.

- .



211

These parents feel that a facility where their child is free to reside with their
peers is the best environment for their child and much better than in an environment -
where they are not accepted and are often ridiculed as parts of our society are

wont to do.

Many of these same parents have heard horror stories about some retarded persons
who are mistreated, taken advantage of, not cared for, in community settings. These

less stable and less secure environments horrify them.

Our facility currently has a population of approximately 85% severely and
profoundly retarded persons. Over the years, our population has gradually changed
from mildly and moderately retarded to severely and profoundly retarded persons,
many with accompanying behavior problems. Many persons with mental retardation who
present behavior problems are not tolerated in the community and some communities
feel unable to deal with this type person. These persons make up a large percentage
of our population. Even areas where there is supposedly excellent training and
qualified staff, there are problems with behaviors as well as secondary handicaps.
Often certified staff is just .not available and would be impossible to provide to

each tiny community requiring special services.

When we flrst’began to place some of our residents into the community, there
: _was loose taliia;;ut community care being less expensive than facility care. Most
recent statistics do not bear this out. We later learned that in most cases,

community care is MORE expensive when you include auxiliary service costs usually

nrovided for in facilities. Community care being less expensive is a MYTH.

Our residents are provided with more and better quality servicqs than would

.
- -
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be available to them in their home or similar communities. While there may be
some institutions that do not or cannot provide adequate services for its residents,
our facility is reputedly one of the finest in our nation as acknowledged by our

Ticensing body when they awarded our Superior Rating.

While we do feel that communities can serve some higher functioning persons
with mental retardation, in our professional opinion, there are many persons who
can and should only be provided services in a good facility such as ours. To
terminate funds at facilities for those who desperately need our services would

be criminal.

We therefore support the DEFEAT of S 2053 which was designed to eliminate
appropriately individualized services for a large segment of our national population
needing the Medicaid dollar in order to survive and to survive well above what they

could get in some communities.

Sincerely,

— Elatne A. Wilson, MSSA, ACSW, QMRP
Liaison Coordinator
Oakwood

South Highway 27
Somerset, Kentucky 42501

EAW/vr LT

‘cc: 0Oakwood's Parent Association, PROOF, Inc.
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AugusT 10, 1984

MrR. Ropoerick DEARMENT

CHier CounseL & STAFF DIRECTOR
CoMMITTEE ON FINANCE

UNITED STATES SENATE

-Room SD 21)

WasHingTON, DC 20510

DeAR MrR. DEARMENT:

PLEASE USE MY ENCLOSED LETTER AS A WRITTEN TESTIMONY FOR
THE HEARING WHICH WAS HELD IN MINNEAPOLIS, MINNESOTA ON
AugusT 13, 1984 on THe BiLL S. 2053.

] DO NOT HOW TO MAKE MYSELF HEARD ANY LOUDER OR STRONGER

BUT | DO KNow | DO NOT WANT FUNDING TAKEN AWAY THAT WiLL
HARM MY CHILD. BiiLL S. 2053 SHOULD NOT BE PASSED.

SINGERELY,

3787 . 69TH ST,
MILWAUKEE, WisconsIN 53220
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TurN DOwN BitLL # S 2053 CoMMuNITY AND FAMILY LiviNG AMENDMENTS AcT

.
My DAUGHTER HElDI HAS BEEN A RESIDENT AT SOUTHERN WiscoNsIN CENTER

FOR THE DEVELOPMENTALLY DisABLED, UNION GROVE, WISCONSIN FOR THE PAST

21 YEARS: SHE HAS RECEIVED EXCELLENT CARE IN MANY, MANY AREAS NOT ONLY
IN PROVIDING ADEQUATE SURROUNDINGS TO LIVE IN, BUT IMMEDIATE MEDICAL
HELP FOR SEIZUR"$, MALFORMED SPINE CORRECTION, IMMEDIATE MEDICAL HELP

TO PREVENT HER FROM TOO SERIOUSLY INJURING HERSELF IN HEAD BANGING
INSTANCES. SHE HAS HAD ON THE PRESISES SCHOOLING FOR DEXTERITY AND
COMMUNICATION SKILLS AS SHE 1S ALSO NONVERBAL. THE STAFF ARE CONSTANTLY
HAVING TO MONITOR HER FOR NEEDS. MEDICAL PROBLEMS ARE ALWAYS PRESENT

IN ONE FORM OR ANOTHER = EYE INFECTIONS, SPINE ABNORMALTIES,DENTAL CARE
ETC, ETC. HEIDI HAS SELF ABUSIVE PROBLEMS WHEN CHANGES IN LIFE STYLE .
ARE MADE AS WELL AS WHEN DEMANDS FOR CONSTANT COMPANIONSHIP, ACTIVITY,
AND RECOGNITION OF ACHIEVEMENTS ARE NOT MET. HEIDI 15 DIAGNOSED AS
SEVERLY MENTALLY RETARDED.

CLOSE INSTITUTIONS AND OPEN GRoup Homes =« NO WAY.

THERC JUST IS NO WAY A GROUP HOME CAN PROVIDE THE LEVEL OF CARE, TEACHING,
MEDICAL ATTENTION, THE 24 HOUR ALERT CARE, THE TENDER, LOVING CARE SHE
NOW RECEIVES.

THE ONLY THING A GROUP HOME CAN PROVIDE 1S AN ATMOSPHERE IN WHICH SHE
WiLL REGRESS IN ALL WAYS: MEOICALLY, PHYSICALLY, AND EMOTIONALLY.

DON'T DO IT TO HER AND HER FRIENDS. Don'Tt LeT BiLL # S2053 rass.

Do YOU REALLY WANT TO DO SOMETHING TO IMPROVE OUR WORLD? VisSIT SOUTHERN
WiScoNsiIN CENTER. }T 1S LOCATED 25 MILES SOUTHWEST OF MiLwAukee. Foriow
THEIR EXAMPLE AND SET UP BEAUTIFUL AREAS WITH EXCELLENT STAFFS AND YOU
WILL MAKE MANY PEOPLE VERY HAPPY.

SINGERELY,

1
ED%C. KeSke '
3787 S 69TH StreeT
MiLwaukee, Wi 53220
Aucust 10, 1984
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August 24, 1884

Mr. Roderick DeArment

Chief Counsel & Staff Oirector
Committee on Finance

United States Senate

Room SD 219

Washington, D. C. 20510

Dear Mr. DeArment:

This letter is in reference to bill 5.2053, Community & Family Living
Amendments of 1983, It is my understanding that this bill, if passed,
would withdraw all Medicaid funds from all state institutions for the
retarded over the next ten years3 and (2) place all retarded persons
into the community in small group homes.

I am a parent of a retarded child who resides at the Central Wisconsin
Center (CWC) in Madison, Wisconsin, and I also am a group parent to
the retarded working at the same institution. My daughter has lived
there 3 ysars and I have worked there for 1 year.

I am writing because I am concerned for the future of my daughter and
others in state institutions. I do not believe all the retarded belong

in group homes in the community. I believe the severely and profoundly
retarded can receive the best care in a state institution.. These people
have severe physical, mental, and emotional problems and their needs

can be best met in an institution where many services are readily avail-
able. There is a hospital, necessary medical equipment, and specialized
staff at the disposal of the residents. These would not be readily
available in a group home. I do not believe that changing the environment
to a group home will better or equal the quality of care to these people.

I therefore ask that you take a stand against bill 5.2053.

L

Sincerely,

Roger Kruk
3137 Milwaukee St., #3
Madison, WI 53714
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12900nGremcor Nrive
Elm Grove, WI 53122
August 16, 1984

Mr. Roderick DeArment

“hisf fcunsel ¢ Staff Director
Committee cn Finarnce

United States Scnate

Room SD 219

Washington, DC 20510

Res 32053, Community & Family Living Amendments of 1983,

de are sriting to express our strong opposition to this measure, as parents of a
prcfourdly, multiply handicapped son., It would have serious adversec effects on our son
Robert, age 25, who has resided at Southern Wisconsin Center in Union Grove since 1968,
We also believe it would harm hundreds of other residents of this excellent facility,
*“orcirg then to relocate in facilities which do not now exist and would therefore have
to be built and staffed -- al an incalculable cost in both dollars and human efforts.

Prior to Robert's entering Southern Wisconsin Center (SWC), we tried several alternativest
extersive physicel and occupational therapy at Easter Seal, evaluations at several
clinios, eye surgery {unsuccessful), special classes for the handicapped, and more.
Despite all these efforts, Robert today is still blind, and less than 1 year old devel-
opmentally. He does not walk or talk, and is not tollet trained, despite the best
efforts of a series of highly qualified and dedicated professionals at SWC and elsewhere,
We di4 not jJust institutlonallize him without trylng every possible alternative,

When he anteved S¥C, we were unable to kaep him happy at hcme or care for him satisfac-
torily. At SWC he attended classes until he became 21, and would have continued had he
shows any progress, He recelves hydrotherapy twice dally, vecreational therapy,
continual observation by medical personnel, and loving care by staff menbers, He
benefits from freqiuent consultations among the professionals who work with him, inclading
a psychiatrist, Robert's case, as well as those of all SWC residents, s reviewed at a
staffing every year, in which paren’s are invited to participate. Robert has required
hospitalization occastonally for self-inflicted minor injuries, and has received
nxcellent ~are at the fine hospital operated by SWC,

We no langer bring Robert hone for visits, as we formerly did about once a month, These
visits had become increasingly traumatic for him and for us, so now wWe visit him at

SWC regularly, He seems to evjoy belng with us, but it's just as obvlous that he loves
the asttenlants who carz for him, And they love him. Our visits are made without
advance notice. and we always find the cottage he lives in in immaculate condition,

We have visited smaller community-level homes caring for the retarded, and frankly those
we have seen fall far shori of what SWC offers -- in physical facilities a=d certainly
in professional staffing, Perhaps other states don't have facilities such as Wisconsin
offerss we know from pnarsonal experience that when we lived in Tllinois their facilities
lageed far behind Wisconsin's. But why force Wisconsin and other states to close
excellent facilities -- and duplizate them at horrendous expense -- just because some
states have lesser fazilities?

Please, we beg of you, do everything you can to see that this blll does not become law,
Tt weald 2o an incred’ble disservice to our snon Robert and hundreds like him at SWC,
and 1t would be an incalculablc unnecessary expense to taxpayers.,

Sinczrely,

James AP Kuehn and Mary Aan Kuehn
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August 28, 1984

2o on 1 m,‘COnc.m,%%Jéa%W

This is the second letter I am writing in regards to Bill 8-2053.

I am the parent of a severely retarded boy who is now a resident at
the Southern Wisconsin Center. 1 have some deep concerns about his
future well-being and happiness.

My son has been at the center for 17 years now. He is very loud and
constantly hollers "OK". He is one of the many children at the center
who would not be able to function in s group home setting. How many
neighborhoods do you think would want someone like my son living next

. door? He, like the others, would be the constant target to laughter
and ridicule. They would not be free to take walks and ride their
bikes 1tke they are accustomed to doing because of the traffic and

the fear of being harmed. The supervigion is extremely important to
these people and it is necessary for them. They have medical attention
around the clock now. Who will be there for them in a group home?

It is hard for me to understand how a bunch of people who know nothing
about my child or the other residents can make life shattering dcciuono
for all of us.

Why don't you all just take a tour of the center and see what kind of
people you want to force into "normal" neighborhoods. Maybe you and
your neighbors would like to build one next door to you? Of course not.

80, I ask you as a citizen and a concerned parent to all handicapped
adults and children, PLEASE REJECT BILL 8-2053.

Maybe this bill should be brought to the attention of the public for
their opinions and views on this matter. I'm sure the news coverage
would prove me correct when 1 say only s handful of people would be
willing to 1ive next door to a group home.

The bill 1is unfair. It violates the rights of lundic.ppod citizens and
it is a terrible waste of the taxpayers money. Maybe someone should
create a bill to upgrade the living conditions of these institutions
instead of wasting all the space.



Testimony of
JUDITH K. LEWISON
" before the
S8UBCOMMITTEE ON HEALTH of the
U, 8, SENATE Committee on FINANCE
on

8. 2053
"Community and Family Living Amendment of 1983

held on
August 13, 1984

Minneapolis, Minnesota
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8, 2053 © Summary Sheet Lewison

Summary Outline of Objections:

1. No one type of facility can serve ALL types of
retardation disability,

2. Cost of care varies with different degrees
of disability,
3, Overwhelming number of new group homes will be needed,
4. Diffioulty {n monitoring level of care in widely
dispersed homes and foster homes, .
5. Will eliminate the many good programs now

in existence.

6. Each §tate should have the right to determine
its own programs for serving the mentally retarded,
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Testimony on S, 2053
* “Community and Family Living Amendments of 1983
for Hearing Held on
August 13, 1984

I am opposed to 8, 2053 because it is a bad btll, It is a bad bill because

it is narrow, simplistic, and arbitrary in its objectives, and harsh, rigid,

and dictatorial . ' in its mandate, It {s a bad bill because it is based on

a series of erroneous gssumptions, They are as follows:

1.

It erroneously assumes that ALL mentally retarded individuals, regard-

less of degree of disability, can be adequately and appropriately

' served {n only ONE type of facility, {,e., a group home housing no more

2,

8. 2053

than 8 (10) and na fewer than three, Who has made this momentous
decision ? This bill, on the prejudiced opinion of one man, will ;esult
in the total elimination, over a 10-year period, of all the good group ‘
homes now in exigtence that serve more than 10 people, =~ programs

that have been carefully developed over the past 10 or 15 years, by

people who have worked in the fleld of mental retardation for many years;

programs that have survived the diligent periodic scrutiny of the Accredita-
tion Council and other monttoring bodies; have, in fact., received high
ratings from these hodies. This bill will totally destroy them, in order

to proceed on the unpi'o'w.zn theory that units serving 5 or 6 people can be
more economical and beneficial than those now existing.

This bill assumeg that persons who are severely retarded and multiply

handicapped can be served at the same cost as mildly and moderately

retarded. Group homes have been established in many communities, over

the past several years. They have come as a part of the broad continuum

Puge 1, Lewison
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of services, including day care, development achievement centers,
n};eltered workshops, and special classes in the public schools, They
have served as the "next step” for institutionalized MRs, In their
advancement toward greater independence. For many, it was In the
institutional setting thgt they received the training necessary to achleve
the degree of competence needed for placement in a community group home,
Such homes are a necessary and proper setting for the mw retarded,
H&vor. for the severely and profoundly retarded, and the medically fragile,
the situation is different. These people need many specialized services,
requiring a wider range of professional staffing’ A physician should be

on call at all times; full-time professional nursing care must be available;
many kinds of therapy are needed: physical, occupational, and recreational,
Mmmw retarded individuals in community group homes can receive the

necessary health gare services from community sources, It becomes far

more costly to do this in the case of those with the more profound handt-
caps,

Thia bill assumes that, when the {natitutions have closed their doors
because of lack of funding, that all of the necessary small group homes
wijl hayd appeared. Statistics show that this bill will affect approxi~
mately 117,000 now in 'insitutions’, and another 50,000 in other facilities.
At an average of § or 6 per home, as apecified by this bill, 25,000 new
group homes would be neaded: an average of over 500 in each state, It
i.al'lul_uﬁ that each of these communities will have the necessary resources
in terms\ of money, personnel, etc., to accomplish this. Laws will have

“to be passed forcing the delinquent communities to establish these homes,
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and penalties assessed against those who do not. This again makes
the Federal Government a "Big Daddy", so what has happened to the
"New Federaligm"? i \

4, This bill agsumes that some of those too seriously handicapped to live

in group homes can be placed in "subsidized family units", or "foster

homes", Let me point out that, in the early years of "de~institutionalization,

this was tried, Then came the horror stories; stories about fire hazards,
personal injuries, poor health care, poor sanitation, inadequate housing
lack of adequate programming, careless administration of medication, with
. no monitoring of side effects, and 8o on, and 80 on. Who will be able
to monitor, on a da\ly basis, the care of these individuals? Will lawsuits
arll;a as a result of such placements?

5. This bill agsumes that all facilities now serving more than 10 people are
"institutions”, and that all '{nstitutions’ are bad places, with poor care,
no programming, and f{solation of its residents, It also, with equal
najvety, believes that all small units are "good",

6. This bill also assumes that all States have the same population density,
the same problems, the same goals and standards, &d the same resources,
and can serve their retarded population in the same simple way, the

way that thig bill will mandate,

Mr, Chafee, one of the stated goals of this bill is to "integrate Into the
communlty)‘ and "promote independent living skills" for all retarded persons.
Very noble. But tell me, please, how do you "integrate into the community, "
and "promote independent living skills" for a person who cannot walk, cannot

talk, cannot feed himself or control bodily functions, does not reqognize his
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own peers, nor know his own name? Yes, Senator Chafee, there are such \
people in our institutions. Some arc blind, some deaf. Some have deep-
geated behavioral problems that have not responded to treatment. Are these
the ones you would place in "some sort of extended community hospital
facility" , as someone has sugqested? What wouldl th§t cost per day? Or are
these the ones who would be granted an extra 24-month grace period ?

Senator Chafee, suppose we do go through with the procedure outlined in this
bill, and over a 10-year period, as funding i{s withdrawn, the largar group
homes disappear. Then, when there are no more institutions, these privately
owned group homes bagan to close, one by one, because the cc;ate, no longer
buffered by State hospitals, begins to escalate; or because they cannot find,
or cannot afford, the professional personnel they need. Where then will these
retarded people go? We already know that many of those who were de~
institutionalized in our earlier efforts have become "street people", They
were placed into foster homes, or independent or semi~independent living
arrangements; but the sltuan;na did not work out, and they were shunted from
one place to another, until finally there was no place to go. We all have
heard about the sub-standard housing unit that burns to the ground, ending
t;ae lives of ratarded persons who have ultimately becn placed there, Certainly,
for each placement failure, there are several successes,but does that justify
the final outcome for the less fortunate?

Let us "make haste slowly” {n mandating the closing of the State "institutlons"
and the larger group homes, Let us find better ways to serve our mentally
retarded, but lét us not blindly make leqlslau?n that will cause a great deal

of hardship and trauma, and eventual falure. Lot us lei 8. 2053 die a

blessed natural death, ‘ Q/
Signe . X




Testimony given by:

Judith K. Lewison

Rt. 3, Box 26 A

Granite Falls, MN 56241

Qualifications:
Parent
Member of Minnesota ARC
Residential Care Committee, ARC
Governmental Affairs Committee, ARC
Advisory Committee for Day Activity Center

Sacretary (formerly) to Board of Directors of
Chippewa County Day Activity Centar

Officer and member of Parents' Group,
Glacial Ridge Training Conter
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M au?.m, 1984

BiiL S.Q083 ) "Connunity § Famicy Livine ' Amenmsats f 1983 -

Wmmm,um@mm Yo Caiemen,
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August 27, 1984

Mr. Roderick DeAvment

Chief Counsel & Staff Director

Committee on Finance

United States Senate

Room SD 219

Washington, DC 20510

Dear Mr. DeArment:

We strongly oppose the bi11 S 2053, "Community & Family L{iving Amendments
of 1983".

This bi11 will undo the last 6 years of many people's efforts. Our son,

Ken, age 20, is classified as mildly retarded. He is aware of his

differences and can not understand why. For the first 14 years Ken 1{ved

at home and attended the local schools until he began to mature. He could

see the other children doing things he would 1ike to but his body would

not respond to his mind. In turn he became aggressive. We, as parents,

then had to face the reality that our love was not enough for his future.

He then went to Oconomowoc Developmental Training Center where he grew,
~—learned and was happy. At age 18, being of legal age in Wisconsin, he

was to leave there. So they started training for a group home, which

as his parents we agreed and hoped for his future. The prospect of this

was greater than his capabilities and Ken went catatonic. The hurt of

the heart to see your son not recognize you or care was great. We brought

him home and then searched for a facility where he could still grow and

be content with himself.

Ken 1s now in Southern Wisconsin Center, a facility where they not only
care for his body but his mind. The facility is clean, growing in their
capabilities for advancement but the people care with their hearts as
well as their hands. Ken is happy here and the joy in our hearts when
we see him laughing and proud to be himself.

We are aware that our son has a long way io grow yet but without the help
of this facility and these people Ken would become a stagnate human being
having to be cared as an infant.

We strongly, with all of our power as parents of a special child, vote
against this bill and will fight it for the best interest of Ken and the
other children who are not capable of 1iving in the community.

If the writer is so concerned about our special children, then let each
state have guidelines for institutions to upgrade them to those in the
state of Wisconsin.

One last word, not every child is able or can accept 1iving in our world
but will grown and become a more productive person in their world.

Sincerely .
Martin and Dorothy Mathison

Route 1, Box 66
Hillpoint, W1 53937



304

TESTIMONY TO THE
UNITED STATES SENATE COMMITTEE ON FINANCE
SUBCOMMITTEE ON HEALTH
IN SUPPORT OF
§.2053 COMMUNITY AND FAMILY LIVING AMENDMENTS OF 1983

Regional Hearing August 13, 1984

Louise Whitbeck Fraser School, Minneapolis, Minnesota

Filea withs

’ Roderick A. DeArment, Esq.
Chief Counsel
Committee on Finance
SD-219 Dirksen Senate Office Building
- Washington, D.C. 20510
August 9, 1984

Submitted by:

Elizabeth W. Bauer
Executive Director
Michigan Protection ana Advocacy Service
for Developmentally Disablea Citizens, Inc.
313 south Washington Sqyuare
Lansing, Michigan 48933
(517) 487-1755



305

Principal Points of Elizabeth W. Bauer in SUPPORT of S, 2053

Medicaid represents a major funding program for citizens with
disabilities. Over 50% of Medicaid funds now go to institutional
care. Over 90% of physically and developmentally disabled people
live in the community and require access to quality services.

Medicaid program administrators, program monitors and consumers
agree that redirection of Medicaid funds to community and family
based services will increase access to and quality of services.
8.2053 with ARC/US. recommended changes will accomplish this.

Community and family-based services are effective (disabled per-
sons develop more and at faster rate) and efficient (costs for
quality services in home and community are often less than costs
for institutional services.

Institutional services endure because they have Federal financial
participation, have become part of states' infrastructure, repre-
gent a familiar model to general public many of whom do not want

to confront persons who are "different.Y Parental support for
institutions may stem from desire to provide a lifetime placement
(security) for their child and/or need to avoid revisiting painful
placement decisions and/or need to maintain self-esteem which may

be threatened by return of child to foster family or other community
care setting.

Protection from harm and lifetime security are not guaranteed in
institutional settings. All service settings require monitoring
to assure quality over time. Community services are more likely
to be observed by more people than arelinstitutional services.
People need to have alternative living arrangements available to
meet their needs as they grow and develop.

Specialized services can be provided in any environment. The need
for specialization does not justify segregation., Individualized
plans of service incorporating elements from a mandated array of
services must be developed with participation of all concerned
persons including the recipient of service and where appropriate
parents, guardians and advocates., S. 2053 with ARC/US recommended
changes would provide a substantive mandate for planning.

S. 2053 with ARC/US recommended changes will provide states with
incentives to develop home and community based services. It will
reach persons previously unserved or underserved. Provisions

for due process for parents, guardians and recipients of services
will assure rights protection in the placement and service planning
process, Tpese are protections which only few persons - generally
members of plaintiff classes in various civil actions - are now
afforded.

Language must be added to S§.2053 to assure maintenance of services
currently covered in states' Medicaid plans as funds are redirected
to community services. Specific timelines for implementation and
performance expectations need to be added to assure states begin
immediately to develop. long range plans for family and community-
based services and take the first steps toward realization of their
objectives. g
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Testimony of Elizaveth W. Bauer in support of S.,2053

The following conments are oftereu in support of S.2053,
In making them, I daraw on my experience as mother of tour
chilaoren two of whonm have aevelopmental aisabilities, The olaest
has epilepsy ana our thira chila Ginny, has profouna mental
retardation with significant impairment in adaptive behavior. In
Ginny's seventeen years, she has receivea intensive care ana
hagilitative gervices at home, in a private resiuential facility
(ICF/MR institution), in a specially trainea toster tranily anha in
a small group home (her current resiaence), I also araw upon 25
years of experience of workinyg with physically aha
cevelopmentally auisablea persons inititally as a speech therapist
ana later as a special eaucator, special eaucation progran
aaninistrator, mental health executive ana currently as Executive
Director of the Michigan Protection ana Aavocacy Service tor
Developmentally Disablea Citizens, Inc. the agency uesignateu by
the Governor of Michigan to implement the protection ana auvocacy
system as proviceu for in the Developmental Disawilities
Assistance ana Bill of Rights Act. (42 U.S.C. Sec. 6001 et
seq.) .

In my aault life, I have livea ih five states ana have
observea institutional ana conrunity-pasea services first hana in
these ana many others, I am convinceu that with the necessary
array of support services even the most severely inpairea
chilaren may be servea in their own hone or a toster tamily
setting ana aaults can remain in their home communities with

out-of-ramily living arrangements cailoreu to tueir neeas,
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S.2053 woula proviae a funding mechanism to support
aevelopment of an array of community ana family-baseu
alternatives to institutional services. It woula also respona in
part to the recommenaations of the National Stuay Group on State
Meaicaia Strategies which was formeu in 1982 to examine ways to
contr91 soaring costs of the Meuicaia program ana at the same
time increase access to ana quality of health care services to
eligible persons.* RAs the Summary Report of the Mational Stuay
group states, an increasing percentage of Meaicalu funas goes to
support institutional care., This expansion has come at the
expense of other services such as .in-home supports, personal care
ana improvea cooraination with other human resource programs. It
has inhibited flexibility ana contributea to inequities in the
service aelivery system which are unacceptable, One of the
principle objectives of the study group's recommencations is to
ue~emphasize the use of institutional care tor the elaerly,
disablea ana mentally retaraea ana to aevelop a primary care
system which would have aadeu flexibility, capacity ana resources
to meet the special needs of multiply hanaicappea, physically ana
cevelopnentally aisablea inaividuals,

In the April 1984 report of the Inspector General, U.S.
Department of Health ana Human Services on "Transition ot
Developmentally Disabled Young Aaults from School to Aault
Services," it is notea that institutional costs for

aevelopmentally cisablea clients constitute 40% ot all Feoeral

* Allen, Paul et, al., National Stuay Group on State lieaicaia
Strategyies, "Restructuring Meaicaia:  An Agenua ror Change"
Summary Report, Center for the Stuay of Social Policy,
Washington, D.C. 1984.
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Developmental Disability services costs while serving only 6% of
the aGevelopmentally aisablea population with averaye state costs
for ICF/MRs ranging from $24 to $167 per aay. The Inspector
General also noted that most responaents in his investigation
felt that many of the developmentally aisablea clients now placea
in expensive institutional care coula be servea more
appropriately in less costly ana less restrictive settings ana
that a portion of the growing ICF/MR buaget shoula be aivertea to
alternative levels of care,

Those who support the aaoption of §.2053 with proposea
revisions have chosen as a slogan "S$.2053, It's Time, It's
Right"., Rarely has a legislative initiative to restructure a
major funaing resource enjoyed simultaneous support trom s0 many
recipients of the fundea services ana their families,
aaministrators of the funaing program ana program monitors.

How aia we come to create the institutional system which
consumes such a aisproportionate amouni of our human services
aollars? Historically, institutions were tirst aevelopea in the
mia-1800s to proviae short-term eoucation'ago training for
persons with aisabilities so that they coulk return to society as
productive citizens. Later these institutiéns became the
repository of persons who society wantea to ‘care tor but apart
from the mainstream. Public support for indtitutional programs
wanea over time although the Gesire to separate people who were
aifferent from the mainstream enaurea, 0vchrowaeo, unaerstarfeé
conaitions became the norm in the nation's £ystitutional

settings, Occasional bright spots appearea on the institutional
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horizon in the form of specialized training programs e.g, the
Wayne County (MI) Training SChool-Experiment in
Self-Determination run by Samuel A. Kirk in 1935, But for the
most part, the warehousing of society's aevaluea members went on
unobgerved for most of a century. Families who coula not care
for their disablea members at home aia not have options other
than institutionalization. Many maae the recommenaea qecis}on to
part with their aisablea chilua at or near birtn. Others maae
that painful decision later when the lack of assistance ana/or

respite left them no alternative.

P " A notea

pedaiatric neurologist spoke these worus to

ny husbana ana me in March 1968,

We may ask why~ffistitutional care systems enaure when we
know touay that programmatically superior alternatives can be
provided in the community at reasonable costs aha with greater
integration of the disablea persons with society at large.
Clearly the institutional system is a social structure in itselt.
Hundreus of thousanas of people rely on it airectly or inairectly
tor their livelihood. Federal reimbursement systems are integral
to states' budgets. Since the 1970's when lieaicaia funus were
Lade available for ICF/MR construction, many states have upgraaea
their institutional settings ana have incurrea aebts which they
are still paying with Meaicaia reimpursement. 1In fact, thne
President of the National Association of State Mental Retardation

Directors stated in the western regional forum of the
L

Aaministration on Developmental Disapilities, OHDS/HHS in
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February 1984 that one reason for his organization's caution in
supporting 5.2053 as wriyten was that many states were aependent
upon Medicaid reimbursement to pay off bond issues let to
renovate institutiona} facilities, It is increaible to me that
professionals in the field of developmental daisabilities who are
aware of developments in habilitative programming ana who have
seen the difference in the rate of growth ana development of an
individual which can occur in a home setting can espouse a
position which essentially requires that a group of people be
held hostage in an institutional setting while a bona issue is
retirea.

Other forces which urge maintenance of institutions are.
members of the general public who would rather not have to
confront people who are different from themselves ana family
menbers of those who live in institutional settings who have maace
the very difficult choice to separate from their loved one(s) for
reasons they believed to be in the best interests of all at the
Eime and who don't want to revisit those qecisioﬁ points. There
is also an incredible neea of parents ana family members to
believe that the choice they madae was the right choice ana that
their chila is receiving the best possible care in the only
possible setting. I know, I am one of those parents,

When we were told to put Ginny away, we

investigatea the public resiaential

tacilities in our state., They were not

fit for any human to visit let alone

live in. We sought private resiaential

care at public expense ana through

manipulating the system obtainea it . . .

after five years. e

In the meantime, we trainea dozens of
people of all ages to work with our chila
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in our home. Night ana aay for five years
the door swung continually, the lights
always burnea, Our family memberse were the
team leaaers., Ginn{'s pre-school agea
siblings became partners in management of

her care ana treatment. Many people
volunteerea their help. Other were paia.

The last year she was home, we founa a
half-day training program which acceptea

her as she was. Even though it was 22 niles
away, we made the rouna-trip twice aaily to

give her out-of-home prograi experience,

In time, the drain on our personal,

psychological ana financial resources

became too great, We coula not yo on.

We placed Ginny in a private resiaential

facility where a place for her "miraculously"

opened up. We dia not ask how. We put her

away but we dia not forget her. We monitored

her care at all hours of night ana cay ana

aays of the week. We justifiea her separation

from the family on the basis that ONLY in

such a specialized setting could her neeas

be met, .

In the years Ginny was learning to suck and swallow, to
sit, stana ana walk, to recoynize shapes ana colors ana tollow
simple directions, a revolution was taking place outsicue
institution walls. Parents of children with aisabilities were
going to the courts ana their legislatures to get special
eaucation services for all chilaren, Lack of eaucational
opportunities haa been a major reason for institutionalizing
chilaren in the past. People began looking more closely at the
institutional system ana were horrifieud at conaitions they
encounterea., Lawsuits to obtain freeaom trom harm, rights to
treatment ana placement in less restrictive alternatives were
filea in many states anu community-basea service aelivery moaels

receivea more atteation, With special eaucation services
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available to all children, more children remainea in their own
families, With the courts telling states they had to close their
institutional settings, more people returneé to the community
with an appropriate array of shpport services., Sone states such
as Michigan saw the value to the people concernea ana the state
as a whole in moving to a community and family-based service
delivery system ana took steps in that direction on their own
initiative as well as in response to statutory change ana court
orders., The more individuals who moved successfully to the
comnunity, the more it appeared possible for people with
disabilities to remain in or return to their own homes or home
communities.

An ancient proverb says that the longest journey must
begin with the first step. Nowheie is that more apparent than in
the progressive modifiications of the feueral court order in the
civil action brought by the Michigan Association for Retaraea
Citizens against the Michigan Department of Mental Health. The
initL@l consent agreement in 1979 called for reauction of the
population of Plymouth Center for Human Development to 100
persons from the more than 800 who haa lived there when the
lawsuit was filed, As time went on, inaiviauals moved back to
their own homes, to foster families, small group homes,
semi~indepenaent apartments ana other community-basea living
arrangements, Their success in reintegrating themselves in the
community maae it appear more possible tor those remaining in the
institution to uo likewise., Ultimately the oraer was moaified so'

that everyone woula leave ana the Plymouth Center woula close.
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From an initial group of 100 "who could not make tﬁe transition
to the community," there are but a hanaful who are not yet there.
Most agree if we haa the financial resources to pay for the
specialized services they require, they coula be,

When Ginny was 12 years ola, it became

clear that her cloisterea, segregatea

environment was stultifying rather than

stimulating her aevelopmeng. She haa

gained the basic skills they set out to

teach her ana she needea socialization

experiences and challenges she coula not

get in an institutional setting no matter d
how fine the habilitation services. e

PIEELY

We acceptea this on an intellectual basis
and began vigorously to pursue transfer
for her to Michican., We founa the perrect
foster family care setting through the i
Macomb-Oaklana Regional Center ot the

Michigan Department of Mental Health ana

jumped through all the requirea hoope to

gain her acmission to services, There are

two points to be maue here: one has to «o

with the CHOICE of foster family care ana

the seconu with our RESPONSE as Ginny's

natural family to that placement,

The choice of foster tfamily care was in a
large part aeterminea by the availability
of services ana funaing mechanisms., As her
natural family, we were not eligible for

any support it she were carea for in our
home and we could not atfora the assistance
we would neea beyona special eaucation
services, However, specially trainea foster
families unuer contract to the Michigan
Department of Mental Health through the
Macomb-Oaklana Regional Center were not
only paia for their rervices, they haa
access to meaical/nursing/psychological
support services ana other therapeutic,
agsistance, A case manager vas availaple

to broker for generic services as neecea.

It was clear that her neeus ana our neeus
were best met by the foster tamily placement.

My response to this placement when it actually
occurea was both paintul ano enlightening,

As I arove Ginny to her new family, 1
experienceu an overwhelming sauness which I
later icentitiea with the help of a therapist

TP



314

later identified with the help of a therapist

as anxiety causea in part b{ the separation
from her surrogate parents in the institutional

setting ana in part from the bilow to my seli-

esteem resulting from_ the knowleage that
another orainary fawily was going to ao what
I with all ny eaucation ana training in the

fiela coula not ao,
1 workea through this significant emotional
event and came to auevelop a warm relationship

with Ginny's foster family. I regainea ny
sense of self-esteem ana went forwara in my

wn life's work., Subsequently, I have workeau
with many, many people who were experiencing
similar aiscomfort arouna a change in
placement of their family member., Through
sharing of hopes ana fears, joys ana sorrows,
we have founu a new peace in ourselves ana
promise in the new environment of our loved
ones. .

Sponsors of §.2053 have heara from many parents who oppose
the provisions of the bill which would encourage the phase~-down
or phase-out of institutional settings. Some have statea that
connunity ana family-basea services are still in the experimental
stage, that they cannot aaequately serve persons with severe ana
profouna mental retardation, They justify the neea tor
segregatea facilities on the grounas that only there can their
family members receive the specializea services they require,
Phey argue that the security of lite-long placement in a single
place which is regularly monitorea is preferablie to placement in
alternative settings. I submit that these are very real
concerns., But they are concerns without founcation. There is no
security that an institution will stana torever. 1In Michigan, in
the last two years, four have been closea, Sgecializeu services
aepena upon the availability of qualifieu euucators, therapists,

meuical ana allieu health personnel, These ana other specialists
\
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can go to work in community ana family-basea settings just as
easily as they can go to work in an institution. Monitoring
annually or every two years by licensing, certification ana
accrediting boaies does not assure a safe place with quality
care, As Executive Director of the Michigan Protection ana
Aavocacy Service, I visit institutions, community homes ana
foster family care settings on a regular basis. By far the worst
abuses of inaivjiduals ana violations of stancaras of quality of
care have been founa in accreuitea institutions. On a single
visit to an accreultea institution, I observea &mnonyg other
things, an absence of stati interaction with resiaents, an
absence of personal care items (toothbrushes, hairbrushes, toilet
tissue, soap, towele), 32 men wearinyg icentical jumpsuits
one-size~fits-all stanoing in a dirt courtyara surrounaceu by &
six-foot chain link fence while the four statf sat in the oniy
chailrs ana cuea residents to tell us how great the staff were.
We founa a woman tiea to a toilet with a beasheet~-left there so
.long she hac fallen asleep. She was aistrubea only by the nurse
whojwoke her to auminister meaication anua then lett her
unattenaeal Poor quality of care can exist anywhere, It is more
likely to obtain when out of sight ana mina of concerned others,
Community-basea care settings are monitorea not only by program
sersonnel but by neichbors who have a vestea interest in
naintaining & well-run program in their miast,

People who are out ana about, who are seen ana heara
COUNT. Reintegrating persons with aisabilities into the

mainstream ot society requires valuing those persons as

39-791 0 - 85 - 21
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inaiviauals. 8.2053 in restructuring the reimoursement
priorities of Meaicaia is inaeea restructuring our value system
as it regards our fellow citizens, In a statement entitlea The
Community Imperative, the Center on Human Policy at Syracuse
University wrote in 1979,

"+ « o In fulfillment of funaamental human rights ana

In securing optinum aevelopmental ogpoztunities,

All people, regaruless of the severity of their

aisabilities, are entitlea to community living."
That same year in his Memoranaum, Oraer anu Decree in the
Plymouth Center case, Juage Charles W, Joiner, U.S, District
Court, Eastern District of Michigan wrote,

", . . A commitment to the aevelopment of a

comprehensive system of appropriate less

restrictive habilitation, training ana support

services for each member of the plaintifi class.

All mentally retarueu inuiviauals can ana shoula

live in the more normalizea environnent ot the

community ana ao not require institutionalization,

given the aevelopment of necessary habilitation

ana support services in the community."
Basea on the experiences of placing members of the plaintiff
class in appropriate community settings in aaaition to the
success of community ana family-basea services aevelopea on its
own iniciative, the Michigan Department of Mental Health has maue
a commitment to halt admissions to institutional care to the
extent possible ana re-airect those persons requiring out-of-home
care to community services, The effort has been so successful
that it is rare for a chila to be placea in an institutional
setting ana even those that are referrea by Social Services for
wlacement in nursing homes must first be referreu to tue

Departrent of Mental Health to ascertain if they can be
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appropriately servea in a conmunity setting, The institutional

population in the state has been reaucea from over 12,000 only a
decace ago to less than 2,500. The number of persons remaining
in specialized nursing homes is just a few hunurea. 1In the next

years, we hope they too will join us in community lving ana that

none will be sent to take their places. 1In fact, James J.
Blanchara, Governor of Michigan in his 1984 State of the State

message wrote,

"Eftorts must also continue to proviue services

to chilaren requiring out-of-home placement in

the rost appropriate ana least restrictive manner

which supports their growth ana aevelopment. I

am instructing the Human Services Cabinet to

coordinate these etforts so that we can set &

goal that by the ena of 1986 no developmentally

aisablea chila will be institutionalizea,"

Within Michigan community living has been demonstratea as
proyrammatically etfective tor most people. It is also cost
effective. Institutional settings in Michican range in cost from
$114 to $197 per Gay. Swall group homes tor severely impairea

., persons with specialized care neeas range from $91 to §132 per
day. Small group homes for persons who require less assistance
in meeting their personal neeas are about halt this cost. Foster

family care settings are even less costly.

In 1984, Michigan mage a major change in pupblic policy by
passing the Family Support Subsiay Bill which will provice a
monthly stipena in the amount similar to the Supplemental
Security Income payment to natural tamilies of persons who are

severely nultiply impairea, severely mentally impairea ana
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severely autistic impairea, This payment which will not be
treatea as income to the family will permit families to obtain
human ana material resources which will enable them to maintain
their aisabled family member at home. It is probably not enough
nor does it serve all the people who might neea such assistance
but it is a beginning, a first step toward builaing a partnership
with the natural families Qho for so long have hau to separate
themselves from their family member in oraer to obtain necessar&
services.

Another step in the long journey to a community ana family
bagea service system are the Community Care Waivers currently
obtainable through the Health Care Finance Aaministration, While
not every state has utilizeda this provision, those that have are
adaing to the information available on the werits of community
care,

As we look at the provisions of S$.2057 ana the proposea
changes submitteda by ARC/US in April 1984, it is clear that the
primary purpose of the legislation is to promote a range of
habilitative services in the community ana to encourage the
return of persons now living apart in institutions by proviaing
for their needas in a community setting., The range of services to
persons with physical and aevelopmental aisabilities which woula
be reimbursable unaer the bill is exciting. It is important to
assure that persons alreaay living in the community benefit from
this expanaea program at the same time as those who are returning
do, We need to assess what full implementation of this program

will cost in total Medicaid aollars. It is my belief that over
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time it will be cost effective, It is not a bricks ana morter
program, It reimburses services not construction costs., We know
from experience in special eaucation that early intervention
prevents or at least ameliorates aisability conditions. The more
we can help a person towara inacpendence, the less we will have
to spena for dependent care., ‘

When I walk through institutions, I see many
indiviauals who cannot walk or even sit or

roll over, Their joints are frozen ana

their muscles have atrophiea from long years

of daisuse. Upgraaea services of recent years
cannot correct the camage done by years of

lying in a crib., Many of these people were

born with goints, muscles ana sensory apparatus
more intact than were Ginny's. It grieves me that
we have aone them such a ais-service. Ginny
walks toaay because so0 many chilaren ana

adults workea so faithfully ana long to stimulate
her senses ana exercise her limbs. She has no
debilitating contractures but she might have

haa if she haa been placea in a crib ana

ignorea in her silence.

Recent comparisons of tunctioning levels ana rates of
development between persons in institutions matchea with persons
in community care have shown that those resiaing in the community
make greater developmental gains at increasea rates of
aevelopment, It appears too that the greater the inaivicual's
neeas, the smaller the setting should be, (Keith ana Ferainana,
1984) (Conroy ana Braaley, 1984)

In 1981, Ginny movea to a small group home

in a regular neighborhooa. She ana tour

other teen-agers attena school in a 230-cay

program due to their particular neeus. The

home statf (three each on aay ana atternoon

shifts ana one on the mianight shitt) work

with them to cevelop their social ana

personal care skills. Sign language ana

other communication skills are workeu on aaily.

Ginny's rate of ueveloplment nhas acceleratea in
this environment. At 17 she's encouragea tc uo
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things tor herself to the extent possipble ana

she continually surpasses our expectations of

what is possible, While we celebrate her rate

of growtn ana aevelopment, it pales in comparison
to the change experienceu by her roommate Sally
(not her real name). Sally, agea 16, came to the
house from a large institution. Through ny work

I haa known her since she was eleven and through
documents, I had known something of her lite
before age 11. When she arriveu, she aisplayea
classic finstitutional" behaviors., She tore her
clothes off at the slightest provocation,
runinatea, belched, spit, screamea ana naae ugl{
noises, stole fooa at the table anua was aggressive
toward her housemates. The fact that she was a
Hepatitis B carrier mace it even more aifficult for
people to want to be near her,

However, staff in the home setting witn protessional
assistance developea interventions ana training
programs to teach her wore acceptable behaviors.
bost of all they acceptea her as a teen-ager who
like all teens wanteu to pe a nember of the group,
They reacheu out to her as a person ana taught her
nev behaviors airectly ana incicentally. BEach week
I sav aramatic improvements. Within six months,
there was a whole new person greeting me at tne
aoor., Touay wuen 1 arrive, I am net py a smiling
young woman who is aressea attractively ana who
priues herselft on her appearance especially her
long blona hair, 1 wish I haa a viaeotape recoru
of her metamorpnosis. It woula be a compelling
aocunentary.

Coula Sally have learnea her new skills in the
institution? Possibly,.but it woulc have been aifticult., It's
hara to learn to style your hair when you don't have uryers,
mirrors, combs available. It's haru to stay clean when you bathe
only three tines a week, It's haru to 1éarn to aress
attractively when your clothes are limitea in numper ana not

A necessarily coorcuinateu or the latest style. It's haru to learn
to cook when the central kitchen is a halt mile from your
puilaing. There's no neeo to set the tavle when tooa is servea

on a aisposable sectionea tray. When you have to shout or’
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act-out to get attention, quiet, mouest behavior is not likely to
occur. While costs shoula not ve the measure ot a quality
service, it is interesting to note that the per-uiem cost of care
in Ssally's institutional setting has been as hign as $229 per way
while the cost of care in her present home is less than $100.00.
Sally's story has peen repeated over ana over as
indiviauals have left institutions ana specializea nursing homes
in Michigan to return to their own or foster families, to move to
small group homes, apartments or other community living
arrangements. One of the outcomes of having to nove people from
institutions on court-oruereau scheaules is that we have learnec
that people do not have to be "reauy" to move successtully. The
rmyth that people shoula know all there is to know about community
living beiore leaving the institution has been uebunkea. Rather,
it is the community which neeus to get ready tor their return by
establishing the necessary support services ana extenaing a hana
in welcome. One of the strengths of S$.2053 is the requirement
for an inaividualizea service plan which is uevelopeu
cooperatively by statff of the institution from wnich a person is
leaving anu professionals in the community, the recipient ot
service ana parents, guarauians ana aavocates as appropriate,
$.2053 in requiring a phase-out of Heaicaiu tunaing to
institutional settings over a 10-15 year timeline creates a
condition wherein it is in the interests ot staces and their
citizens to wevelop connunity anua family-paseu alternatives,
Changes to the pill recommenaea by ARC/US in April 1984 woula

reguire an 85 percent rather than 100 percent withurawal of tunas
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and assure that adjustment for inflation is maae so that states
will have 15 percent in real aollars available for institutional
care at the ena of the stigulatea time frame, Proponents of the
modification hope this will enable states to maintain levels of
care in institutions sti)l in place at the ena of the phase=-aown
period, It may also give time for people in states where
community ana family-basea services are less aevelopeda to become
acquainteda with successful noaels of service first hana ana
aevelop their own commitment to them,

It is important to remember that the funding resources
which would flow to the community if S$.2053 becomes law would
also provide for services to people alreaay in the community not
just those leaving institutions., ARC/US has recoumenaea
eliminating the provision in §,2053 which provices a 5 percent
higher Federal match for home ana community serviﬁes to persons
who were institutionalizea for the first five years following
their return to the community. Instead they propose aaaition of
a provision which woula reduce the Feueral matching rate for
institutional services while maintaining the Federal matching
rate for home ana community-basea services., This change would
produce a more eqguitable support for persons who have not been
institutionalized while maintaining the incentive to states to
move to a comnmunity-based service moael.

To avoid confusion in detinition of eligible populations
for benefits of 5,2053 vis a vis eligible populations for other
Federal benefits, ARC/US ana we support amenament ot the

aefinition of the eligible population to contorm with the
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definition of disability in Section 223 of the Social Security
Act. We also support the proposea amenament to permit children
who are mentally ill ana who are unaer the age of 21 when §,2053
is passeda to maintain their eligibility for sgrvices into their
aault years.

In general, we support the concept of $.2053 ana the
recommenaea changes proposea by ARC/US in April 1984, 1In
aqaition to those mentioneda above, we want to single out for
emphasis the provisions for protecting existing services as
people become eligible for services unaer §.2053, Language
should a;so be added to prohibit states from suspenaing,
reducing, discontinuing or terminating the meaical assistance
provided unaer their state plan because of any financial
constraints created by the reauctions callea for in S$.2053. This
does not necessarily mean that the states must maintain the same
total aollars for services to aisablea people.

We support the proposal to require states to include an
array of community ana family support services in their plan.
ARC/US has proposea an exhaustive list ana no aoubt there will be
others mentioneda in the course of these hearings. Experience has
shown that unless services are specifiea ana mancatea they may
not be forthcoming.

Finally, we urge inclusion of the provosea timelines for
implementation particularly the one which would reguire states to
provice some family home and community services in the first year
following enactment of $.2053. As mentionea earlier, the longest
journey nust always begin with the first step., By ceveloping one
connunity home or proviuing services to one person in his own

home it will appear more possible to do the same for others.
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S.2053 when passea will create an opportunity to alleviate
fiscal and programmatic pressures on the Feaeral-State Meaicaia
program, to increase access to and qguality of neecea health care
services ana to promote community ana family-pasea servicer
accoraing to a long-range plan ana with sufficient resources to

accomplish its objectives,
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STATEMENT ON SENATE BILL 2053

"Community and Family Living Amendments of 1983:

Submitted by
Leonard W, Levine, Commissioner
Minncsota Department of Human Services

Fourth Floor Centennial Office Bldg.
St. Paul, Minnesota 55155

Summary of Position
The Minnesota Department of Human Services is unequivocally committed to the

policy goal of eocial and physical intergration of persons with mental retarda-
tion into the community and to the development of service options that allow

them to 1ive their lives with dignity and independence.

However, the Minnesota Department of Human Services (DHS) does not support

a
the "C ity Living Amendments of 1983" (S. 2053) in itg present form.
Specifically:

o We support the expansion of ity services outlined in the bill,

Additional language should be added detatling specific community

services available under the program.

o The proposed definition of "developmental disabilities" is mora
encompassing than the current Minnesota definition and will pose
administrative difficulties. The definition established by the
Minnesota Legislature {s better. Moreover, the obvious increase in

demand for services that will

pany this broadened definition needs

additional fiscal analysis.
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o The provisions in the amendments for the staged reduction of federal
financial participation in the costs of care in larger fac111c1$s
would pose serious problems For Minnesota. There are 6866 Minnesotans
living in IGF/MRS. Less than 30 percent of these persons live in
facilities serving fewer than 16 residents. While the State is actively
committed to the development of small community facilities, the phase~-out
provisions gloss over the complexity of the process of defining change.
The State of Minnesota has :even institutions serving peraoﬁa with mental
retardation. The proposed reduction of administrative support would
unnecessarily regtrict the state's fleribility in planning a future

course for thesa programs.

Senate Bill 2053 embodies many concepts that describe Minnesota's current
program initiatives in services to persons with mental retardation:

-gupport of family integrity by providing services close to
family and friends;

-recognition that l1ife {n the community not only enriches the
lives of all of us, butalso provides a potent habilitative
environment for persons with severe disabilities;

~recognition that careful service planning and assurance of
quality in the service delivery system are critical;

~protection of the rights and benefits of current employees; and,

~that meaningful vocational training and employment opportunities
are essential to the personal independence of persons with severe

disabilities. .

In these areas, Minnesota supports strongly the public policy implicit in
the amendments, The concepts embodied in S, 2053 represent sound national

policy and an affirmation of Minnesota's own policy initiatives.

N
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The mechanics of the current Bill present Minnesota with some severe, and likely

insurmountable implementation problems.

The definition of "developmental disabilities" poses problems. Senate Bill 2053
propoges a definition of '"developmental disabilities" that is too encompassing.
Currently, Minnesota statutes set forth clear criteria for determining the
presence of mental retardatior or mental illness. The Minnesota Legislature
appropriates resources for the provision of services based on a clear, historical

understanding of the nature of the services provided and the needs of Minnesotans

who receive the services.

The "Community and Family Living Amendments of 1983" proposed definition is
less well articulated than that which has been established by the Minnesota
Legislature. The definition may be unadministrable In mandating the proposed
definition, the Congress will create conflicts and confusion between Federal

directives and Minnesota's established policy goals.

As federal program policy has shifted rapidly away from the provisioq of care

in large, segregated facilities and toward small, community-intergrated,
habilitation-oriented services, federal funding and regulatory policies have

been slow to respond. The result has been a clear federa. emphasis on community-
based service delivery with funding and regulatory policy continuing to provide
incentives for providing services in large ‘care facilities. Minnesota's efforts

to repond to this change in program policy in the face of federal funding and
regulatory mechanigms that encouraged the development of large facilities and
discouraged the development of small, comaunity-based facilities has been

labored and has resulted in costly and protracted litigation. Minnesota's experience

has been similar to that of some other states.
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Recently, the advent of the medicaid home and community-based services waiver
has been a first step towards aligning federal program and funding policies,
and has stimulated a significant amount of activity related to the development
of small, connunitizhased services. The medicaid waiver deserves continued
Congressional support and study. Moreover, The Congress should exercise its
oversight authority and make sure the waiver provisions of Section 2176 are
properly implemented. We are beginning the waivered services program initiative
in an enviromment that is the product of following the direction of federal
funding policies in the not too distant past. The existing service system
18 one in which only 636 Minnesotans with mental retardation live in community-
based ICF/MRS of six or less; 2,198 live in community-based ICF/MRS of 7-16;
1,527 live in community-based ICF/MRS of 17-99; and 841 live in community-based
ICF/MRS of 100 or more. Minnesota now has the highest per cap;ca rate of place-
ment in ICF/MRS 16 or more residents of any state in the nation~-~110 per 100,000
population, By comparison Louisiana is a close second, and West Virginia has the
lowest rate-~-9 per 100,000 population. There are at least three conclusions
to draw from these data:
~-measure to implement S.B. 2053 must be vastly different from state
to state to allow for the considerable éifferences that exist among
the states;
~Minnesota and some other states will be faced with large administrative
tasks, and,
~the proposed sanctions for not complying with the provisious of S.B. 2053
would be particularly severe for Minnesota and the n ve than 4,500

individuals who will be affected.

Minnesota is committed to changing our service configuration to achieve a greater
variety of small community-based service settings. However, the proposed
planning and enforcement mechanisms, and the associated sanctions of S.B. 2053

would be disruptive. Congress must consider the damage that the sanctions and
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enforecement mechanisms proposed in S.B. 2053 will have on the long-run
evolution of service systems in state like Minnesota. Congress should consider
alternatives which-dllow for management flexibility for states and tie federal
financial incentives to individually determined state goals for program size

reduction.

In summary, I would like to reiterate Minnesota's strong and demonstrated
support for the program concepts and the expansion of community-based services
embodied in the "Community and Family Living Amendments of 1983". Other
provisions in the amendments which impose financial sanctions and restrict
the administrative perngratives of the states should be changed. In Minnesota,
we have a long tradition of providing humane ané effective services to persons
with severe disabilities. It is our intention to continue that tradition

even more aggressively into the future.

39-791 0 ~ 85 - 22
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TESTIMONY

SUPPORTING S. 2053
THE COMMUNITY AND FAMILY
LIVING AMENDMENTS OF 1983

Presented by:

Minnesota Governor's Planning Council
on Developmental Disabilities

Before the:
Senate Finance Committee on Health

United States Senate
Minneapolis, Minnesota

August 13, 1984
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The Minnesota Governor's Planning Council on Developmental Disabilities supports

S. 2053, The Community and Family Living Amendments of 1983, including the

changes and amendments vecommended by the Association for Retarded Citizens -

United States.

tion:

In July of 1984, the Council adopted the following resolu-

S. 2053 COMMUNITY AND FAMILY LIVING AMENDMENTS OF 1983

This bill provides expanded Medicaid coverage for family and community-

based services

for mentally retarded and other severely disabled persons.

Its primary focus is severely disabled recipients of Supplemental Secu-

rity Income (SSI). Federal Medicaid funds for institutional care would

be phased out and redirected to more appropriate cost-effective home and
community services, and this bil) establishes new monitoring provisions

and other protections.

WHEREAS :

WHEREAS:

WHEREAS:

WHEREAS:

THEREFORE

The Community and Family Living Amendments of 1983 man-
dates long-range, systematic planning for community-based
services systems while providing for an appropriate shift
in. Medicaid funding to support such planning; and

The Community and Family Living Amendments of 1983 supports
the idea that the place for people to build their futures
is in the community; and

The Community and Family Living Amendments of 1983 is a
response to the needs of individuals by supporting an array
of services which facilitate community integration and
quality of services; and

The Community and Family Living Amendments of 1983 establishes
new monitoring provisions and other protections for people
with disabilities living in the community.

BE IT RESOLVED: The Governor's Planning Council on Develop-
mental Disabilities supports the bill with its recommended
changes, proposed by the National Association for Retarded
Citizens, and expanded eligibility requirements to include
persons with mental iliness and other disabilities.

The introduction of S. 2053 provides an opportunity to examine several issues

surrounding services especially residential services for persons with de-

velopmental disabilities.
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The Minnesota Governor's Planning Council on Developmental Disabilities

welcomes this opportunity to discuss the issues and offer observations

about the current service system in Minnesota.

1.

Consumer-Driven System

Overreliance on construction of facilities or the maintenance of

an already existing service may inadvertantly direct public re-
sources to meet the needs of a system (bricks and mortar) rather
than the needs of people. To be responsive to an ever-changing
profile of clients, the service system itself must adapt and be
capable of change. ICF-MR facilities should be viewed as one type
of service within a broader array of programs and services available
tc people with developmental disabilities. Those services should
remain flexible and promote, wherever possible, movement into more
independent (usually less costly) settings. To achieve those ends,
funding mechanisms should accommodate people; not programs. (Policy

Analysis Series Paper #15, March 14, 1983.)

In Minnesota, individuals are made to fit services rather than ser-
vices designed for individuals. The difference between "consumer
powered" and "resource or provider-driven" system is illustrated

as follows:
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S. 2053 recognizes and supports the empowerment of consumers
and places high priority on families. This is the first time
that Congress has recognized the family and small community
settings as the option of first choice.

Meeting Demands for Service

Much of the demand for community placements in Minnesota could
be met by existing ICF-MRs if appropriate alternative services

for many current ICF-MR residents were developed and adequately
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funded. For many pecple, ICF-MR services may be the most
appropriate service model; for others, that level of service

may represent only one step in a process of growth and change.
Quality Assurance Review {(QAR) data suggest that as many as 200
people now living in group homes in Minnesota are ready to move
into semi-independent living settings; other estimates indicate
that, with varying levels of supervision, as many as 1,000 people
could be placed into foster care or semi-independent living
programs (Copeland and Iversen, 1981). S. 2053 allows flexibility
in the service system to meet needs in a range of alternative
living arrangements.

Size of Community Facilities

Size of facilities remains an issue. Current studies by the
Minnesota Developmental Disabilities Council (Policy Papers

#4, #15, #19) indicate that the smallest facilities are not the
least costly. :Several mitigating factors should be considered,
however. Most of the smallest ICF-MRs are relatively new facili-
ties. Inflation and the recent increases in the costs 6f con-
struction and financing may account for much of those cost
differences. Additionally, people now being placed into community
facilities are more likely to have lower levels of functioning
and/or physical handicaps than people placed several years ago in
older facilities. Higher resident dependency levels suggest

higher staff-resident ratios; hence, increased costs. Finally,
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the literature suggests that when all facters are considered,
the psychosocial and developmental needs of individual resi-
dents are more likely to be met in small, homelike residential
programs, rather than in larger facilities. Such factors
include:
- individualized attention (Baroff, 1980)
- resident oriented care practices (Balla, 1976;
Raroff, 1980; King, Raynes & Tizard, 1971; McC;rmick;
Balla & Zigler, 1975)

absences of security features, existence of personal

effects, privacy in bathroom and bathroom areas«

(Balla, 1976; Baroff, 1980) '

- community exposure, social interaction (Crawford,
1979; Baroff, 1980)

- eyperienced, trained direct care staff (Bellinger

& Shope, 1978; Baroff, 1980).

Larger Community Facilities

The appropriateness of larger community ICF-MRs also needs to be
addressed. In 1980, the ten largest facilities in Minnesota\
accounted for nearly oﬁe-quarter of the total community ICF-MR bed
capacity. Some facilities exceed the size of state hospital programs.
In 1980, nearly half (49%) of the people in community-based ICF-MRs
lived in "group homes" with more than 32 residences. The figure

below graphically depicts the size range of Minnesota facilities.
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FACILITY SIzZE®

NUMBER OF FACILITIES TOTAL LICENSED CAPACITY
(Totsl N « 281) (Total N « 4,669)
Percent of State Tots) Percent of State Total
40 30 20 10 ]
] 1 1 1 ° )lo 210 310 6'0

S— 1
92| 6 or fewer , |55I

61| 13 to 16 ::, 899
10[: 17 to 32 :] 211

21 | 33 to 64 985
11 E 65 to 171 '1.131

A}

aDevelopmental Disabilities Program, Policy Analysis Series
Paper No. 19: An Update to Policy Analysis Series No. 4
and 15: Cost Function Analysis of Minnesota Intermediate
Cane Facilities forn Mentally Retanded (ICF-MR) Pen Diems:
1981 (St. Paul, MN: Developmental Disabilities Program,
State Planning Agency, August 14, 1983).

5. Less Costly Alternatives

Community ICF-MR programs are not cheap. In fact, the costs of
a community placement for a former state hospital resident may

approach those of the state hospital system--when costs of day
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programming and support services are included. This is most
true for children. Residential and day programs for children
are relatively more expensive than adult programs. Considera-
tion should be given to developing in-home support services

and expanding family subsidies for children. Not only are these
programs more cost-efficient, but they may help to forestall or
alleviate the need for placements into costly institutional and

ICF-MR settings.

We are extremely pleased with the concept of the Title XIX Home
and Community Based Waiver. While the provision of these ser-
vices under the Medicaid Waiver is important in the development
of less costly alternatives, only a limited number of people

can be served by specific types of services such as supported
living arrangements and in-home supports. One useful service not
covered by the waiver in Minnesota is Semi-Independent Living
Services (SILS). The provision of SILS involves placement of
adults in small units (2-4 people) where they are supervised by

a licensed agency and provided with services based on need,
including training in cooking, shopping, hygiene and using public
transportation. The purpose of SILS is to train for independence
or to maintain individuals in semi-independence. SILS room and
board are paid from the following sources: Supplemental Security

Income (SS1), Minnesota Supplemental Aid (MSA), Social Security
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Section 8 (HUD), General Assistance (GA), wages, food stamps,

and combinations of these. As of December 30, 1983, there were
67 licensed SILS agencies with a total capacity of 1,290 persons
in Minnesota. Shifting use of Medicaid do]lérs as proposed in

S. 2053 would permit expansion of services like those available
under the waiver and the development of other services such as
SILS which allow for increased independence of persons who are
mentally retarded. Further, they are compatible with cost
considerations and consistent with policy statements which promote
normalization and least restrictive living environments.

Support Services

The further development of ICF-MR programs, as well as other
comunity-based residential care programs, cannot proceed without
also considering the availability and appropriateness of community
support services. There are at least two major areas of concern:
(1) the availability of day programs and (2) adequate case manage-
ment services.

A. Adequate and Appropriate Day Programs

The ultimate success of residential care services is highly
dependent upon the availability of appropriate day programs--
programs committed and geared toward client growth and
development in self-help skills, academics, vocational
skills, and meaningful employment. Current opportunities

are limited. Data indicate that many potential clients are

waiting to participate in developmental achievement center



341

programs. At the same time, current DAC participants are
ready to move into sheltered workshops but are unable to
make those transitions because there are no vacancies (Policy
Analysis Paper No. 8, 1982). Future development of community
residential programs must be closely tied to the availability
of quality dky programs which are capable of meeting the
individual needs of residents.

B. Case Management
Finally, the success of community programs is also dependent
upon an adequate supply of case management services. In a
system of care which is becoming more and more decentral-
ized, it is imperative to have in place and operating a
workable case management system (i.e., reasonable caseloads)
which can help ensure that appropriate programs and services
are available, that necessary services are provided, and that
quality of programs is maintained. Few places in Minnesota
have adequate case management services.

Target Population

We fully support the definition of developmental disability in

S. 2053. We are concerned that two groups be considered for

inclusion: emotionally disturbed children and mentally i1l

persons. If S. 2053 cannot address these groups, then we urge

Congress to consider the needs of these persons in the near

future.
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Conclusion 4
A belief in human dignity, that each person is unique. and capsble of develop-
ment unlies protection of the basic rights of individuals. While the majority
of people with disabilities live independently, some beop]e need €ither
temporary or long term help from society. S. 2053 as proposed provides an
excellent opportunity for society to explore more cost effective, less
restrictive methods of care for persons with developmental disabilities.

The attached document "Position Statement on Service Provision to

Developmentally Disabled People" further defines our Council's position.
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Minnesota Governor’s Planning Council

on Developmental Disabilities

DEVELOPMENTAL DISABILITIES PLANNING OFFICE OF THE STATE PLANNING AGENCY
200 CAPITOL SQUARE BLOG. o 550 CEDAR STREET @ ST.PAUL, MN 55101 o 612-296-4018

POSITION STATEMENT ON SERVICE PROVISION TO
DEVELOPMENTALLY DISABLED PEOPLE - 1982

Changing social and political priorities require a social service system to
frequently restaie its fundumental ideology. The ideology clarifies the pur-
pose and importance of the goals and objectives. A community appraisal of the
ideology will cilarify whether the commitment to these ideals remains or if
other priorities have been established.

The ideology of the Minhesota Governor's Planning Council on Developmental Dis-
abilities includes the following:

1. INDIVIDUAL VALUE: Our nation has proclaimed that all persons have basic
rights including those to 1ife, 1iberty, and the pursuit of happiness.
This commitment is based on political, philosophical, and theological
beliefs that each person is fundamentally equal. Over the last two cen-
turies, disenfranchised groups have become recognized as contributing cit-
izens. The Governor's Planning Council on Developmental Disabilities is
committed to the recognition of value of individuals who are development-
ally disabled. Every person has the right to equal respect, dignity,
rights and responsibilities.

2. DEVELOPMENTAL MODEL: Every person is capable of growth and development
regardless of the severity of his or ner handicapping conditon. An indiv-
idual continues to grow as long as habilitative opportunities exist and
are not limited to specific chronological ages.

3. THE NORMALIZATION PRINCIPLE: Individuals, by definition, are unique from
one another. These differences can be reduced or intensified depending
upon the education and experiences of both individuals and society. The
normalization principle draws from the belfef that the individual's abil-
ity to contribute to soclety is directly related to his or her opportuni-
ties to participate in the society.

4. CONSUMER PARTICIPATION: Maximum consumer involvement in determining needs
and services will increase the effectiveness of the services. The consumer
knows his/her own needs best, and establishing accountability of service
delivery systems with consumers and their representatives can lead to
higher quality services.

Statement of Objectives

The basic guidelines for a service system are the formal goals, those which
"are the designated, chartered, and manifest intents of an organization.

AN EQUAL OPPORTUNITY EMPLOYER
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These goals represent what the organization is designed to accomplish, its rea-
son for being, and its objectives for society and for the population or client-
ele it serves" (Miringoff, 1980). Clearly stated objectfves communicate to
the clients served, the service staff, and the community at large the direction
and purpose of the work undertaken. They provide a critical tool for evaluat-
ing the daily activities to the fundamental ideology.

The following objectives represent the proposed direction of the Governor's
Planning Council on Developmental Disabilities:

1. Yo obtain or provide services at local levels so that people who are or
ecome_developmentally disabled can remain in_or return to their communities.

Therefore, it 1s our position to:

a. Encourage the provision of services at the local level so that all
disabled persons will be able to be served in a community based
program regardless of the severity of the handicap or complexity of
the needs.

b. Encourage local programs to plan and support a "zero reject" orien-
tation toward persons in need.

¢. Encourage the provision of services as close to home as possible
and in an environment which imposes the minimum stigma and exter-
nal control upon each individual.

d. Encourage the prevention of all unnecessary admissions or readmis-
sfons to institutions.

e. Encourage the provision of services in the "least restrictive
alternative."

2. To encourage the provision of an array of specialized services which meets
the needs of Minnesotans from birth until death.

Therefore, it is our position to:

a. Give early intervention primary consideration.

b. Encourage communities to develop a full range of services to meet
the developmental and human needs of all persons with developmental
disabilitias.

c. Encourage the provision of services which are specialized to meet
unique needs.

d. Encourage the involvement of separate and different settings and
locations consistent with the function of the services (vocational
programs in industrial settings, residential programs in residen-
tial settings, etc.).

e. Provide proper linkages, continuity and cooperation between ele-
ments of the service system in such a way as to minimize barriers
tnat interfere with clients receiving proper care.
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f. Encourage the provision of access to appropriate services without
regard to the nature, severity or multiplicity of needs, and without
regard to race, sex, physical handicap, age or economic status.

3. Jo promote the development of services for developmentally disal ersons
rough the use of generic resources and settings available to al) citizens.

Therefore, it fs our position to:

a. Advocate for the rights of our clients to use the same resources and
settings which are available to all citizens, whenever those resources
and settings are appropriate to meet the individual's needs.

b. Coordinate with programs in the community to identify needs of persons
with developmental disabilities, identify roles and responsibilities
of agencies, and develop a plan for meeting service gaps.

c. Encourage "direct services" only to eliminate gaps within existing
programs.

d. Promote the integration of developmentaliy disabled people into the
community in all facets of their 1ives.

e. If necessary provide training and resources to staff and generic
agencies who will serve developmentally disabled people.

f. Make information available to consumers, parents, and staff on com-
munity resources.

4. Through the use of individualized program plans, to develop the skills of
deveTopmentally disabled people so that they may participate In and contri-
bute to their community.

Therefore, it fs our position to:

8. Encourage counties to provide clients with appropriate individual ser-
: vice plans based on an adequate assessment of needs.

b. Encourage providers to give opportunities to develop in clients their
poten::ial to become more self-sufficient and to attain self-confidence
and dignity.

c. Encourage the state and county to provide the appropriate protective
and follow-along services when needed.

d. Recognize that each person 1s unfque, and be responsive to the indiv-
idual differences and needs of our clients.

e. Utflize modern, well-researched, effective and humane educational and
therapeutic techniques, services and service models.

f. Develop programming for each indfvidual, rather than for groups or
facilities.
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View developmentally disabled persons as rightful members of the
community, with strengths as well as weaknesses, and always with
potential for growth, participation, and contribution.

To increase the individual's competence in the areas of {ndepend-
ent functioning, economic activities, physical development, voca-
tional skills, domestic activities, cognitive skills, language

and communication, socfalization, responsibility and self-direction.

To reduce the frequency of socially unaccaptable behavior such as
violent and disruptive behavior, withdrawal, anti-socfal behavior,
and self-abusiveness.

To su?gort and assist families in meeting the needs of the developmentally
sabled fam er. ]

Therefore, it is our position to: :

b.

c.

Maintain the family relationship through childhood, including
adolescence. .

Provide support for adult growth and independence as normal as possible.

Coordinate with families to identify developmental disabilities,
identify roles and responsibilities of the family and the agencies,
and provide assistance directly to the home whenever appropriate.

Provide or procure training, if necessary, to assist familfes in
meeting the specialized needs of the family member with a devel-
opmental disability.

Make information available to families on the resources available
within the community to meet the needs of the developmentally dis-
abled person.

Provide “direct residential services" only when assistance provided
to the natural home is determined to be inappropriate.

- Afid the family 1n recognizing the disability as an independent event,

not a negative reflection on the family nor the developmentally
disabled individual.

To increase the public's understanding of the ability and needs of persons
with mental retardation.

Therefore, 1t is our positfon to:

Improve the image and acceptance of disabled (and potentially devalued)
people through the education of the public. Recognize that social per-
ceptions and prejudices may be as 1imiting as the individual's develop-
menta) disability.

39-791 0 - 85 ~ 23
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b. Recognize the contributions made by disabled persons to their own
comunity through public education activities.

c. Focus on the special needs of disabled persons and their families
through public education.

d. Provide public education in a manner which will enhance the image
of persons with developmental disabilities. .

e. Respect the rights and dignity of each individual fn public educa-
tion activities.

7. To advocate for the rights and responsibilities of citizenship for develop-
n

8.

9.

mentally disabled persons.
Therefore, it is our position to:

a. Encourage the provisfon of services in such a way that each person
has the opportunity to exercise as many civil, legal and human
rights as possible.

b. Support clients in exercising maximum responsibility for their lives
so that they may functioi as autonomously as possible and partici-
pate in decisions regarding their lives to the greatest possible
extent.

c. Provide services in the least restrictive manner possible.

To provide staff with the support and training necessary to fulfill their
professional responsibilities.

Therefore, it is our position to:

a. Encourage systematic recruitment of high quality professional staff
and help all employees improve their ability to perform their jobs
through education and training.

b. Encourage the provision of steady employment at a salary commensur-
ate with the service provided by the employee.

c. Encourage the provision of pleasant work surroundings including a
safe and healthful working environment.

d. Encourage the provision of opportunities for advancement to exist-
ing personnel.

Jo provide an administrative structure which is consistent with the purpose,
oaﬁs and posti .

g postions of the Governor's Planning Council on Developmental
Disabilities.

Therefore, it is our position to:

a. Encourage state agencies to provide for an equitable distribution of
services.
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b. Encourage state agencies to provide policy and program standards in
order to maintain the quality of services.
10. To provide for a systematic plannin valuation, review, assistance, and
resource Eevelognr_ent process consistent with the purpose, goals, gos1dons,

and priorities of the Governor's Planning Council on Developmental
msagnhles.

Therefore, it is our position to:

a. Plan in such a way as to place the maximum decision-making power as
close to the client as possible.

b. Encourage monitoring systems to ensure that rights are protected and
habititation needs are being effectively met.

c. Plan in cooperation and coordination with the planning efforts of
existing and ongoing planning groups within the Department of Energy,
Planning and Development and other state and local agencies.
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7414 N. Crossway Road
Milwaukee, WI 53217

August 15, 1984

Mr. Roderick DeArment

Committee on Finance

United States Senate, Room SD 219
Washington, D.C. 20510

Dear Mr. DeArment,

Please add the following to the tostimony given in Minneapolis on August
13, 1984 regarding $2053, "Thc Commnity and Family Living Amendments of
1983",

We are strongly in favor of the bill and urge that it be reintroduced as
revised when the Senate reconvenes.

As parents of a thirty year old man who is severely retarded, we are well
aware of the gaps in the community service system, largely due to lack of
funds, We also know well, how important it is to our sen and his peers
to be able to be a part of the community. -

(He was institutionalized briefly as an infant but we, thankfully, were
able to bring him home at age 15 months and have been working hard to develop
community services all of his life.)

We know that his 1ife is far richer than it would have been in an institution.
We also know that it could be more fulfilled if there were adequate funds
for programs that would enhance his development toward greater independence.
And he is one of the fortunate ones ~ there are those in our communities

who don't have even minimal services,

52053 addresses those inequities. Therefore, we are convinced that passag
of this bill as revised is essential. -

Sincerely,
;i>?:k'ﬂwcit22&617\:12a7f1ﬂ7/

Mr. and Mrs. R. J. Murphy
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Mrlwaukee, Wiscoasin

:\ug,ust lu. /1:;:{

Senator q;l;u/ﬂuruanrber. Chairman

Subcommittee on MHealth

375 ssell Senate Orffice Building
shington, bD. C. 20510

Dear Senator burenberper:

Since 1 was wunable to attend the regional hearing on Senate Bi
2053, the Community and Family Living Amendments of 1983, which .
understand  was held  in dinpneapolis  of August 13, 1984, T anm
providing this opinion, I respectfully request that it bLe made a
part ot the hearing record, B

My wife and 1 are parcnts of Deirdre 0'Donnell, a profoundly
retarded adult, aged 44 years, who has resided at Central
Wisonsin Center for the bevelopmwentally Disabled, at (ladison,
Wisconsin, for over 2% years. Previously, she was o resident ol
the Soutliern Center 1n Wisconsin, beirdre has 4 mental age of
approximately seven months, She is also severely physically
handicapped,

I have made a thurough study of sSenate 8ill 2053, and have become
convinced that it should not be enacteu without the adoption of a
nuwber ol amenduents, as attached hereto,

1 offer thuse auenduents based on extensive cexperience in  the
wental retardation movement over a period of 3G years, which
included volunteer service as Chairman of the Governor's State
Planning and Advisory Council on Dbevelopmental Dbisabilities,
President of tie ailwaukee County Association tor LRetarded
Citizens, President ol the wWiscousin Association for RKetarded
Ciltizens, wmember ot tue board of Dbirecturs ot the WNational
Association for Retarded Citizens, and sumcrous other offices.,

For their information, 1 am sending copies of this coorcspondence
to other individuals wno are interested in Senmate Bill 2053, as
indicated,

ceoryge "Donnell

49601 N. houdru[l Ave,
ilwaukee, Wisconsin 53217

Sanuro

T
e
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STATEMENT OF PRINCIPLES AND
RECOMMENDATIONS FOR AMENDMENT
CONCERNING SENATE BILL 2053

STATEMENT OF PRINCIPLES

—

1) Medical Assistance currently being received by mentally
retarded citizens as a result of their legal entitlements, as
defined in 1905(a) of the Social Security Act, should be
continued, No aspect of the proposed Section 1918 , as contained
in Senate Bill 2053, should place these benefits at risk in order
to achieve alternative service arrangements,

2) Service arrangements, such as group homes or “community
living facilities", should be obtained on the basis of their own
merit, not on the basis of an indiscriminate condemnation of a
whole category of existing services for mentally retarded

citizens,

3) Legislation supported by the ARC movement should contain
appropriate provisions to ensure that the basic civil and human
rights of all retarded citizens are protected. Steps should be
taken to include these rights as a basis wupon which appeal of
administrative rulings may be initiated, This should 1include
procedures for adjudication by the appropriate courts of
jurisdiction,

4) An array of residential services should be provided for
mentally retarded citizens which is designed to meet the needs of
the individual, after careful and comprehensive evaluation of all
the pertinent factors involved.
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GENERAL RECOMMENDATIONS FOR
AMENDMENT OF SENATE BILL 2053

1) Modify the wording contained in Senate Bill 2053, for
paragraph (45) of Section 1902(a) of the Social Security Act,to
provide that all mentally retarded citizens currently under
legal entitlement to receive medical assistance, as specifically
defined in section 1905(a) of the Act, will retain this
entitlement, in addition to the "medical assistance” entitlement
vhich is proposed under the terms of Senate Bill 2053,

2) Delete all references in Senate Bill 2053 to the effect that
severely disabled individuals may receive medical assistance
"only" 1f they reside in a "community or family living facility",

3) Delete restrictions which Senate Bill 2053 seeks to impose to
the effect that severely disabled individuals may be served in
various institutional facilities for a maximum of only two years,
and may also recelve only certain specified services,

4) Delete Section 7, paragraph (b), of Senate Bill 2053, Omit
various exemptions for facilities which are based on the number
of beds contained therein, Omit the requirement that the number
of severely disabled individuals residing in an intermediate care
facility or 1institution for the mentally retarded shall be
"reduced to zero", on a firmly scheduled basis,by a specified
date, Eliminate the requirement that reports as to progress in
this regard shall be submitted "every six months" wuntil the
"zero" objective is achieved.

5) Add specific procedures to provide that appeal to the courts
may be made concerning decisions relative tc the transfer of
severely disabled individuals from intermediate care facilities
or institutions for the mentally retarded to "community living
facilities" in cases where violations of the «c¢ivil or human
rights of the individual are involved.

6) Add more specific information to <clearly define the term
"severely disabled individual", In the absence of a more
specific definitjon, amend the bill to indicate that it applies
to "mentally retarded citizens", and apply standard definitions

for these purposes,
4
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SPECIFIC RECOMMENDATIONS FOR
AMENDMENT OF SENATE BILL 2053
(U. S. SENATE, 11-4-83)

JUNE 21, 1984

1) Page One. Change 1lines 17 to 20, inclusive, to read as
follows: "(45) provide that a severely disabled individual who
is entitled to medical assistance under such plan shall continue
to be entitled to such medical assistance ,as defined in section
1905 (a), 1in addition to any entitlement for medical assistance
which may apply as a result of the definitions and requirements

established under Section 1918."

(This change is intended to insure that no severely disabled
individual currently eligible to receive medical assistance, as
defined 4in the Social Security Act, will 1lose his or her
eligibility for that medical assistance as a result of the
enactment of $-2053. It is also intended to protect current
eligibility to medical assistance should S-2053 be enacted, and
should any state decide not to participate in the program of
"medical assistance", as defined in S$-2053. In the latter event,
medical assistance would continue under the provisions of current

law, Section 1905.)

2) Page 2, 1line 3. Delete the words, "Except as provided in
subsection (b)"., Start paragraph (a) with the words, "A severely
disabled individual", etc.

(This change omits reference to subsection(b) which is dropped in
these amendments. See below.)

3) Page2, line 7, Delete the word "only".

(This change drops the requirement that "only" those severely
disabled individuals residing in "community living facilities" may
receive "medical assistance".)

4) Page 2, lines 9 to 31, inclusive. Delete these lines.

(This drops the restriction that a severely disabled individual
may receive only certain specified services in a " facility other
than a community living facility", and then only for a maximum
of two years, This 1is the "subsection (b)", referred to

above.).

5) Page 3, lines 6 to 11, incl. Change these lines to read as
follows: "(A) All care and services which would have been
provided as medical assistance, as defined in section 1905 of the
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Social Security Act, 4{f such care and services had been provided
to such individual by an intermediate care facility or an
institution for the mentally retarded that provides intermediate
care facility services prior to the effective date of this

legislation,”

( This ensures that the definition of "medical assistance"”, as
currently found in Section 1905 of the Social Security Act, also
applies to Section 1918, as proposed by S-2053.)

6) Page 5, 1line 8. Delete the words "severely disabled", and
replace with the words '"mentally retarded". Page 5, line 9.
Insert the word "mental" before the word "disability". Page 5,
line 17. Replace the number 50 with the number 18, In addition,
replace the words "severely disabled" with the words "mentally
retarded” in the following locations elsewhere in the bill, Page
one, lines 5 and 17; page 2, lines 2 and 4; page three, lines 2,
19 and 31; page 4, lines 12 and 31; page 6, lines 6,24,25 and
29; page 8, lines 3,8,15,22,and 24; page 9, lines 10 and 19; page
10, lines 5 and 11; page 12, line 22; page 13, lines 23 and 30.)

(This change defines “mentally retarded individuals" as the
covered group, rather than "severely disabled indivduals", It is
proposed for adoption if the term '"severely disabled individual"
is not sufficiently clarified.)

7) Page 7, 1lines 32 to 34, incl, Delete this paragraph (A).
Designate paragraph (B) as paragraph (A), and re-designate other
paragraphs accordingly.

(This omits the requirement that a state which enters into a
"community and family implementation agreement" shall implement
the act under the two year time 1limits specified in subsection
1(b), We have cmitted this section. See changes to page 2.)

8) Page 9, line 11, Delete the phrase, "Under the agreement".

(This assumes that the state has entered into an "agreement"” with
the Feds., whereby specific numbers of severely disabled
individuals are to be transferred to group homes, on a definite
schedule, over a period of time. Under these amendments, this

requirement is dropped.)

9) Page 9, lines 17 to 28, incl. Delete lines 17 to 24 incl.
Change to read as follows: "(I)(i) that there be developed for
each severely disabled individual a community services plan that
specifies the types of medical assistance described in subsection
(C)(1) that such 1individual will require should such individual
be transferred to a community or family living facility; and"

(The present bill is structured to read that such a plan shall be
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developed “when" the transfer takes place. The amendment says
the plan is developed "should" the transfer occur. It drops the
concept of a8 forced transfer of all residents, but retains
the idea of the plan, in the event a transfer is agreed upon.)

10) Page 10, 1lines 4 to 9, incl. Change these lines to read as
follows: "(J) that the parent, guardian, or appropriate family
member of a severely disabled individual described in
subparagraph (1) i8 notified in writing that the transfer of
such individual from a skilled nursing facility or intermediate
care facility or an institution for the mentally retarded to a
community or family 1living facility is being considered at least
60 days before the date such transfer is decided:"

(This changes the wording from a notification that a
Mdetermination has been made to transfer" to, in effect, that a
change is "being considered". It recognizes the right of the
parent or guardian to participate in the decision.)

11) Page 10, lines 10 to 14, incl, Change the wording of this
paragraph to reed as follows: "(K) that the parent, guardian, or
appropriate family member of a severely disabled individual
described in subparagraph (I) may appeal such determination to
transfer to a community 1living facility with respect to such
individual to an impartial hearing officer designated by the

state on the basis that--"

(This change clarifies the right of appeal relative to the
transfer.)

12) Page '0, line 26, Omit the word "and", Insert the following
third paragraph. "(iii) in the case that an alleged violation of
the civil or human rights of such individual is involved as a
result of such determiration, and appeal to the appropriate
federal or state court of jurisdiction may subsequently be

initiated; and"

(This adds the civil and human rights of the individual as a
basis for appeal, and indicates that such appeal may proceed to
the courts.)

13) Page 11, lines 4 to 25, incl, Delete these lines.
.(The Section "Temporary Increase 1in Federal Payments" is deleted.
This part provided for increased medicaid payments to residents

of a community or family living facility, apparently as an
incentive for administrators to speed up transfer schedules.)

- 14) Page 12, line 33. Delete the words "Except as provided in
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subsection (c)". Start with the word "Any". Capitalize the
letter "a",

(We have deleted subsection "c¢" to which Lhis makes reference.)

15) Page 13, line 2. Delete the period. Add a comma, and the
following words after the- word "Act" in line 2, ", or an alleged
violation of the «civil or human rights of a severely disabled
individual as a result of action taken under this Act."

(This section is '"Private Enforcement," The suggested wording
provides that any interested party may bring an action to enjoin,
not only a "violation of this Act by a State Plan", but also an
alleged violation of the civil or human rights of the individual

involved.)

16) Page 13, line .5. Delete the period after the word
"operation" in 1line 5, add a comma and the following words,"or
in the appropriate state court of jurisdiction",

(The bill currently provides only for actions brought in federal
court, The proposed amendment provides for action brought in

state courts.)

17) Page 13, lines 19 to 22, incl., Delete entire paragraph (c).

(Paragraph (c) states, "No action may be brought under this
section if, at the time the complaint for such action is filed,
the same alleged violation by the same State plan is the subject
of a pending action in any court in the United States," This
paragraph is an obvious attempt to control legitimate legal
procedure on behalf of severely disabled individuals, and should
therefore be disavowed,)

18) Page 14, 1lines 18 to 34,incl. Page 15, lines 1 to 30, incl,
Delete this paragraph (b) of Section 7,

(This 1is a very controversial subsection under the title,
"Effective Date; Transition." It deals with various exemptions
for institutions, depending on the number of beds and date of
construction, makes a provison that the naumber of ‘'severely
disabled individuals" must be "reduced to zero" by ten years,
etc., This section also requires reports every 6 months to ensure
that the states are.transferring people out of "institutions", on
schedule,etc. These restrictive passages are dropped, because,
under the terms . of these amendments, they are mno longer

required.)
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STATEMENT OF
NATIONAL RECREATION AND PARK ASSOCIATION
ON S.2053
COMMUNITY AND FAMILY LIVING AMENDMENTS ACT OF 1983
SUBCOMMITTEE ON HEALTH, SENATE COMMITTEE ON FINANCE
AUGUST 13, 1984

The National Recreation and Park Association and National
Therapeutic Recreation Society appreciate the opportunity to present
this prepared statement to the Subcommittee on Health of the Senate
Committee on Finance on S.2053, the Community and Family Living
Amendments Act of 1983,

The Association is a national, rot-for-profit organization enéaged
in a wide range of research, education, policy and program initiatives
regarding parks and recreation. Our membership consists of some 16,000
individuals, organizations and agencies. These members perform a
variety of civic, professional and technical functions to meet America's
diverse recreation demands. Many members of our professional branch,
the National Therapeutic Recreation SSciety (NTRS) , are emplnoyed in the
provision of therapeutic recreation services to clients in hospitals,
clinics, institutions, schools and comnmity agencies, We have
affiliate organizations in each of the fifty states and the District of
Columbia. One of the more critical demands we address is the recreation
and social needs of America's severely disabled population.

We support the legislative intent of S,2053 to facilitate placement

of severely disabled individuals in a least restrictive setting and to ‘

maximize their potential for self direction, employability, and

community integration. However, we respectfully submit severalu
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recommendations for your consideration which we- believe will strengthen
the proposed legislation.

Because geverely disabled persons generally have a limited capacity
for extensive and meaningful work experiences, they have a greater need
and desire for meaningful "non-work" experiences. Recreation
opportunities provide for this. Therapeutic recreation uses recreation
services to improve, develop, and maintain functional behaviors,
including physical, psyhological, social and ‘emotional behaviors.
Therapeutic recreation also assists individuals to develop independent
lifestyles.

$.2053 recognizes these contributions of recreation services
towards rehabilitation of severely disabled persons by mcludingl in the
language of the bill a reference to comprehensive services for
independent living as defined in Section 702(b) of the Rehabilitation
Act of 1973, Accordingly, recreation may be included as an adjunct
gservice. However, this reference to the inclusion of recreation
services needs reinforcing. An option to provide for recreational
activities does not guarantee existence of these programs-for severely
disabled persons.

Although there may be some reluctance to mandate specific services,
including recreation, we contend that specifying inclusion of content
areas pertinent to functional living skills more readily ensures a
canprehensive and sound individual service plan, It also avoids risk of
inconsistant and loose interpretation and application of the law.
Therefore, we recommend that recreation services be identified as a
specific form of medical assistance provided for severely disabled
persons, and that recreation services be cited as a complimentary

vocational service that will “enhance the independence, productivity and
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community integration™ of a severely disabled individual; Section (c)
(1) (©) and (D).

Therapeutic recreation services are of a lifelong or extended
duration and are best planned and coordinated on an individual basis.
Therefore, it is imperative that professionals trained in providing
therapeutic recreation services, including elements of therapeutic
intervention, leisure educcation and self-initiated recreation, have
direct input into development of comprehensive individual treatment
plans for disabled persons. . Therefore, we recomwend that therapeutic
recreation specialists be part of any interdisciplinary team which
develops individualized service plans, and that therapeutic recreation
service be specifically identified as a component of all individualized
treatment service plans; Section (h) .(2) (D). Further, we recommend
that Mmt posaible only therapeutic recreation specialists certified
by the National Council on ;mezapeutic Recreation Certification, an
independent certifying body, be part of the interdisciplinary teams to
ensure quality evaluation and development o: individual service plans
appropriate to the needs of severely disabled individuals.

The proposed legislation recognizes that the quality of service
provided to disabled persons in institutions or community-based
facilities depends largely on the education, skills and experience of
the service providers, and includes language in S.2053 supporting
continued training and retraining of all staff of a canmmnity and family
living center. 1In order to strengthen this section we reccomend that
rehahilitative service areas be specifically listed as requiring
continuing training or retraining, and that therapeutic recrestion
service be included in this 1ist; Section (1) (1) (c).

39-791 0 - 85 - 24
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Independent monitoring of the quality of medical wassistance
provided for residents of community and family living centers is
critical to the success of the program. In August, 1984 separate
investigations by the Secretary of the Department of Health and Human
Services and the Chairman of the Senate Subcammittee on the Handicappeé
reported neglect and abuses in rehabilitation and treatment in
intermediate care facilities for mentally retarded (ICF/MR). Residents
in these centers were found to have been deprived of several of their
civil rights, including access to therapeutic recreation services.
Abuses such as these cannot be tolerated. To strengthen this section of
S.2053, we recommend that “periodic independent monitoring™ be more
clearly defined. Specifically, we recommend that independent monitoring
of commonity and family living centers be conducted at least once each
year, and that the monitoring team consist of professionals representing
desciplines associated with providing medical assistance services which
would include therapeutic recreation specialists; Section (1) (1) ().

In sunmary, this statement has conmented on five (5) m:jor areas of
S.2053, the "Community and Family Living Mmendments Act of 1983. We
believe these five areas need strengthening to best serve the needs and
interests of severely disabled persons. In brief, our recammendations
include:

1. Specific identification of recreation as a distinct form of
medical assistance.

2. 1Inclusion of therapeutic recreation specialists on
interdisciplinary teams which develop individualized treatment service
plans. Certified therapeutic recreation specialists would be utilized,
vherever possible,
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3. 1Identification of therapeﬁtic recreation services as a
component of all individualized treatment service plans,

4, Continuing training and retraining of therapeutic recreation
specialists serving on staff of commnity and family living centers.

5. Monitoring of quality assurance plans at least once each year,
by independent teams of qualified spedialists that include therapeutic
recreation specialists.

No doubt that if our recammendations are considered and accepted,
recreation and leisure needs of disabled persons will be well served.
It is clear that a majority of our Nation's disabled persons require
such service. wWithout specfically providing for therapeutic recreation
services in community and family centers, such services cannot be
guaranteed. It would be a mistake to assume that local recreation
agencies are currently capable of serving the needs of the severely
disabled. Today, few communities have been able to meet the total
recreation demands of their disabled public, much less the recreation
needs of the severely disabled.

The Mational Recreation and Park Association supports the effort to
identify the least restrictive enviromment for all disabled persons. We
believe that S.2053, the Cammunity and Family Living 2mendments Act of

. 1983 will be strengthened by incorporating our recommendations as
outlined in this statement. We appreciate the opportunity to camment on
this proposed legislation. Our organization, staff and membership stand
ready to assist in any way possible to ensure meaningful lives for

severely disabled individuals.
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WRITTEN TESTIMONY PREPARED FOR ADOPTION BY PARENTS ORGANIZATION OF

OAKWOOD TRAINING CENTER

The writer began attending the annual family day at Oakwood
in 1976. We took two or three years to.éet the sponsoring organiz-
ation constituted and have had five presidents since then. So this
statement covers about nine yéars, 1975-1984. During this time we
have seen Oakwood in operation and have learned what is happening
in the field of care for the retarded here and in the state and
nation.

Members of PROOF are broadly reﬁresentative of the people of
our state and mostof them are parents or near relatives of the resi-
dents of Oakwood. As we have been associated together over several
years we have learned of the concern of our members and their eager-
ness to help find and maintain adequate prpvision for our residents
and other retarded persons.

Our stated purpose from the constitution , adopted May 20,1978,
is:

a. ¢ To promote the general welfare of exceptionally handicapped
persons wherever they may be.

;. To assist the Oakw0;d Training Facilities in the development
of programs in their behalf.

c. To advise and aid parents or relatives in the solution of their
problems and to coordinate their efforts and activities.

d. To develop an understanding of the problems of mental retar-
dation by the public.

e. To serve as a medium for gathering and giving out informatio;
regarding the exceptionally handicapped.

f. To cooperate with state and national agencies or associations

to promote the common cause. (Continued)
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g. To cooperate with all public, private, religious, and profes-
sional groups in achieving these purposes.

h. To solicit and receive funds for the accomplishment of the
above purposes." -

By wise leadership and good fortune our first three presidents
were elected to serve o the Developmental Disabilities Council of
Kentucky.

One of these presidents told us of his concern that the trend
in the state and nation was to close institutions in favor of com-
munity programs. Since we all put a high value on the services civen
our residents at Oakwood, we resisted this movement with considerable
unanimity and solidarity. Pdrents of other institutions in Kentbcky
sounded out the message that this movement had gained great headway
in our state and urged us to redouble our resistance. We did this
with enough effectivenéss, we hope, as to get the attention of the
state professionals.

Two other former presidents became members of the DDC and they
have found a better cliqate for understanding and friendly dialogue
between the concerned parents and the state Cabinet of Human Resour-
<«es and their appointed officials and specialists.

‘PROOF, our Oakwood parents organization, has learned by observ-
ing Outwood at Dawson Springs in western Kentucky and Hazelwood in
Louisville, where some of our multiply handicapped are. We have met
and talked with parents of both of these, shared their concerns and
learned from their experiences. We've attended meetings with them,
at which government personnel and others have spoken. We have .
read about, studied and written letters about proposed Kentucky and
federal legislation affecting us.

(Continued)
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In all of this experience we have come to feel with other
parents like ourselves, and it all adds up to a growing concern that

our state and nation are being led to close large institutions for

the retarded, as they have already done .for the mentally ill.

Further we have felt the call to speak up for the hundreds,
who on a national scale are part of the thousands, who need our
institutions to remain in full operation.

We realize our unpreparedness to lobby adequately to stem the
tide, but we are emboldened to believe that our cries are being heard
by our professionals and legislators and that they wil; not turn a
deaf ear to our testimony. We must have our Oakwoods, Outwocods and
Hazelwoods in order to face the future.

Therefore, be it resolved this family day, August }2, 1984,
that we present this plea, with other like expressions from-individ-
nals who may join us to our elected officials with gratitude for

their attention and consideration.

ADOPTED BY THE PARENT-RELATIVE ORGANIZATION FOR OAKWOOD FACILITIES,
INC.{(PROOF) AT FAMILY DAY, AUGUST 12, 1984.

4250/ PRESIDENT

SECRETARY



371

August 16, 1984

Mr, Rederick DeArment

Chief Counsel & Staff Director
Committee on Finance )
United States Senate

Room SD 219

Washington, D,C. 20510

Re: Bill S 2053
vgommunity & Family Living Amendments of 1983%

Dear Mr, DeArment:

I wish to voice my strong objection to Bill S, 2053,

I am the mother of a profoundly retarded and physically
handicapped son, Brian Parkinson, age 22, Brlian has
resided at Southern Wisconsin Center for the Develop=
mentally Disabled at Union Grove, Wisconsin for the
past 16 years, The last eight years he has been cared
for in the chronic section of Wallace Hospital at
Southern Wisconsin Centere

Brian needs twenty-four hour total nursing care. He is
non-ambulatory, non-verbal, suffers eplleptic seizures,
and must be fed, bathed and diapered, The placement of
Brian at Southern Wisconsin Center has bteen determined
or him each year when a review of his needs has been
hade, A community group home would be unable to meet
his intensive care needs, On my weekly visits to see
him I have been able to observe the excellent care he
has received, .

I am a widow, 64 years old, and most concérned about
Brian's future, I cannot emphasize too strongly my
objections to this bill as I feel it 1s mot in the best
interests of my son who cannot speak for himself,

Si/%;ﬁely, 5 /Q /-

Rosemarie K, Parkinson
4463 North 73rd Street
Milwaukee, WI 53218
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2221 El Cejo Circle
Rancho Cordova CA 95670

Mr., Roderick DeArment
Chiet Counsel & Finance
United States Senate
Room SD 219
Washington, DC 20510

Dear Mr, DeArment:

Please consider this letter as VWritten Testimony tor the hearing
on S, 2053; "Community & Family Living Amendments of 1983.' I
am totaily against this proposed legislation.

My daughter, Kathleen Joan Parr, has been a resident of Southern
Wisconsin Colony since 1Y65. She is severely retarded and is
subject to major motor selzures, She requires Z4 hour meaical
care ana supervision, She has been receiving the best of care
all these years., This is the only consolation I have,

There are so many newspaper accounts ot retarded residents, in
community nomes, who are not only neglected, but, in some cases,
sexually abused! Naturally I rind this atternative frightening.

I urge you to vote against this blll for the sake o1 my child
ana tne hundreds more like her,

Sincerely,

Joan E., Parr

cc: Senator John Chafee
Mr,. Paul Marchana
Senatoux David Durenberger
Mrs., Dee FEveritt
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Ms. Mary Ann Parrish

7401 W. Tripoli Ave.,Apt.4
Milwaukee, WI 53220
Tel:(414)327~6844

Mr. Roderick DeArment

Chief Counsel & Staff Director
Committee on Finance

United States Senate

Room SD 219

Washington, DC 20510

RE: HEARING ON S$.2053

Dear Mr. DeArment:
I am writing to you regarding the above bill of Senator Chafee's.

It would be a gross injustice to our moderately and severely retarded
children to place them in group homes or the like. My son was the
victim of placement. After 8 group homes, with people who were not
qualified in handling the retarded plus the fact that my son could not
adapt to a group home setting (and there are plenty of these), he was
placed out in the Mental wWard of the State Hospital here in Milwaukee,
WI, because there was no place to put him since he was no longer in

_the institution and could not fit into the group setting. Believe me
Mr. DeArment, it was like a nightmare! My son was afraid to be out
there, I was afraid for him, the doctor out there was :nad because he
did not belong there and the doctor did not know what kind of effect
this would have on my son in the years to come. I called everyone,
everywhere, I wrote to everyone and I finally wrote to Senator Proxmire
and God Bless him he helped me get my son back into the colony. I don't
know what I would have done without his help.

An article was written about my son in the Milwaukee paper about our
dilema entitled "OMN A BRIDGE TO NOWHERE" and that is exactly what it
was ---a bridge to nowhere?

These children are handicapped-~most cannot function on the outside.

We have institutions for dogs and cats, we don't let them wander about.
PLEASE PLEASE-1 hope with all my heart that everyone who is considering
this bill stop to think of the outcome of what will happen. It will

be devasting!!! The institution setting gives them a sense of security-
they need this. They provide very good care and recreational plus
religious and regular schooling.

The few that are mildly retarded may be able to function outside---but
the ones that can't far outnumber the ones who can.

ON BEHALF OF ALL THE HANDICAPPED CHILDREN ---PLEASE DON'T DO THIS TO
THEM.

The change in my son upon re-entering the institution was unbelievable/
remarkable. PLEASE DON'T PASS THIS BILL

Sincerely,

ey farrel,
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Clug 14,7984

Biar Mo e Arrnart

I® m writing this letter to indicate my strong disapproval of Bill 8 2053, the
" Sowwinity and Family IAving Amendments of 1983," I have a severly retarded son
who has been living at Southern Wisconsin Center for some time and I can testify
to the fact that he gets good care. He, as well as the other residents, are kept
busy in either school, workshop or in cottage craft room, Surroundings are bright
and cheerful and clean. As of now our oity of Milwsukee has no facilities to keep
the severly retarded busy, and I doubt that many cities have,

I have a copy of the original kA1l which has no provisions for heslth care,
a vital consideration, since most of the severly retarded have multiple health
problems At the institution there is a nurse in every building and a doctor
on the premises, also & hospital., This can't be disregarded.

The Center's buildings are in what looks 1ike a huge park. Our children oan
be outside and are safe, If they lived in cities they would be surrounded by
streets, which would pose a resl danger if they tried crossing them, Therefore
they would be quite restrioted.

Sowe years ago it was decided to try my son in a group home even though he
was not as cspable as the other residents. This gave me the opportunity to see
how unstable a group home can be, The first of houseparents, who had things
going pretty well, quit and two elderly women were hired, From then on things
deteriorated quickly. My son can neither read or write, He became separabed
from the others coming baok to the group home by tus from J.V.3. and was alone
and lost for several hours into the evening on a winter night. He was picked
up by the police 4in a suburb of the city. Right after this incident his behavior
became bisarre and he regressed to a great degree, This regression has never
reversed itself,

We, the parents of these severly retarded children, love them, are close to

the situation, snd really do know what is best for them, I beg you to listen
to ours pleas.

Lirnearidy,
359, P4yl fr
W idwiha W2, 5321¢
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- Cleers Jn
vAZLdi Vo433 o—{&g C{/@’?ﬂﬂuﬁvzf ! jl‘[’
THIS LETTER IS IN REGARD TO BILL S5.2053(CO 1iUNITY AND FA4ILY
LIVING A411ENDMENT OF 1983: OUR DAUGHTER IS 25 YRS OLD, HAS
NO SPEECH OR HEARING, DIFFICULTY WALKING AND CHEWING FOCD,
SEVERE LOSS OF MUSCLE COOORDINATION IN HANDS AND WRISTS,
AIONG MANY OTHER PROBLEMS. AT THE AGE OF ONE YR, SHE WAS FIRST
EVALUATED TO LIVE ANOTHER TWO YRS. NCT TO SIT OR WALK, WELL,
THANKS TO THE EXCELLENT CARE, DOCTORS, ECT. OF OUR STAT INSTIT=
UTIONS SHE IS ALIVE TODAY AT 25YRS OF., AGE. NO JATTER HOW
YOU LOCK AT OUR SITUATION AND MANY LIKE OURS WE DO NEED GOGD
INSTITUTIONS. LU4PIN ALL RET, AND HAND. PEOPLE IN ONE LUMP
SUM AND SAYING THEY CAN ALL LIVE IN THE COMMUNITY IS NOT ONLY
WISHFUL THINKING BUT CAN BE VERY DANGERQUS TO THE WELL BEING
OF THAT INDIVIDUAL., GRANTED NOT ALL STATES HAVE AS FINE A
FACILITIES AS WIS. HOWCVER THEY ARE NECESSARY . PLACING
ALL "PECPLE'" IN GROUP HOJES WILL NEVER WORK. 1IN THE FIRST
PLACE, WHMRE ARE YOU GOING TO GET THE STAFF TO HANDLE THE PEOPLE
LIKE OUR DAUGHTER WHO NEED CONSTANT CARE AND WATCHING? ALSO
NOONE_ WANTS GROUP HOMES IN HEIR NEIGHBORHOOD. THEY FIGHT
THEM AS MUCH AS A PRISON, ’

BESIDES BEING A PARENT OF A RET. AND HAND, CHILD, I WORKED
FOR SEVERAL YRS. AT A LARGE NURSING HCVME. I SAW ALOT OF YOUNG
ADULTS LEAVE THERE FOR A GROUP HOYE, NONE OF THE: “ADE IT.
I FOQUGHT AGAINST THESE(ONE BOY GOT HIT BY A CAR FIRST DAY HE
WAS ON THE OUTSIDE HE DID NOT KNOW HOW TO READ A STOP SIGN) AMONG

OTHER THINZ?
PLEASE CONSIDER THIS LETTER AND OTHER LETTERS STATING THE

TRUE FACTS OF THE “ATTER, ITS WISHFUL THINKING TO SAY WE DO NOT
NEED INSTITUTIONS, AND CAN BE DOWNRIGHT DANGEROUS TO "OUR SPECIAL
CHILDREN".

SINCERELY
NCRB AND LAVSR&’PIERRE
N y e

i~ -O‘ 7y /".’/&'/&//L
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SOUTHERK WISCONSIN CENTER FOR THE DEVELOPMENTALLY DISABLED
21425 Spring Street
Union Grove, Nisconsin 53182

1984 MEDICAL SUMMARY

PLOETZ, Cheryl, SHC 4226 DATE: Merch 8, 1984
Birthdate: 18/52
Adm. Date: 2/13/59

AAMD DIAGNOSES: :

ntal retardation, profound, due to PKU eminoaciduria disorder. Limited speech.
Convulsive disorder, akinetic setzures, R/0 major motor sefzures. Ambulatory.
Schizophrenia, not specified.

Chery) is a 3§ 3/4 year old, profoundly retarded, white female. She is a known
PKU patient. Originally she was admitted to Southern Wisconsin Center on 2/13/59
at age 7 years. She was in placement from 1973 unti) 7/26/76. At present, Cheryl

is a Cottage 1 resfdent. She ts ambulatory, has ver¥ limited speech and under-
standing. She has limited self-care skills. She {s tofTet trained. eryl can

‘Fecognize Cottage TV SEaIT members and her family. She is not aware of time, p)
snd danger. She responds tc her name, can follow STmple directions, and siie
nteracts with peers. Cher;‘l's l.?. is 1ike that of a two-year-old. Cheryl par-
takes 1n S.W.C. adult educatfon and recreatfonal programs.

MEDICAL ASPECTS:

Behavior: Cheryl has a long history of behavior problems. Cheryl is a large,
strong girl. She has a short attention span. She {s unpredictable; her happy
mood can alternate with severe temper tantrum outburst episodes or screaming epi-
sodes {f she 1s ‘asked to do something she doesn't want to. At times. she bites
her hand for attention. She s very resistive. )

. Many years ago, it was felt that Cheryl was
schizophrenic and needed psychotropic medicatfon. It 1s known that PKU encephalo-
pathy quite frequently §s assoctated with schizophrenfa. On 2/7/84, Cheryl's Hal-
. dol was reduced because she was unsteady. Her behavior has been about the same.

Selzures: Cheryl 1s a known seizure patient (since 1976). Seizures started while
she was in placement. Her EEG in 1978 was abnormal, compatible with paroxysma)
symptoms and diffuse encephalopthy. Cheryl had one sefzure in 1982, one seizure
in 1983, and three selzures so far in 1984. She has been followed by sefzure
clinic and was last seen on 2/15/84, In December of 1983, Cheryl's seizure wedi-
cation was discontinued. After sefzure activity returned, sefzure clinic restart-
ed her on Depakote.

Menses: No menses recorded in patient's chart. Cheryl was seen by Dr. Gass on
3. Pap Smear negative.

Genetic Consultation: Genetic consult done 7/20/82 by Dr. Kaveggis (see report),

Audiology: Cheryl had audiological testing on 3/18/82. She was uncooperative
durTng %est‘lng. It was felt that she can hear,
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Imnunizations: Last DT was in 1967. Last tetanus toxoid in 1978, Pollo {mmuni-
zation In 1969 (one). TB skin test negative in January of 1983. There is no need
for Hepatitis 8 immunization. .

a/_g Consult: Routlne eye exam was done 5/18/83 by Or. Plerce, D.0. Cheryl 1is
ghTy myoptc--glasses were ordered.

General Medical: General health 1s good. Height {s 68 fnches. Weight fs 148
pounds. Physical examination done 3/7/84--not 111, Urinalysis dated 2/22/84 neg-
ative, Chest X-ray negative 4/28/84., Cheryl has a tremor in her hand. She has
a1 tendency to gain weight. Cheryl 1s followed by Podiatry Clinic for foot pro-
blems.

CURRENT MEDICATIONS AND ORDERS:

Cogentin ) mg. at 8 p.m.

Cogentin 2 mg. at 8 a.m.

Haldol 10 mg. at 8 p.m.

Depakote 500 mg. at 8-8 .

Haldol S mg. PRN for disturbed behavior--not to exceed 2 doses in 24 hours
Swimming with one-to-one supervisign

Bite-size diet Wi lWimdad dummen and .
Fppes R,
RECOMMENDATIONS:

1. Medical: Continue current care and treatment. Continue Podfatry Clinic PRN.
Observe for weight gain. Continue sefzure clinic PRN. @lassas.

2. V(:ontfnue current programs.

3. Activity Level III.

4, Swimming with one-to-one supervision.

5. Ut1lization Review Recommendatfon: No placement recommended and I doubt {f

any nur¢ing home would want to take avior problems. She_
3 pracement Tn 19767 1CF=17

6. Physfcifan Recertification of Need for Continued Inpatient Caire: It {is hereby
recertified that Cheryl Ploetz, SWC 4226, 1s in need of continued inpatient
care because of her behavior problems, aggressfveness, self-abusiveness and

noncompliance. It is estimated that the period of additional {npatient. care
i1s indefinite. This patient will be reevaluated Tor recertification in one
“year.

’I/l Y}‘,‘U;\\ (,ii:'sﬁ ‘\‘

Gabri‘lu Botka-Wunder, W.D.
GBWmab
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TO WHOM IT MAY CONCERN:

Back in 1956, if there had been momey for community programs. I would not have had
to go to an institution for mentally retarded. And I know myself that coming out
of the institution in May 17, 1971, and I was placed on convalescent status in a
group home in Grand Rapids. The home had four other residents also from
Coldwater. We had a counselor that helped us adjust to life outside the institu-
tion, She helped me get a job at Butterwick Hospital in Grand Rapids, and I held
that job five years.

I felt that the community placement had played a major role in helpiung me overcome
my years in the institution. .

In the day all the changes 1at have happened in the Michigan Department of Mental
Health the institution I was in used to have 3,000 residents and today it is down
to 398; and I still say the treatment of mental health services have come a long
way, but there is a need for more improvements. There is more for persons in the
community and not locked up in the institution. Out of mind and out of reach.

With my own testimony and experience in the institution, I have grew up in an
unpleasant lif:~-I was very confused little boy--1 was sent off on the ward away
from my parents and 1 was homesickening. Often the staff set us along the wall on
a hard wooden bench. A lot of times I just ley around on the hard floor and had a
lot of thorazine to keep me quiet.

We had_no rights at the institution. I was mistreated, beaten and told I must
adjust to the institution style and told this was always going to be my home.
People that couldn’t do things were called low grades. I was a high grade boy and
was made to take care of the low grades. The only good time was when the recrea-
.tion staff came.

Dollars need to go to the community instead of the institution. The quality of
life should be in the community, not the institution. Residents need the chance
to prove their skills in the community.

Now I vork in the mail room of the Michigan Department of Mental Health and have
just moved into my own apartment.

Thank you for letting me express my opinion.
T ebbgrl Tl orary o
Richard Prangley /// 425//
301 West Leanawee

Lansing, Michigan 48933

(As dictated to my friend, Dorothy Marsh, Association for Retarded
Citizens/Michigan.)

[
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110 So. 20th St.
La Crosse, WI. 54601
August 16, 1984

Senator David Durenberger, Chairman
Subcommittee on Health
375 Russell Senate Office Building -

Washington, D.C. 20510 S
-§. 2053 Community & Family
Living Amendments of 1983

Dear Senator Durenberger:

This letter relates to the above bill S.2053. We received the notice of the
public hearing on this bill in Minneapolis too late to request to be allowed to
testify. We feel, however, we must make our views known to you regarding our
son, Philip Pryor.

He is cerebral palsied and severly retarded. In addition to having the mentality
of a two and a half year old he is in fact a quadraplegic. He has partial use of
his right arm and hand. He has been at Central Wisconsin Center for the Dev.
Disabled in Madison for over 15 years.

The multi-handicapped, such as Philip, represent only 3X of the retarded
population. Some social workers and other do-gooders seem to take the position
that if these people are brought back to the community - in some mysterious
way they will develop and become self supporting. You would not believe how
wierd some of their ideas are.

The NARC and local ARC groups are also advocating the closing of institutions.
The only reason I can assume for their position is that they feel the institutions
are too costly, that for this reason their people get a smaller slice of the pie.

What they do not realize is that these multi-handicapped are going to require
custodial care the rest of their lives whether in an institution such as CWC or in
a regional institution or in a community institution. Anyone who thinks these
people can be put in what is now known as a "GROUP HOME" has not been exposed to
their needs and the conditions existing in most group homes.

Philip must have two people available on every shift to 1ift him. He is totally
helpless. He must be strapped into a wheelchair which he is unable to move. The
prognosis by experts who have examined him is that he does not have the judgment
nor the visual acuity to use a mechanized chafr. He has to be strapped on to

a special toliet. If he is put into a regular bathtub it requires special
equipment to 1ift him out. Those who care for him must know CPR and be able to
use the Heimlick Maneuver because he has a tendency to choke on his food.

At age 70, 1 am not going to be around too much longer. Before I go I would
1ike some assurance that he will not be neglected.

I hold no brief for CWC. In my estimation it has a number of deficiencies but it is
better than anything we have in La Crosse. We have been visiting him every other
week for the past 15 years. We would welcome having him closer than Madison

but we want what is best for him. His welfare is our major concern.
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The best that La Crosse has to offer {s {nadequate for him and could easily
become a fire trap since he 1s unable to move himself.

1 think 1 speak for a great number of those in that 3% of the retarded when
1 say, . . . if you are so concerned about the amount of money being spent
on these people that you refuse to provide them adequate care, then inc¢lude
in your bi11 an amendment to put them to sieep painlessly and permanently.

Respectfully,

Pl b~ BT (E*U'( S

Frank and Rita Pryor

P.S. We sent the enclosed letter to Senator Chafee. To date we have not
received & response from him.
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24l E, Pulaski St. \
Pulaskl, Wisconsin 54162
Wugust 22, 1984,

Mr.. Roderiok DeArment, Chief Counsel and Staff Direotor
Committee on Pinance

Roow 8D 219

United States Senate

Washington, DC 20510

Dear Mr., DeArments

I am again writing in regard to bill 8-2053,. "Community and Family
Living Amendments Aot of 1983%

This bill would affeot our son,. Thomas Feplinaki, 30 years old. Upon
tne advioe of many dootors he has been a resident of Southern Wisoconsin
Center for the Developmentally Disabled, Union Orove, WX, for 26 yearss

He 1s dlagnosed as having tuberous solerosis and as a result is a
severe seizure patient as well as a behavioral .problem. Eaoh year

at the starfing it 1s recommended that he nta‘ at the state center
because of his need’ for speoial meddoal treathent available only

thore, This-is a Seigyure Olinio. He cannot get better, His ocondition
deteriorates as he grows older. His mediocation must be oonstant ly
readjusted, He does not adjust to changes in hisrroutine.

We know that our son and others lile him are a minority, but this
minority definitely needs the specializrd care of a large oenter.
TOM's medical treatment and oare would aot be available in a ocommunity
home, We feel very strongly about the need for continuation of

the program as Wisoonsin has it set up at present,

Therefore, we ask you to OPPOSE THE PASSAGE OF THE PROVISIONA OF THIS
BILL WHICH WOULD PROHIBIT THE USE OM MEDICAID PUNDS8 POR PROPLE IN
INSTITUTIONS. If medioaid funds are taken away from institutions, the
institutions will eventually have to olose, no matter how well they
are run and how satiasfied their olients are.

Today, only the severely handicapped are in our state institutions,
T0 disperse them to community living centers would take away their
needed’ oare for eaoh oommunity ocould not possibly duplicats the state
oenter fasilities, We know it would be easy to shunt them away and
forget them.,. Our looal Cpunty Exesutive is: a low tax man and hardly
im plemonts state standarde' for the handioapped, Besides “"good"
neighborhoods do not want community living centers because the value
of their property would: go dowm.

These patients do not adjust to ohanges., T® have to drive thenm
periodioally to a ofty oenter for evaluation, treatment, ete. would
negate any planned help., We know, we have been through it.

The soocial worker from our County Mental Health Board attended Tom's
last staffing in May 1984, He oould see that Tom would not fit in a
community group home. We know that there are many more 1like our son,

We beg you to give our son snd others like him your greatest oonsideration,

Sinoerely yours, Norbert and Dorothy Peplinaki
Db doand W
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~p————

August 27, 1984

Mr, Roderick DeArment

Chief of Counsel & Staff Director
Committe on Finance

United States Senate

Room SD 219

Washington, D. C. 20510

Re: Senate Bill #2053
"Community & Pamily Living
Amendments of 1983"

Dear Mr. DeArment:

I am greatIy-dpposed of the possibility of Central Wisconsin Center for the Develop-
mentally Disabled and all other State Institutions Medicaid Funds being withdrawn,

Thig bill states that all retarded persons, no matter how severe their handicap, must
live in the community in small group homes, and that no person, no matter how severe
the handicap, may reside in a institution longer than a total of two years in his/her
11fetime, '

1 would like to tell you a little about my child. David requires total skilled
nuraing care on a twenty-four hour basia., He 1s profoundly mentally retarded and
has multiple congenital anomalies all due to mosaic~translocation of chromosome 96,
He has severe regurgitation problems due to a massive gastroesophageal reflux, On
March 10, 1982, a feeding gastrostomy was performed at Univereity of Wisconsin Hos-
pital, David receives all his food through the gastrostomy tube, although he con-
tinues to have occasional vomiting after meals, Physical and occupational therapy
is performed on an irregular basis, Orthopedic consultation has revealed dislocation
of the left hip secondary to muscle spasticity, On January 25, 1983, he had ortho-
pedic surgery on both hip muscles and their nerves to reduce spasticity. Additional
left hip surgery 1s required in the near future.

\ David has no self-care skills uhat;oever despite his age of 4~1/2 years. He is non=-
‘ambulent,and will continue to require continuous skilled nursing care and daily
obgetvation by a physician, usually a pediatrician,
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David will continue to require a high level of medical-nursing-ancillary care such
as 18 provided in an acute pediatric hospital setting, such as Central Wisconsin

Center.

David could not and probably would not survive comfortably in a small group home,
where what 1s now being provided for him, could not be provided i{n a small group
home,

I personally feel that if this bill were to pass many families would be torn apart,
and most of all the retarded citizens in this state, already struggling in their lives
would be at a loss with no where to go, and no one to help.

As of now, we are not receiving any State or Pederal asaistance in the care of our

son, our insurance company has paid 100 percent., But for those who aren't as fortunate,
this letter is for them. These retarded ci{tizens and their families need your assigt~
ance. Please I urge you to cancel this bill and continue to help those who cannot

help themselvas. These people need your assistance.

It was not an easy decision to make.whon placing my child, but for him it was the best
shing possible, he 18 not pressured and is at home in a very home like atmosphore, I
visit him regularly. 1I have not and will not uver give him up.
I want the best for my child, and Central Wisconsin Center is the best for him, with
very loving, caring, sympathetic staff.

\
Please visit some of our State Institutions, and you will see that what is being
proposed would be impossible for many residents.

Thank you for your time and consideration.
Sincerely,
Mo, Hosid &
Mrs. David A. Putz

. 3622 Carter Street
Racine, WI 53402
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4607 Wallace Ave,
Monona, WIsconsin

August 14, 1984

Mr. Roderick DeArment
Chief Counsgel & Staff Director
Washington, DC 20510

Dear Mr, DeArment:

We are writing this letter in opposition to Bill S-2053,
"Community and Family Living Amendments Act", which is being
considered by the Senate Finance Committee's Sub-Committee m
Health, chaired by Sen, David Durenberger of Minnesota.

One of the objectives of the bill would b to withhold federal
funds from stats inastitutions charged with the care of retarded
people who don't qualify for placement in group homes or
certified nursing homes., If this bill were passed, it would
endanger the health, and in some cases, the very lives of retarded
people now living in these institutions.

Our interest in this legislation is that our daughter, Rita
Rank, is a resident at Southexn Wisconsin Center, Union Grove,
Wisconsin, She has been there for 21 .years, We kept her: at
home until age 15, at which time Mrs. Rank's health broke down
and other arrangements had to be made. Rita has the dual
handicap of severe retardation, mental age 18 months, and total
blindness., Prior to her placement at Southern Wisconsin Center,
we looked at alternate facilities, but none existed, In 1972, .
there was pressure put on us to move Rita to a certified nursing
home, and as these homes were located for us that would accept
Rita, we visited those and evaluated them, using Southern Wisconnsin
Center as the facility to compare., Using "100" as the rating,
we gave Rita's present domocile, the highest rating we could

give any of the suggested placewents was a "5", As time went
on, most of the places suggested were decertified because they
were fire traps, filthy, and had no programs to improve the
abilities of the retarded. 1In 1977, the social worker who had
the job of finding a different facility for Rita, wrote us and
stated that because of her dual handicap, the only place capable
of caring for her was Southern Wisconsin Center, and that until
some facility, which would be equal or superlor to Southern
Wisconsin Center was found or built, that she should remain
there. Our high regard for Southern Wisconsin Center is baied
on 21 years of watching how this institution cares for Rita,

and that high standards exist and trained personnel staffed

the facility, A table or organization exists so that every-

one working here is observed in the performance of their duties

Any action taken to close down the State of Wisconsin Institutfons
for the care of retarded people would be to deny these people
their equal rights under the LAWS OF MAN and under the LAWS OF GOD.

Sincerely,
Ty e et Vb
Mr, & Mrs. Fred Rank
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Betty J. Robertson

Rt 2 Box 38 -

#agle, Wisconsin
53119

Mr, Roderick DeArment August 17, 198k
Chief Gounsel & Staff Director

Committee on Finance

United 8tates 8enate

Room 8D 219

Wasnington, DC 20510

Regardings 8,2053 "“Cowmunity & Family Living Amendments of 1983"
Dear Mr, DeArment, .

My twenty-two year old daugiiter is presently interned at the
Southern Wisconsin Center for the Developmentaly Disabled (SWC).
She is suffering from Downs Syndrome, severe brain damage and
Grand Mauls Epilepsy. Sne has been evaluated to have a mentality
of an eighteen month old ciaild. In addition, she also requires X
sp:cial, twenty-four hour, attention to guard against her epileptic -
selzures,

A community atmosphere would not be of any benefit to a person
taat 1s oblivious to taat concept. My daugiter?s condition is not
one that would be improved by exposing ner to community life. In
fact, by moving her to a new facllity you would be negating all
tne Lrogress taat she has made over tahe past fifteen years, It is
my fear that a "Communit{ Atmospnere" would only tend to ostracize
her even furtner. It would expose her to the genorally misconceived
ideas about retardation tuat are prevalant throgfuout our soclety
and make her the object of oruel. and possibly malicious humor.

Wita the gradual removal of Medicade funding, tae burden of
thaese expences would slowly fall to tne community. This could be a
gource of resentment tuat could seriously affect the quality of

reatment that my daugnter recieves. -

\Unfortunatly, my daugater will never be well enough to recleve
any rehabilitative venufit from a community "group home" setting.
Sne needs the care and attention, along with the security that only
an institution like Southern Wisconsin Center (SWC) can provide.

In view of these fucts, I must inform you tahat I am strongly
orposed to this legislation (8.2053)e. It can only increase the
hardsaips already faced by my daugnter and intehsify tie anxiety
felt by myself and otaer parents in my situation.

Thank You Very luch
Siycerly, )

foedty o JhacEa
Betty J. Robertson
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5528 12th Ave. Souti
&inneapolis. Minn. 55417
August 23, 1984
Roderick A. De Arment, chief counsel
Committee on Finance
Washington, D.C. 20510
Dear Mr. De Arment,
We are writing you copcerning S.R. 2053, a bill relating
to the community and family living amendment of 1983. We
understand that if passed this bill would, over a period of
time, phase out federal medicaid funding to facilities serving
more than 9 mentally retarded residents.
Our son Eric is profoundly retarded with cerebral palsey.
At age 18 he is confined to a wheel chair and totally dependent
on others for his care. He requires an adult to dress him, change
him, bathe and feed him and to administer medications several
times each day. It would be an extreem hardship for us to have
Eric home with as and even if we did we would need help in caring
for him. Our son is currently a resident in a small group home
containing 63 children, divided into four separate living units.
He has adequate staff and good medical and nutritional care in
this kind of a non-profit home dedicated to the care of mentally
retarded and handicapped people. In another city our son was
a resident of a very large state institution and we much prefer
the group home where he is, Homeward Bound, of New Hope, Minnesota.
Pederal medicaid funding enables excellent facilities like Homeward

Bound to continue and we are now waiting eagerly in hopes that
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our son will be acnepted in the adult facili%y of Homeward Bound

in Brooklyn Park, Minnesota. We are afraid that the confinements
like the limit of 9 residents would close or drasticly alter
the kind of facility we seek for our son. He profits greatly
from the size of the staff and the stimulation of the extra
programming enabled by the larger group home.

We clearly recognize the fact that for many retarded or
disabled individuals a smaller unit of 9 or less persons may
be even more ideal. What we want is to maintain more choices
or options for families to consider. Some people may still
prefer the large<state'inatitutions. however we think this
option should be greatly limited. Mo.¢ and more par:rts should
be given the financial, educational and emotional support they
need to keep their child in thelr own home, (an option not
available to us 15 years ago).

We also can see the exciting-:possibilites of integrating
disabled persons with more normally functioning communitses
to share the tasks of living. These group homes or "communities"
may be the least expensive option for ovr federal medicaid funds
if we créatively tap the abundant human love and volunteer spirit
availa.ble in America. We dare not limit such options to only
groups of 9 or less.

We in the state of Minnesota are proud of the variety of
fine options we have for the care of the mentally retarded.
We want to maintain this variety in Minnesota and to encourage

it in other states witﬁout unnecessary federal limitations.
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If a common concern we all have is to keep expenditures
within fiscally responsible limits then we suggest that the
government encourage even more imput and control of facilities
for the disabled by parents and local community leaders. We
must trust the wisdom of those persons closest to the need to
make proposals and policies that use to best advantage the
dollars available. 1In so doing, we may be able to avoid the
tragedies and waste of some large istitutions and small profit
oriented: residences that lost sight of the individual human
worth and care needs of people.

In conclusion, let us summarize by stating that we are
opposed to the bill sponsored by Senator Chaffsce, S.R. 2053
as authored by the National Association for Retarded Citizens.
We like the direction of moving toward smaller living units
and yet we oppose federal standards that limit optioms and
that would probably cause our own son to lose a great care

facility he needs.
Sincerely,

Donald Rudrud ° and Karen Rudrud
copy to Senator David Durenberger
U.S. Senate, Washington, D.C. 20510
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Testimony to the U.S. Senate Finance Committee Subcommittee on Health

Re: Subcommittee Hearing on § 2053, "Community and Family Living
Amendments Act'

Hearing Date: August 13, 1984 \

Hearing Site: Minneapolis, Minnesota

Submitted by James L. Sankovitz
4057 North Prospect Avenue
Shorewood, WI 53211



403

\
Mr. Chairman and Members ot the Subcommittee:

My name is James L. Sankovitz, I am Vice President for Governmental
Relations at Marquette University, Milwaukee, Wisconsin.

I write to you about the long-range implications of S 2053, The
Community and Family Living Amendmente Aqt.

My interest in this proposed legislation derives from the living cir-
cunstances of an older brother, Thomas, a Down's Syndrome handicapped
citizen who has lived for fifty years at the St. Coletta School (Alvermo -
Cottages), in Jefferson, Wisconsin.

The thrust of S 2053 is to modify Medicaid payment delivery so that a
deinstitutionalized distribution of the mentally retarded and developmentally
disabled population would result in ten to fifteen years from enactment.

My view is that, while deinstitutionalization may be appropriate fbr
many such citizens, a rigid stance is not appropriate. There are some such
victims who have adjustéd to institutional life with great affection. At-the-
same time, many of them rely at least partially upon the current status of

Medicaid funding for the subsistence delivered by the institution.

For those proponents of the Act who dismiss the importance of this segment -
of the affected population by stressing the ten to fifteen years phase-in
component of the proposed legislation, I believe they are attempting to fix a

universal standard for a population which cannot be treated universally.
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Community-based locations in small groups may be «npropriate for some (perhaps
the majority) but not all, particularly those who have already established a
familiarity with major, proper institutional settings. For this population
alone, a ten to fifteen year period is insufficient. Given the absence of
stress and tension and the presence of skilled, caring professional experts,
many such handicapped citizens could outlive this artificial deadline by a
substantial period of time. Legislation ought to recognize that probability.

I respect a great deal the genuine and able‘setvices delivered by the
many health care personnel who serve not only the needs of large institutions
but the community-based enterprises as well. Their ambitions and skills are
gaining widespread recognition and the good of their accomplishments is obvious.
In this respect, I have watched the development of the new Community of the Ark
in Washington, DC, a community-based location now serving four residents of
that city. I wish them success in expanding their good works.

At the same time, however, it would be prudent and reasonable to amend the
proposed legislation to permit continuing institutional life style for those
citizens who have either become dependent upon such a setting or for those in
the future who opt for the same opportunity. Medicaid opportunity, too, ought
to prevail for these people.

Your willingﬁess to hear the views of the general public on this matter
is appreciated. It provides hope that in the necessary work of reevaluating
Medicaid, damage that no one would cause intentially will not be caused by

inadvertence. Thank you.
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\ Q-uﬂ«e/ » 198%
To whom it may concern, 5&14) ‘22;64;°;“%% “glbl- ‘ /

Reférences ﬁill # S 2053
Title "Community & Family Living
Ammendments Act."

This is in reference to closing of state insti-
tutions for the retarded,

It would be a great hardship for our son as he
has been there for 31 years and definitly cannot cope
with the outside world.

Our state evaluation papers state that he can-
not take care of himself, so he could not go into a com-
munity living arrangemen£ or grouz home, lle cannot even
cope with coming home for a vacation or holidays, Every
degree of achievement he has acquired has been with the
help of those at Union Grove, His diagnosis is: pro-
found mental retardation associated with HYPERBILIUBRUB&
INMIA, non verbal but ambulatory.

We think that a bill like this is really une
fair as we and he have had to live with this all his
38 years. If he was taken out of Southern Colony he

would he dead in a short time,

We also feel that group homes would be more
costly as these facilities, they are nowv in, are al-
ready established., This idea of group homes is unthink-
able, How could one have the heart to uproot these
unfortunate human beings after they are so accustomed
to the quarters vhere they now live.

As we said bdefore this idea is unfeeling
and unthinkable,

~ Sincerely, '

e:;‘,&/ gﬂnﬁijbtcéabﬁl
%ééié%iZi;J /4/f£f;:;ébé4124161204/
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The James Sengexa*&‘amuy
141 E, Prospect $t.
Port Washington,, Wis. 5307h
b

Mr. Roderick De Arment
Concerning Bill # $,2053 - Community and Family Living Amendments of 1983

I beg you o please take the time to read my letter. It is written on behalf of my son
Tanm, who 1ives at Southern Wisconsin Center for the Developmentally Disableds Tom is a
23 yr. old profoundly retarded child. He camnot speak, dress himself, toilet train, or
cammunicate any of his wants or 1lls to anyone, fe has no idea that things such as cars,
tcher knives, hot stove burners, etc., will harm him. When he was eight years old, we

ealized that we could no longer physically protect him from the dangers that exist in a
normal home and with much soul searching and prayer we decided do place him at the
Southern Wisconsin Center. This was the hardest thing we have ever had tc¢ do but it was
for his benefit, not ours. Ve are sad but not sorry because we know he is safe and well
taken care of.

‘this bill will destroy the protected enviromment that thousands of Toms now have. Money
is pourvd out to protect endangered animal sp.cies without a second thought, please give
these special children the same chance. I invite your to tour our Center at Union Orove,
Wisconsin and see the wonderful things that are being done there for these children,
things that could not he done in group homes or community living arrangements. ‘they do
everything they can to try and return these special people to a home environment, but
there are thousands of these who cannot possibly exist in a normal home life and if this
bill passes, there will be thousands of parents who will never again have a pdaceful
nights sleep.

Please give these children a chance, don'‘t let them be returned to the times when theg
were forgotten, Spend just one day working at one of these special places and you will \
see that these places cannot be closed. For the aake of all the Toms in this world,

do not pass this bill,

Thank vou for your time and consideration oh this matter.

THE LOVING PAHENTS Ol 1'0M SENGER

A s
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146 Harrison Avenue
Waukesha, Wisconsin $3186
August 28, 1984

Mr. Roderick DeArment

Chief Counsel & Staff Directcr
Committee on Finance

United States Senate

Room Sd 219

Washington, D. C. 20510

Dear Mr. DeArments \

Res Bill S. 2053
"Community & Family Iwin
Amendments of 1983"
aqe 26 years
This Bill would force our son,into a living situation he could not
tolerate and where reétrainte would be necessary for his protection.
It would rob him of the limited freedom he now enjoys. Community place-
ment would be "slamming the door in his face".

Our son is severly handicapped, both mentally and physically. He
was placed in the institutions at the age of 3 years and we observed him
progress from the use of initlal restraints to the unrestrained, supervised
environment he now enjoys., He is not able to walk or talk, but enjoys
crawling about the large area he is presently in. He can pull himself
up to reach for things which attract him, (Could a small group home
allow this freedom?) He does not relate well to his peers and occasionally
gets extremely upset and self-abusive; the patience and perserverance
of staff aides at Central Wisconsin Center in Madison, Wis., have helped
control these outburst without medication and only very temporary use
of restraints. He also has occasional outbursts at nite and is able to
be moved to an area where he cannot disrupt the sleep of other residents.
Moving to a small group home would necessitate the use of medications
and restraints that we do not approve of,

We gtrongly opnoge Bill $,2053. It is totally without foresight.
Why do you feel you can decide what is best for our child? He needs the
freedom only the institutional setting can provide.

Bill S.2053 is a "kick in the stomach" to parents and disabled
people. I have met and known some of the people in our area who have
been hired to care for nursing home patients and the elderly. Too many
of them are unqualified for any other type of work because they are
incompetent. ?I know these facts to be true from personal experience).
They are offered these jobs to keep them off of welfare and they have
no previous experience or training.

Please leave the system as it is, Don't allow our children to be
victims of abuse and neglect.

Respectfully,

(Mrs.) Lee Shackelton
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. 1606 North 29th Street
Sheboygan, WI 53081
- — August 28, 1984

K
The Honorable John Chafee
United Stetes Senate
567 pirksen Senate Office Building
Washington, D.C. 20510

Sir:

1 am writing to express my strong opposition to S$.2053, Community and
Family Living Amendments 1983, I am a parent of a five year old child who
has been placed at Wisconsin's Central Wisconsin Center for the Developmentally
" pisabled in Madison, Wisconsin, Laura was born "under trauma' and premature,
resulting in a variety of medical difficulties., The majority of her first
year was spent at the Milwaukee County Hospital's Neonatal Intensive Care Unit
and Milwaukee's Children's Hospital. For about nine months, following that
first year, she lived at home. Her medical needs continued to be extraordinary and
frequently excceded the medical expertise of our community. Laura endured many
encounters with local physicians and recurring trips to M{lwaukee Children's
Hospital. -
Laura is a living example of what can go wrong despite/because of the heroic
efforts of physicians and medical technology. Her overall physical and mental
devolopment in all areas, as determined by a varfety of measures, is that of a
child of three months or less. Because of ongoing sefzure activity, no conclu~
sive measure of sight or hearing can be completed. She has no head control.
Locomotion fs limited to a stomach-to-back roll, Her most consistent responge
is a telling smile during any physical human contact,

Laura's developmental needs far exceed those of most children. During the
time Laura lived at home, the Sheboygan County Rehabilitation Center sent a
vigiting therapist to our home two to three times a week for 3045 minute sessions..
The services Laura receives at Wisconsin's Central Center far exceed those
available in our community. This is posstble because of efficiencies of scale.
The Center's population includes sufficient persons in each of a variety of need
areas to justify the employment of trained professionals who collectively can
address each child's special needs.

The ongoing medical and developmental training needs of people like Laura
cannot be met in swall or medium gize communities (Sheboygan - population 50,000).
Attempts to place all persons with special needs, no matter how complex the
individual's needs might be, f{n local community centers or outpatfent care will
likely result in one or more of the followiug:
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Increased overall costs because of duplications in services
caused by each community striving to meet diverse needs with
small populations in each need '"category"

severe cutbacks In services to people with complex'needs
or rare disabilities because of the high cost of providing
specialized services to a few people

the availaBility of services will depend on cne's location;
the larger the local population, the broader the range of
available services .

T

localities with limited resources will provide merely custodial
care for persons with long term disabling and/or complex needs.

My experience with Wisconsin's Central Center indicates that this facility
offers a broad range of services for children with severe and profound handicaps
and/or long term medically disabling conditions. I believe there will cont!nue
to be a nead for residential facilities that can provide both developmental and
medical care to people with complex special needs. Placement decisions cannot
rest solely on the "least restrictive anvironment" test. Consideration must also
be given to providing optimal opportunities for development, no matter how limited

. the potential may be. Both criteria must be considered to insure the most
appropriate placement of handicapped persons,

We have all heard the horror stories surrounding mismanaged and understaffed
institutions. Immediate action should be taken against those institutions which
permit insensitive and unprofessional conduct, 1 obv’uusly feel that the staff
at Wisconsin's Central Center has demonstrated their ability and desire to provide
high quality, individually appropriate services to the.'r residents. Yet, $,2053
appears to castigate all non community based restdential settings.

All families want healthy babies whose development they can nurture with joy.
Unfortunately, some families must deal with children whose medical and develop-
mental needs far exceed the resources of their family acd the medical/developmental
expertise of their communities, Our decision to place Laura outside of our home
and community was most difficult, We gain solice from our belief that this
placement has provided her the best care available, both for Lier medical and
developmental needs.

Very truly yours,

Robert #. Snavely, rh.D,
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August 21, 1984

TO WHOM IT MAY CONCERN -

Re - 8.2053
"Community & Family Living Amendments of
1983'1

We are parents of a son, now age 20, who is a resident of our State institution
at Madison, Wisconsin, and has been for almost seven years. We feel very
strongly that with his handicap (a rare type of encephalitis with onset at

age 12) that he is receiving the best possible care at Central Wisconsin
Center, along many others who are severely handicapped either through illness
accident or since birth.

We ALSO feel that passage of the above-named bill would be detrimental to
this segment of our population and, of course, OUR SON. Prior to his illness,
we were not aware of the necessity for this type of institution--the needs
of these people could DEFINITELY not be met in a community/iome situation.

If you have any doubt about this, may be humbly request that you take time
from your busy schedule to visit such a place.

Plrase, DON'T support Scnate Bill 2053.
Thank you for your consideration.

Sincerely,

fuai st
Mr., an@.Mrs, Ray Stampfl
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8/23/84

Mr. Roderick DeArment

Chief Counsel & Staff Director
Committee on Finance

United States Senate

Room SD 219

Washington, DC 20510

T Whom It May Concernt

I am writing in regard to Bill S.2053, the Community and
Family Living Amendements of 1983,

I am strongly opposed to having this Bill passed. My
brother is totally helpless, and completely dependent
upon others to feed, bathe, clothe, and care for him.

The care he is receving at Southem Center, a Wisconsin
Institution, is very suitable for him and very acceptable
to me. My brother is severelyhandicapped, and has no
understanding of family living, so a group home would not
be beneficial to him.

I would like to repcat that I feel my"brother 18 an
individual who needs the institutional setting, and that
I am strongly opposed to the passage of Bill $.,2053.

Sincerély,

Theresa Stapenek
Legal Guardian of
Thomas A. Drezek
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Menomonee Falls, WI
August 18, 1984

Mr. Roderick DeArment

Chief Counsel & Starf Director
Committee on Finance

United States Senate

Room SD 219

Washington, DC 20510

RE:s Bill $-2053% - Community & Family Living
Amendments of 1983

Dear Mr,., DeArment:

We are writing with reference to the above mentioned
bill regarding retarded persons, presented by Sen,
John Chafee, Rd, Is,, on 11-1-83,

We have a son who is severeI{ retarded, unable to hel
himself, He is institutionalized at Southern Wisconsin
Center For The Developmentally Disabled, Union Grove,
WI, a very acceptable, proven alternative to community
placement, It would be impossible for our son to live
in a group home, He was placed in one for a while
several years ago, but was unable to make the necessary
ad justments and had to be returned to SWC,

We feel that Bill S~2053 is entirely unfair to the

retarded and ask, therefore, that you please consider
all the real facts and vote against it.

Yours truly

W160 N9013 Madison Avenue
ms Menomonee Falls, WI 5305i
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August 16, 1984

Mr. Roderick DeArment

Chlef Counsel & Staff Director
Committee on Finance

United States Senate

Rood SD 219

Washington, DC 20510

Re: Bill $-2053 "Community & Family Living Amendments of 1983"
Dear Sir:

1 am opposed to this bill because it will adversely affect
the wonderful institutions for the mentally retarded that we
have here in Wisconsin. Perhaps other states may need it but
we certainly do not.

I have two friends with retarded children in two different
facilities in the state and 1 cannot find words to describe the
marvelous care these children receive., Neither of them could
possibly live in a community situatiom.

Please consider