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CARE FOR THE RETARDED, 1981

TUESDAY, APRIL 13, 1981

’ U.S. SENATE,
+ ©  SUBCOMMITTEE ON THE HANDICAPPED,
CoMMITTEE ON LABOR AND HUMAN RESOURCES,
- . Washington, D.C.

The subcommittee met, pursuant o notice, in the Judiciary Com-
mittee hearing room, State Capitol Building, Hartford, Confi., Sena-
tor Lowell Weicker, Jr. (chairman of the subcommittee) presiding.

Present: Senator Weicker.

Senator WEICKER. In recent weeks the Senate has shown itself to
be willing to recognize the”special heeds of citizens with disabil-
ities. As chairman of the Senate Subcommittee on the Handi-
capped, I am pleased with these early indications of support.

However, it must also be noted that at no time in the brief
history of Federal support for education and training programs for
handicapped children and adults has there been as strong a chal-
lenge as there is today to substantially reduce Federal funding and
monitoring of such programs.

It is now more important than ever that a record be compiled of
how a system of services for retarded people is set up and how it is
workidng. I look to these 2 days of hearings to establish such a
record. .

These hearings are intended to seek the views of parents and
professionals alike on the opportunities for mentally retarded
people’ and what action might be taken by the Congress to improve
or expand needed services. . s

I am very pleased that a wide range of persons concerned and
committed to meeting the needs of retarded citizens have accepted
an Invitation to share their outlooks with us. The issues we will
deal with today and tomorrow are extremely important.

. Many of us are becoming aware that the nceds, aspirations and
sensitivities of individuals who are mentally retarded are similar to
those of other people. It was not until 1972, less than 10 years ago,
that a Federal court established the right to an appropriate public
education for all retarded children. )

In 1973, with the passage df the Developmental Disabilities As-
sistance and Bill of Rights Act, Congress accepted the principle
that all retarded persons have the potential for learning and
growth and established the right to habilitation that is least re-
strictive of the person’s personal liberty.

The strength of research and developing technology continues to
raise our expectations concerning the abilities of retarded peopie
and what they can achieve. It is my hope that the next 2 days of
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testimony will challenge our vision about people and the concepts,
of independence and dignity. -

At this-time, the Chair would like to enter into the record
statements by Senator Orrin Hatch-of Utah, chairman of the full
committee and Senator Harrison Williams of New Jersey, and to

" ajso acknowledge the presence of Nancy Zollars of Senator Wil-
_liams’ staff, and Chris Lord of Senator Hatch'’s staff.

[The prepared s»tatements of Senators Hatch and Williams
follow:] _ , . .

PREPARED STATEMENT OF SENaTOR HaTCu : .

Senator HaTcH. As we know, all persons residing in the United States are guaran-
teed basic human and civil rights by the U.S. Constitution as upheld by the Su-
preme Court. Unfortunately in the past, the application of these rights has not been
universal for all, particularly the handicapped.

Even though the individual rights of people were guaranteed by the Constitution,
this has not always prevented discrimination against specific segments of the popu-
lation. History has witnessed and documented much discrimination. Originally, the
handicapped were thought incapable and removed from society. Thus, the basic
princip_lglof due process was deni.d along with their opportunity to live as normally
as ible. . ‘

uring the 1970’s, a new dawn arose in America. The individuals with character-
istics that differed from those typica] of the rest of the population became the focus
of the “handicapped movement.” People began to recognize the handicapped per-
son’s contribution to society. The disabled were allowed to exercise their rights in a
responsible manner nd live in their respective communities. Deinstitutionalization
and normalization became a viable alternative because Federal, State, and local
governments joined with private citizens to access support services for handicapped
persons. .

However, in the midst of all this change, the availability of appropriate housing
and services for handicapped citizens has ggesenbed a major obstacle in pursuit of<
their right to choose a place to live and provided with services in his or her
community. Because of this oversight, the provision and_protection of the rights of
reqsons with handicapping conditions has become a relevant undertaking in the

egislative process of this country and throughout the world.
. During the past few years, a number of innovative and effective provision for
rights and services has been enacted along with legislative mandates for their

enforcement. Our disabled citizenhs have gained much visibility and support. As a .

result, many previously “closed doors” have been opened for the handicapped. I am
proud to haverplayed a significant role in this moyment.

In the grocess of becoming recognized, the handicapged po};‘)ulation of America has
asked to be granted the following: The right to services in the local community; the
right to vote; the right to open communication; the right to acquire and dis‘pose of
property; the right to marry and have children; the right to have a fair trial for any
alleged offense; the right to engage in leisure time activities; the right to receive
such special training, rehabilitation, guidance, counseling, and education as may
strengthen his/lier ability to exercise these rights with a minimum of abyidgment;
and the right to choose a place to live in the least restrictive environment suitable
to individual needs. :

I am pleased that these field hearings hav2 been organized to address the most
important of these rights—the right to achieve maximum growth and skill develop-
ment through placement in appropriate housing, educational, and social service
programs. I commend my colleague, Senator Lowell Weicker, for his perceptiveness
and determination to address the needs of the mentally retarded. Together, we must
all accept the challenge and assist in the national effort to improve the lives of our
country's largest minority, America’s 40 million disabled persons.

PREPARED STATEMENT OF SENATOR WILLIAMS

Senator WiLLIAMs. It is a great pleasure to welcome the distinguished witnesses to
these Subcommittee on the Handicapped hearings in Hartford, Conn. While 1
cannot be present personally, I have anticipated these hearings with great interest
and expectation. It is a great ¢redit to our distinguished subcommittee chairman,
Senator Weicker, that the first hearings of the subcommittee in the 97th Congress
are for the purpose of exploring the issue of deinstitutionalization of handicapped
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) people. I afn hopeful that these 2 days of hearings will rrovide a sound basis for the

development of clear and comprehensive national policy on the issue of
deinstitutionalization. ; -

This subcommittee has a distinguished history in forthrightly expressing the
needs and protecting the rights of handicapped citizens. Tne Education for All
Handicapped Children Act has received bipartisan support in the Congress and
national support across the country. This law has resulted in thousands of chilaren
receiving appropriate education in public schédls, often for thé first time. The
Rehabilitation Act and amendments is designed to train handicapped people, with
he most severely handicapped people having a priority for this service, to work and
live independently. Both these laws are particularly germane to recall today be-
cause the services they provide have actually prevented the institutionalization of
many people. These Federal laws also insure that services will be availnble when
people emerge from institutinns-to live in community homes.

This subcommittee also authored the Developmentally Disabled Assistance and
Bill of Rights Act. This law helps to' define the right to “appropriate treatment,
services, and habilitation * .* * desigifed to maximize their developmental potential
* * * {n the setting least restrictive of the person’s personal liberty.” -

Our subcommitte¢ ther%’é comes to this he&éring with n substantial investment
in the issue of deinstitutionalization, and ready to learn what the experts and
parents gathered here can teach us about further needs and further action we can
take to continue our commitment to protect the rights of this minorty population
and provide the services they require to lead _full',‘productive lives.

Senator WEICKER. As the first witness before the committee, I dm
delighted to have with us the Governor of the State of Connecticut,
the Honorable William O'Neill.

STATEMENT OF HON. WILLIAM O’NEILL, GOVERNOR OF THE
STATE OF CONNECTICUT

Governor O'NenL. Good morning, Senator. It is my pleasure t¢
welcome you and your subcommittee home to your State of

Connecticut, and to give you brief opening remarks for your hear

ings.

I share°your concern for these special people. We in Connecticut

are proud of our State’s pioneering role in the development of
- effective services for mentally retarded persons.

We have come a long way from the days when placement in a
training school was regarded as the only alternative available to
parents of handicapped children.

In the 1960’s, it was our State which first developed the regional
service systemn that ultimatély became a model for the Nation. This
regional system recognized and responded to a wide range of needs

, and caphbilities of our retarded citizens.

I can point with pride to a growing range of services available to
retardec people in Connecticut—training schools for the most se-
verely Landicapped; the regional programs which include special
daytime services; and array of residential programs within the
regional center facilities, group homes, community training homes,
supervised apartments, and independent living.

The efforts of our State to provide this range of residential and
program options to retarded citizens are an excellent example of
the innovatiop and progress that are part of the Connecticut
heritage. L.

However, our job is not at an end. We must continue to expand
these responsive programs so that they can be made available to
each and every persqn who needs them. This is a challenge for all
of us at the Federal, State, and private, sector levels.

RIC | 9
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First, it is a challenge to the Federal .Goyernment to continueé to:
provxde funds to help in the development and operation of first-
class residential programs, primarily through the medicaid pro-
gram. .

There are further challenges to the Congress to maintain the
identity of programs for the developmentally disabled within the
Federal bureaucracy, and to develop national standards and fund-
ing formulas to support the development of a wide range of serv-
ices for mentally retarded persons, no matter where they live.

Next, the State of Connecticut will be challenged to continue to
improve and expand services to its «etarded citizens in the face of
massive cuts in Federal dollars coming to our State, and in the face
of our own limited tax revenue forecasts,

In spite of the discouraging fiscal situation in our State, the
budget 1 proposed for fiscal year 1982 includes an increase in the .

budget for the Department of Mental Retardation from $87.7 mil- >

lion in the current fiscal year to nearly $94 million next year.

This is an increase of more than $6 million or more than T
percent. The recommendation for additional funding includes:

Funds for 100 new positions to allow the opening of the new
Bridgeport Regional Center and the Clifford Street Transntlonal
Living Facility in Hartford;

Continued funding of 173 additional positions to improve the
intermediate care facility program. These were originally added to
the Department’s current-year budget by the Fmance “Advisory
Committee last December; and

Capital funds for the renovation of several cottages at the South-
bury Training School so that.they can be certified as intermediate
care facilities to provide more individualized programs to residents.

There is one final challenge—to the service providers and advo-
cates of Connecticut. They must work together to develop innova-
tive ways to finance and, deliver the additional services that are
needed by retarded citizens.

In this period of fiscal retrenchment, it is not enough to point
out needs and advocate solutions that require massive spending by
the State and Federal Governments. We must now explore public-
private partnerships more fully and, whenever possnble, pool our
efforts and our resources to 1mprove the quality of life for letarded
persons and handicapped citizens in our State.

It is a privilege for me to endorse this public hearmg as an
educational and fact-finding project. I sincerely hope that it leads
to further constructive dialog among all parties for the beneﬁt of
our retarded citizens.

Senator, thank you very rauch for the opportunity to appear
before you this morning. -

Senator WEICKER. Governor, thank you very much for your testi-
mony.

Governor O'NrILL. Thank you.

Senator WEICKER. The next witness to appear before the commit-
tee will be the Cougressman from the Fourth District of Connecti-
cut, the Honorakl2 Stewart McKinney.

Good mommg , - .
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STATEME;\'[‘ OF HON. STEWART B McKINNEY, A REPRESENTA-
TIVE IN CONGRESS FROM THE STATE OF CONNECTICUT

Mr. McKINNEY. Mr. Chairman, I appreciate the opportunity to
appedr before the Subcommittee on the Handicapped to express my
views on the current level of care and services for the mentally
‘retarded in Connecticut and the Nation. .

Over the past two decades, the policy of irstitutional custody for
the mentally disabled in this Nationhas been virtually eliminated
itn favor of complete treatment and rehabilitation in the communi-

y. - .
As you know, this transition has occurred with the goal of uni-
versal community care in mind~Todaw however, it is clear that
this noble poal has'produced a fragmented, uncoordinated, and
even harmful mental health delivery system which mandates
placement of many patients’in community settings and encourages
frustration and anger on-the part of all those affected.

In the next decade, thérefore, it is my hope_ that we can bring
about a moderation of the emotional rhetoric on' this matter to
provide mentally disabled citizens the option of choosing the most
ap{)ropriate ard beneficial form of treatment. .

n 1963, President John F.- Kennedy presented what was to
become a national objective for the treatment of our Nation’s, re-
tarded citizens: The transfer of the mentally disabled from large
State institutions to small community treatmeént centers.

This approach has been “applied primarily in the four areas of
public social policy: Adult criminal justice, juvenile delinquency,
mental health, and mental retardation. In afl four areas, policies
and programs are carried at Federal, State, and local levels.

Treatment of the mentally disabled, as designed by the Kennedy
admi ristration, was a massive reform in the delivery %f services.
The Kénnedy goals were threefold: To move treatment centers
from State hospitals and training schools to community facilities;
to prevent the causes of mental retardation; and, to intensify ef-
forts to discover the causes of mental retardation.

Upon t¥e recommendation of the Joint Commission on Mental
Illness and Health, the core of that plan became the community
mental health center. The community mental health center was
designed to provide a broad range of services intended to replace
State institutions. .

Specifically, the community mental health center goals were:
Prevention of unnecessary hospitalization; curtailment of the
length of hospital stays when it has bezn required; and the assimi-
lation of patients into the community for rehabilitation. Both'the
representation of social reform and the realization of budgetary
savings earned Kennedy's programswift, bipartisan support in
Congress. - ) -

The refinement and expansion of the Kennedy Klan has contin-
ued in a rapid yet uncoordinated menner since the enactment of
the Community Mental Health Centers Act 17 years ago.

In subsequent years, five Presidents have endorsed the concept
and goals of the program. Federal initiatives helped ‘solidify this
apf)roach-as the dominant theme in the care of the retarded.

n later years, other Federal programs, such as medicaid, supple-
meatal security income, vocstional rehabilitation and developmen-

N/ / R .
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tal disabilities, have been enacted or amended to allow more men-
tally disabled persons to live and be treated in their communities.

In addition, Federal district court decisions have mandated that
States direct their rehabilitation efforts into the comnmunity treat-
ment centers and away from State institutions. «

" In Wyatt v. Stickney, a Federal district court in Alsbama ruled
that the mentally retarded had a “‘constitutional right to treatment
in the least restrictive setting necessary” and in O'Connor v. Don-
aldson the Supreme Court ruled that a State cannot constitutional-
ly confine a “nondangerous person who is capable of surviving
safely in freedom without offering treatment to the individual.”

I wholeheartedly endorse .the aspirations and objectives of the
community mental health center movement. I do so in the belief
that, where feasible and appropriate, community care is the most
proper and humane form of treatment for the mentally disabled.

However, upon examination of the current status of community
care facilities and programs nationwide, it is clear that the imple-
mentation of these original goals has verged upon disaster.

This serious lack of progress in attaining national objectives for
the mentally disabled is causing hardship, injury, and in some
extreme cases, even death. \

~ There are three basic faults with the current treatment delivery
system for thd ‘mentally disabled. First, thére is a critical shortage
of community treatment centers. Second, discharged patients are
not being rehabilitated in the community and thereby causing
unnaturally high readmission rates to State hospitals. Finally, the
‘use cf nursing homes as a substitute for community care facilities
or hospitals is highly unsatisfactory. N
The appalling shortage of community rehabilitative facilities is
.the primary shortcoming of the current communily treatment of
the mentally disabled. As a result of Federal initiatives, rapid
discharges of patients from State hospitals into the community
took place from 1955 to 1975, causing a 65-percent reductfon in the
census of residents at State hospitals. '

Unfortunately, Mr. Chairman, the broad spectrum of community
services needed to suitably care for the newly discharged patients
has not been established. As a result, patients were abandoned to a
neglected and uncertain existence. N -

A 1977 General Accounting Office re‘;l)ort on the mentally dis-
abled—defined therein as the mentally ill and the mentally retard-
ed combined—stated:

Many mentally disabled persons haye been released from the institutions before
sulficient community services and facilitics were available and without adequate
Pil‘dllnms and followup. Others., enter, remam i, or reenter institutiofis unnecessar-
e

While many mentally disabled persons have been released from
institutions and placed in group home., foster care homes, and
supervised apartments, with a satisfactory range of services, others
have not fared as well.

The General Accounting Office report described many communi-
ty residences as “overcrowded, substandard, and dirty facilities
without provision being made for needed services.” Importantly,
the Government Accounting Office report found that these prob-
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lems occurred in “all of the States we reviewed. Studies done b

others identified this problem in other States.” L
In extreme cases, Mr. Chairman, the poor condition of a bdardirg

-home due tc a lack of Federal and State minimum standards,.and

inadequate support staff has lead to death for some residents.

In 1980 and early 1981, a total of 64 residents uf severa! New
Jersey boarding homes perished in fires. & rding to preliminary
reports of the U.S. House of Representatives Cominittee on Aging,
“most victims appeared to have been recent residents of State
institugions for the mentally impaired or retarded.” We cannot
allow patients to be discharged to facilities of such poor quality

“which may endanger their health and well-being.

The second élgrir}g weakness of the current method of communi-
ty care is the significant increase in readmissions to State hospi-
tals. A?cordmg to a 1978 Scientific American article,

* * ' admissions Lo State hospitals increased from 178,000 in 1935 to a peak of
390,000 in 1972 and had declined oily 375,000 by 1974 Moreover, a growing propor-
twn of these admissions were readmissions, with about one-half of the released
patients readmitteq within a year of discharge.

While the D&partment of Health and Human Services no longer
collect admissions data from State institutions, a study conducted
by the National Association of Superintendents of Public Facilities
for the Mentally Retarded stated: .

The primary reason for the readmission was u lack of community services such as

living awommudations, comprehensive services and followup. The fulure tu adjust
to community living and community rejection were also cited as factors.

This readmission syndrome reached the absurd in Nebraska
where 12 patients had been released and readmitted a total of 127
times and"1 patient has been readmitted 27 times. I point this out
only to present the lack of comprehensive, coordinated and effec-
tive nationwide community rehabilitation system.

Finally, the use of nursing homes has, in effect, transferred
patients, not to a community setting, but from one institutional
warehouse setting to another institutional warehouse setting.

The National Center for Health Statistics-showed a 48-percent
increase in the umber of nursing home residents with mental
disabilities from 1969 to 1977. One of the prime goals of the Kenhe-
dy reforms was to place patients in small, com.nunity-based homes.

However, a study by the Department of Health and Human
Services concluded that: - ’

e o 0

- \ ] ,
more-than 50 percent of the nursiny hume résidents wert tn facihties with
10D *beds vr more and about 15 Yervent were in facihities with 200 beds or more.

In &ddition, numerous incidents of questionable practices have
emerged concerning the unsupervised care received in skilled nurs-
ing facilities and intermediate nursing facilities. Tae 1977 Govern-

. ment Accour'ing Office Report stated:

many uf these are not staffed or prepared to hindle the developmental pr

pyychudtte needs of the mentally disabled, Sume did not meet safety or patient care

standards. Sume were su large, in effect, that persuns were moved frum vne institu
tton, to another. N a0 .
The net effect of this policy is nét a communi'y environment
» e . v .
conducive to rehabiljtiation, as President Kennedy outlined, but
another form of an institutional environment with substandard
levels of care.
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Clearly the appalling lack of necessary community services, the .
extraordinarly high hospital readmission rates, and the extensive
use of improperly administered nursing homes indicates that the
goal of rehabilitation in the community has not been accomplished.

Because the responsibility for the mentally disabled is generally
fragmented and unclear many have suffered needlessly. I am very
conces ned that under the guise of community care many States are
using a poorly written Federai policy and the potential for budg-
etary savings to clear institutions of patients and “‘dump” them in .
the community where they are without even minimal services.

In short, we have moved from institutional warehousing to com-
munity warehousing. Since this policy can no longer be tolerated,
we must act'to restore the use of State, hospitals when community
facilities are unavailable. This option, if not the most desirable, is
certainly more humane than allowing the mentally disabled to be
released to a life of uncertainty, unspeakable squalor, and possible
death. ’ ‘ —

Mr. Chairman, I want to reiterate my conceptual support for the
community mental health center reforms. Where appropriate and
feasible, they represent the best possible, care for the retarded.

However, premature implementation of total deinstituti~naliza- .
tion is irresponsible, immoral and a disservice to those retarded
citizens it intends to serve. .

.Whdle analyzing this issue my goal will be to allow specific
; nt for an individual to be determined not on the basis of
2y, but according to that individual’s need for services.
While individuals should not be placed inappropriately in institu-
tions, neither must they be dumped indiscriminately into the
streets. The States should maintain a full range of high quality
comprehensive community and institutional services in order to

best meet the needs of the mentaily disabled.
. With this in mind, I have solicited comments from mental health,
directurs, professional associations, parent groups and othpr inter-
ested pasties to determine what is necessary tojachieve this solu-
tion in an equitable manner. .

My statements today are nét for the purpose of criticizing any
group or any organization but to point out how far we have strayed
from our original intentions. Nor is it my purpose to suggest a
radical deviation in our national policy for the mentally disabled.

Rather, it is my hope that the community mental health system

>

can continue in a more rational and reasonable manner, providing -
the greatest possible alternatives for mental health care and serv-
ices. .

While.it cannot-be shid that we have failed completely, it can be
sugiesied that the way we are proceeding is unsatisfactory. We can -

do better and for the sake of those we serve, we must.

Senator WEICKER. Congressman, thank you very much for a very
thoughtful stalement. Both you and I are coming home today, in
effect, being here in the State capital and the State legislature.
Both of us have seen the prominant rdle played by the State of

. Connecticut over the years in the matters that are the subject of
. -our attention today. oo

«
"
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I wonder, while we have you herg as to whether or not you
might comment on ti.e funding situation, at least as you evaluate
it, as it arises in the House of Representatives. N
~1 know that we went through this exercise in the Senate and,
unfortunately, whatever directions we go in, it all costs money.

1 know the original budget, as it came before the Senate, was, in
real terms, a 10-percent reduction. Thanks to Chairman Hatch and
others on the committee, we were able to restore some of those
funds, not all of them. :

Now, the matter lies in the lap of the House, and I was wonder-
ing whether you have any ideas as to what direction, from a
‘funding point of view, is going to be in the House. ’

Mr. McKINNEy. I think in the pragmatic world of today, the
direction is going to be down. The House, will restore some funding
but I think that the funds are going to be less available from the
Federal Government.in years to came.

The States’ effort is going to—and I congratulate Connecticut.
Connecticut’s care and treatment of its mentally disabled citizens
is an exception. I got interested in this because of the horrors I saw
in Washington, D.C., as ranking member of the District of Colum-
-bia Committee. .

But I think it is all the more reason why the dollars are going to

have to be spent more carefully, and there is a direct correlation,
Mr. Chairman, between the proper care in the best circumstances
and the amount of money that is spent in searching for the best’
possible treatment. ‘
, If you put those:people in community facilities who are wn°st
served, you are using the dollars best, and those who cannot realiv
be ver, well served in the-community setting who are in an institt -
tion, are using the dollars best in that course.

So, there is a correlation between what is going to happen in
Washington, which is obviously a reduction in funds; the question
is how can we make it least harmful. I think we have to be very
careful that we take care of people in the best possible setting for
their particular illness. )

Senator WEICKER. I am glad to have your comments because I
think it really just accentuates the point of these hearings, which
is that in a time of reduced funding what is necessary is that we all
work together and we can’t have people going off in different
directions.

-

-

We all want to achieve the same end result but, whereas in the "~ '

past, this particular segment of our society could look upon the
Nation as a whole as having an open and giving heart, it is not so.
I think we are talking about an entirely different arena and it
impresses upon me and, I hope, others the necessity to get the most
out of the.dollars that are there, but more particularly, to present
ourselves as a united group.
. That doesn't mean to say that we all don’t have different ideas,
but as a united group, not one that is sparring among ourselves.
Mr. McKINNEY. I agree. The real thing here is how can we serve
the most the best for the least amount of money. Everybody is
broke. Here in the two chambers of this building they are dealing
with a $40 million State deficit. -
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~In Waghin%ton, D.C., even with the President’s budget, the new
debt ceiling, I gather, is going to be $1,07J billion. I can’t even say

it.

So, the problem is how do we do the best job possible for the
mentally disabled. That, really, is the whole issue.

Senator WEicKER. Thank you, Congressman. It is good to have
you with us.

Mr. McKiINNEY. Thank you, Mr. Chairman, It is good to see you.

Senator WEICKER. At this time the committee will have present-
ed an overview and history of present 'services by Gareth Thorne.
Commissioner Thorne will have members of his staff from the
State department of mrental retardation office and the regional
center to share part of his presentation time. : ;

Commissioner Thorne, I will let you handle this.in any way that
you deem most appropriate. .

I might add that during the courd: of these hearings, because
this is npt my. hearing, it belongs to everybody in this room, if
there are those that either have questions or have a point they
want to get across, if they will so put it in writing and give it to a
member of the staff I can assure you your particular question or
gour particular point will be made during the course of the next 2

ays. o7

Commissioner Thorne. .

STATEMENT OF GARETH Tll_ORNIS, COMMISSIONER, STATE DE- ©

PARTMENT OF MENTAL RETARDATION, STATE OF CONNECTI-
CUT, ACCOMPANIED BY LYNN GRAVINK, DEPUTY COMMIS-
SIONER; ROGER McNAMARA, SUPERINTENDENT, MANSFIELD
TRAINING SCHOOL; MICHAEL BELMONT, SUPERINTENDENT,
SOUTHBURY TRAINING SCHOOL; DANIEL O’CONNELL, SUPER-
INTENDENT, HARTFORD REGIONAL- CENTER; EVERETT
O’KEEFE, SUPERINTENDENT, JOHN DEMPSEY REGIONAL
CENTER; GEORGE DUCHARME, , SUPERINTENDENT, TOLLAND
REGIONAL CENTER; AL DODSON, DIRECTOR CF EVALUATION
AND STAFF DEVELOPMENT; GEORGE MOORE, SUPERINTEND-
ENT, CENTRAL CONNECTICUT REGIONAL CENTER; BILL
DOWLING, SUPERINTENDENT, NEW HAVEN REGIONAL
CENTER; TOM SULLIVANW, SUPERINTENDENT, SEASIDE RE-
GIONAL CENTER

Commissioner THORNE. Senator Weicker, I am very delighted to
be here today. Thank you very much for asking myself and allow-
ing me to bring alonF members of my staff.

y comments will be very brief. My thought was that it would
be much more important for you to hear from people who were
actively engaged in providing services within our various facilities
and monitoring such services in our central office. .

So, I am going to make a few comments. Also, I will show a few
slides just simply to set the pace. You have a copy before you of
these plates that will be shown on the_ screeen so that it will be
easier for you to see them, and I am sure at that time we will have
to ask them to shut the television lights off. o

One of the things I want to open my comments with is that I
think that Connecticut is extremely. fortunate to have a collection
of exceedingly capable professional people to operate its various
services and give direction to the department’s program..

S .
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You will be hearing from some of these people today and I am

sure you will be very pleased to hear what they have to say.

With me, to my left, is Marilyn Gravink, who is the deputy
commissioner for the department of mental retardation and she
will be sitting with me here this morning. We will bring witnesses,
probably singly and sometimes in groups of three, to the table so
that we can expendite our.program. -

To start off, I would just like to comment that Connecticut, back
in the early days of thinking about where to go with reference to-
the mentally retarded, gave some very significant thought at a
time when there was a transition in the middle fifties up to the
early sixties from the concept of institutionalization as the princi-
pal form of programing, to the concept of returning people to the
community who could be returned to the community and a concept
of retaining in the community those people who could be retained
in the community for appropriate services.

As a consequence, Connecticut underwent an evolution of change
of service location, to some extent, earlier than most States went.
This was part of a movement, however. I think the Senator needs
to understand that throughout the country there was a movement
and it was somehow and in some way related to the civil rights
movement as well, where there was more attention being given to
handicapped people and minority people.

So, it was part of a whole process in this country in the evolution
of change.

The other thing is that we need to bear in mind that prior to the
early sixties in this State and in most States the only place where
an individual could receive an education, who was mentally retard-
ed, was within'a training school, and that is where they got the
name training school. . . ;

So that we saw the population of “institutions” or “training
schools” in the middle fifties and the early sixties a much different
population of people simply because many of them were ther: for
the educational purposes because such services were not available
in the public school .programs.

So that the change of the training school population also came
about partly due. to the fact that the public schools began to offer
special education for  handicapped people in the early sixties
throughout the country.

Just for the purpose of giving us a quick overview and to set the
stage, this is the state of the art in 1960 as far as the State of
Connecticut was concerned. .

[Slide projections shown.]

We had two facilities—those are green squares—located in {wo
corners of the State: Southbur(v and Mansfield Training Schools.
But this was the time, in 1959, when a new law was passed in
Connecticut enabling a new office of mental retardation be created
within the health department, which then later became the depart-
ment of mental retardation in 1975.

Basically, from that beginning we went to 1960, when the deci-
sion was, through very careful planning, to divide the State into 12
regions. The purpose of dividing the State, and this was an admin-
istrative decision and the boundaries were, in that sense, artifi-
cial—there were not staff available for each of these regions, but

. BT=310 O=Bl=m2
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the idea was to break the State into workable populations, popula-
tions where v'hatever may follow from this concept would be
vgithig a reasonable distance of the services that would be envi-
sioned.

And, so, it was predicated on dividing it into regions where
services, when established, would be available to people within 20
minutes. )

Then, by 1965, and there is one triangle missing. The red trian-
gles represent regional centers and there should be one there for
New Haven. By 1965, the concept of the regional program began to
evolve into reality and actual construction was beginning on the
Hartford region and the New Haven region. The Seaside region
had already been established. ' .

The basic thing to keep in mind is that at this time while these
regional programs were beginning to evolve, also the department
evolvea a philosophy and principles of operation of regional pro-
grams, of which you h a copy in your materials, Senator.

It is the basic philosophical statemént of the department as it
relates to services for the mentally retarded. Important to keep in
mind is that this philosophy that was articulated in the early
sixties has not changed significantly since that time simply be-
cause, it is our belief, the philosophy very clearly spells out a
system of services that would be appropriate, providing many op-
tions, for mentally retarded peodple. .

Also, we felt it very important to be consistent over an extended
period of time to allow the establishment of a solid base of service
delivery systems. Rather than hcpping from one thing to another,
develop an idea and stick with it and bring it to its full fruition.

So, by 1970, we saw now that the service programs were begin-
ning to expand so that additional regional centers were open and
by this time we saw the emergency of group homes that had been
estavlished in the mid:sixties now as a viable resource for provid-
ing services to the mentally retarded and allowing many to stay
near home.

The regional centers, as you will hear very shortly from other
people, the services they offer were the mainstay of this program.
By 1980, at this point in time, the department offered the arra
of services that are shown by these various symbols, ranging all
the way from the training schools, the regional centers, the group
homes, supervised apartments, special school district locations, and

some new capital programs that were authorized.

These are the funded and staffed programs of the del.artment at
this point. And you will rotice in the regions there sve clusters. In
cther words, the symbols are seen in every region, showing that
the variety of services available is coming along. We would rather
see a more rapid pace obviously, but within the funding we feel
very comfortable with how we are moving at this rate.

Also, aside from the services the department offers directly, we
fund other programs partially or totally and regulate those pro-
grams. In this particular 1980 depiction you see not only the serv-
ices provided by the department but also services that it funds
through grant-in-aid and throughf other funding.

This is very important bacause part of the concept of the region-
al system was that the department would catalyze and stimulate

18
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the growth of servnces by the private sector, particularly the non-
profit sector and the communities would come into ownership, as it
were, of their own programs.

Thls particular slide shows the department services direct, the
e ones it funds and has direct involvement with.

The next slide should actually be superimposed on the previous
slide, but in trying to do that I found there were so many dots and
"marks that you couldn’t tell what it was. This slide we feel is a
. very lmportant slide because it tells the continued involvement of

the community based residential type facility and it shows the
_evolvement of the group homes which are the larger green circles
“and the little red dots that look like measles are the evolvemént of
the community training home program, which there are now in
excess of 240 such facilities.

This is the backup residential program operated through the
private sector, funded and regulated in great part by the Depart- .
ment of Mental Retardation and Department of Income Mainte- ~
nance and a very important aspect of providing an approprlate-

. p{acei for people to live at home and not have to become institution-
alize .

We give grant-in-aid to the various States in the amounts shown
here. Some areas of the State—this is a grant-in-aid program which
received almost $1 mllllon in grant-m-ald to help them establish
community-bgsed services. I won’t go over this total chart. You
have a copy of it amongst your materials.

But it shows the activities of the State in providing basic grant-
in-aid funding through community services programs operated by
the department. .

Then, more recently, the 605 project which the State now funds S
directly, services and workshops and so forth for more severely
disabled persons. This amount, last year, was $4.4 million allocated
to the department and dlspersed to eligible recipients.

Basically, we have worked on the ‘whole concept of the evolve-
ment of services throughout the State. I am quickly running
through . just to show you how these things have grown by the
department through the years.

Then, in 1974, we published our own- book, the mstl-
tutionalization booklet in which we outline the goals of the depart-
ment which, again, are very similar to those of today.

With that, Senator 'l would like to begin to call the witnesses
and if it is all right with you I will arrange to do that.

. Senator WEICKER. Any way you deem fit. '

Commissioner THORNE. Thank you, sir.

The first witness that I would like.to call is Mr. Roger McNa-
mara, who is the superintendent of the Mansfield Training School.

. M}r; IIVIcNamara wnYl speak to the commlttee on the training
schools

Senator WEICKER. Roger, why don’t you step up here. I had the
})Ieasure of being with Roger for an hour or so yesterday afternoon.

t is nice to have you here at the hearing this morning.

Mr. McNamara. I must confess that I have written at least three
-~ speeches for today and discarded all three. It is difficult to com-
press the amount of history and philosophy that is attendant to the - ——
‘ Issues, particularly with the trammg schools.

s
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I would like to also say that I am here on behalf of Mike
Belmont, superintendent of the Southbury Training School, and
hope that my remarks reflect his views as well.

A theme has begun to develop this morning. I think that theme
is, in- an era of shrinkage of available.dollars how are we going to
achieve our goals? I hope one way of achieving our goals is through
such a forum as this because recently I have realized that conflict
costs more money, a great deal more money than working together
cooperatively to achieve our goals. A

The conflict itself consumes money that could otherwise be de-
voted to mentally retarded citizens agcross the State of Connecticut.

I am also thankful for this opportunity to speak directly to some
issues. The first issue I would hike to discuss with you is that the
training schools have been struggling for years. They are responsi-
ble for serving, right now, approximately 2,000 individuals who
range in age from 8 years to 80 years, for people with so-called
borderline intelligence to persons with catastrophic disabilities.

We have been struggling with political, economic, social, clinical,
_and legal problems, and struggle to respond to needs and problems
of s0 many people with other problems as well, including blindness,
deafness, emotional disturbance, communication disorders, chronic
brain dysfunctions. ' ’ _ )

I would like to try to develop a perspective that problems often.
discussed as institutions have been deemed the problems in the
field of developmental disabilities, but the true problem is larger
_than a collection of buildings constructed in a certain fashion,
located in a specific area of the State that identifies them as an
institution.__ ,

" Certainly there are problems in architecture, problems in staff-

ing, supervision of staff, problems in the level and extent of train-

ing programs available for clients and for employees. But I worry

very much that we become distracted by problems that are really

symptoms, symptoms of greater problems: Public understanding,
' public support, public sacrifice fér handicapped people.

The training schools have been overwhelmed by theiz:\’responsi- .

bilities. Despite their overextended condition, some pecple have

rospered; people have been successfully treated and people have
eft the facilities for a new life because of the assistance by con-
cerned staff. .

Lest there be any doubt in your mind, sir, and to the committee,
Mr. Belmont and I, the superintendents of the training schools, are
not resisting meaningful, constructive change. In fact, we are in-
sisting on it, proselytizing for it whenever we can.

Deinstitutionalization is an ugly and, because I happen to be a
student of the English language, I know that it is an illegimiate

word. The phrase community living arrangement is a euphemism’

for “home.” We need more homes, more a;ertments, schools, jobs,
and training programs.

As more homes are created and services are expanded and we
don’t need to deinstitutionalize developmentally disabled persons,
the staff of the Mansfield and Southiury Training Schools will
automatically, reflexively, instinctivels, if you will, seek out those
opportunities for their clients without an order to relocate people
from institutions to improved circumstances elsewhere.
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The training s¢hools can and should become smaller, clinically
manageable, highly specialized facilities. They should be able to
offer emergency, short-term care and strengthen a continum of
care and habilitation for Connecticut’s special citizens. The contin-
uim of care approach appears to offer the most opportunities to
people because of the variety of optwns for individuals ond their
families.

The generic services of communities must be expanded General
practitioners in all fields must be oriented to the needs of develop-
mentally disabled people. Nelghbors Jnust become more accepting
and supporting of the fellow citizens with individual differenccs,
and all this will require planning, education, advocacy and, I hope,
continual evaluation so that as we gather experience and data we
begin to understand where to emphasize programs and services.

The questlons that are most sensitive these days, the ones that
defendants in lawsuits are advised to avoid are: Must training
schools exist; could all mentally retarded persons, especially the
severely and profoundly retarded, live safely, comfortably, .happily,
and meaningfully in the average community in the State of Con-
necticut?

Unfortunately, these are questions that polarize parents, profes-
sionals, and advocates, inflame emotions and distract frem what
should be our true tasks. The severely and profoundly mentally
retarded people can live in communities and they can be safe,
happy and productive if they ure well supervised, are provided all
the habilitative services they need and support services when they
have difficulties.

Change is a process. It requires planning, thoughtful planning so .
_ we can avoid some of the travesties that have occurred in the

mental health field. If we are vigorous, if we are aggressive in
community development and we emphasize the security, dignity
and opportunities that people living at the training schools should
have, in my opinion, the problem will resolve itself.

But, as you said, »nly if we are creative and cooperative in
improving programs and expanding services in the community.

I would like to add this one last thought and that is, as we
pursue the dream—and I think we are all trying to pursue the
same dream—some of us must articulate a concern that sometimes
is unpopular: Is our society healthy enough, stable enough to be
trustlec'l) to react to, support, and accept developmentally disabled
people .

I think that is a matter of conjecture but planning and support,
education and advucacy should certainly promote the health and
compassion. of our society. It is a process. It is not a matter of
closing facilities. It is a matter of creating opportunitiés.

* Thank: you.

Senator WrICKER. Thank you very much, Roger.

Commissioner THORNE. We are going now to talk about the re-
gional program evolvement and the regional program operation,
which is at the heart of the Department of Mental Retardation
Service plan and its philosophy.

To present, we will have Mr. Daniel O’ Connell the superintend-
ent of t% Hartford Regional Center, followed by Mr. Everett
O'Keefe, Krmtendent of the John Dempsey Center in Putnam.
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Mr. O'ConNELL. Good “morning, Senator. I am Dan O’Connell. I

am a Connecticut native. I have been employed by the State of

o Connecticut for 18 years. The last 6 years I have been employed as
superintendent of the Hartford Regional Center of the Department
of Mental Retardation. . .

I am pleased to have the opportunity this morning to talk to you
gbopt some of the services and programs available on a regional

asis. ‘

My purpose is to discuss the programs and services of the Hart- .
ford Regional Center as an example of the many services which are
available within the State of Connecticut, within the Regional
System of the Department of Mental Retardation. )

I am not submitting this to you as a model, although there are

many who feel that it could more than adequately serve as such.
What I am suggesting, however, is that the Hartford Regional
Center serves to illustrate a variety of activities which have been
longstanding within the Department of Mental Retardation and
the Office of Mental Retardation. : . :

Admittedly, from region to region you may find that services and
programs are packaged differently. You may also find that regional
programs are in differing stages of development, depending on .

. v their own historical background.

The basic objective orientation which I will share with you is
consistent throughout all’ regional programing of the Department
of Mental Retardation and consistent with our own department’s
plan, project challenge.

My purpose, obviously, is not to duplicate the written material
which you have before you. I am hoping possibly to elaborate on it
and clarify it, and possibly help you see a regional program in a
slightly different perspective.

The major point which I wish to make this morning is that the
Hartford Regional Center is much, much more than a residential
facility that happens to be located in Newington. It is much more
than that. -

It is that. And it is a very good residential facility located in
Newington, but the Hartford Regional Center really is responsible
for much more than that. It consists of a very comprehensive
system of programs and services, both residential and day services,
which exist as part of a network of human services in operation
throughout the Hartford region. ,

The Hartford Regional Center is very well integrated into the
community. It is very well integrated into other professional agen-
cies serving handicapped people in this region. It enjoys tremen-
dous support, both community and professional support, and it also
is responsible for meeting the needs of mentally retarded persons
on a daily basis. Approximately 600 persons are served throughou. -
this network on a daily basis. . .

For instance, one service which I would like to explain to you
and elaborate upon are the residential alternatives available to

. persons who_need care or assistance_in meeting_the residential ______|
needs of their life in the Hartford region.

The backbone and the basis for the residential program is the
Hartford Regional Center residential services located in Newing-
ton. This has a capacity for 96 persons. It is a totally certified

~
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ICFMR, intermediate care facility, title XIX certified, has been
since 1975, offers a very intensive habilitation and training pro-
gram, has all of the necessary support services of occupativnal
therapy, physical therapy, psychology, speech services,” and so

- forth, tlrat persons with various handicaps would need. !

The Hartford Regional Center residential program consumes ap-
proximately 42 percent of the funds allocated to the facility. The
next step in a continuum of residential alternatives which exist to
people in this region—and this is somewhat typical of what you
wonld find in other areas of the State—is a series of group homes
that which throughout Hartford. .

Obviously, if you are talking about group home living you are
talking about people who are more capable of independence, more
capable of self-direction, require. less supervision, and require less
intensive type of programing. In the Hartford region there are nine
group homes with a total capacity of 132 mentally retarded per-
sons. -

The homes vary considerably. We have two homes: The J.C.
House I in Newington, which was given to us by the Greater
Hartford J.Cs in 1970. Eight adolescents live in that; home. We
have a similar J.C. house in Glastonbury. There are two adult
homes which we operate. Also we have five adult homes which are
operated on a private basis in this region, but the basic model is

. the same; a family oriented,. normal home living environment in
which people are given varying degrees of independence and sup- .
port to live in the community.

The next step, if we go from the regional center and talk about
people who are capable develgpmentally are moving into the com-
munity group home, the next step in that continuum is the super-
vized apartment living program. s

Hartford is patticularly fortunate 4o have three apar.ment
houses, well integrated discretely throughout the community which
serve a total of 59 persons. The apartment houses are typical
efficiency apartments which you would find in Hartford. There is
either one or two mentally retarded persons living as a team in the
apartment. There is one apartment unit in each building which is
occupied by staff who serve as a backup to the persons living in the
apartment; a resource, a counseling and support system.

Mentally retarded persons pay the portion of their own rent
which they are capable of and the agency supplements the differ-
ence. The persons engage in very normal community living The
interestimr' thing about the apartment living Yrogra_m-—and this is
i%angarkab e—is that it was started by Mansfield Training School in

The group homes which I have just listed in the Hartford region ~
began in the early sixties. The first apartment house opened by
Mansfield Training School in Hartford was in 1969. Two others
came in 1973 and 1974. So this is a longstanding, very successful

\

program which has been operating in this area for some time.

The fourth step on that continuum which has only recently been

available in this region is the ability to provide retarded people

who are living in_apartments and ready for the next stage of

. independence, subsidized apartment living. This is subsidized hous-
ing available through section 8 of the Housing and Urban Develop

<3
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ment program. We have a staff member working full time locating
housing and arranging for subsidized placement”of mentally handi-
capped people. Presently we have 19 persons placed in that pro-
gram,

The Hartford "Regional Center has a very active communr.ity
training program in which there are 32 commaunity training homes.
Approximately 32 persons are placed in community training
homes. We also have a very active respite program in which per-
sons are given respite services -or relief at the Hartford Regional
Center.

Ten or twelve persons a week are given respite services at the
regional center as well as respite homes located throughout the
community. . . .

To accept this approach, it is imperative that you accept a basic

. bremise about mentally handicapped people, and that is they are

different. They are different from one another to the same extent

that you and I are different.

They have differing needs: they have differing abilities, they
have ditfering personalities, likes, and dislikes and it is incumbent
upon us to provide a system which accommodates those differences
and treats individual people as individuals.

I wish I hadtime to elaborate upon the host of other services and
programs available throughout the Hartford region. There are edu-
cation programs; we have adult vocational programs, but all are

# based on the single premise of individuality of the people who we

are committed to serve.

I understand fully well that these are very difficult days in
public administration and I understand that we are in a period in
which possibly a new consensus may be forming concérning the
public policy for treaument of handicapped people in the future.

In this particular region, as it serves to illustrate’other regions
throughout the State, we have a program which has been immense-
ly successful; the base is sound; it is firm and we are very confident
that we can continue to build on those successes, allowing adequate
public support. .

Thank you very much. .

Senator WeICKER. Mr. O’Connell, let me ask a question, and I am
going to ask this of the witnesses that follow. I suppose I should
have asked Roger McNamara the equivalent question.

Is your facility so constituted, so equipped, so staffed that you
could take everybody out of Mansfield or out of Southbury and
have them develop and progress at your type of facility?

Mr. O’ConnNELL. I wished you had asked Roger that question.

»[Laughter.]

Senator WEICKER. My question to him would be the opposite. In
other'words, are there those in his facility that should logically be
in another type of facility, one such as yours?

Mr. O'CoNNELL. Let me begin to answer the question this way.
There are about 193 persons from our region who are currently
residents of Mansfield Training School. That is the primary popula-
tion for which the Hartford Regional Center is designing programs;
designing services to respond to those peovle originally from our
geographic area. I could give examples of what we anticipate as the

-~
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\future and the need to provide more intensive, more structured

programing for those people.

I would say, as the regional center-is currently structured and
staffed, it would be extremely difficult to provide adequate, compre-
hensnve programing for all persons. I think that there obviously is
a level of need and handicap which requires higher staff ratios,
more intensive programing and more intensive structure

I think, most certuinly, that our system, and our structure could
accommodate that. I think it would take more resources. I guess
chis is whet' I am saying to you. I think it would take additional
resources, ;Juf. that the structure, in time, could accommodate those
persons a W . That certainly has been” our obiective in what we
have bgen worklng on for the past‘several years.

Senator WickeR. I think you have answered the question. But
Structure, the present facilities could not; is that correct?

Mr. O’Coi/NELL. It Would take additional resources. .

Senater "NEICKER. That is the second point, that it would take
substantial additional resources.

Mr. O’CoNnNELL. Yes.

Senator WEICKER. Thank you very much.

Commissioner~ THORNE. The next person will be Mr. O'Keefe
from the John Dempsey Regional Center, superintendent.

Mr. O’KeerFE.'‘Good morning, Senator.

Senator WEICKER. Good mommg

Mr. O’KzEFE. | am Everett O'Keefe, the original superlntendent
of t(};e Dempsey Regional Center. I am in my 17th year as superin-
tendent.

The John Dempsey Regional Center was established on Novem-
ber 9, 1964, as the fourth regional center in the State. It was
developed in theé rural, economically deprived area of Connecticut.
The original service towns were the 10 towns of northeastern Con-
necticut.

During our initial years, it was determlned that we should also
service the towns of Hampton, ‘Scotland, and Chaplln so that now
we service 13 towns.

Prior to our agency’s development in 1964, the only programmat-
ic offerings for the mentally retarded in northeastern Connecticut
was a 2-week day program in recreation and a 2-week overnight
grogrnm in recreation offered by the Association for Retarded Chil-

ren

This organization had been founded in 1953. In the initial years
of our operation we surveyed the area of northeastern Connecticut
to_ascertain and prioritize the prcgrams that were most needed.

The original program that we determined was needed was a
communlty-based psychological and medical diagnostic service.
Originally, the center, when I was asked to go out to be superin-
tendent, was told that there were 60 mentally retarded clients to
be serviced in northeastern Connecticut.

Over the 17 years of our operation we have over 1,500 clients
who have passed through our agency seeking services. Presently,
there is an active caseload of 323. Over the years, our agency,
because of its location, has provided many needed services to other
clients who are handicapped.
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The regional center developed and has continued to develop as o.
functign very integral to the.community. The immediate positive .
responise which the regional center in Putnam has received has :
‘comé from the communities that it services. ‘ ‘

There are many reasons, which I am sure you are aware, of why

. wehave received such total cooperation and such a beautiful mar- .

riage between the communities we service and our agency. T

First of all, as I am sure you aware, our area is depressed, we
lack pubiic transportation—i know you can’t cure any of these, I

. *am aware of that—but we are the largest human service agency in
our area. The citizens of the area have known much devastation
over the years through flood, through the loss.of industry and the
area consistently seems to have thé highest unemployment rate in
the Sgate. )

Today, in 1981, our-regional center has become the focal point for
a multitude of services for the mentally handicapped. These serv- .
ices have followed the philosophical trend established by the de-

. partment wherein the programs have been brought to the clients
and their families within the community. .

There are, today,.over 40 infants and young sevsre and profound-
ly retarded children in daily programs at the regional center and
also in the homes. Twenty-five miles from our agency there are 20
children receiving therapeutic and academic programs within their
local community.

The residential population of the agency has grown.from zero to
56. We presently have 17 in a group home 10 miles from our
agency and we have been working very diligently in developing
apartment programs. . .

Today we have 25 clients in apartments located in three different
areas. This has allowed us a great deal of mobilization. We have
not expanded our buildings in the past since 1970,"but we have
been able to mobilize our clients because we have developed what 1
consider a uniqtie apartment program, not unique to us but unique
within the State. .

At the present time, and somewhat in answer to your question, I
can’t unload Mansfield. I have to be honest with you, Senator, but
we have taken 11 clients from the large training schools in the
State, who are presently in our apartments and 14 of the 25 haye
come from our own community programs. ‘.

In July of this year, and also thinking according to the economy,
as was mentioned earlier, our center is going to open its third

group home. This further illustrates what I think has been a .
beautiful and continual marriage between the communities and
ourselves. '

»_The home js being purchased by the Association for Retarded
Citizens of Quinebaug Valley. It is being funded through Farmers -

Home Administration. They have a 5-percent.mortgage for 40
years. The home will be Raffed and run by our regional center.
<" This will be the first time the Farmers Hdme has entered into
this type of agreement in the State. Our adul programing has
always been enlarging. On our own agenc¥ grounds we have three
workshops where there are 93 clients employed. In Moosup, Conn.,
95 miles from our agency, there are 43 clients in programing.
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In oyder to develop community oriented programs for the adult
retardees, we have developed what are known as work crew pro-
grams. Every day we have several, perhaps 10, crews going out to
work in the communities where they provide services to local in-
dustries, to restaurants, to stores, private schools and private

homes. ® )

In 1979, through a developmental disability grant, we were able
to open up a greenhouse and truck farm. The past previous fiscal
year, our workshops and satellite workshops have brought to the
clients over $150,000. i

“The agency’s service and ‘program growth has consistently devel-
oped through the dedicated assistance and cooperation from the
Department of Mental Retardation, the Association for Retarded
Citizens of Quinebaug Valley and the citizens of the services com-,
munities. N

Thank you, Senator. o »

Senator WEICKER, Thank you very much, Mr. O'Keefe. 1 would
also say that one of the other reasons was that the Governor of this
State captured the conscience and commitment of the State in this

.area. That was John Dempsey. That also might be one of the

reasons why your situation has worked out as well as it has.
Mr. O’KEErE. I have always said we mention John Dempsey and
God in-that sequential order in Putnam. .
Senator WEICKER. 1 know this: I started off in the State legisla-
ture in 1963. It certainly was John that brought to my attention
this*whole area, as a legislator, as indeed he<lid to the whole State.
I think, in any event, it is going to take that kind of Jeadership at
all le¥els 6f authority in order to once again prick the conscience of

‘the citizenry as a whole.

Again, I ask you the same question I asked Mr. O’Connell as to
whether or not your facility is prepared to take on all residents
from®your area in either Mansfield or Southbury?

Mr. O'Keere. We could presumablygabsorb 3ome clients but we

are not built, ag far as our buildings are concerned at the present
time, to handle some of the multiacting out clients and some of the
other clients that are at Mansfield.
- We are able, as I mentioned, in this new group home which will
have six clients, some of these clients will be coming from Mans-
field . Training School to our agency. But, no, we couldn’t. And we
have a good service agency, the same as Dan told you. We have all
types of programs. .

As you are well aware, we are limited to time. I think each one
of us could go on forever if we had an opportunity, in addressing
our own areas. But our area has accepted clients from Southbury
Training School. As I mentioned, 11 of these clients went into our
group home and are now out in thé apartment program.

The evolution is there as we begin but, no, we couldn’t; Senator.

Senator WEICKER. Thank you very much, Mr. O’Keefe.

1 wonder if I might at this juncture ask Mr. McNamara, Mr.
Belmont, who I saw in the back of the room. I wonder if I might
ask you both a question in reverse, as to whether or not you have
clients in your facilities at the present time who could be in the
types of facilities described by Mr. O’Keefe and Mr. O’Connell were
such facilities available? )
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In other words, are there persons in your institutes who you feel
should be elsewhere were such a facility available?

Mr. McNaMARA. I think the answer to your question are unques-
tlonably yes. As a matter of fact, it has only.been 2 or 3 weeks
since we transferred a client to the Hartford Regional Center.

We have such a large group of people with varying needs and
problems. I think there are unquestionably groups of people who
have extraordinary medical and behavioral problems that require
specialized, highly individualized treatment. If you are to transfer
such clients you must develop or relocate staff with the expertise
simultaneously. Because people with these problems have beer
with us, we have developed technologies to respond to them, the
technology has to be transferred as well.

Senator WEICKER. Maybe I should rephrase my question. Do you
have those at your facilities now who could be transfex red to these
facilities that have been described, the state of the art being what
it is today at those facilities? x

Mr. BeumonT., Yes, in my opinion. Very obvnous y from the
Southbury Training School.

Senator WEICKER. The answer is yes?

Mr. BELMmoNT. That is correct.

Senator WEICKER. Then what is preventing that transfer of these_

" types of people; lack of facilities?

Mr. BELMONT. Lack of beds. I hate to usg that term, Senator, but
that is the reality of life. When the regional centers do have a bed
available for us they do contact us and we do have residents at the
Southbury Training School who can benefit from those services
that they have. )

Mr. McNaMmaRraA, Also, being redundant, it is not just beds; it is -
expertise; it is a program designed for people. We have about 965
people at Mansfield. We have referral lists which include literally
. hundreds of people that could live in a variety of facnlmes Our
initial goal is to reduce the facility to 450 people.

Mr. BeLmonTt. We also, through our clinical staff at Southbury
Training School, probably have an active list of about 250 residents
that we have approved for placement just as soon as the bed and
the services become*available.

Senator Weicker. Thank you very much. I think you have an-
swered the question,

+ Please proceed, Mr. Thorne.

Commissioner THoRNE. The next part of our presentation, Sena-
tor, is going to relate to community interaction and talking about
interaction with local government, nonprofit organizations and so

. on, which is very much a part of our service.

To present will be Dr. George Ducharme, who is the superintend-
ent of the Tolland region and Mr. Al Dodson, who is our director of
planning and evaluation in the central office.

Dr.,.DucuarME. Good morning, Senator. Thank you for giving me
this opportunity to share with you some thoughts of my work with
persons who are mentally retarded. My name is George Ducharme.
I live in Granby, Conn. I was born and raised in Willimantic, Conn.

In 1964, I ventured up Route 32 to seek summer employment at
Mansfield Training School. That first experience 17 years ago has
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brought me to this moment as superintendent of the Tolland region
of the Department of Mental Retardation.

My message to you this morning is simple, straightforward and
personal. The work of community interaction, coordination, and
program development being accomplished today in the Tolland
region in eastern Connecticut has taken its shape from experiences

- and a philosophical base I began to learn 17 years ago.

I present to you a process which has and is evolving a solid set of
community resources, homes, jobs, educational opportunities, fecre-
ation options and other support services for persons with mental
retardation and their families. - . - - -

This process, evolution if you will, is not unique to the Tolland
region. It began, as you have heard, many years ago, when public
and private advocates joined together to create community options,

The process began in 1966, when Fran Kelly, former superintend-
ent of Mansfield Training School asked me to-establish a day camp
program using Mansfield Training School resources both for train-
ing school residents and community children. This is now the
Spring Ledge Day Camp in Willimantic, Conn.

It continued in the establishing, as an employee of the Hartford
Regional Center, of a strong community liaison for vocational de-
\lrglsopment in the Hartford region from the year 1978 to the year

1.

The Harc .Shop, the Favarh vocational program in Avon and the
North Central Connecticut Sheltered Employment Cooperative
were formed during this period, ,

Working as community services director in the central office of
the Department of Mental Retardation from 1971 to 1977, tremen-
dous strides in developing private sector—Association for Retarded
Citizens, Easter Seal, Goodwill, and private agency services for
children and adults—took place. '

The Shoreline Association struggled to hire its first executive
and began to blossom. All association programs grew as we worked
in partnership with and as program consultant to local ARC uaits,

this in keeping with the stated_mission_and long_tradition of fny _ _ _

OMR/DMR Community Services.predecessors. ]

* Now I work as superintendent within a newly created Tolland
region since 1977. The impetus is the same, to move folks, or
better, to keep people in the community in the mainstream of life
in Connecticut using resources avajlable to all citizens; doctors,
hospitals, schools, parks, workplaces. And, when not available, to
create services, in partnership with community groups as State
resources allow. ’

Above all, as a public employee, it is my job to be the strongest
advocate possible for persons wi.h mental retardation and their
families in my area. _—

The principles I present which make communities in Tolland
Region vibrate with life are perhaps phrased differently, applied
differently and have more debate on fine points today, but that.are,
in my opinion, the same key principles to solid community develop-
ment presented years ago. ’

The key principle is local ownership of the program, of an idea,
of a s§rvice. The key element from which all community develop-
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ment flows is the person who is mentally retarded and that per-
son’s family.

The ultimate goal of community development is community help-
ing all of’its members reach full potential. I underline “all.”” What
we as professionals in DMR do, as charged by law, to develop a
comprehensive array of services for all mentally retarded, is to
coordinate, to create options, to work in partnership with, to syn-
thesize, to be the catalyst for, to make others winne.s, to listen and
to communicate: -

We do this in order to bring every State, Federal, municipal, and
private resource possible together so that persons with mental
retardation may emerge as a whole and fully functioning person in
his or her own community. , .

The process of making this occur solidly, nat just in surface flash,
in each of the 15 towns of the Tolland region, or, in fact, the 169
towns of Connecticut, is plain hard work and time consuming.

The Yankee spirit of individuality translates itself into individu-
al town personalities, desires and services. What works in Man-
chester may not necessarily work in the same manner in Stafford
and Willimantic, in my area. Therefore, the keys of listening to
each community, finding its leaders and natural resources, whether
they be churches, industry, government, civic clubs, and translat-
ing those universal needs and desires of persons who are mentally

, retarded into that specific gommunity’s language is our job.

Here_are some specific examples where the skills of keeping
perspective, communicating, listening, judging the proper action
moment—Piaget called it the teachable moment—coordinating and
synthesizing have worked in the Tolland region. :

The Tolland region is located in eastern Connecticut. It has 15
towns Its largest town is Manchester, with 50,000 citizens. Its
smallest is Union, with 500 citizens. The resources available are
plenty: associations for retarded citizens, three; four sheltered em-
ployment settings; the Mansfield Training School; the main
campus of University of Connecticut and other major resources.

Ways of communication include a leadership forum of all local

organizations, a shelf.ered employment cooperative in eastern Con-
necticut and |a strong active and informed advisery committee.
These are the first and continue to be the key listening posts for
me of organiz¢d efforts to help persons with mental retardation in
our area.

More basic than this, however, is listening to persons themselves
and parents and advocates, be they our own social workers or
parents of the local organizations. The. results ot listening to the
pulse of the iadividual communities, as represented by people re-
ferred to above, have been the following: -

The creation of a private, nonprofit housing corporation entitled
“March, Inc.”, helping to serve persons in the Manchester area and
ultimately in the region in areas of housing.

The coalition here included the town of Manchester government
leaders, three local churches—an Episcopal Church, a Lutheran
Church, and & Catholic-church community—the Developmental
Disabilities Cmﬁncil, the Manchester Association for Retarded Citi-
zens, Statewide Corporation for Independent Living, and ourselves.

.
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" After playiig the catalytic role to enhance the creation of this
agency, we nov" participate as a working partner and consultant.

As a major entity of March, a respite program has evolved,
having won funds from the Hartford Foundation for Public Giving
with much support from our regional staff. ‘

Secoiid, the establishment of a workplace. The Hockanum Indus-
tries Sheltered Employment setting in Vernon had a similar coali-
tion of Vernon town leaders, the Talcotville School Parents Associ-
agon, Tolland Area Association for Retarded Citizens, and our
effort. ¢ -

Through consultive and ccordinative efforts of the Tolland
region, citizens of the greater Vernon area now have job opportuni-
ties there for 20 people. and able to be expanded very shortly;

And, finally, a homemaker/health aid service in the Willimantic

area has brought together social workers from our area, the Man-

chester Community College, the Association for Retarded Citizens
in Manchester, and two homemaker/health aid agencies so that we
might now expand their services by inservicing their existing per-
sonnel and aids to serve the mentally retarded.

The point of these examples, and many others which could be

- made, is to illustrate the synthesizing, catalytic role of community

development assumed by the Tolland region of the department of
mental retardation. T

In' conclusion, the process continues. The movement of people
into the community is constant. Thé job of DMR regional staff is to
continue this movement and solid comn unity development.

I hope these brief comments will assist you to clearly see the
progressive role the department of mental retardation has taken in
20 years., The current work 6f community organization in the Tol-
land region is a natural progression of the principles and practices
of the regional concept which seeks to move and keep ‘persons with
retardation in their own community. p .

Thank you very much, Senator.

- Senator WEICKER. Thank you very much.
Are you prepared in your region, with the facilities you presently

have, -to- take-care of either -the-catastrophically disabled or the -

catastrophically retarded?
Dr. DucHARME. No, we are not, Senator, with the resources we

: have, as you posed your question. ‘

Senator Wetcker. What do you estimate it would cost to get th
‘necessary resources to handle those two situations?

Dr. DucHARME. In dollars? I don’t know, Senator. In time? A
great deal and a lot of community support. I do not have the dollar
figure in my head to give you. I think -that would not be my
- position to accurately give at this time.

What we do have is the ability, I think, to mobilize the resources
that are there, whether they be the university, the three hospitals

. we have, the mental health community, to cooperatively work to-

gether to establish units that could help to retain in our communi-
ty people who areicatastrophically disabled.
One of the fedtures which I think is important to a partial
solution of this is that the individuals who are at the Mansfield
Training School now, whom I met in 1964, were then 80 or 40 years
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of age and are now 50 years of age, had not the opportunity of
what we term “early intervention.” .

This particular program and particular system of interaction
w.th families and with children early in life to eliminate the cata-
strophic problem is something which will be discussed later. The
cost of that program is an element of intense concern and the
desire for us to move everyone into the community is constan:.

We have 89 individuals living at Mansfield Training School now
who come from the 15 towns that we serve whom we would love to
move and are planning to move every single one home, if appropri-
ate. But, as Roger indicated, there are certain types of programing
that are needed, or perhaps will be needed, on a short-term basis,
at least, in a residence, in a place like Mansfield Training School,
just as when I have certain illnesses which I may contract which
cause me to go to a hospital or a particular unit to be helped.

I hope that I have answered your question.

Senator WEICKER. Thank you very much.

Mr. DopsoN. Senator Weicker, I am Al Dodson. My position with
the department is as director of planning, development and.evalua-
tion.

Dr. Ducharme presented the interaction of one DMR agency with
the private sector. In a very brief amount of time I will try and
highlight both how other regions utilize this interaction and how
DMR as a whole currently relies upon and provides support to
other public and private agencies, and how it plans to expand upon
this partnership.

First, at the center of this concept of utilizing and supporting
other publlc and private agencies are the objectives of the commu-
ni€y services component of Project Challenge. Those four principles
are: One, to utilize those services that are available to the general
public; two, to assist and support the development of community
services for individuals who are mentally retarded by appropnate
agencnes and then to develop services where program or Tesource
gaps exist; three, to coordinate the delivery of community services.
to those people who are mentally retarded; and, four, to assure the
quality of those existing programs. - -

Some examples of the departments utlllzmg services that are
available to the general puablic are the use of supervised apart-
ments, some of which are funded through HUD section 8, munici-
pal and private recreation programs, medical-dental services, often
funded by title XIX, the use of competitive employment situatious,
the use of Farmers Home loans, the use of homemaker-health care
aids and visiting nurse associations, assisting in supporting the
development of community services where gaps exist are evident
throughout the State.

Many regions have housing consortiums that plan and imple-
ment the development of alternative residential accommodations.

. At least two regions hold monthly meetings with ARC executive

directors to discuss regional needs. Another region is cooperatively
opening a group home, as Everett mentioned, with a local ARC.

Since the very beginning, one of the core pieces of community
development has been the department’s grant-in-aid program. Also,
many regions enter into vocational consortiums which plan for the
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development and the utilization of vocational programs to meet the
needs of the retarded. .

A number of years ago the commissioner formed a developmen-
tal team which is a part of the central office that is involved in
staff development and parent training. That has been constantly
made available to the private sector and utilized by many parents,
many ARC groups, many private and public organizations working
with handicapped individuals. . ,

Currently, the assurance of quality in residential and vocational
programs existing in the private sector have been addressed by the
licensing division and the community service division of the depart-
ment. ’

To aid in the expansion of comfiunity services and to expedite
the deinstitutionalization process, the commissioner established a
planning and evaluation unit utilizing existing central office staff
and also staff that had been developed through the legislative
process. ' .

This unit is charged with assisting regions in the development of
community services and compiling a statewide community services
plan. The reason I emphasize “assist” was pointed out in George's
talk. Each region may have its unique needs and its differing
resources, but we also need to remember that ownership is the key,
ownership at the regional level, ownership of municipalities and, in
fact, ownership at the neighborhood level as well. h

As George mentioned, and as Dan and Everett illustrated, there
are not only differences in needs of different communities but
different regions of the State have differing needs and differing
resources. It is very difficult to compare affluent lower Fairfield
County with its many, many vocational opportunities for handi-
capped individuals with that of the northeastern part of the State
that is economically depressed and, in fact, the only vocational
opportunity existing for the handicapped at this time is the John
Dempsey Regional Center. . :

The planning and evaluation unit is currently involved in com-
piling a statewide community needs profile. This profile is multi-
facted and involves the superintendents of each region, service
providers within each region and throughout the State, and intends
in the very near future to involve consumer groups.

What we.are finding is that an array of services does exist in
Connecticut. We are not in any way claiming that that array is
available throughout the State in each and every area, or that we

-are meeting all the needs of the retarded.

What we are saying is that.the continuum of services exist that
may not be apparent. However, these services need to be expanded
so that they can be mede available throughout the State and we
can meet the needs of each individual. :

This expansion in an era of great fiscal concern will necessitate
establishing a partnership among the State, the r'ederal Govern-
ment, municipalities, and private service providers, both generic
providers and specialized providers. .

Samples of these expansions were included in a proposal recently
submitted to the legislature that included an expansion of the
community services program, an expansion of the supervised apart-
ment program and a proposal to expand the number of community
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services directors so that each region throughout the State had a
director of community services.

If this plan is accepted, and we have every reason to be optimis-
tic, it will allow for 380 people to be placed in community training
homes within a 3-year period, it will approximately double the
number of people placed in HUD section 8 supervised apartments
within the next 2 years and it will allow us to concentrate on
development of those services that we know now are needed for
those people in the training school, people residing in regional
* centers and those people residing at home.

The success of programs in Connecticut for people who are men-
tally retarded is a direct result of a partnership between the public
and private sectors. This is not a partnership built merely on
dollars as it is in many States but also on mutual effort and work
of many, many people.

The department recognizes that the future of persons who are

. mentally retarded is intimately linked to efforts to work in part-
nership with all facets of private and public community resources.

DMR is looking to continue its cooperative efforts and, in fact,
expand partnerships so that the needs of mentally retarded citizens
of Connecticut are fully met. .

Senator WEICKER. Thank you very much.

Commissioner THORNE. Senator, we will have a presentation now
by three people. The subject is going to be options of residential
services other than training schools and regional centers. This will
give you more detail on certain specific programs that we are
emphasizing now.

The first presenter will be Mr. George Moore, who is the superin-
tendent of the Central Connecticut Regional Center, followed by
Mr. Bill Dowling, who has a slide presentation on community
training homes, and then, finaily, I.Ir. Tom Sullivan, who is super-

intendent of the Seaside Regional Center. Mr. Dowling is superin-
tendent of the New Haven Regional Center.
Mr_Moore.

Mr. Moore. Good morning, Senator.

e C Q¢

The next segment of our presentation will focus upon residential’

alternatives which have been developed in the past 20 years. Given
the ' time available, we will attempt to highlight the issues and
reflect the optimism which we feel regarding our commitment to
.ongoing growth.

As you know, today’s department of mental retardation is the
result of an evolution which began with the Mansfield Ttaining
School in 1917, the Southbury Training School in 1941, and the
office of mental retardation in 1959. Throughout this history, there
have been consistent efforts to improve upon existing services and
broaden the options which are available to handicapped persons
- and their families.

It is imperative, however, that we recognize the fact that there
are still many obstacles which must be overcome in order for us to
reach our goals. A few of these include: limitations in the funding
abilities of the State and National Government; the need to mini-
nize bureaucratic constraints related to utilizing monef's once they
are appropriated, availability of appropriate medical and other

-
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professional staff to support persons who have comglicated n:edical
or behavioral difficulties; and community or parental resistance.

It is our belief that realities such as those described above must
be recognized, not accepted. The mission of the Department of
Mental Retardation, from its earliest beginnings, has been to over-
come obstacles and develop a continuum process which assures
that all mentally retarded individuals should live in the least
restrictive environment which is commensurate with their needs.

During the rest of my presentation I will emphasize the role
which group homes and supervised living apartments play in this
continuum. Bill Dowling, to my right, will then give an overview of
the community training homie program, and Tom Sullivan will
reflect the role of transitional living facilities.

Since 1964, when Mansfield Training School opened the State’s
first group home, the department alone and in conjunction with
the private sector, has continued its efforts to develop these alter-
natives. . :

Today, the department operates 27 group homes with a capacity
to serve 323 residents. In addition, the department revised its regu-
lations for licensure of privately operated facilities in 1975. Since
then, the department has worked closely with the State Depart-
ment of Income Maintenance to develop a rate system which re-
flects the true cost of services. \

Since 1975, this process, as well as the active consultative role of
the licensing section and regional staffs, have contributed to an
overall upgrading of client care as well as the opening of 23 addi-
tional privat :ly operated group homes, which adds to a total of 523
individuals who are served in 35 group homes.

Clients who were initjally placed into group homes tended to be

' those who were highest functioning mentally, physically and emo-

tionally. As we have expanded resources, we have been able to
accommodate an increasingly varied type of clientele.

Our population now includés people who function in the severe
range of mental retardation and who have emotional, physical
and/or behavioral difficulties. . . :

Nevertheless, we bave a long way to go to meet the needs of
individuals who can be accommodated in group homes but for the
lack of resources. '

In addition to persons with handicaps previously mentioned, it
also includes many adults who presently live at training schools,
health care facilities, or at home with their parents.

We believe that there should be an increasing emphasis by par-
ents, professionals and society at large to see group homes”and
supervised apartments as resources to be affirmatively accessed at

N the time of adulthood rather than as a reaction to a stress or crisis

Situation. . ) .

.In other words, mentally retarded individuals should be brought
up:to move away from home and toward independent living situa-
tionskin the same manner as their nonretarded peers. This would
reinforce the family’s ability to emphasize their handicapped
child’s, individuality and independence from birth forward and
minimi%e the image of the handicapped child as a burden.

) o~

A




Q
ERIC 25

-

- 30

The pattern of growth which we have seen in the development of
group homes is equally evident in the area of supervised apart-
ments. .

In the past 10 years we have increased our capacity in this area
to the point where we serve 216 individuals. -

Efforts in this area have been dramatically assisted by the sec-
tion 8 program which is administered by the Federal Department
of Housing and Urban Development. Accommodations are provided
in a variety of settings, ranging from DMR—owned buildings, to
apartments which are clustered together, and those which are
spread throughout the communities. . -

In accordance with client needs, staffing patterns range from 24-
hour coverage by live-in or shift staff, to periodic supervision on a
daily, weekly or monthly schedule.

Apartment programs are particularly exciting because both the

. physical setting and financial necessities reinforce the need for an

active partnership between client and staff, and show the client
immediate rewards for independent functioning. -
Clients may qualify for a driver’s license or learn to access public

- transportation on their own. They may eat at home or go to a

restaurant. They are faced with the same choices and dilemmas
regarding rights and responsibilities as are faced by the rest of us.

While the choices are often limited and difficult, we witness the
development of emotional maturity at this level of care which is
difficult to duplicate in other environments. -

For a minute ] would like to give an overview of how these levels
of service operate in my region. The Department of Mental Retard-
ation, through the Central Connecticut Regional Center, operates
two group homes in Meriden. In addition, there are two group
homes in the Middletown area which are operated by a private
corporation and one on-grounds group home operated by Durham
Hill, a private school in Durham.

Recently, a group of associations for retarded citizens has formed
a consortium to develop and manage group homes throughout the
region. They now have 1 group home open in Bristol and expect to
open 3 more within the next year and 10 to 12 over the next 5

‘years.

It is my hope that future group home development in the region
will occur in the private sector. In this framework, State-operated
group homes would continue to focus on serving persons whose
behaviors and/or self-care skills are not being met or are marginal
in terms of the private facilities. -

In addition to the above, we presently have three distinct levels
of section 8 apartment programs. The Eastwood apartment pro-
gram serves 16 severely retarded adults\in 8 two-bedroom units
which are located on the second and-third loors of a small apart-
ment building in New Britain.

Residents require 24-hour staffing, centrally prepared meals and
staff assistance with most of the day’s decisions. None of the clients
are competitively employed but each receives vocational training
from activity programs run by the private sector in the community.

The Newbrite program is comprised of three two-bedroom units
which are located on one floor of a large apartment building in
downtown New Britain. The facility is staffed by a live-in staff

1
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person and clients receive assistance in the afternoons and

evenings.

This assistance involves training to develop community skills, '
meals, housekeeping, personal hygiene, medical, and dental care

for the clients. There is a shared responsibility between the clients

and staff. ' -

The most independent prograin, Baybury Apartments, is com-

prised of three two-bedroom apartments which are distributed

- throughout a large apartment complex in Middletown. In this pro-
gram, staff are onsite each day but only for a part of the day. Staff
efforts are focused upon assisting clients in budgeting their nioney,
shopping for food, and recognizing options for leisure type activi-
ties. .

Some clients are employed competitively while others are in
workshop programs aimed toward competitive employment. ¢

It is difficult in the short time given us to give a description
which accurately reflects the scope and opportunity which has
been made available tc our clients through these programs. .

I can tell you that the opportunities have helped these people to
recognize and appreciate the self-respect that is realized through
their participation in decisions which affect their own lives.

N It is our belief that we have only begun to tap the potential -
associated with these.levels of care. Further development will most
certainly be affected by the willingness of taxpayers at the State

) and national levels to participate in the financial investment relat-
. ed to helping handicapped people to help themselves.

I would like to thank you for the opportunity I have had to make
this presentation.

. Senator WEICKER. Thank you very much. Commissioner Thorne,
or anybody who would like to respond, I have a few questions here.

What is the total budget for group homes and what percent of
the total budget does this represent?

Commissioner THORNE. Senator, I don’t have that figure with me
right ‘now. We would be very happy to provide that for you. We
have the material here. We are looking.

| _Senator WEICKER. The next question would be, what is the
budget for supervised apartments or section 8 housing programs,
and what parcentage of the budget does this represent?

Commissioner THORNE. Again, this is a comingled program with
HUD financing, with residents of the apartments personal funds
and with State contributions. The State’s contribution is principal-

. ly, in that program, in the form of cost for staff and, in some
instances, helping to subsidize. o

Again, those figures we could get for you. I don’t have them with
me. :

- Senator WEICKER. I will just finish these questions. Any one you
can answer, fine. Otherwise, for the record, what is the budget for
community training home programs?. .

Commissioner THorNE. The boarding house budget is in excess of
$1 million a year for 'subsidizing community training homes. That
is comingled with SSI payments that the individuals have so that,
again—and if the person does have their own personal resources, it
involves that too.

We can get you precise figures on that, Senator.




-Senator WEICKER. And, lastly, the estimated cost per year for
clients in each residential program: institution, regional centers,
group homes, training homes, supervised apartments, section 8?

Commissionier THoRNE. We could develop that information too,
keeping in mind that the cost of services comes from many differ-
ent sources of people who are in the community so that we have to

trate down the various locations of costing. We would be .very .

happy to provide that information.

Senator WEICKER. Proceed. . ¢

Commissioner THORNE. The next presentation will be by Mr.
Dowling who will be talking specifically. about community training.

Mr. DowLiNG. Good morning, Senator. My name is William
gowling. I am the superintendent at the New Haven Regional

enter. .

I have been in the field of social services for 15 years, one-third
of which has been working with mentally retarded individuals. The
common thread through my service has been the use of foster
homes to grovxde commurity residential programs for those in
need of such a program. g

I am very happy to have the opportunity to share the depart:
ment’s community training home pro%fam with you. My comments
will be somewhat abbreviated from the prepared text in order to
allow time for a brief slide projection show which I think will be
very helpful to your understanding of the'program.

The community training home program is one of an array of
residential services provided by the department. This program pro-
vides individualized care, and specialized training in private homes
for one to four individuals. /

They may reside in the home-as-family members or they may be
there brietly as part of the department’s respite program. The
respite program, as you know, provides temporary relief to family
members from the constant care of a handicapped child or adult.
This allows the family the needed relief from that care in order to
maintain the handicapped member in the community as long & it
is appropriate.

The training home program—the term itself reflects the in-
creased professioralism of this progrdm is a modification of the
traditional foster care program—has been evolving over a number
of years inthe department. Back in the fifties, and even before, the
training schools used the boarding out home concept to provide
community living arrangements for those it thought appropriate.

In the sixties, with the development of the regional concept,
additional emphasis was given to the foster care program, And in
the 1970's, with the assistance of developmental gisability grants,
two regional centers laid the framework for a more sophisticated
foster care program. .

It was in the seventies also that the commissioner authorized the
creation of the respite and community training home task force in
1976. The purpose was to develop a community training home

program and a community respite program in all of the regional

centers throughout Connecticut.

At this Eoint I think it would be helpful if I presenfed the slide
show which is used by the New Haven regional center as part of its
recruitment efforts for community training homes.

Q
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[Presentation of slide show:]

Community TraiNing Hoxe anp Reseite Home Tape

Unlike Angie, some mentally retarded individuals do not have their own families
always available to provide care for them, Carolyn is 20 years old. In order to best
meet her human needs she lives in a Community Training Home. Community
Training parents provide care on a long-term basis, and act as substitutes for or a
supplement to the individuals natural parents, They provide an opportunity for a
mentally retarded individual to know the jog of being part of a family, to grow and
develop with the experience of knowing others who are interested and concerned
about them. In her home, Carolyn's community training parent works with her on
skills that will help her to become us independent as ssible. She practices basic
cooking and housekeeping, and hygiene skills. During the day, Carolyn participates
in a work training program where she is taught outdeor maintenance. She also
learns cleaning skills that may someday qualify her for n job in the community.
When a mentally retarded person needs a placement in a community trgining
home, the home is chosen on the basis of which family can best meet this persons
needs. Such factors as family composition, skills of the family members, and family
preference are taken into account in making the choice. Before an individual is
placed in a home permanently a series of respite placements are arranged with the
comnunity training family. Tn this way, the tamily and the menta ly retarded
individual can expcrience what sharing a home together would be like. On this
basis, they and the ngcnc?r, make a decision about whether the placement will be
successful. By the time the !
family know cach other well and the foundation for longer term relationships has
already been la{'cd. Some families choose to become community training parents
while others feel that making a commitment to short-term respite care better suits
their life style. Whichever their choice, the preparation for these roles is essentially
the same. The first step is a general meeting with the program coordinator. She and
the family discuss the problems and explore their participation in terms of both the
agency's and families needs. There follows a series of meetings between the family
and the program coordinator which serve as a mutually evaluation }I)‘rocess. Togeth-
er they explore the interfacing of the family and the program This evaluation
becomes a part of the formal home licensing process. The family also participates in
a traming program. Through it they are introduced to some 0 the special needs of
the individuals with whom they will become acquainted. They also uc_(éulrc some of
the skills they will need. During this time all families in training provide short-term
respite care as a \vn{ of becoming more familiar with the agency, the clients, and
their own future roles Community Training Home parents and respite parents
emerge from the sessions as an Integral part of the agencies network services, In
this_ capacity they., receive payment for the care the{ provide and are expected to
perform their roles well, To assist them in their task the progrnm coordinator and a
social worker provide ongoing support between the home nnd the agency If assist-
ance s needed n o particular area, with an individiual that is placed. the socinl
worker can arrange for input from specific professions: such as, physical therapist.
psychologist, nurses, or behavior specialists, as wel} as from other community agen-
cies, Commumity, Traming parents and respite parents make a unique contribution
tu the lives of mentally retarded individuals. Tos; ther they and the agency work to
insure that the human needs of those iadividuals are met in the best possible way
They are the ones who have made it possible for Angie, Carolyn, and many others
to be people 1n the mamnstream of everyday, life, working, p aying, being part of
their community, bemng part of a family that provides companionship, support and
love. When you share n Jittle bit of your world you can make a difference in
somebody's life. .

Mr. DowLing. Présently, Senator, there are approximately 280
such community training home beds in the department’s program.
About one-third of them are for long-term placement. The rest are
used for the respite program.

The department projects that were the money available right

now, approximately 380 individuals could benefit from community
training home living. Of this number approximately 320, would
come from the existing residential programs such as the training
schools and regional centers. The remaining 60 are estimated to be

_those on our urgent waiting list who are in need of an alternative
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individual is placed permanently, he or she and the -
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to their present situation and this alternative could be a communi-
ty training home program. ) :
The community training home program that the department
envisions in its budget request would also allow approximately .
1,000 respite days to be provided in the community by each region- .
al center. This would be a tremendous increase in a very valuable - |
service to the community. =~ g ‘.
Right now it is the lack of funds that is the primary obstacle to
the realization of this program. There is some. optimism at this -
point since the department’s proposal has received a favorable
response from the Hospital and Health Care Subcommittee of the
~ (Appropriatid“n“s‘“Coinmittee and they will be voting on that; in the T

department’s ‘mental retardation residential services. It has a po-
tential for continueli growth and increased importance. The depart- .
ment is very clearly committed to developing this pofential.

Thank you. SR .

Senator WEICKER. Thank you very much, Mr. Dowling.

Mr. SuLuivan. Good morﬁing, Senator. My name is Tom Sulli-
van. | superintendent of\the Seaside Regional Center. I would
like to"speak briefly on the \concept of a transitional community |
living facility. . ‘

There are two major concepts that I would like to address in this
Eresentation that I feel best r preseilt some of the experiences we -

ave had at the Mystic Educational Center, which was formerly .-
known as the Mystic Oral Schoql. P N
.. Since this program was startéd by the department, through the
gzopf;'?sion of the State department of education, back in Decem-

r 3 v - . 4

The first concept that I would) like to address is the concept of
the “transitional facility.” If I can borrow Mr. Webster's definition,
transition is defined as a passing\from one condition, form, stage,,

-activity and place, et cetera, to'andther.

The key factors in the Mystic program focus upon the movement
process from institution to community. Every client selected for the
program participates in the planning and decisionmaking process,
in conjunction with the staff, that will enable him or her to eventu- -
ally live in the community.

The Mystic program, then, is not a goal unto itself. Rather, it is a-
means to an end, that end being community placement. So, in a .
sense it is a bridge. f

When 50 residential and five respite leds were made available to
the department back in 1979, our planning focused primaril} upon
establishing a program that would best ‘meet the needs of large -
number of the department’s higher functioning clients who live in
our larger residential facilities throughout\the State. .

Over the years, our experiences have indicated that the success-
ful community placements of institutionalized individuals is best
insured through a well-planned program which provides the indi-
vidual with a gradual progression through mord.independent, ox, if
you will, less restrictive living situations that individual ac-
quires previously unlearned skills.

|
Q:Ic';d’ay or two. J
*he-.community training home program is one component of the 1
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* ate community residence.

-

‘Tn most ‘case"s, the ;sequence of living units usually takes blace ol
the grourids of the two training schools. When the-individual &
ready for community placement, he or she.is placed in an appropri-

Most of these placements have proven to’ be quite successful. I
have to note here that Representstive McKinney, earlier in his
statement, pointed out_a concern about returns of people from the
community to the institution, the problem of recidivism. !

. We, likewise, have®experienced these problems to some degree.
We found with some of these clients, in their transition from the
institution to the community, that the pressures, stresses and ex-
pectations were entirely too much for them to handle.

As a result, they oftentimes returned to the institution. When
the M-stic program was developdd it was felt that this facility-

. eoula pecome a viable stepping stone for these and other individ-
tlx_al_s who are ready, for all practical purposes, for community
iving:

Through a very close working relationship between the Mystic

. staft and: the staff of the two training schools and the regional
centers, 26 clients from the training schools and 24 clients from
five different regional centers,.several of whom were critical cases,
were-transferred-into-the Mystic facility. R

With the current population of 50, clients, there are seven indi-
viduals who previously had been placed from training schools into
community settings and were later returned to the training schools '
for a variety of reasons. Once again—this problem of recidivism, -

A few of these individuals failed several times in a variety of
settings. The staff at Mystic have contentrated very hard in provid-
ing a supportive environment and program for these individuals
and, of the seven, two currently are in public schoo¥programs and
three are working totlay in the community in various work groups.

I would like to state that since the opening of the program back in X
December 1979, not one individual has been returned to an institu- _
tion. < 4

Obvicusly, all the 50 people aren’t there because of recidivism
problems. Many of them have been selected because they were
found by the staff at the training schools and regional centers to be

_ pretty much ready for community placement, but they needed
some work and some training in specific areas of need.

I am most pleased to report that in early May, next month, eight
of our school age children who are now living in Mystic will be
moving into our newest group home located in Norwich. We have
been concentrating on teaching them some of the skills they will
need to succeed in this home.

There are many other success stories { could relate to you but in
the intersst of time I won’t. In summation by the end of this
month, 20 percent of the original population of 50 clients will have
been placed-into the community directly from the Mystic program.

What must be pointed out, in addition to living successfully in a

, community, one must be able to provide for themselves to some .
extent. Once again, we are talking about work. I think this is
particularly true in our-New England work ethic society. People
mUSlE succeed and feel good about themselves and their ability to
wozk. : -y ) '

'
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So, we place a’great deal of emphasis on our vocational training

programs. There are seven adults now living in the program who

previously were not employed in the community who are now .

working, individually, in the community for at least minimum
wage in a number of work situations, many of them for over 1 year
in the same job. '

In addition, we have several adults who are being trained in
group work programs to work in the community in janitorial sub-
contratt type work cleaning restaurants, motels, community
churches, and so forth. A total of 63 percent of the adult population
living in Mystic is iow working in the community.

As a transitional facility, Mystic has been very successful. The
proof of the pudding is the successful community residential and
-job placements that have taken place and the individual improve-
ments that we see.

Abother transitional facility, the Clifford Street program, a 20-
bed ICFMR facility, is currently undergoing renovations and will

. be opened next year by the Hartford Regional Center.

I would like to just briefly refer to a second major concept that 1
would ljke to present, and that is the concept “of
deinstitutionalization. Very briefly, this is a popular buzz word
which is often frequently used without much thought in terms of
its far-reaching effects.

Deinstitutionalization is often assumed tb simply represent the
concept of moving people from the institutions into the community.
I have given a few examples of how it works il Mystic. .

However, there is another edge to the sword of
deinstitutionalization which quite often is underplayed or ignored,
but equally significant, and that is the aspect of preventing people
from moving into institutions. .

The Mystic program has concentrated a great deal on this and
through a number of programs—vocational programs, respite pro-
grams in which we have placed 60 people in weekend, overnight
emergency respites over the last year, and a number of other
services, such as recreation, we have proven quite successful.

Also, the special school district program servicés severely and
profoundly retarded people living in the community in a number of
towns in southeastern Connecticut, notably Groton, Stonington,
Mystic, and that area east of the Thames River, which previously
was unserved by a major type of facility-in our region.

I think one of the things we are observing, which is very encour-
aging, is the absence of residential placements of youngsters. I
mentioned respite programs. I mentioned early intervention pro-
grams. I like to think because of some of the successes we are
having with these youngsters, we are observing here and through-
out the State in all the regional centers, a decline or almost nonex-
istence of residential referrals for the youngsters ranging from 6
months to 6 years to 16 years. ‘

Our residential population is getting older, but our referrals of
youngsters are not that prevalent. In fact, we haven’t had any in
the past year or two for full-time residential placement. I think a
lot of it has to do with respite and some of the Special School
District Early Intervention programs that we offer.

>
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In closing I would like to-state that I hope 1 have conveyed to
you the optimism which I and the Seaside staff have regarding *\he
Mystic program. I have shared a few success stories and I can say
with honesty there have been no failures.

In addition to preparing clients for community living successful-
ly, the very fact that a major facility is located in this part of our
region, is gradually preparing the community for our clients. We
have to face this responsibility of preparing the surrounding com-""
munities to accept and to see these individuals as neighbors and
friends. .

In some cases many of us professionals prepare the community
“by the book” through our formal presentations, media exposure
and public relations. I think the best public relations people we
have are those clients, and the more exposure they get in the
community and the community has to them, we are finding that
this is perhaps the best type approach we can teke to readying the
community to those programs we are planning on setting up.

In a sense, it is education through “osmosis.”

Finally, the bottom line in determining the effectiveness of this
program is the successful community placement. This has been
proven true. F feel that there is indeed a viable and important
place for a transitional facility such as Mystic in the continuum of _ _ °
treatment and care for the mentally retarded providing such a
program does not become an end unto itself but a means to an end,
and that end being community living. .

Thank you very much.

Senator Weicker. Thank you very much.

Commissioner Thorne, I have some questions prior to the next .
panel which we might take up at this time. There are over 300
retarded persons who are currently on waiting lists for residential
services. How does the Department of Mental Retardation decide
who has priority for -an apartment, versus group home,-versus - ---
Mansfield Training School?

Commissioney THorNE. The department has an admission and
referral body that meets as often as necessary, at least once a
month, to discuss all of the referrals for placement that come:
before that body. That would be admissions for people who are
inappropriately placed within a department’s facility where there
is a consideration that it is very necessary-to move from where —
they are to some other place. ]

That committee then establishes a priority based on the need of
the client and then, as soon as a bed is available the client is ;
moved into that particular bed. ’

Senator WEICKER. Then is it not true that the individuals place-
ment is based more on what services are available rather than an
individualized need?

Commissioner THORNE. I would say all the placements that are
made are based on individualized needs. That is why we go throu(f;h
the complicated exercise of looking at the total picture of the
individual as to-what his needs are. .

Within the system itself we are constantly rechecking and rebal-
ancing it with our various team type programs, but also, the admis-
sions and referral group would review this so that the object is, of
course, to place the persoh in the most appropriate environment.

t
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We rec?gnize that there are times when that is not available and
it is simply because of a lack of resources. ~ .
So, placements are not arbitrary. We don’t admit people directly

to training schools, for example, unless there is some type of an ,

emergency situation that would warrant such an admission. All— ——~

admissions are made directly to regional centers usually, or to )

. ... _.8roup homes or community_training homes, whatever might.be the .
most appropriate situation of that person.

Senator Weicker. The U.S. Department of Health and Human -
Services funded a national study. Connecticut was reported to be
among the five States with the largest number of persons in insti-
tutions compared to the population of the State. I suppose the
question here is why we have lost our position as a progressive
leader in the field of mental retardation?
Commissioner THORNE. I question the statistics very much be-

» Ccause’it is just not the case. I have questioned their statistics .
before. The definition of what they term as institution, and so |
forth, is certainly subject to a great deal of interpretation.

. I know at our National Association of State Directors and Com-
missioners we discussed this study and the fact that all of the
States were concerned where they got their figures from_and
~—-—-- —nobedy codld- really-identify-specifically-how they-arrived at their - —
statistics, so I would question their statistics and I would be very
happy to discuss that with them. ‘ s
nator WEICKER. From 1974, the Department of Mental Retar-
dation placed over 700 retarded persons in nursing homes where

t}l;ey received no program and have become victims of neglect and v

abuse, . . |
I first want to ask why, and then, what efforts are being made on

behalf of these persons to locate them in appropriate community

living alternatives? ~ . )

—— — — ~Commissioner THORNE. To begin with;, persons have beem placed ———

in nursing homes in the State of Connecticut for 30 or 40 years, or

whatever the case might be, as long as they have been in exist-

ence—not only by States but by families or whoever it may be.

. So that, it is something the* lidn’t occur just overnight. It has N

not been an uncommon source in any S¢at: for placement of men- N

tally retarded people. We placed, in this State, people in nursing

—————homes-basically-for two.reasons: .. ]
One, the unavailability of beds for people at the time that there

was ‘a critical need for beds for individuals. In other words, where

the family had coilapsed, where there was not any other resource .

availablé other than the training school and it was full. There were

people in training schools that, in the minds of the staff of the

training schools, couid be more appropriately served in nursing

homes as a lateral institutional transfer. : -
There was never any intent on the part of the department to

consider that such placements as non-institutional. It is a lateral

institution transfer. As a consequence, none of those people were

ever discharged. Those people were followed and are constantly

followed, and all have been reviewed by our intermediate care

facility investigators to determine the appropriafeness of each

placement and a plan of discharge or a new placement plan has

. been written on these persons which we will implement as soon as

J
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— . — It is our opinien-that-for-many clients, because of the severity of

39 ' .-

it'is feasible to move them into settings, particularly ICFMR type
settings as these are evolved, providing, however—and we have to

keep In mind, Senator, that a great deali of the future of ICFMR is ~
dependent entirely on the Federal Government and whether it caps

e that-program. ’ ) ™.

It certainly appears that is what they are going to do. So the

_ . _future. for_intermediate_care. type _facilities. for people who have —_

severe chronic disabilities certainly, from that perspective, has
more of a bleak outlook than I would like to think. )

Senator WEeICKER. Unlike most States around the ~ountry, Con- |
necticut continues to move retarded persons fromi large facilities
like Mansfield to.other highly structured settings with 20 or more
persons. is this an unnecessary step to develop community residen-
tial ser (ces.

Com..ussioner Thorne. In our opinion,-and that opinion is not a
light opinion—this is the opinion of the professional people that
work within our department—because the policy in relationship to
appropriateness of placement, and the type of program, is a deci-
sion that is made among the professionals in the department as a
matter of course. These are professional decisions based on what is
the most appropriate environment for the types of clients involved.

their handicap and the intense needs that they have for day-to-day,
round-the-clock. service, that some congregate services are more
appropriate simply because we are better able to amass the clinical
staff, the treatment staff, which is in short supply, to those types of
settings. .

We understand full well in the field as professionals that there
are contrary points.of view and we recognize that, but we do not
necessarily accept those contrary points of view.

It is our opinion, based on our experience, that the people have
resporded effectively and well in such settings, certainly as an -
interim step to a more or less structured setting.

Senator WEICKER. | have two questions that have been asked by
persons here at the hearing. Sharon Johnson asks: Could you ask
how many barrier free group homes now exist? Isn’t this problem a
significant detriment to moving a large number of people out of
Mansfield and Southbury? ]

Commissioner THORNE. Barrier free group homes, which are re-
quired under Federal acts principally, makes it difficult. I under- -
stand that even recently there has been some difficulty in getting a
change established for small group homes in terms of the Federal
Government. HCFA’s interpretation that we have to have certain
fire protection within such facilities is going to make it even more
difficult to establish group homes of a smaller nature in the com-
munity. -

Aga?n, a barrier free cnvironment, in our interpretation, does
not have to be the total home as long as there is available accept-
able space in that home for a handicapped individual and that the

-

‘program the home offers is available.

Furthermore, we feel that with the spectrum of services within
any region, if there are bgrrier free group homes ayailable within
that region that should be sufficient so that not every home has to
be barrier free in totality. ) Co.

R
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We have been attempting to évolve a system of barrier free
group homes. We have a capital appropriation in one particular
r;zéfon where it is our intention to build six such facilities.

The planning and full design for two of these facilities has been
cdmpleted by the architects and by public works. These facilities .
are ready fo go to bid. They are the prototypes of what we would
e considerto be appropriate type facilities to be constructed through-

out the State. We do have funds, not sufficient to build a total -
network, -but sufficient to start, hopefully, at least, four to 'six in -
the Waterbury area, two or so in the New Haven area, one in the
Manchester area, and so on. :
The problem with this is the enormous cost per bed because a
_barrier free group home, by Federal law, in order to qualify cer-
< tainly as an ICF, must be built in accordance with institutional
standards, which makes the per-bed cost in excess of $100 a square
foot, the reason being that it must meet the fire safety codes of
institutional standards because of the fact that people in these
facilities might be nonambulatory or might be very severely handi-
capped people. . ~
This is going to be a substantial barrier to the creation of large
___ numbers of facilities. It is simply the cost and the regulations-that— - ———
are behind the cost. 2 ’ : oo

Senator WEICKER. Attorney John Jatar of Connecticut Legal
Services says: Senator Weicker, ask Superintendents McNamara ‘
and Belmon* the question, given the state of the art today, are |
there any residents of the training schools who could benefit from
a program as described by Superintendents O’Connell and O’Keefe?

There is a further question which needs to be asked: Are there
any residents of these institutions who could not benefit from these
community programs; who are they and why couldn’t they benefit
e from-them? - -

Commissioner THORNE. Is that to be asked of who, me or——

Senator WEICKER. Of you or any part of your operation, whether. _.
it is Roger, Mike, or yourself or whoever can respond to it.

Commissioner TrorNE. I will respond to this and they certainly

would be happy to try. I think that we do have people residing in

the training schools who are in the most appropriate environment

for their needs for the reasons I have so stated prior, that there is

concentration of staff, or expertise. 1t is very difficult to come by.

These people have very extensive needs.

Either they are behavioral problems or they are problems of .
physical disability on many fronts. They are multiple handicapped.

They need intensive 24-hour care. The question in this field, and it

still is a question, and there still isn’t even a substantial proof to

this question, is whether or not such persons would benefit, truly -

benefit, from a smaller facility in terms of their own personal

intrinsic benefit, what they gain from it.

Our observations of the profoundly handicapped, multiple, handi-

capped persons are empirical. The individuals are not able to speak

for themselves to give us some measure of what they think of such

a situation. From a research scientific point of view in the field

there exist today many counteracting points of view as to what is

the most appropriate environment for such people.
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We do feel and we do sustain in the State of Connecticut the idea
that the training schools have an effective and important role to
play in the treatment program and the developmental program for
very profoundly handicapped people who have not succeeded in
any other type treatment setting thdt they have been in, and the
training schools have thereby become the point at which they must

Senator WEICKER. Fine. Mr. Thorne, why don’t you continue to
proceed with your presentation. We are a little tight on time.

Comniissioner THoOrRNE. Yes, I understand and, as a consequence
we are going .to drop two people from our presentation.

Senator WEICKER. I don’t want to in any way shut anybody out.
If you feel that is necessary, handle it any way that you want.

Commissioner THORNE. We want to in deference to your time. It
is very important that Deputy Commissioner Gravink give her .
presentation because it relates to our planning, it relates to the
future, some facts about that, how we arrived at that.

I would appreciate it if I have the opportunity to put her on now

- and then we will look at the time when she is through and if-you

have time I would like for you to hear briefly from at least one of

Senator WEICKER. Go right ahead.

For the information of those at the hearing, we will be recessing
probably in 15 to 20 minutes and the afternoon’s testimony will
start off with the presentation by CARC, and then various panels
after that. g .

Go right ahead.

Ms. GravinK. I can say good afternoon, Senator

My name is Lynn Gravink and I am Deputy Commissioner of the
Department. Throughout the presentations this morning we have
attempted to-describe in some detail various-aspects of the depart~
ment’s programs. . .

You have heard how these various Lcograms interrelate to pro-
vide a continuum of services. I would like to describe for you how
this all comes together on a statewide basis and just how far ajong
we are in the development of what the original law that was
passed in 1969, called for: a “complete comprehensive and integrat-
ed statewide program for the mentally retarded.”

From the very beginning—in fact, before 1959—there has been a
continuing planning effort. Although these plans varied slightly in
emphasis, each plan challenges Connecticut to consider the varying
individual needs of their retarded people and to provide the appro-
priate services.

Each calls for the communities to respond to make the generic
services that are available to all its members also available to the
mentally retarded. It was this planning that resulted in Connecti-
cut being the first State to develop a regional approach to the
service delivery. . .

As a department of State government, Connecticut DMR has the
longest history in the country of providing a continuum of services
in a variety of settings to persons who are mentally retarded.

That experience has demonstrated that mentally retarded per-
sons indeed have a very vast array of needs, and that those needs

- receive their services:i-—— -~ - - R i

.
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! ca(r;d lie matched with a variety of appropriate service delivery ‘
models. N .
We have seen mentally retarded persons improve and grow in
training schools, regional genters, group homes, community train- .
ing homes and in independent living situations when they have the o
necessary services and support systems available.

—-- - We have-seen -others fail in the same setting when that right
matchup doesn’t occur. It has been pointed out this morning that
until’22 years ago the only services provided by the State of Con- -
necticut to its mentally retarded citizens emanated from the two
training.schools. -

Today there is indeed a full array of services provided by the
public and private sectors. There are still shortages of some serv-
‘ices in some areas but the base is there and it is on that base that
we continue to build and develop. = - B

Let’s look at-what has happened in those 22 years, since it is an -
evolving system and will continue to evolve in the future.

First of all, with the advent of mandatory special education,
increased community acceptance, supportive parent groups, aggres-
sive placement programs sometimes assisted by Federal grants, the

——_ bopulation_of residential facilities began to (-

When I first went to.work at the Southbury Training School 26
years ago, approximately 70 percent of the residential population
was mildly or moderately retarded. Today, more than 70 percent
are severely and profoundly retarded. .

The few higher functioning residents who still reside there have
complicating medical, emotional, or other handicapping conditions
that have, so far, precluded community placement.

Over the"years this greatly affected the character of the training
school. At the same time, the supportive services that mentally

—retarded-persons-and-theirfamilies needed-if they were to- live inr - —

community seftings became more evident and the role of the re-
gional programs began to emerge.

They became what we often refer to as “the first line of defense”,
handling all initial referrals, providing counseling, day programs,
respite care, recreation, and a variety of residential ai(ematives
which we have heard described this morning. .

The training schools were then able to reduce their populations
from what was a conibined total ot over 4,000 in the early sixtiesto =~ ——
a combined total of 2,280 today. ’ |

During the seventies, with the Federal assistance of ICF MR .
program, we began to improve the environment and the program
In the training schools fer those more seriously handicapped indi-
viduals who now, live ti.ere. Connecticut’s regional {;rogram, devel-

* oped on a region-by-region basis, so that, particularly in the begin- -

ning, services were not evenly available across the State.

This, too, has begun to level off in recent yeats and as the
currently-authorized construction is completed all regions will have
very similar capability of meeting the needs of the mentally retard-

-ed at the local regional level. .

Currently, all regions have the basic nonresident services availa-
ble, including social service evaluation, special school district
(which you would have heard about toda;bif time permitted but we

.
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will tell you about tomorrow), all either provide or have available
in the region adult day services.

In each region thére are DMR group homes and community
training homes. All have some respite capability. Most have some
supervised apartments and in all but two there is a campus-type
facility available for the seriously handicapped person who needs
the clinical or program services close at hand.  _ T

As a result of 'the community service update of Project Chal-
lenge, which was duae in 1977, regional centers have identified
comn.unity se:vice teams with the task of considering local service
needs wnd planning for them within their local regions.

. A statewide profile of these needsis currently being prepared as
part of the planning required by the 1980 legislature. .

Through the-years, the department has refined and revised its
planning to meet the changing times and to take advantage of new
opportunities. The department’s current plan, which is known as
Project Challenge, was updated during 1978, and circulated- to
many organizations and individuals for comment.

These comments and recommendations were then incorporated
into the document that was published in July 1979. It is this 5-year

S ——plan-that-the-department-is-currently operating-underr —— —

It proposes what was felt at that time to be feasible,.given the
experience of the preceding years, the economic sifuation at that
time and the public attitude toward human services in general and
the mentally retarded in particular.

-I would underscore that it is a 5-year plan. It did not specifically
address a more distant future. Those were and these continue to be
times of uncertainty economically and attitudinally.

Full implementation of that plan would alfow us to meet most of
our current needs and there would be in place an array of services

that could be further built on it in"the future.

Basically, that plan -calls for the continuous reduction of the
population of the two training schools in an orderly way and up-
grading of the remaining units at the training schools; the acquisi-
tion and construction of a large number of group homes, including
those that would accommodate multiply handicapped persons; cre-
ating residential units near programs and clinical services in those
regions where a regional center campus type facility does not cur-
rently exist; expanding the number of community training homes
and supervised apartments; and encouraging and supporting the
private sector to participate as well, primarily through the develop-

* ment of group homes.

Now, 2 years-into the 5, the implementation of that plan is
underway and we furnished in your packet of material, a chart
that would desci’be the residential facilities that are currently
available, authorized, and those that the plan would provide.

‘In some areas we are on schedule. In others we are behind. The
supervised apartments and the community training homes are
moving ahead while the development of new group homes 4s lag-
ging. -

I have attempted to briefly describe our progress and our current
plan for the next few years. Let me describe now some of our
current most pressing needs. : -
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First, we have a serious need for more residential accommoda-

.tions. - .

All of our regional centers and group homes are filled to capac-
ity; 205 mentally retarded persons, nearly all severely and pro-
foundly retarded, many with complicated problems, are living with
their families and urgently need a residential placement. In every
case, their Situations are truly difficult.

Another 80 are in private facilities, including residential schools,
skilled nursing facilities, group homes or children’s nurseries and
theyd, too, urgently need a setting more appropriate to their current
needs. * - ’

The remaining, all adding up to the 300 that you reférred to on
that urgent waiting list, are people within our own facilities who
need to be shifted from one setting to the another, and the total
group all meet a definition of “urgent” that includes certain specif-
ic criteria. There are others who are less urgent, but these are the
cases that we feel right now need to be relocated.

At the same time, we need to further reduce the two training
schools by moving out those persons who are now ready for a more
appropriate placement and to phase out those buildings that are
out of-date~These-additional accommodations need to be of various
types but most could be group homes.

Second, as our group homes and other community placements
are available more support systems need to be in place: adult
functional education, work activity programs, sheltered workshops,
medical-dental services at title XIX rates, habilitation therapies,
mental health services, leisure activities, and one of the most criti-
cal and currently most expensive services, transportation. Commu-
nity programs just don’t function without transportation services
being available. ) .

Third, we have, a need for some facilities and programs for per:
sons with very special needs. This has been commented on earlier.
There is a need to provide a setting for intensive programing for
the seriously disturbed, assaulted, and self-abusive’client.

There are a number of mentally retarded persons with compli-
cated chronic medical problems. The elderly retarded need some
special attention. Educational settings are needed for seriously dis-
turbed retarded children not eligible right now under the law- for
the special school district which we operafe, and who consequently
are now being sent to private residential schools, either in State or
out of State, at a very great cost to the local ‘public school.

Gradually, as space and staff becomes available, we have begun
to develop some of these specialized programs at the training
schools and regional centers but until more residential accommoda-
tions become available for those who are ready for community
living, the very specialized programs cannot expand.

Fourth, we need a backup sysfem for these expanded community
residential-facilities. Parents and foster parents need respite. Dis-
turbed or ill clients are not always able to be coped with in group
homes. Emergencies hit families that require immediate assistance
and over the years in our existing homes we have encountered ice
storms, power failures, flooded basements, and even fires that re-
quired immediate relocation for short, periods of time.

o0
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If we double or triple the number of group homes, community
training homes, and apartments that ouy plan calls for we must
have some backup services in place. Again, we would expect that
regional centers and training schools cak provide some of these

- backup services but we need first to relocate those that are ready.

_ into the community. . A
The “department has attempted to moVe. in an orderly and
planned way on a statewide basis over the last 22 years. From the
= beginning of the regional program we have been moving from the

: iarge training schools toward the community. N

There have been setbacks and delays along the way. Money for *
the development of new facilities, and programs has been scarce, *
particularly in recent years. Neighborhood reasistance has slowed
the opening of group homes in some areas. .

Bureaucratic procedures at both Federal and, State levels make

, the process exceedingly slow, even when dollars\are available. And
: garents who feel secure and comfortable with their sons and
aughters living in a training school or regional center are fre-
quently unwilling to accept a group home or corhmunity training

g home placement. : °

_ —_ 1 hope to.be able to expand_on some of these problems tomorrow.

These and other barriers were identified in olwr 1979 Project’

! Challenge. They have not all been solved but .prqgress has been

seen in several areas. e frequently become impdtient and frus-

rated but the progress in the lives of the individhals, as we see
them move through the many programs, encouragestus.

Ve continue to evaluate our progress, to make adjustments, to

- -explore new alternatives a'id to present our needs bdfore the execu-

el gvg d legislative branches' of government, both State, local, and

ederal.” ’

——— ———We—are -thankful for-the opportunity -that-we hhve to do-this
again today. We hope, also, that we are beginning to reach the
general public who must accept the handicapped pgople into their

_ midst and must support the appropriate levels of gervice through

Thank you.

Senator WEICKER. Thank you very much.

Comimissioner, ] intend to recess these hearingg until 1:45 this

— afternoon. Is there anything that you would like conclude on as far
as this aspect of yoyr presentation, knowing that you are going to
have the opportunity, or many of your people arelto be back here

)\
. tomorrow? . \o .
Commissioner THORNE. I just want to, again, thank y u,\gir, for
the opportunity for our staff to appear this morning. I am eﬁéain

you already know this is a very complex and complicated prob x&\

The service network is very deeply involved on many, many face

and, of course, there are many points of view but we do appreciate \

the opportunity to give you an overview of what the department is
doing, and you will be hearing from other staff members tomorrow.
Thank you, sir. .

' Senator WEickeR. 1 might conclude on this point: I think you
mentioned in your opening remarks the parallel between civil
rights, individual rights, the rights Qf the disabled, handicapped, et
cetera. \

------ \

-~

their government. ‘ ~




Indeed, if the rise in awareness.occurred at the same time, the
decline is taking place at the same time. I am talking about the
attitude of the Federal Government and the Federal legislators.

I want everybody in this room to fully understand in what kind
of context we are operating. No matter how good the concept, no
matter how much we all might finally arrive at a consensus of
what the best care consists of, I think none of us will deny that
whatever road we take it is going to cnst money.

Ido not pretend to be an expert i:. the field in which many of
you in this room have acquired your knowledge either through
professional training or in a personal sense, but I am, I think, very
knowledgeable in the area of politics and government. ~

What is being now proposed at the Federal level I am sure will
have its impact at the State level. Let me assure you, there is only
one word to use: It will be “brutal ” I am not talking about a slight
cutback. We are talking about very, very harsh cutbacks.

I just hope that as this dialog evolves you will all understand
that. That is my battle to fight, but I can’t fight it with any chance
of success if indeed those who I am fighting it for, ,on whose behalf
I am fighting it, are in disarray themselves.
—The-committeo-will-recess-until 1:45. —

[Whereupon, at.12:35 p.m. the subcommittee recessed to recon-

vene at 1:45 the same day.] _ -

- )

AFTERNOON SESSION

Senator WEICKER. The next two’witnesses are Robert Perske,
president of CARC, and Mr. Thomas Nerney, the executive director
of CARC, and any and all persons that you have with you, if you
would be good enough to introduce them to the committee and the
hearing- room, please proceed in whichever way that you deem
appropnate. and it is nice to have you here.

S'I‘A’I‘EMLN'I‘ OF ROBERT PERSKE, PRESIDENT, CONNECTICUT

ASSOCIATION OF RETARDED CITIZENS, AND 'l‘ll()MASl

NERNEY, EXECUTIVE DIRECTOR, CARC —

Mr. Perske. I am Robert Perske, sir, and I will turn it over to
Tom Nerney, so he can set the, protocol.

Mr. NErNEY. It is a pleasure to introduce to you; Mr. Chairman,
our distinguished panel of experts gathered here from around the
country today. This is truly a nationwide issue and we congratulate
you on your leadership in holding these hearings on community
services as one of your first actions of the subcommittee.

The Connecticut Association for Retarded Citizens has complied
with your request to present testimony on the capabilities of re
tarded persons to live in the community. Tomorrow parents from
the Connecticut Association for Retarded Citizens will present a
view familiar to you of what families want and what families know
about retarded sons and daughters.

| am pleased that Senator Williams and Senator Hatch are rep-
resented here today by staff. Senator Williams, as former chairman
of the full committee, sponsered significant legislation on behalf of
retarded people.
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Senator Hatch, taking Senator Williams' place as chairman, has
been our new ally in the recent budget considerations for programs
with persons with handicaps. - 1.
I would like to introduce once again, Mr. Robert Perske.
. Mr. Perske. Specifically, sir, you asked us to outline opportuni-
' ties for persons with retardation in the community to show how
these opportunities can be advanced and how to help you build a
. record for future activity, and we will do that.
- Professionally, I am a writer on assignments with three basic
interests: One, inspiring healthy attitudes toward persons with
handicaps; two, writing about remarkable relatignships between
them and persons with handicaps; and, three, des¢ribing ouitstand-
ing community-based services for people with handicaps.

I usually write for the regular citizen. Therefore, I submit for the
record the following books produced in part or in total by me for
your record: “Report to the President,” “Merftal Retardation,”
“The Leading Edge,” “Service Programs That Work,” “New Life in
the Neighborhood,” a trade book describing how pérsons with re-
tardation can help make a good community better, improving the
quality of life, “An International Symposium on' Normalization and
Integration,” “Childhood Retardation” Today,”,'“The Adult Tomor-
row and International Year of the Child Sympbsium,” and “Listen,
Please,” a report on outstanding face-to-face and self-help programs
from across Canada. |

I know you are busy and in the interest of efficiuncy, each
document contains a quick guide for 5- to /10-minute browsing so
that you can get the ideas that are in the documents. That will be -
turned in to you, sir. .

For hundreds of years persons with retardation were belittled
and isolated because of horrendous myths, pseudoscientific diag- ~
noses, adamant refusals to support /? m in community settings.

Today we know better because of the changing attitudes and the
massive amounts of technology that“ve now have so that it is now
possible for persons with retardayon to be valued, to be accepted
and to grow up in neighborhoods ih our Nation.

It can now happen as never before in the history of humankind.
One of the reasons for that is we recognize them as people with
developmental disabilities, not that they have bad blood, that they
are contagious, or that somebody has sinned, or somethings, all of
the myths of the past, but they are developmentally disabled,
which really means that each of us come into this world as a tiny
bundle of forces and edch force plays its part like a musician in a
gigantic orchestra so that between the years of zero to 21 you and I
develop from a bal § to a full-grown adult, and we usually do it
with the ease and/kill of a soating eagle.

Nevertheless, 1.4 of our _population has a monkey wrench thrown
into the works-and we now can identify those barriers and we see
them as heroes because they have to work from here on out like a
bird with s{x’ort wings in order to accomplish the same things that
we accomplish. ) : . ! i

We now know about barriers to develppment and ways that we
didn’t khow 10 years ago. They are developmental. They long to
achievg just like the rest of us in society. Therefore, it behooves us
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individually as good neighbors and collectively as government to
do everything we can to help~these people with their development.

Here are a list of initial concrete suggestions for helping them
with their developmental barriers..I will go through them rapidly.
Support the family, don’t supplant it. Provide in-home training and
support as needed. Provide in-home and in-the-community respite
care as nceded. Provide specific financial aid, helping families 'to
overcome specific debts caused by family members with mental
retardation. . -

Next point: Know that we have reached a turning point with _
families. In the production of the report to the President in 1977
we found that we were at a turning point with families. Up to that
point we had provided more incentives for persons to send their
children away from the home than to keep them _thére.

Now, we think that there are more incentives starting to come
on to the scene socially and economically so that we can support
the family, support the person to stay in the home. This is a -
turning point because many of us who worked as,prafessionals in
the fifties and sixties were utterly brilliant about breaking up
moms and dads from their kids. That day is fading rapidly.

Next point: View other residences as a last resort and only after
it is clear that some other residence 1s needed, whether it is the -
natural family home or a natural adult home, only then should
they go to another residence. . :

Next point: Pewvelop residential alternatives in a person’s own
community. To take a person out of a community when they have
a problem and send them miles and miles away can be devastating
and it can cause regression right there.

To take them away from everything that they knew to be famil-
iar. = .
~ Let residential alternatives be family scaled because growth is
maximized in families and not in regiments. Therefore, we recom-
mend that nobody move anywhere from institutions and f{rom
homes Until they move into family-scale homes of six or less. We
have some States*here who are. willing to testify today that they
would go for three or less, or four or less.

Next point: Craft residences according to crucial needs. For years
we had a slot in the residential service and we shoehorn somebody

-in there whether they need it or not. Nolv we look at a person’s

individual needs and then we craft a residence around them. .

Next point: Let formal education take plage in regular public
schools. 1 have seen evidence that is emerging from across the
Nation showing that persons with/retardation, even those with
severe or profound handicaps, fare.better in public schools than in
separated schools. ;o

Next point: Let them become adults. At the International Year
of the Child Symposium on Persons with Retardation, key persons
from all over the world refused just to talk about childhood retar-
dation because they had enough of the “eternal child” and the
“eterngl adolescent”. .

They felt that these pedple should be helped to become full-
fledged adults as much as they could and to be treated like adults.
This came threaigh so clearly when the British journalist, Ann
Shearer, spoke for all of us when she said:
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Mentally retarded persons\‘ara_all t.o often caught in a half world between
childhecod and adulthood, fitting into neither, frozen into « continuous state of
becoming prepared to enter adult life, yet not able to reach it.

The last point: Those with severe or profound handicaps beleng
in comrmnunity settings too. Ten years ago this notion would have
been unthinkable but in this hearing my colleagues who follow, Dr.
Lew Brown, Dr. Tom Bellamy, Karen Green, Bob Carl, Linda Glen,
Sister Barbara, and many others will be trymg to make this point. |

So, these suggestions set the stage for the speakers who follow.
But before they bezin speaking, I would like to call your attention
to one more point. We now have evidence that twice in this cen-
tury we tried to improve civilization by culling these people and
sending them out of the mainstream of life.

We did it with the eugenic scare in 1912 through about 1940, and
that is when our institutions became filled to overflowing, and that
is still part of the problem that we are trying to solve. *

Also, in the 1930's the German Nazi Party attempted to make a

'super-race by killing persons with retzrdation and we are having

massive evidence come to us daily showing that the early genocide
machinery was perfected in institutions for the mentally retarded
that was used on the Jewish community later.

So, we ‘are, smarter now and we see people with’ handicaps as

. having weaknesses and strengths like we have weaknesses and

strengths s that now we know that everybody figures in everybody
else’s survival and those people we once rejected may be the very
ones who hold the key for improving the whole civilization.

I believe that and I am’ willing to do anythmg I can to help you

- see why I helieve that way.

T will turn.you back to Tom.

Senat or-WEICKER. Thank you very much Mr. Perske

Mr. NEerNEY. For our first witness we would like to call Dr. Lew
Brown, professor of studies in behavioral disabilities at the Univer-
sity of Wisconsin and also the president of the Association for the
Severely Handicapped.

Dr. Brown is a teacher and he is accompamed by two of his
assocnates

STATEMENT OF LEW BROWN, PROFESSOR, BEHAVIORAL DIS.
ABILITIES, UNIVERSITY OF WISCONSIN AND PRESIDENT, AS-
SOCIATION FOR THE SEVERELY HANDICAPPED, ACCOMPA-

"NIED BY ALLISON FORD, TEACHER, MADISON PUBLIC
SCHOOLS AND JAN NISBET, PHYSICAL THERAPIST, MAD!SON
PUBLICiCHOOLS

Dr. BROWN. Thank you. I would like to introduce my two asso-
ciates, Miss Allison Ford, who is a teacher in the Madison Public
Schools, and Miss Jan lebet who is a physical therapist m the
Madison Public Schools.

I would like to make one-unfortunate announcement. I noﬁ"ce
that there are ‘photographers. We do not have permission from the
parents of these children to present these slides for pictures of
their children in such & body, so I would like very much to ask the
pegple with cameras to please refrain from taking pictures of the
slides.

* > :“"
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Senator Weicker. The Chair will request that there be no pic-
tures taken of what it is that Dr. Brown is now presenting on the,
screen.

Dr. BRowN. For the past 12 years we have worked with the
University of Wisconsin in an attempt to train teachers of severely
handicapped children and with the public school system, and that
is a metropolitan school district. ,

‘T would like to take a few points to try to communicate to you
some of the more critical characteristics of our school program as it
exists now. Many of the points I would like to make up front are
points that are relatlvely new to us and we think are improve-
ments on those made in the past.

One is that we operated a program for the past 7 or 8 years that
excludes no one and rejects no one. In the past, prior to that point,
the Madison district would say, Iam sorry, you are too retarded
to come to this school” or, “We tried you out and you didn’t work
in our school” and you would have fo go someplace else.

There was a phllosophxc.ﬂ commitment not to do that again and,
as a result, we gained, in a very short period of time, a tremendous
amount of experience and expertxsp

Another characteristic is that we used to operate a segregated
school, a school for only retarded people and that is closed now.
Now, all qur students are in what we call regular schools, schools
with nonhandicapped people and approximately 90 percent of them
are inwhat we call chronologlczz -age-appropriate schools.

That is, your school placement is a function of your chronological
age, not your intellectual disability or intellectual level. We think
that there are crmcal significant and valuable advantages of oper-
ating such a service system

Another characteristic that is extremely important to us is that
we think that no more than 1 percent of the population can be
called severely handicapped and so no environment should contain
more than 1 percent of the populatlon severely handicapped.

If we look ‘at whdt we have done in the past, we have placed our
students in institutions, in large segregated schools away from
people with no interactions with nonhandicapped persons, and the
results generally have been catastrophic.

So, what we are spying is that if a child lives in a nelghborhood
he or she goes to a s hool m that neighborhood, or a school as close
as possible to that ne ghborhood

Another characteristic i$ that we used to think how big should a
class be, we used to think how big should a school be, how big
should a school bus bg. We used to think about classrooms, facili-
ties, buildings, buses. Noyw we are thinking, more and more, pri-
marily because of the influence of Public Law 94-142 and the
parent involvement that it mandated, about individual Eeople

So, the issue is not haw big should a home be, how big should a
school be, the issue is what should be the life space of a child. How
many mmutes a day should t is child be stimulated? How many
minutes a day should this child be left alone? What should this
ch}:ld be taught and why? Where should this child be taught and
why?

All those questions that we somehow never get around to getting
to. What [ would like to Yé now is take a couple of minutes to talk
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specifically about what we think are the critical needs for interac-
tions between severely handicapped people, meaning the lowest
functioning 1 percent of our population intellectually and nonhan-
dicapped persons, particularly the highest functioning people in
our saciety. I

This, Senator,,lis a sfide of two students and they are in a regular
playground. This is different than we used to operate. In the past
we: had playgrounds that only contained handicapped students.

Then we said, when we went to regular schools, let the normal
kids go out and play first and then we will go. This is a telling slide
for us because of several points. One is, when our students went
out there for the first time the nonhandicapped students noticed
them right away. We didn’t notice them very much but they no-
ticed us right away and they were very cautious. _—

They wouldn’t play on the tires on the side that the children
were and after about 2, or 3, or 4, or 5 days the presence of those
students became insignificant. They didn’t look at them. The
knew they were there. They didn’t focus on them. They didn't
gawk at them. They didn’t tease them. They didn’t step on them.
They avoided them. -

This is Rose Mesina and she is a physical therapist in our
system, and this student is severely multiple handicapped. The
other students in that room are nonhandicapped and there is an
art teacher there. This is an art class. ,

Because this child goes to a regular school in his neighborhood
he can now interact with nonhandicapped persons in a wonderfully
individualized activity in a very habilitative way.

This student is calied vdrious things in various places. If he was
living in an institution, or something, he would be in an environ-
ment with only children of a similar functioning level. He is not
ambulatory. He has severe difficulties keeping his head up. But his
friends know. They are normal people in his neighborhood.

These are the people that are going to upgrade the group homes
when he gets older. These are the people who are going to be the
nurses at the medical clinic. These are the people who are going to
be his teachers and these are the people who are going to take care
of him for the rest of life, we think.

Because we are in regular_schools interacting with nonhandi-
capped people we get different things that we don’t get when we
operate in environments that contain only handicapped .people.

One of the things we get, Senator, is the eye. The eye is the look
in the face of a nonhandicapped person that expresses warmth,
that expresses understanding, that says, “Hey, we are together.
Hey, let’s interact.” The eye is the basis of the interaction, all the
interactions that follow.

This is a student who is currently dying of leukemia, and these
are his friends. One of the things we are trying to avoid is this:
This is the situation where one of our adolescent students is learn-
ing to use a picture book to shop in a regular grocery store.

There is a little young woman on the side there who is calling
out to her mother: “Look, Mommy, look, look.” The tragedy here is
that this child did not have the opportunity to grow up with people
who look differently than she is. She has not had the opportunity
to interact with people who are severely handicapped.

S7



This is a desegregated kindergarten which was initially funded
by your early childhood demonstration program in the Office of
Special Education and now it is a regular part of the Madison
School District.

In our community, sir, severely handicapped children go to
school with nonhandicapped children from birth. .

The student in the middle here has spinabifida which is a severe
neurological disease—in his case It is a severe neurological disease.
The two students on the right are helping him. They are not just in
his physical presence. They are not just tolerating him in the
environment. They are physically helping him.

And, more significantly, sir, they are learning how to help him.
They are learning that they don't sit him down on the mat and
bring him a glass of water. They are learning how to help him
crawl over to the water fountain and climb up. They are learning
that {t is OK to have a barrier for a handicapped person in a public
place'and that people actually use these barriers.

This is an art teacher in a different school. This young woman in
the middle lives in an institution. We have 100 people who live in
an institution in our community who come to our schools during
the day. This is her nonhandicapped sponsor.

This is another eye, Senator. Fascinating things happen when
handicapped people interact with nonhandicapped people. Here is a
student that has a handle brace screwed into her skull in an
attempt to straighten out some of his spinal column.

And here is a nonhandicapped person and her task, her mission,
her objective is to get this kid involved in activities, not to leave
him alone while he is waiting for physical therapy, not to leave
him in a ward in a dayroom doing nothing, not to leave him alone
but to get him involved. )

Teachers can’t do this. Teachers say you can’t give that eye. We
don't have the physical skills necessary to maintain this kind of
involvement for hours and hours a day. )

These are nonhandicapped students breaking their backs doing
everything they can to involve a student with severe seizures and
severe physical disabilities in a recreational leisure activity on the
school grounds.

This is a child who is deaf, who has serious vision problems and
many, many autistic-like behaviors. One of the things we have
done in the past is put these children on wards with children of
similar kind, in schools with only other children that have severe
behavior problems and what do we get? ' :

As adults we get adults .with severe behavior problems. The
thesis now is, our position now is, and the data are 6verwhelming,
that the more you expose these children from birth to nonhandi-
capped people the less and less likely it is they will develop these
skills. “

Here is another student who lives in an institution and comes to
a regular school for her education. And she anticipates the speed of
moving objects. She is in a public roller skating rink. Ten years ago
it couldn't be done. Today, unfortunately, in many places they say
it couldn't be done. They say she can't benefit. Well, she does.
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This is a fifth grader and Sylvia, the young student on the right,
is 8 years old. One part of Sylvia’s program is to learn how to act
in public places, to learn how to use community envirponments.

She has severe articulation difficulties so she is learning how to
interact with anonymous people to order her food, the food, inci-
dentally, that she chooses. The person on the left is in the fifth
grade and she is a friend of Sylvia’s and that is a part of Sylvia’s
curriculum in the public school, and that can happen because
Ey}\éia lives in the neighborhood and goes to school in the neighbor-

ood. .,

And that can also happen because that student knows her,
knows her family, knows where to go. '

One of the things that people say when we say children should
go to school, severely handicapped children should go to school
with nonhandicapped children is that, yes, you are always talking
about these cute little kils but what happens when they get older?
And what about the really multiple handicapped? :

I am sorry if this slide doesn’t depict as well what I would like
for it to, but that young girl is very stiff. The student is obviously
fearful. He has severe spasms. And she is learning how to feed
him. I don’t know what she is going to be when she grows up. She
might be a parent of a severely handicapped child. She might be a
nurse. She might be a physician. She might be an engineer. She
might be any number of things. .o ;

But she is learning how to handle that student but she is very
stiff. See her elbows? See her fingers. This is another student
learning to intéract with Roy, a fellow in the room next door to
her, and she is also very stiff. This is a behavioral characteristic
that we see in many, many situations where nonhandicapped stu-
dents start to learn how to interact with severely handicapped
students in regular schools.

This is the difference, Senator. See the boy with the baseball cap
and the student in his lap? He is looking at something that the
teacher is doing. There are nonhandicapped students and handi-
capped students in that room. .

He doesn’t know that that kid is handicapped. He is rubbing his
body. That child is a part of him. And that, physically, emotiunally,
and psychologically is our objective.

This is Todd. Todd is sponsored by a third grade at this point in
the normul elementary school. Todd has no arms and no legs. Todd
spends maybe 25 to 30 percent of his day interacting with nonhan-
dicapped peers. I wish we had the time to discuss with you some of
the situations that arose from parents of non-handicapped children
because Todd is in that room, the attitudes and barrier changes on
the part of teaching staff in the regular school. It is becaase Todd,
who ils retarded, has no arms and .no legs and goes to a regular
school. .

This is a slide of children who grew up in community schools.
You can't find the severely handicapped students but they are
there. This is a recess period and they are out rousting about in the
playground. \

This is a student who comes from an institution ward and this is
what he does. We go back to the institution ward and we watch
him on weekends. This is what he does. He walks in circles. He se!f
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o .
stimulates. He looks at his fingers. And he comes to school. After
school he goes back to the institution ward. This is what he does.

The chief concept here, Senator, is the developmental twin, some-
one with the same intellectual endowment as he who grew up in a
neighborhood school with a normal family or a surrogate normal
fa;lmily is going to be different than that child and we now all know
this.

I would like to switch gears for a moment to talk about what
happens, some of the things that happen as our students become
older. We operate an extensive vocational training program tnat
starts when students are 11 or 20 years of age because we only

" have them until they are 21.

I would like to share with you some of the things that they do.

. This is at a Red Cross distribution center. Incidentally, Senator,

these are the students who, years ago with their developmental
equivalence, people would have said: “They can’t work, they can’t
learn, they can’t make a penny, they can't even try. They should
be deprived of the opportunity to try.”

This is a Moose Club and the student is learning to be a bus
person in a Moose Club. This is a public hospital in Madison and
this student is learning to unpackage things from boxes as they
come in.

This student is deaf and blind. He lives, tragically, in an"institu-
tion ward. He comes to school and this is his vocational experience.
It isin a general hospital in thecity of Madison. . : .

In an analysis of this pharmacy, which is placed in a hospital,
the pharmacist was spending many, many minutes per day unpack-
aging things as they came in. A deaf, blind student is particularly
qualified to function in this way and he is doing extremely well.

Some of the severe behavior problems, the self mutilation, the
self stimulation, the scratching, all those things are gone now.

This is a student learning to be a chambermaid in a Howard
Johnsons. This is the Madison Civic Center and they are in the
mail room. This is a laundry in a hospital. This"is a student who

for many, many years was laid out on a mat. People thought he

couldn’t do anything, indeed, deprived him of the opportunities to
learn to do things.

I doubt very seriously if he is going to make any money as a
custodian when he finishes school but the point to be made here,
sir, is that he is trying. You should see him. He can’t go to the
closet and get the broom, but you put the broom in his hand and
you watch him move his wheel chair. If you put something on the
floor he will get it.

This is a student as a bus person in a restaurant. Two students
working in the laundry of a nursing home. This is Madison Gener-
al Hospital and these students work in the area of the hospital
concerned with sterilizing instruments that were used in oper-

* ations.

This student works in a newspaper. This is a county garage. This
i> an interesting student because he currently lives in an institu-
tion. They are trying hard to get him out.

If you looked at his behavior file you would find that he bites
people, grabs people, climbs up on walls, runs into doorways,
breaks glass. In the institution he is a terrible behavior problem.

GO
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Here he is eating his lunch in a cafeteria of a public hospital.
The differences are astounding, sir. Environments are critical.
Here he is working. So, from a life of waste to a plage where he can
“interact in.public places and actually make money is the point.

-1 am sorry, my time is up.

Senator WEICKER. Thank you very much, Dr. Brown I have two
. questions. What is your opinion of how we are doing under Public
Law 142 insofar as this Nation educating its handicapped students?

Dr. BrowN. I think fantastically on a number of fronts. One is
when we started 10 years ago when this movement really started
in a major way, our students were excluded from school Now
everybody, al iost everybody goes to school.

In the past, 100 percent of our people went to segregated school,
retarded, handicapped only schools, maybe'85 percent. All over thls
country people are going to regular schoodls.

People used to tell me when we first started developing beacher
training programs that you can't get good people to work with
these kids, you can't get talent, you can’t get creativity, ridiculous.
Wrong; absolutely not. The brlghtest people in education, indeed,
the brightest people in our society now know what severely handl-
capped people are because we are in regular env1ronments We are
in environments with- other-pecple. i

All over this country the most talented people—-apphcatlons for
programs~the grade point averages—any dimension you want to
think of, we are getting the talent that we need to succeed.

When we had these people locked up in corn fields and remote
places we couldn t get good people to work with them. They would
come, look, see, ‘“‘no, I don’t want that”. It is dlfferent now. When
our programs-—and 94-142 gave us that. There is no doubt about it.

You demonstrated with the early childhood research that we can
get these kids an education. We call it educationzlly prevent. We
can prevent severe behavior problems. We can prevent scissored
legs. We chn prevent self stimulation. We can prevent attitudes
and values from developing both in parents and children and non-
handicapped people that we never thought we could before.

So, you go right down the line of what the research and demon-
stration on early childhqod education, vocational preparation,
which was funded as a result of 142 and the acts that preceded.
Tremendous progress.

This country is so excited. The other issue is parents used to be
told by professionals: “We will take over. We will take care of it.
We will do it.” No more. No more. That requirement that every
parent has a right to participate in the educational program of
their children has had astounding results in the quality of life and
the quality of education.

-So, when you take the talent, the demonstrations, our task now
is to pull it together. It is no longer do we have to demonstrate that
severely handicapped people can live in communities. No longer do
we have to demonstrate that they can work. No longer do we have
to demonstrate that they can interact and benefit from interactions
with nonhandicapped people.

That has all been done. That is being done all over the United
States. What we have to do now is pull it all together—a little bit
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here and a little bit there. Now, our task iz to come up with |
comprehensive community services for everybody. A

Senator WEICKER. Can all severely handicapped students be
served in regular public schools?

Dr. BRowN. No doubt about it, sir. The only way, fo answer the
question is to come see. We could sit here and argue and talk, but
you.- should see. These I have shown you I think are the most
severely handicapped persons you are going to find. s

Kids who used to have tubes in them, they don’t have tubes in
anymore. Kids who used to eat their hands, they don’t eat their
hands anymore. Kids that do all these things that you hear about, \
within an institution in the middle of a corn field someplace be-
cause these kids can’t be served in regular schools, no.

We are putting in millions and millions of dollars in oil trans-

7 porting these kids to aad from segregated schools when they can be
taken by their brothers and sisters, when they can be wheeled by
their neighbors at no cost at all, because people feel these kids
can’t go to regular schocl.

But, you take almost every State in this union and I can point
out a program to you where severely handicapped people are func-
tioning extremely well in regular schools.

Other advantages: We are not preparing the future parents of
severely handicapped children. We are not, as long as we keep
these kids out of regular schools. We are not preparing future
nurses, future physicians, future teachers as long as we keep se-
verely handicapped children out of the schools.

Where is the talent in the future goin% to come from to take care
of these children? It is going to come from those regular schools-
and the sooner we get to that dedication and creativity the better
off we are going to be in the long run. o

And that is the least restrictive environment. That is what the
¢tlause in Public Law 94-142 has given us, that children should
grown up with nonhandicapped people whenever possible. That is
access.

Senator WEeicker. Would you like to qualify your statement to
the extent that all severely handicapped students could be served
in regular public schools assuming that there is adequate funding?

Dr. BrRowN. No, sir. I think it is cheaper.

Senator WEICKER. In other words, you feel that the job could be
done for the most severely handicapped even in the absence of
rather substantial funding?

Dr. BrowN. I know school districts that plan to build =chool -
buildings but they couldn'’t get the money and they couldn’t afford
the transportation costs so they started serving their kids in the
regular schools. The kids are doing better. )

o, you don't want to put your money into ceramic tile, stainless .
steel, “oil, bricks and mortar. There are buildings all over this
country half empty. What you want to put your money into is
talent, curriculum development, research, demonstration.

Senator WEICKER. I don’t argue that point with you. I just won-
dered whether or not it would be suffitient to rely on the volunteer
assistance either from without or within the classroom to take care
of these situations which clearly require more of a one-on-one type
proposition in terms of professionals.
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Dr. Brown. Well, sir, I think every child deserves the one-to-one
attention of attentive and sophisticated adults. But to say that
these children need one-to-one all day long is not so. In fact, it is
counterproductive.

When we get down to issues of curriculum, clearly these people
need to learn to interact with each other. Clearly they need recrea-
tion and leisure skills. Clearly they need tg function in group
settings, and they can. N : ;

The old assumption that these kids should be with only experts
so they can have one-to-one instruction, we used to believe that, sir,
and then we started counting the number of minutes per day that
these kids actually got touched by someone else, rubbed by some-
one else—miniscule in relation to when we started putting these
kids with normal kids.

Senator WEICKER. All right, then, my last question would be if
what you say is so, why don’t we go to what it is that you are
suggesting? ‘ .

Dr. Brown. I think we are. I think that was the force of the law.
I think States all over this country—we could sit here for a long
time—I am thinking of California, Oregon, Washington, Minnesota
and Alabama. We are. Clearly we are going that way.

b We know now these kids can survive. They can flourish much
etter.

Senator WEICKER. I am not arguing that point with you. For
instance, would you suggest that the institutions devoted to the
care of retarded would prefer to keep themselves in the business at
the expense of the welfare of their clients?

Dr. BrowN. I think there is an element of that. I think we have
monuments. I think the people who have made decisions personally
and professionally are hard to change. I think there are many
other reasons for that.

I think people are committed to jobs and, in many cases, legiti-
mate professional judgments. I just think they are wrong. When
you talk about the individual development of 2 person-—take any
person no matter where he or she lives. Let’s talk about that
,person and what life space is most habilitative for that person.

Anything that you can do in an institution we can do in a
community. And, not only that, sir, we can do things in a commu-
nity that can never be done in an institution. I tried to show you
some of those things.

Senator WEICKER. I have no. further questions.

Dr. BRowN. Thank you, sir. -

Senator WEICKER. Thank you very much for a very good presen-
tation, )

Mr.” NerNEY. Senator, I would like to introduce Dr. Thomas
Bellamy, associate professor of special education and rehabilitation
of the University of Oregon. Dr. Bellamy is also a member of the
President’s Committee on Mental Retardation.

Senator WeIcKER. It is my understanding, incidentally, that, am

. I correct, Tom, that your witnesses all come here at their own

expense?
Mr. NerNEY. All of our witness have volunteered. sir.
Senator WeICKER. They all volunteered to be he. I think that is
. certainly proof of their commitment to the cause which they serve.
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This is Dr. Bellamy of the Center on Human Development of the
University of Oregon. Dr. Bellamy, it is good to have you here in
Connecticut and please go right ‘ahead.

STATEMENT OF THOMAS BELLAMY, ASSOCIATE PROFESSOR
OF SPECIAL EDUCATION AND REHABILITATION, CENTER ON
HUMAN DEVELOPMENT, UNIVERSITY OF OREGON

Dr. BELLAMY. Let me,.ﬁrst of all, say that I sincerely appreciate

the opportunity to be here. I understand-that the impetus- for the
hearings comes from Connecticut but I think the issues that you
are raising are nationwide ones that many of us have devoted a
" great deal of attention to. I appreciate being included.

Senator Weicker. Not at all: You are entiraly correct. These
hearings are hearings of the U.S. Senate and even though they are

being held here the prindiples that we are discussing here will be

taken in the context of being nationwide.

Dr. BeLLamy. Although I must admit that as I listened to your
opening comments this moming it occurred to me that a lefter of
support’ for you might have sufficed as well as an airline ticket.
[Laughter.] , |

The focus of my presentation is on the potential that severely
and profoundly handicapped people have for community living,
have for participating in a life and the work of the communities
that they live in. )
.1 am focusing on adults because I think after I1. 21, efter entitle-

ments to public school and children services run out that the final
test of our success and the final cost accounting really has to be
made. ] am focusing on severely handicapped people because I
think this is the group, because of the extreme difficulties they
present both to their families and to parents that serves to bring
into focus the most critical issues that we are facing in terms of
policy and_program design.

What I would like to do is to try first to frame a bit the issue
that I think we are all addressing. Second, to look at the record
that has been compiled since the three laws that your subcommit-
tee is responsible for have been on the books and earlier with the
national commitment to deinstitutionalization.

And, finally, to look at some of the work that I have done at the
University of Oregon as an illustration of the points that I am
making.

The basic human issue that is raised in any discussion of alterna-
tive strategies is what sort of life is appropriate, affordable, reason-
able, desirable, what have you, for people with handicaps. What
represents a quality adult living for those individuals?

In a broader context, our society has answered that question for
the rest of us several times. We are, as a society, willing to enter
major conflicts to protect our life, our liberty and our pursuit of
happiness.

Those same values, those same issues apply equally well to indi-
viduals with handicaps. And the real issue that we have to deal
with is how those get operationalized in day-to-day living. What is
the framework available for that? How much of it is built on the
experience that we have had in the last 10 years in providing
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serv’i)ces, how much of it deriving from the concepf of normaliza-
tion? ¢,

We believe that the opportunity for continued growth and the
opportunity to participate in ongoing community life, the opportu-
nity for a safe and healthy environment and the opportunity for
productive work represent the goals which we are striving for and
represent a framework which might provide a basis for national
policy or for explicit national goals in the fields of mental retarda-
tion and severe handicapping conditions.

On the basis of our experience so far, where are we? The first
and, I think, most powerful thing that has come out of the last 10
years is a very clear demonstration of the potential of severely
handicapped individuals, all severely handicapped individuals to
develop skills to continue to grow, to overcome major behavior
problems that no one ever thought possible & very short time ago.

I think that it is important to reflect on why that has happened.
As community services were confronted with problems that we had
never dealt with before as a result of either the Development
Disabilities Act, or Public Law 94-142, or sections 515 and 504 of
the Rehabilitation Act—as these pieces of legislation .confronted
community service providers with problems that were unfamiliar
to us we developed solutions and strategies and technologies that
raised the level of expectation of individuals themselves, of their
families, and of the professionals far beyond what had ever oc-
curred before. ‘ .

Technology ?]evelopment occurred in a very real sense because of
the challenge that those pieces of legislation presented to commu-
nity services. : /

We now are thoroughly convinced that every severely handi-
capped person has the potential to develop the skills needed for,
daily living, for participation in community life and so forth. ;

The question must arise, does this really apply to everybody? 1
think the answers to that are, first, a -esounding yes, but undér-
neath that a level of complexity that bears some attention. !

. I believe that if our experience in several States bears out na-

“tionwide, and there is very little reason to believe that it wolildn't,
for every person now served in a restricted environment in a
segregated school, in a segregated adult program, in an institution,
we will find an functional twin somewhere else wha has benefited
incredibly from integrated community services.

But the honest second answer of that is that mo t/ot' us who are
involved day-to-day in service delivery confront.€ome very bewil-
dering people. The job of technology developmext is not over but if
we establish policies that take those bewildering people out of our
programs the job of technology developme;f{ will stop, or at least
the impetus for it will. .

The real test of all this though come$ not in what someone can
learn but in what sort of life they hgve. And I think it is here that
the dramatic potential of integrated’community situations becomes
very clear. / )

People in small community {rograms, adults who are severely
handicapped in small comm n/ity' programs, can and do travel inde-
pendently in their neighbprhood, can and do select and purchase
items from local storesYA(E and do take work breaks in downtown

-
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coffee shops, can and do work outsilde their home, attend church
independeetly, Jjog with nonhandicdppped peers, and on and on

I submit that the services that we provide are only half the
picture. ’I%ne other half is the opportunities that our society pro-
vides to everyone. It is only at the point that those intersect that

we really achieve the outcome for adults that our whole service
1\ network js designed to solve. |
\ It is the proximity to those opportunities. and it is the flexibility
. in staffing and facilities and so forth in community services that
\ ?la\vs jeverely handicapped people to enjoy the fruits of their
abor. ' -
\ Rather than endure treatment as eternal children preparing con-
tinuously for some distant goal of pa';rticipation or mainstreaming,
peopl¢ with severe handicaps in community programs have the
opportunity to use the skills that they have in ways that enhance
the l";Ztmlity of their life=and contribute to the quality of those
aroynd them. ¢

T)here is a great deal of data that I won’t go into that suggests
that, in fact, this skill development does occur more rapidly in
gmall community settings, that community settings over and over
again have been associated with improved health status, with in-
creased family contact, with increased participation in the plan-
fin%1 process that determines indivi?ualized programing, and so
orth.

But, let me turn to work. The importance of work is chronicled
in our history, at least, given your comments earlier today, by
every civil rights group that has advocated for itself in this coun-
try. N .

We have moved very quickly in th‘;e literature of every one of
those groups from an emphasis on equality to an emphasis on work
opportunity. Given our demonstration that severely handicapped
individuals can learn the skills necessary for work, they, too, join
the rest of us in society whose options really depend on the status
that is provided by our employment and the opportunities that are
provided by our wages. :

Let me very briefly describe some of my research. We began at
the University of Oregon 8 years ago to try to solve what we
thought was a very pressing and difficult problem.

In national statistics we have something like 100,000 people who
are served in programs called adult day programs, developmental
centers, day activity programs, programs for people that presum-
ably have no work potential. :

And faced with fairly clear data that that wasn’t necessary, that
those individuals did have work potential, we set about trying to
design an alternative to that, an alternative that would allow
individuals to work at the level that they were capable in a struc-
tured, supported community situation.

The people that were included in the program in a group, gradu-

~
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or profoundly retarded, all considered, in fact, at the outset too
handicapped to be served in the State’s day activity programs
either in the institution or jn the communi,t’y. .
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ally from 3 or 4 people to a total of 15, were all considered severely—/\5
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They represented extreme behavior disorders. The files were f‘uﬂe7
of things like: “Let’s don’t try this person on any other work
situation,” and that sort of thing. .

We live in a situation that is not blesved by the best economy
and we went as far as 5 and 600 miles away to identify a market
for electronics work and began the process of teaching nonverbal,
severely and profoundly retarded individuals who had extreme
behavior problems to assemble such tasks as oscilloscope cam
switch actuators, cable harnesses, chain saw components, circuit
boards, computer printer frames, transformer coils, power supply
units, and so forth.

Last year, those 15 people earned a combined wage of $18,37],
something like four times the average for their much more capable
counterparts in work activity centers in the country, something
like three times the national average for all people who are called
mentally retarded in sheltered workshops.

And, I think, perhaps more significantly, that program now had
been completely replicated in communities in six Western States. It
is not dependent on the extra resources available to the university
or anything elsé. It is clear’ what we have done is take only a very
small slice of the possible work opportunities that severely handi-
capped people could benefit.

But, I think the results of taking that slice and doing it system-
atically speak for themselves.

The way I would suggest we deal with this data are to affirm
that severely handicapped people do have potential but to be
honest that not everyone who has been served in community set-
tings in the last 5 or 10 years have enjoyed these kind of benefits.

I think the policy and program issue that we are faced with now
is where to attribute those difficulties. The data seems clear; we
cannot attribute those difficulties to either the readiness or the
potential of handicapped individuals. ‘

If we honestly look at the results of the last decade we must
attribute the difficulties to the service sysiem itself and to the
ability of that system to adapt to developing technologies and to
put together the complex set of interlocking community services
that are needed.

I think as we attempt to deal with a continuing need for pro-
gram development in times of less than abundant resources it is
imfportant to take a look at all aspects of what we have done
pefore.

I am convinced that one of the critical things that must be solved
is that, let’s call it an underlying idea of readiness that seems to
pervade an awful lot of Federal and State programs right now; our
services are designed to prepare a person, to prepare a person so
well that he or she can participate without any further support in
the mainstream of community life.

Let me tell you what that does to severely handicapped people. It
sentences them to indefinite preparation, getting ready in institu-
tions for regional centers, getting ready in regional centers for
group homes, getting ready in institutions for day activity pro-
grams, getting ready in day activity programs for workshops, and
on and on and on.

<
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In fact, what it does is sentence people to programing in the least -
efficient environment for what we know about severely handi- ¢
capped individuals is if we want them to participate somewhere, we
start there, we provide the support and we withdraw that support
183 we can. : .

Let me conclude 3uickly. We do have the technology to allow
severely handicapped people to participate in the mainstream of -
community life. We have the potential to allow them to affect the
rest of us. s

But, .the personal results are probably even more impressive.

This individual entered our program in Oregon after something
like 30 years ir a State institution. He has been called schizophren-
ic, autistic, profoundly retarded, nonverbal, dangerous, and several
other things.

After a few years.in the programs he is now competent on
something like 25 separate electronics assembly tasks, has earned

sypport. He threw a television through a plate glass window in the

group home not too long ago, btt those are difficulties that, in fact,

qualified staff have been able to deal with. He doesn’t need to be
segregated because of one behavioral incident in 5 years. ~ -

\b Another individual spent almost as long in an institution. He has
~Down’s syndrome, is nonverbal, was characterized by a loud high
pitched screaming in the institution ward hour uporr hour. He now .
is the individual I referred to earlier that jogs independently, goes
:‘o c}}:urch by himself, buys things at a neighborhood store, and so
ort h. ‘

That concludes my testimony.

Senator WEICKER. Let me ask one basic question with a few
parts. I have seen quite a few slides here this afternoon but I
haven't seen yet the kind of severe, catastrophic situation which I
have seen in bed.

Point No. 2: [ heard the term “families” mentioned in supporting
the family. What if the family doesn’t want the individual? What
about the situation of the older person who doesn’t want to leave?

And, then, lastly, what about the community that doesn’t want
to involve itself?

Dr. BELtamy. 1 will defer part of those, if I may, to people who
Cfmelufter me who might be able to address some of them better
than L

Senator WEICKER. In other words, what I am saying, I suppose, is
I'don't think you have to convince me either as to the goal or what ’
is the most desired result. I just think we are dealing with certain -
fact situations that don't necessarily lend themselves to what we
would like to have done.

Dr. BeLLaMy. Let me answer that in a roundabout way. There is
a person who is very active politically in the State of Oregon who

“ more than $100 a month for the last 8 or 4 years, not without {

" isan adult, was one of the people who returned from an institution

through our program.

That person had had no family contact for several years. And, in
fact, today has family contact ever: few months or something like
that 1discussed that once with the family and essentially seid this.
It is very abnormal in our society for adults to have daily}contact

with their parents. 1t is very abnormal in our society for pdrents
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and families to make 21l the decisions for an adult. That, in fact,
what was happening is that we were provndmg an cpportunity for
that individual to live gwith fewer restrictions and providing an
opportunity-—no more than that—for the family to take advantage
of the fact that there were fewgr restrictions, there was no coercion
for that kind of contact.

What we found is that it has happened over and over again
voluntarnly The other side of that, and I think a point that needs

to be, made in relation to your comments just before lunch, is that

we are faced with hard choices, that the sort of brutal budget
dec1s1ons that have to be made will force us to deal with some
issues-that we would prefer not to deal with.

We have two parallel service systems, both desngned to do essen-
tially the same thing by the original founders, one fairly segre-
gated and one quite integrated. To the extent that we choose to
maintain investment in both, we would probably do a mediocre job
of everything.

To the extent that we are able to choose one or the other, then
we can offer some security to pareants who now have children of
school age that something might be available as adults,

The point is that overuse of institutions creates further overuse
because in times of fiscal crisis we won’t be able to have the
community opportunities for people after they leave,school unless
we make some of those hard decisions néw.

Thank you.

Senator WEICKER. One last point, however. All of us in this room
are sitting here trying to determine the way to go. Maybe there is
not so much debate upon that as there is, when do we go and, yet,
the other side of the coin is that in this time of restricted re-
sources, -as much praise as I have heard for Public Law 4-142,
make no mistake about what is going to happen and what already
is happening, which is we are going to find_ out how we can fudge
on Public Law 94-142 as between the persons who share our con-
cern and those’ who are, according to the world, “normal”.

So, there redlly is another fight, Is what I am saying, that I see
taking place and'I make no mistake about it because these funds.
you see, come to pass by virtue of what we call politics and politics
involves itself with majoritiess  *

Dr. BeLLamy. It is an interesting phenomenon that in each of the
communities that has experienced some of the kinds of programing
that we described today a consensus has emerged that has become
incredibly supportive of that. Perhaps it is a fault of all of us that
we fear the unknown a bit but I think if we take time to look at
the situations around the country where we have programs of the
kind that would show it, they have had a po..tical impact as well
as a personal and social. .

Senator WEICKER. Dr. BellaKny, thank you for coming all the way
from Oregon. ] appreciate it.

Mr. NerNey. Our next witness is Karen Green of Glenwood,
Iowa. Karen has been a consultant for 22 States and the Guvern-
ment of Canada, especially in the field of providing services 1o
persons of profoundly handlcappmg conditions.

Senator WEICKER. It is very good to have you here.

Ove
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+ Tom, T am beginning| to get a little concerned. I am telling you
what our problem is7 as I see it coming down the road here. And I
am at fault too. Obvioﬁsly I enjoy these discussions between var-
ious witnesses. But the hearings were scheduled criginally to close .
at 3:30. I don’t intend to do that. We will keep going till 4 o'clock
but I think that is going to be——
Mr. NerNEY. We will speed it up. ,
Senator WEICKER:,PI?ase believe me when I say, far from want-
in(gi to cut anybody off,-1 can sit here well into the night and,
indeed, I will be back here at this stand tomorrow. I don't intend to
foreclose anybody but Just understand what the constraints are.
Please, Kzren, go rig}]t ahead. .

Sﬁ‘A,TEMEN’I‘ OF KAREN GREEN, CONSULTANT, ”(RAINING or ) i

.

!

DIRECT CARE STAFF

Ms. GREEN. Senator Weicker, I thank you very much for the
opportunity to share information about the'needs of the catastroph-
icallg involved persons that we have spoken of. ;

I have been in the field of mental retardation for the last 16
years and am a little hesitant to mention that I have, for all of
that time, worked with people who are both severely and profound-
ly retarded, who have jmedical complex needs dnd large'fy in the
last several years, who are also, in fact, adults who had been
institutionalized for very long periods of time.

[ am currently a full’-'time consultant and I travel approximately
150,000 miles a year helping individuals move .severely and pro-
foundly, multiply handitapped young people and adults out of insti-

. tutions into small cc:(gmunity settings whej

re, I will be very
. straightforward, I think| they belong. .
First of all, it probably is helpful and, again, in describing indi-
viduals who are severely and profoundly refarded and multiply
handicapped, it is very®ifficult because literally the only thing
. thati strin®s these indﬁlLiduals together is the diversity of their /
‘need. -
Persons who are identified as “severely and profoundly retarded” /
are usually awarded the label at birth or in| early infancy. And i
truly, persons who acqﬁxire this didgnostic depcription do present /
problems in mobility, self-care, language, health, and many other f
areas,
Unfortunately, the’ diagnosis itself can beconle a major obstacle |
N todevelopmental growth, because it often meany a diagnostic dead |
end instead. Many medical and behavioral professionals are woeful- ;o
ly ignorant in the area o&developmental disability, The diagnosis is |

\

frequently interpreted &s being synonymous wjth hopelessness |

rather than a temporary means to itlentify obstatles that can be |

removed one by one. So the helper's door slams shut. Self-fulfilling ;o
prophecies such as these have denied service access\to hundreds of |
thpusands of gersons who are classified “severely physically and
me¢ntally handicapped.” In many places, an indiv%ual’s mental
refardation is an acceptable rationale fur denying services—such as |
conrective surgery—which “‘normal” youngsters recelye automati- |
cally. We know how to solve a majority of the clinidal problems |
presented by the seriously handicapped. Often we sitply choose

not to provide the service. /
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The very factors \which cause an individual to be labeled as severely.’ profoundly
handicapped also wa prevent that individual from receiving programing of suffi-
cient intensity and duration to enable acquisition of essential skills. A great deal of
information is known about what types of medical, theralpeutic, and educational
interventions can assist the handicapped individual in skill acquisition. However,
nstitutionalized handicapped persons can frequently be found not to have had
surgical procedures which would help them walk or have not received regular
therapy services because they are too low to benefit. [Bricker & Campbell.]

Many maintain that persons with severe physical and mental
disabilities must always be cared for in large group settings. It is
for this very population, some believe, that larger single purpose
institutions should always be with us. A growing number respon-
sible professionals now believe that the more complex the develop-
mental problem, the smaller the setting should be. .

When disability strikes early enough in life, such trauma dra-
matically impairs the young person’s developmental sequence. An
individual injured in adulthood may have to “relearn” sitting bal-
ance, but memory or previous movement and how the body feels in
space may make that a conquerable task with short-term help.
Consider the case of Mark, a young child whose story illustrates
:)he scope and nature of what the helpful service continuum should

e.
MARK

Mark was born on April 5, 1974, in a small town in a large
Western State. When he was born his condition was apparent right
away. Hydrocephalus is a condition in which there is an accumula-
tion of fluid within the skull. The head enlarges because fluid
accumulates in the iner chambers--ventricles—of the brain, caus-

_ ing pressure on the soft unknit bones of the skull.

Mark’s parents were told by their doctors that he would not
survive early infancy, and that they should take him home and
care for him as best as they could until h;s “time” came. They did
not know, nor, were they told, that a relatively simple surgical
procedure could arrest or even reverse the accumulation of cerebro-

~spinal fluid on the brain. Because Mark seemed so damaged, the

doctors assumed that surgery would be a w~3te of time. Mark’s
parents moved within a few months to another State. This hap-
pened to be a State which had developed a very comprehensive
community service network for persons with developmental disabil-
ities. But Marl.'s parents did not search for services at first. They
had no reason to believe sucl} effort would do any good. mark was
not sipposed to\survive his first year of life.

LACk OF EARLY INTERVENTION COSTS A LOT

Mark had severe brain damage and a number of other physical
problems resulting from this significant birth defect. Mark could
not move his head without assistance, and his muscles were very
floppy. The weight of his elevated head pressing down on the spinal
column was sure to cause serious, abnormal back curvature if poor
body posture was not aggressively interrupted. This deformity,
called scoliosis, also "‘scrambles up” the lungs, heart, and digestive
system because of exce.sive pressure on those organs. Such com-
pression on the lungs makes breathing difficult, and impairs suck-
ing, swallowing, and chewing. '




It became easier for Mark's mother to let gravity do the work of .
swallowing while he lay reclined with his neck tilted back. She
hadn’t enough hands to, hold him correctly and manipulate the
spoon at the same time. Without instruction, she had no idea how
to assist Mark to suck and swallow correctly.

T

. AREAS OF MAJOR LIFE ACTIVITY

Mark had “snbstantial functional  limitations” which would
surely persist throughout life. The impact of so much stress at such
a crucial period of life left little energy for the hard work of leap-
frogging developmental milestones. When so much gces wrong with
a little person’s neurological system at such an early age, the
growth sequence can be devastating. Mark was referred by th
welfare department to the «community service agency, and wa
evaluated for services. He was quickly admitted to a wvery small
community residential program for severely handicapped children.
Mark was also evaluated by a team of developmental specialist to’
determine in what other ways he needed help. The process o
preparing Mark to return to live in his own home required almost

18 months. Initially, sores on Mark’s head were infected and. very.

difficult to’heal. He required 3 months of treatment before he could
“# be subjectéd to a shunt procedure. After surgery, the staff began to
experiment with various types of adaptive equipment to facilitate a
broader range of ‘developmental growth. This required close cooper-
ation between the physical and occupational therapist, a special
adaptive equipment, and the residential staff.

The agency which provided Mark’s residential services also ad-
" ministered a range of other specialized services which made plan-
ning efforts for Mark much easier. The interdisciplinary team
which evaluated Mark before his entry into the residential service
unit consisted of a group of specialists; and occupational therapist,
a physical therapist, a pediatric nurse, a speech clinician, and a
psychologist. One member of the team was assigned to translate
and implement the special services Mark required with the resi-
dential staff and Mark’s parents. Parts of the program were taught
directly to the staff as such activities fit naturally into the pattern
of the everyday living schedule. k

One of the first priorities for all involved was to work on develop-
ing independent swallowing and sucking with Mark. He had previ-
ously been fed in a reclining position with gravity doing most of
the work of swallowing. He had only been able to swallow thick
liquids at first. Moving into a more upright position .allowed the
staff to introduce Mark to a diet with more texture. The staff used
straw draining to initiate an independent sucking pattern, and
allow Mark to graduate to a more sophisticated pattern of eating.
Such preventive measures also protected Mark from accidentally
sucking fluid into his lungs while he ate.

The physicel therapist also taught the residential staff to exer-
cise Mark. They learned how to relax muscles before mealtimes;
how to exercise his joints and muscles so-they would not freeze into
permanent disuse. Within a few months, the program planning
team was able to establish other developmental goals as well, and
Mark’s parents were ready to begin preparing to take Mark home.
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,' Going home meant that Mark's parents had to learn some new ’
skills, such as lifting and carrying, exercising and relaxing tech-

niques, and how to feed Mark properly. This was not a quick or

simple process. Much of developing Mark’s program consisted of

trial and error, and try and try again. One of the biggest staff o
challenges of working with a child like Mark is remaining flexible

and admitting when an approach or technique doesn’t work. The e
staff and family don’t ask “if” we can complete the task, they ask
“how"” can we complete the task, and then, do it.

Mark is now going to an integrated preschool during the day. He
and several other handicapped children attend a community pre-
school for nondelayed children. Mark has the extra help he needs
in the preschool setting. A resource teacher is provided by the
same community agency that provided Mark’s other services. He
has learned to suck and swallow independently and is now eating a
regular diet with relative ease. He is learning to chew. Because his
body is growing and his head condition has stabilized, his appear- _
ance looks less distorted now. His parents are doing well at manag-
ing Mark at home. Mark is not cured, and he is still severely
retarded. But he is valued. He'is growing and changing and getting
better at a lot of things.

I would like to introduce to you a friend of mine who now lives
in an apartment in a large eastern city. She is characteristic of
another type of individual that many raaintain that the institution-
al system must always be maintained for. Ruth spent the first 26
years of her life_lying flat on her back either in a bed in the
institution or on a mat on the floor. If we needed a diagnostic
“label” for Ruth, we would probably describe her as spastic quadri-
plegic, cerebral palsey with multiple flexion contractures of all
joints, bilateral hip dislocations, and a severe kypho-scoliosis of the
spine. Now for most persons, all that hodgepodge of labels provides
is an enormous scare and an intense desire to run in the other
direction. Ruth came into the world with damage to the motor
centers of her brain which caused a short circuit in the ability of
her muscles to lay down increasingly complex patterns of move-
ment that the ordinary child evolves in the first 15 months of life,
and perfects over the first 5 or 6 years.

She didn't arrive with the deformities I've just described. Her
joints and muscles looked the same as any other child's, and her
sense of hearing, sight, taste, and smell were largely intact. What
happened is that certain types of movement caused Ruth to experi-
ence muscle spasms. There were no services to help Ruth’s mother
learn how to handle her in ways that would prevent this increasing
spasticity from occurring. Pulling on ar arm or tugging on a leg
began to send her head in the direction that caused the body to
tighten even more. It became easier to leave Ruth in her crib lying .
on her back for longer and longer periods of time. Gravity began to
squash her chest, interfere with her moving on her own, and
causing her to become stiffer witkeach passing week. .

In the early 1950’s, we didn’t know very much about how to help
p2rsons like Ruth, and her family was advised to give her up
quickly before they became too attached. In the days when Ruth
entered the institution, there were often 50 children in a ward and
only 1 or 2 staff to care for them. There was no choice but to
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provide 3 basic meals per day in the quickest way possible, and
little else.

Joanne was left to lie on her back 24 hours per day. By the time
she was 7 or 8, lack of movement and the effects of lying in one
position forced her hips out of their sockets, her arms and legs to
freeze in a bent position, and her back to collapse in an “S” curve.

B By the time she was 26 years old, she had only two independent

movements left in her body. She could not turn, sit or move at all
without total support. She could not participate in dressing, toilet-
ing, feeding, or any other activities. She could turn her head slight-
ly to the left and she could blink her eyes. In 1972, her institution-
al file described her as a profoundly retarded, spastic quadriplegic
with multiple deformities. The recommendation for “treatment”
was “long-term custodial nursing care.” She was perceived as a
candidate for a geriatric nursing home as her “form” of community
placement.

However, Ruth was lucky. The facility in which she lived hap-
pened to believe that all persons, regardless of their degree of
disability had a right to live in the community in as normal for
their age as possible setting, and it was up to the staff to figure out
how te make that possible. ]

Several staff members noticed that Ruth consistently blinked at
a furious pace whenever anyone came near her. One day a speech
therapist asked, “JoAnne (Ruth), are you trying to tell us some-
thing when you blink your eyes?” A's eecf; therapist began to
work with her, and taught her to respond in a manner that would
indicate yes or no. She too received the special equipment neces-
sary to assume an upright position. She learned to use a special
cominunication device driven by her lateral movemeglt.

In 1979, Ruth moved into an apartment in a ndighboring city.
She still has only two independent movements in her body. She
still has contractures and spinal deformities and dislocated hips.
But now she has a specially adapted wheelchair, a personal care
attendant, transportation and a day program. She lives with an-
other friend who is almost as handicapped as she is.. Across the
hall, in another apartment, are two men with similar handicaps,
and similar services.

For all these persons we would have thought these things impos-
sible only 10 years ago. But in an era with the technology to place
a man on the moon, is it so difficult to conceive that a person who
is incapable of independent movement might be able to live in an
ordinary home. There are few persons so handicapped that services
;s)rovided to ordinary citizens cannot accommodate their needs.

ome extra services need to be woven into the framework of ordi-
nary community fife, such as the provision of equipment to assist
in movement, the modification of transportation to allow handi-
capped persons access to the larger world.

t has been our experience that the severely handicapped can be
served by persons with ordinary education and training where they
live, work or go to school, so long as these staff persons have
regular access and support from frofessional specialists to help
them eet their clients’ individually identified needs. This is per-
haps part of the magic of small living situations where two or
three persons with severe disgbilities are served by a minimum
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‘number of staff. There are fewer persons needs to meet; fewer
special handling techniques to learn, and the handicapped person
has a greater chance to feel trust and security in the persons upon
whom he or she may be totally dependent. .

We have’ tried in many institutional settings to approximate
normal homes and family patterns. We have spent enofmous sums
of money to fabricate schools and work settings in isolation from
the essential elements that give severely handicapped persons the
incentive and models to achieve independence. Children learn from
other children and the same life experiences that other children
experience. Adults need peer models and demands and a few hard
knocks to feel good about their lives.

It has been my fortunate experience to work with catastrophical-
l{n impaired persons in community and institutional settings
throtighout most of the United States and Canada. I have worked
with such persons in schools, in their natural homes, and in group
residential settings. I have seen them achieve in work settings, and
where creativity supports are provided, in integrated, competitive
employment. There are some characteristics of service systems
which seem to help persons develop and change:

One, the agency uses the assessed needs of clients to design
services.

Two, the agency has a sufficient array of services to meet those
dssessed needs.

Three, services come from generic agencies whenever possible.
Clients and their families should have guarenteed atcess.

Four, there is a coordinating system which insures that needed
services are delivered and maintained.

Five, there is a strong quality control mechanism which evalu-
ates services and indentifies prohlems.

Six, programs are dispersed and integrated and provide for con-
tinuity of service.

3

These features imply that many existing community systems"

must come together to plan and coordinate their unique service.
Client centered planning, or asking what does the individual need
to grow and develop, should be the vehicle around which all serv-
ices are built. R

The common demoninator that binds these creative service pro-
viders together is the unyielding belief that all humans, regardless
of age or disability, retain the capacity to move along the develop-
ment continuum given the right l):(ind of help. When that develop-
?ent does not occur, the person with the handicap hasn't failed, we

ave,

WHAT DOES THE CLIENT NEED

Persons with developmental disabilities are still being put away
in institutions. Families and professionals still believe that there
are “Treatment Temples.” If un institution/agency has a concrete
building, there must be magic inside. Responsible professionals
must dispel such myths and acknowledge the superiority of the
family setting. There is no group home or institution that can ever

. replace a nurturing home. Parents must hear that they have the
best magic and support should be provided to make that a reality.

Provide concrete services across developmental continuum. We
expect normal children to grow, and they do. At 5 they go to
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school, at 6 their teeth fall out, and at 10 they go to camp for a
week and survive without us when we wish they couldn’t. They are
milestones, schools, churches and dentists for children without
labels. Children with spastic limbs and crossed eyes pose for posters
and must appeal to charity for second hand wheelchairs.

* Handicapped children who can go to to school at the same time

other children do and have doctors and other typical services to
tend to their needs in a heipful way seem to keep homes to live in
as well. ' When handicapped children have access to the same serv-
ices as other children during their growing up years, with extra
services provided as they are needed, they seldom have to be re-
movéd from their own homes.

We have been far less than creative in providing services in the
homes of severely handicapped children. In-home support services
such as homemaker services, parent training, special devices, and
trained babysitters can do much to keep natural homes viable for
children with extra sFecial needs. We should not ask if the child
can remain in natural community settings. We should ask how the
child can remain in natural community settings. We should ask
how the child can remain there, and then the mechanisms to make
that possible. . :

Senator WEICKER. Let me ask you this question: If a yo&ng lady
or young man had the same condition today would the sarhe treat-
ment apply in the sense of being putson the mat and left there?

s. GREEN. In some places but decreasingly so because the tech-
nology that has been evolving over the last 7 or 8 years in the
field—we cannot only prevent this from happening in the first
plalce but we can do very much to improve the situation of individ-
uals. .

For instance, if you have hip dislocations, joint contractions and
those kind of things, we know how to surgically repair those per-
sons and make them more mobile. We know how to literally apply
daily management techniques so that we can reduce the frequency
of catastrophic infections that these individuals acquire because
they don't get to move. . . .

We have been able to demonstrate in places all over the United
States that even the most severely physically handicapped—I have
seen persons whose chests had literally been flattened by gravity
over time can be made more mobile. We huve been able to change
‘the shape to mobilize those individuals, to pull them out into
disperse community settings. . oo ]

One of the points I want to make the most.is that—this is the
same lady, by the way, 2 days later. I don't know if it is lparticular-
ly obvious to you because we try and do this very subtly, but she
was provided with a piece of special adaptive equipment.

It doesn’t take very much ima&rination to make a person.more
attractive if you try reallg hard. She still has only those two
independent movements in her entire body. She has a slight lateral
head turn and she can blink her eyes. But the fact is, in this
particular institutional facility in which she lived a decision was
made that she had the right to live in a community and so then
the process was to make it possible for her to go there.

My speciality over the last several years has been in teaching
ordinary persons without special clinical skills to handle, manage,
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program, and make it possible for persons like Ruth to live in very
small settings.

The advantage to Ruth in those kind of situations is that in
particular she is devastated by multiple handlers. That is, having
too many people laying their hands. She has some very specific
needs. She has some very specific requirements that have to be
taught to only two or three individuals. - 3

Where we have gotten into trouble and where we have watched
these individuals regress over time, and the paradox of the increase
in staffing patterns in institutions, by the way, is that we literally
multiply the number of individuals who lay their hands and
imhpose themselves on this person who is totally dependent on
others. .

The advantage that we gain clinically from moyjng people out
into very small settings is that we limit the numban of people we
have to train to her very specific needs. We limit number. of
environmental impositions. This lady still has a startl¢ reflex so
that every time something clashes in the environment she startles
and her muscles tighten. . .

The magic about living in a house is that it is generally carpeted
and there is generally smaller rooms and fewer people there and so
you don’t have to deal with those same environmental kinds of
management issues we do here.

My point is that over time we are not going to see, I hope,
_persons with the devastating levels of disability of Ruth and other
kinds of persons because one of the things that I see the most
consistently with the early intervention programs that are now
progressing and with the kinds of handling and retaining more
seriously handicapped persons in their homes is that we simply
aren'’t seeing this level of severe disabilities.

So, this is 2 population of individuals who, to some degree, are
sort of passing. The only disturbing part of that is that I'am often
stumbling into pediairic nursing homes where children are being
slipped into horizontal positions, again being left to lie on their
backs in the supposition that these children are too handicapped to
learn and that all ti.ey need is a bed in a corner someplace.

I find that enormously distressing because we will again produce
a population down the road that will have the problems that Ruth
does when we know how to prevent them. N

Senator WEICKFR. I agree with you that that is going to happen,
unless you are willing to go ahead and put your money éut on the
table and take the more expensive road, which is what you are
describing here. It is far easier, if you have no hope for the future,
or no goals to set for yourself, to drop somebody in bed.

Ms. Green. That is right.

Senator WEICKER. That is going to be very much at issue in the
months ahead.

Ms. Green. I know. And the paradox is that caring for persons in
a horizontal position does not necessarily prove to be that much
less expensive. .

Senator WeicKer. You are probably right on that point, too.
There is no question about it. My whole argument on the raising
the budget—1 might add, in which Senator Hatch joined me and we
sat down and discussed it —it was, here is an administration that is
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dedicated to prpductivity. If you want to have productivity, the
money spent in this area produces citizens who actually can be put
back in the mainstream and, in some ways, as has been testified
here, earn nfoney as compared to the cutting back and having
persons that lie in bed. g ,

Philosophically, those of us that are pushing for the additiona
funding in this area are in tune to the philosophy of the times but
funding, that takes another direction. !

Ms. GreEN. Sir, this is the population that most people maintain
that the institution will always have to be kept around for. Again,
my position relative to that i you then begin to say, because
people don’t get better in congrégate care settings that all we have
to do is pile in more staff, and more staff, and more staff, and so
the expense keeps going up, and up and up.

I will frankly tell you that what these individuals need is not
one-to-one or all kinds of staffing persons but what is needed are
staff adequately trained to handle persohs like Ruth, who are
seriously handicapped. it is not the quantjity. We tended to substi-
tute quantity for quality in a lot of ways #fid that has driven up,
costs tremendously. .

Senator WEICKER. You say you have been seeing these pediatric
nursing homes on the increase. Why is that? -~ .

Ms. GreeN. The United States is very interesting in terms of how
it locates services. You never see pediatric care facilities in States
where the ideology and the commitment is to developmental con-
tinuance.

I see these facilities primarily in States where there is no articu-
lated philosophy about how a person should be served. I won’t
name the cities. )

-Senator WEICKER. What do you think is going to happen then
under a block grant philosophy? -

Ms. GRregN. It scares me a lot. -

Senator WEICKER. Thank you very much.

Mr. NErNEY. I am now going to ask four persons: Sister Barbara
Eirich, director of the Community Resource Center for the Develop-

mentally Disabled in the Bronx, N.Y.; George Gunther, who is the .

superintendent of the institution for retarded persons in the State
of Rhode Island; Mrs. Lavasseur, the immediate past president of
the Ladd Schocl Parents Association of that institution; and, Ra-
chael Rossou, who is a mother of the Alpha Omega Family here in
Ellington. . .

STATEMENT OF BARBARA EIRICH, DIRECTOR, COMMUNITY RE-
SOURCE CENTER FOR THE DEVELOPMENTALLY DISABLED,
BRONX. N.Y.; GEORGE GUNTHER, SUPERINTENDENT., DR.
JOSEPH 1. LADD CENTER, RHODE ISLAND; EILEEN LAVAS.
SEUR, PARENTS ASSOCIATION, DR. JOSEPH H. LADD CENTER,
RHODE ISLAND: AND RACHAEL ROSSOU., PARENT, ALPHA
OMEGA FAMILY, ELLINGTON. CONN,, A PANEL

Sister EiricH. I want to thank yoif, Senator, for having the
hearings and for my being able to participate in the hearings.
I am the director of the Community Resource Center for the
Developmentally Disabled, an organization formed.in New York
City, formed out of concern for the needs of the young .folks who
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aCre presently and have been at Willowbrook Developmental
enter. : .

We presently sponsor two residential settings, both of them locat-
ed in the heart of the community it serves. The Community Re-
source Center had its early-day sponsoring from Elite Community
Youth Program, which is a child care agency formed with board
administration. .

The staff members and young people served and families all
came from the South Bronx. We have replicated that in a spinoff
project and the special service unit first started in 1976, as a
forerunner;.and kind of gave birth to Community Resource Center.

I believe the focus of my attention and statement this afternoon
is to really state that multiply handicapped individuals, severely
handicapped, whom I heard you refer to as catastrophic, who might
have been in bed are individuals that we care for in the community
setting. /

We have an apartment setting in the South Bronx. We have two
separate apartments that we rent. We rent space in a 500 dpart-
ment complex. The community has very much accepted us. The
young folks, their families come from the neighborhood.

The community planning boards, the local tenants association,
the neighbors, if you will, have been most supportive. Qur young
people were taken from the backwards of Willowbrook back in 1976
and at that time when we moved in to accept the youngsters, if we
did not have a State representative from the central office with us
we were not allowed to see these young people, the backward
individuals. . e

They are nonambulatory. Many do not have speech, and unable
to feed, dress and toilet themselves. And. with all of the handicap-
ping conditions that they have, the community accepted us with
open arms. They have continued to do for us in subtle ways of
acceptance, of communication and so forth,

In East Harlem we opened a unit back in February of 1980. The
individuals selected in that project also are considered to be hard-
core backward individuals, nonambulant individuals with lower
levels of retardation, multiple medical problems that needed con-
trol and management and perhaps the most challenging of all were
those with self-abusive behaviors, self-abusive to the point where a
person will bite themselves and have raw skin and be bleeding on
both upper extremities constantly from self abuse.

Within 6 months time, this individual, and several other individ-
uals, with very, very unusual and extremely unacceptable beha-
viors moved into operating in acceptable behavior fashion. They
have learned to handle a number of self-hglp skills, which is self
feeding, and toileting and learning to dress themselves and are
participating in activities. -

We have found community acceptance. I think that part of the
reason that we have hud the community acceptance and the com-
munity support is that we basically are from the community. Qur
young folk, their families, our staff, we are from the local area.
And [ would just want to share that the community is not rejecting
us; the community is accepting us with open arms and I think that
is the message that 1 would like to.leave with you, that it is
possible for very, very handicapped persons to be brought back
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home, to be brought to their local community to be accepted and to
be'cared for. -
Senator WEICKER. Thank you very much, Sister.
., Ms. Lavasseur. Good- afternoon, Senator Weicker. I am honored
+ _to be here today representing Rhode Island. - 7 .
"V My name is Eileen Lavasseur and I am 77 years young.jI am on
\ the board of directors and represent Ladd Center Parents Associ- ,
\ation. I am a parent of a retarded daughter, age 41, now living at
the Ladd Center. I have been going to Ladd Center every week
ince 1954, and have seen many changes, all for the good.
When 1 first went. to Ladd there were 1,200 residents. Now, I
understand, there are about 580. Many have gone to group homes,
. apartments and a few at home to their parents, and some made
lives of their own and doing very well._ 4
y opinion and experience with group homes is /how altogether
very different to how we used to feel. We were formerly opposed-to
. group homes because we thought the supervision/was not good or
the staff did not have enough experience ‘with these kinds of resi-

We\ have visited and monitored these homes throughout the
State,\and knowing most of the residents, they are very happy and
contenfed knowing they have finally got their wish in living a
family life. - - / ¢

In my opinion, group homes and apartments are the best thing
that hag taken place for our institutions. I $incerely hope some day
soon they may find a group home for my daughter, Marion.

Thanklyou. . 7

Senator WEICKEE. Thank you very mich.

Mr. GUNTHER. Mr. Chairman, my fame is George Gunther. I am
the chief administrative officer of the Dr. Joseph H. Ladd Center in

" the State of Rhode Island. .

To assist you, I think it is important to place my testimony in
the perspective of being the chief administrative officer of an insti-,
tution for 600 severely and profoundly mentallf' retarded persons,

. but also as the parent 6f a 22year-old severely retarded woman
"+ who is one of the 600 clients at my facility.

I have been at the Ladd Center for 11 years. During that time

imgrovementi have been accomplished. In 1970, the budget for over

. 1,000 clients Was $5.5 million. Today, the budget is over $20 million
for 596 persons. However, only $16 million is spent at the institu-
tion and $4 million is spent in community-based programs to which
400 Ladd Center clients are transported every day, Monday .
through Friday, and 30 older retarded citizens who were institu-
tionalized for over 30 years live in community’based section 8
apartment programs staffed by Ladd Center employees.

I will’have another seven of these apartment programs open by .
September 1.

The_development of a network of group homes and apartments
now gives parents a choice beyond either staying at home or going '
into the institutions large wards and buildings which have caused
hmgny of the problems that long-term institutionalized persons ex-

- ibit. A ‘ :

Ladd Center will be reduced to a population of 500 by July 1,

1981 This shift of clients from the institution to the community
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requires fiscal responsibility by reducing the institution manpower
and moving them to community ({)rograms through agreements-
with AFSCME and closing old buildings in institutions and reduc-
ing operating costs. «

' - Today, at Ladd Center pnly 750 of my 1,055 employees are at the
exodus site in the institufion. The balance are working in different
places throughout the-State of Rhode Island.

The decentralization of clients in this manner has been support-

(. ed by the Governor of Rhode Island, the General Assembly, the
unions, many unions. Of 1,055 employees at Ladd I am the only
person not in a union. And the parents are all supportive. )

It is important for this committee to consider the fact that right
now today, 400 of 600 severely and profoundly retarded clients -
leave Ladd Center every day and travel to 20 different locations to
learning centers throughout the State and return for dinner and to

sleep. .
_These clients can live somewhere else with the necessary super- .
¥ vision to insure their safety and to meet their program require-

ments to help them learn. The future for the mentally retarded
person who is institutionalized is grounded in the orderly transfer
to small group homes and apartments where all of their needs will
be met in that setting rather than the institution or necessarily at
home.

The future for a mentally retarded person who is now at home
but may need to leave that home some day, for whatever reason,
will not be a life in an institution but a home in their own neigh-
borhood.

The approach I have described is not theory. This transfer has
been done, is being done and will continue to be done.

Thank you for this opportunity.

Senator WEICKER. Let me ask a couple of questions. When do you
foresee the closing of the Ladd Center?

Mr. GuNtaer. I think the Ladd Center can be reduced to ap-
proximately 100 to 200 clients by about 1983 or 1984. Beyond that,
it will become a little bit more difficult to place clients because we
will be into the construction business and constructing small
homes that meet all of the life safety codes that are required for
residences that do not have self-preservation characteristics.

So, it will slow down a little bit. Also, I might add, Senator, and
this is something that perhaf)s people don’t think about too much,
when you have a large facility, such as I have, or Southbury or

. Mansfield, that I am familiar with, and. you have many buildings
' spread out over 700 acres of land, powerhouses with miles of steam
lines, sewage treatment plants, security, fire departments and ev-
erything else that gpes with these places, when ‘You bring the
. population down to TO0 residents the budget office will order that
place closed and will give you plenty of, money to get to someplace

that will be a lot more economical, not only more humane.

That would be because you cannot afford to run a huge complex
like that for 100 people, even if you wanted to. .

Senator WEICKER. I suppose what I am trying to say is I don’t see
any disagreement with what you are saying and what I have heard
from the superintendents of our own institutions in the State of
Connecticut. . .

Q
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What we are rgally talking about is the matter of timing here.
You mentioned, Edon’t know the term, self-preservation?

Mr. GunTHER. Yes, self-preseryation characteristics.

Senator Wercker. Characteristics. What are you going to do with
these people? ’

Mr. GuntHER. We are placing people in the community right
now who do not eghibit “self-preservation characteristics.” All you
have to do is make sure that: No. 1, there is sufficient supervision;
and, No. 2, that they are in a ranchhouse that meets what is called
the institutional fire code. .

In other words, it is sprinklered and you make sure you have an
exit here and an exit there, It might add another $15 or $20,000 to
the cost of the facility to meet the stricter code. It is just a method
but it usually requires construction. )

Right now, for example, in the State of Rhode Island we operate
28 group homes. We own 55. The rest of them are in some process
of being operied. They can open rather quickly because you just
g:mode them for the limited code, called a board house code in our

ate. . R

But when you go to the more stricter code, new construction is'
more econpmical. Then you have te.btiy land, site that land and get
into the construction business. It jiiSs takes longer.

Senator Welcker. And the 100 to 200, dyou are saying that the
only problem there is you have to build the facility for them?

Mr. GUNTHER. At least one of the things I get involved in all the
time are when people are trying to figure out where can retarded
people best be served. It is nnot a geography issue.

The kinds of retarded, people that are being served in Rhode
Island could be served at Southbury, and the kind of people in
Southbury cdn be served in Fort Lauderdale. It is a question of
what do they need, providing that kind of supervision in that kind
of an environment. '

It can be really provided anywhere because indeed it is being
provided somewhere now. .

Senator WEICKER. | don’t disagree with what you are saying. 1
am just wondering whether or not the public is willing to make the
commjiment that is required in the sense of what you are advocat-
ing. . .
One impression I don’t want to get across to anybody is that for

some reason or other this is going to be a cheaper way out. Idon’t
think it is. I think it is going to be far more expensive.
Mr. GUNTHER. No, sir. No one that I know of—at least we don’t—
gromote it as being a cheaFer way out. We promote it as being the
est thing, the best kind of life for that retarded person. However,
there are millions and millions of dollars, which, with a little
creativity can flow from that institution as the clients flow to assist
in paying for these services in a proper location.
. Sénator WEICKER. | certainly hope we are all right in what it is
that we wish for those that are trying to help and also, that we are
oing to be right and that our fellow citizens are going to come to
ore to provide it. I think that is rather 1 big question mark at this
point. ’
Ms. Rossou. There are 50 many things I want to say.
Senator WEICKER. Don'’t rush,
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Ms. Rossou. As a footnote on that, the/ Alpha Omega Family ran
into difficulty because we had more than three children that are
not ambulatory and not capable of self-preserva ‘on, which gets us

v

in immediate conflict with the Federal flre and safety code.

We went before the legislature last year and Connecticut has on
the books the statute for permanent farhily residence, of which we
have been licensed as the first. They aré coming up now with their
gormulated regulations, to encourage more permanen. family resi-

ences. * . ’

What it means is that they are taking a corxmonsense approach
to the State fire and safety code. We opted for egress in our house.
Every bedroom where there is a youngster in a wheel chair the
youngsters can transfer to their chair and go out with a patio type
door. '

You can’t have both containment, like you have at a New Brit-
ain Memorial, with the metal doors and the enclosure and egress.
They are both fire approved safety ways of handling a preventative

situation, but they-are mutually exclusive.

This is just one example, Senator, and I would love to gq{ into
more detail with you through the help of our local fire people and
the Department of Children and Youth' Services and the State
Legislature in Connecticut how Alpha Omega was able to resolve
this.

Senator WEICKER. Let me say one thing abuut legislators that I
am finding out at this time in Washington, D.C. They are perfectly
willing to write all good things on the books. Then comes the time
to pay for them. And you know my famous quotation: “Everybody
likes to go to ..caven but nobddy wants to die,” as far as the
Congress of the United States is concerned. [Laughter.]

That_ is one of the difficulties we are having right now. What if
they legislate this and all good things are going to happen. I don’t
think they are I know just the amount of time all of you people
spend in terms of time—never mind the other man-hours that are
required of professionals; never mind the construction that is re-
quired. As I say, in terms of commitiment or whether in terms of
resources, our good intentions in this instance are going to cost us
dearly, and I think they should.

Ms. Rossou. I would really have to take issue with that, Senator.

Senator WEeickeER. Do you chink you are going to be able to do
this inexpensively?

Ms. Rossou. No. I can only speak for the Alpha Omega Family. I
am not familiar with Mansfield, Southbury—I can only speak for
ourselves. ¢

Our Charlie was at New Britain Memorial for 10 years, Eddie for
5 years, Simone 5 years, David for a year, and Ellen at one of those
nursing homes for 6% years. The cost is tremendous and where
their rates continue rising and ours hasn’t.

I think last year it was almost $200,000, a little hair over that
that they had rigured was saved by our being in existence last year.

Senator WEICKER. I don’t think—and I have to speak for myself
on this—that you can equate the benefit derived in dollar terms
because I don’t think we are going to make sense on that count.
can tell you right now, if { can build one driveway instead of 100
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driveways, that is cheaper, 1 utill;py system ré;he};han 100 utility] |
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systems, that is obviously cheaper; . |
So, what I .am saying is in those terms I can’t justify the goals ‘
that all of us are trying todrive to, but Idon't think that.is what is
important. In my way of thinking it is to achieve that goal. I tell, \
.my friends dov\{n in Washington that if you believe in this ther be,
prepared to go ahead and fight for it, be prepared to go ahead and;
pay for it. ! ! i
And I do believe in it. I think there are many reasons that
support the arguments that all of you are making here. I don’t
think this is what you are trying to do, any of you, but I don't want
to give the impression.that for some reason or another this is goin
T to be an easier way out in any sense of the word.

I think it is the better way to go. That could very well be,

Ms. Rossou.'But in some situations it also is cheaper. A case in
point. There are two youngsters right now at New Britain Memori-
al. The rate there 1s $80-something a day, and_there are two
approved foster homes trying to get these youngsters and they ark
in the midst of difficulties. \ |

It has the doctor’s support and the social worker’s support. I
know/a very limited little sphere. I can’t magnify this. ) i

Senator WEICKER. You speak for yourself and your own expéri-
ence. That is the most important thing, quite frankly. That is life. I
am delighted to hear from you. I just enjoy discussing these things
with you just as if we were sitting in your living room. There is, no
difference here. Go ahead. ‘

Ms. Rossou. We were "asked to chat about community acceptance, .
and to me community acceptance is a matter of the heart and [
think for some of us it is love at first sight and in other situations
it takes time for a love affair to gently blossom.

A?d I believe that in the Alpha Omega family in the community ,
of Ellington we have been able to witness both. This morning, Carl
and I and the people from the junior high were over at the high
school and we were getting the finishing touches on setting up a
program for Eddie for next year. -~ R ‘

There is just so much I wish I could put in a capsule about our
whole family and each of the youngsters, where they are from,
where they are and where they are going. S

Just very, very briefly, Eddie had been at New Britain Memorial
for 4': years because there was not an alternative within Connecti-
cut for Eddie. Eddie is a multiply handicapped little fellow. He
needs auditory training, he needs large books. He is visually im- .
paired. Two of his cranial nerves are paralyzed. He was born with
one leg. He has two fingers. He has very severe asthma. He was
Born without a tongue. He is a multiply handicapped little boy. _

That tells you what he doesn’t have. What he does have is an
incredible love for 18 wheelers. He is not very goal orien‘ed. He

. - gets on his bike and he never goes anywhere, He just experiences
the wind, and the motion and the speed and he loves it. And I get
grayer because he doesn't see very well and he just barely misses
trees, but that is all part of Eddie and that is part of the life and
the risk that he needs to be fully alive and he is fully alive.

And some of the comments that guidance counselors from the
junior high were making this morning at the meeting at the righ
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school were he was quite emphatic that the fact that Eddie had
earned the right to be at the junior high and he had earned the
right to be at that high school and he also had earned the respect
of every single teacher in that junior high.

But, as I said, there is so much I could show you. When Eddie
came home he bounced, he pawed, he hit his head against the wall.
He opened and closed doors for 6 weeks. It wasn’t until .our little
Susan, who was 1% and very chubby and cuddly and kept squeez-
mg{bim and if he saw you coming he would paw and he would hold
on for dear life. But if he didn’t see you coming he vsould arch his
back ar.d scream because he just hadn't had physical closeness.

After §wecks of Susan hugging him he would scream. The more

he would scream the more Susan would hug. After 6 weeks he was
opening and closing the door and he closed the door on Susan's
finger and Susan screamed. And before I could do anything Eddie
went like this, and I stood and just cried because I knew if Susan .
cou}!d reach Eddie we could reach Eddie, and it was going to be all
right. .

We learned more from our son. He is really the whole reason for
the Alpha .Omega family. When we saw that little boy. just turn
into a regular ordinary kid, we thought there are other kids out
there that just need a family, to be in the community. .

There are medical anomalies. They are tremendous. There are
youngsters who have grand mal seizures. Nine of our children are
incontinent. Most are in wheelchairs. Simone is 30 pounds. She
can't sit. She is in a little infant’s seat that sits inside—she has
brittle bones. She had almost 200 fractures being born.

She controls her electric wheelchair with her elbow. She has
already been approved for seventh grade to go into the junior high.
Her one comment was that she hopes the aide doesn’t go with her
w.he}zln she goes to the dances. She wants to get in trouble at junior

1gh. .

Some of our children learn very slowly. Some of our children are
profoundly retarded. They range from being academically talented
to profoundly retarded. As I said, there is so much.

I think when you talk about trying to teach a child to read you
have to have a group of similar level of youngsters. But we are
interested in our family teaching them to accept one another,
everybody to give to one another.

In our neighborhood wheelchairs are as common as eyeglasses.
Our youugsters were in scouts and activities. Simone manages a
basketball team. It is just very ordinary. Qur church, when you
have a community acceptance, no one asked them—they put in an
elevator It cost all kinds of money, and it has brought all kinds of
elderly peopl>. Eleven families came back to the church because
they hae disabled people who couldn't attend the church and they
stopped going.

There is so much goodness out there that a lot of times people
dan't know how to help but they want to. I would like to take 1
second to tell you about our little Ben. T know there is a lot about
people getting jobs and going into the community.

Three of our children will not be able t , and Ben is maybe the
best example of that. He was born with a brain stem that lets him
breath and suck and that is all there is. He doesn't have a brain, or
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a midbrain, and he doesn’t have any vision, or hearing, or balance,
or memory. But what he does have—he is a little over 2—he has an
Incredible presence about him, Senator. . .

nd we see in this little boy—we know how he has touched our
lives—about once a week—and Dr. Gaum, the neurosurgeon,
cannot explain it—but about once a week, all on'his own, Benjamin

laughs, and it takes him a half an hour. And he holds his head up
and he opens his beautiful blue eyes and he chuckles. And he just

chuckies, and he just chuckles. o e o e T

v o ————

. ‘And_everything in the house stops and whoever sees it first will
==="""say: Ben is laughing,” and everybody comes and truly, it is his
moment and it is magnificent. Again, I have learned so much from
. Benjamin.

We parent children sometimes we get so messy. Do we want the
children to succeed for our benefit or for their benefit and whose
goals are we really after, and all this, and here is little Benjamin
that is totally at his potential right now. He has aﬂready reached it,

. and to survive is success and to be alive'is magnificent.

T student down at Yale. She is my age and went back to schocl and
is in medicine at Yale, She spent a day with us last year. She
wanted to sit in the corner and just write notes about Benjamin,
and she wrote about, like, our 14-year-old son has a permanent
which, culturally, that is a little hard—that is a different genera-
tion, boys with permanents—and he teNs me he has to keep his
permanent because every time he passes Benjamin he takes his
hair 4nd poofs and Ben kind of smiles.

What this does to a l4-year-old soccer player is tremendous.
Karen is writing all these notes down and she took them back to
her ethics professor at Yale. About 3 weeks later I get a note from
her saying that she had just heard her second lecture from the
Yale University Medical Center on Benjamin, that her ethics pro-
fessor had the philosophy and spirituality to believe that little
Benjamin should be treated and should be in a family and.in a
community but that he never had a person {o put his philosophy
on before and now he does. ¢ ‘

And the final line of her letter was: “Isn’t it magnificent, the
child who canndt learn is teaching.” , !

-Senator Weicker. Thank you very much. ;

Mr. Ner.ey. Before we get finished—I think it may come up
with this penel—the question raised about cost is a good one. I
would ada tnat theré are some .distinctions that probably should
have been made: One' is the new capacity in institutional settings
that has been going on for a long time; and the other is that
severely and profoundly retarded persons do not necessarily have
to go into capital intensive buildin§s.

There are families out there willing and waiting to take one or
two persons and train to work with them., We wouldn’t suggest
that that is a more expedient way to serve people because it is, so
far, less expensive but what we say is it is a necessary way for
some _people because it is a much more humane way.

I would like to introduce the last panel very quickly. Linda '.

Glenn, who is the top mental retardation official in the State of
Massachusetts, Catherine Weinberg, who is with her. She is the
x 's

As_far as_impact on people—a good friend of mine is a medical
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deputy, Robert Carl, who is the top public official in mental retar-

.dation of thé State of Rhode Island and Charles Fulner, who is the
assistant to Edward Lewis, who is the top community public official
in the State of Kentucky. .

STATEMENLTS OF LINDA GLENN,wC*Oj}lM‘ISSIONER OF MENTAL

e RETARDATION;-STATE" OF MASSACHUSETTS; 'ROBERT CARL,

COMMISSIONER OF MENTAL RETARDATION, STATE OF
RHODE ISLAND; AND, CHARLES FULNER, DEPUTY DIRECTOR,
DIVISION OF MENTAL RETARDATION, STATE OF KENTUCKY,
A PANEL . ’

Commissioner GLENN. Good afternoon. I do come jto you, as the
other two witnesses have, as administrator and State bureaucrats.
You have heard from a lot of program people today and I think I
have heard some of your issues that I have to be concerned with
too that are not necestarily program issues. -

I do want to do so:nething though I_hadn’t planned on. Karer
Green's presentation, where she showed Ruth, is in my State. It is

something we have b:en doing, repeatedly taking perple that are
severely handicapped out of the facility.

Karen didn’t mention two punch lines, one of which I certainl
have to be interested in as administrator and program people don t
necessarily have to. The other one is more a program issue. |

Ruth, it wasn't mentioned, even though she was multiply handi-
capped, bedridden at the institution, needing total care and costing
probably $40,000 or $50,000—because even if I gave you an average
cost in my institutions which is, right now, about $40,000, the
range within it would range from $5,000 to probably $30,000. She
was on the higher end.

Ruth now costs substantially less, probably only about $30,000 in
that situation in the community, probably less. She is also now
married. She has written her own autobiography and she is attend-
ing the University of Massachusetts. ’

Now that is from a person that when you walked through a ward
you would<have thought didn’t have any capacity, didn't have any
capability of learning ‘because they are laying there looking at a
white wall in the deformed conditions that they are in, and that is
what we see all the time. ’,

And you asked her if that is other places too. Yes: every institu-
tion I go into, even my own institutions, there are people who are
laying around, you don't know if it is just somebody locked in their
body You don't know how intelligent they are, what capacity they
have or any human-feelings they may have independent of intelli-
gence, .

I just wanted to let you know that punch line. .

Senator WEICKER. I agree with what you say. And certainly as
far as I am concerned, I would have a very difficu't time ascertain-
ing the capabilities of that individual. I don’t pretend any exper-

tise. But, on the other hand, I can’t believe the professionals that .

we have here in the State of Connecticut who are in charge of the
institutions can’t make thosd determinations.

ommissioner GLENN I have not been through the Connecticut,

institutions and I cannot speak to the capacity of your administra-
tors here., .

~1
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I do have some comments on what I heard this morning, howev-
er. | have been administrator for about 15 years. I have run a large
ervicé system, one of the largest in Nebraska, in eastern Nebras-
ka, that served about 1,400 peoplg. For 5 years I have been in
charge of mental retardation in Massachusetts where I serve about
11,000. I have got eight State facilities, probably similar. I think
some are larger than any you have in Connecticut. *

If I leave you with two things it would be to leave you with my
learning experience from two of the things that there is controver-
sy in this field about. One, and I sort of heard it this morning, is

. beople belieye they can’t develop services fast enough in the com-
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munity to really replace the institutions, and if you want .0 go on
costs, you can’t really get a lot of heavy costs, like George Gunther
was talking about, until you close the facilities-and really get rid of
those fixed costs. e

And-you talk about huniune reasons, bl%—g\jlﬂlﬁ_ﬂm&pﬂ_tea-__’d—
sons, They are learning now onrthe mental health side that closing

facilities can save a lot of money in the budget in Massachusetts
for the fiscal year 1982 budget. ,

"So, I want to break down that argument. It can’be done. It can

be done rapidly. It can certainly be done more rapidly than I heard
their plans for placing 360 people in 3 years. I'think that is ridicu-
lous. ‘
' The second is that the argument that you have to have institu-
tions for certain people. I found that it.is absolutely not true, in
both my experience in Nebraska and my experience in Massachu-
setts.

The experience in Nebraska was interesting because we decided
in 1969 nqt fo develop extra institutions because there was an
overflow at the Beatrice State Home. That Staie was lucky it only
had one institution that it had lo try to get rid of.

From 1969 to 1976, 1 believe, or even less than that, we got it
down, I believe, from 2,300 to 1,000 by building systems of commu-
nity care. My own agency that eventually served 1,400 people in 5
counties around Omaha, decided in 1972 it wasn't going to continue
to discriminate -ag¢ inst the most handicapped. It was'going to not
just continue to take the mildly retarded and the moderately, aud
then the severely and thin any persons with multiple problems.

We decided to reverse that, to take out the absolute most diffi-
cult both medically complex, multiply handicapped, profoundly re-
tarded and to take out the most scverely behavioral involved. That
is the other that institutions try to justify. themselves with, that
people cannot handle, either the community folks$ or staff, people
with extreme selfabusive behavior or abusive to others behavior.

So, we started taking them out. The success rate was unbeliev-
able. It was 100 percent with those people. The lack of success was
with a few people. We stopped admissions but we did have a
couple, I believe 7 over a 3-year period, readmissions to the institu-
tion because the community just couldn't tolerate the behavior. It
was the mildly retarded people.

The same thing is happening, that mildly retarded people have
gotten in trouble with the law and really had overlays of emotional
difficulties that, my best professional guess, yere caused by their

!
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lengthy periods, of institutionalization. The same thing in Massa-_
chusetts. | : . /
I was surprised. I had this view of Massachusetts. being very
liberal, service-oriented, innovative—at least that is what the pro- -
. fessions run around telling people in the field. -
But, when I got there in 1976 I was appalled. The State had
relied on institutions almost exclusively for the mentally retarded )
and- didn’t even allocate any State funds until, I believe, 1974 or
. 1975, and then it was a:piddling $990,000. .,
. They made no commitment to develop alternatives. The institu-
tions were terrible. So, I had a dual job. I had to go in and try to at
least keew those institutions in some level of compliance because
they were receiving the Federal medicaid funds, so I had to spenda______ -
lot of time trying to clean the_institutions—up-and, at the same
- ——— -~time, T hadto try fo develop und assist the system in developing
the community services, and do it fast. . ‘ .

We were going to start losing revenue if we didn’t get thousands
of people out of the institution, and we had enough court suits
arouna that we had to do it right. There could be no dumping.

I think one guy was talking about dumping this morning and |
think he had mental health exposure. They have had the mental
health patients confused with the mentally retarded. Anyway, in
this short period of time we phased down the institutions from
about 7,000 to> about 4,000.

We have got 3,000 people in community residential sexvices of all
types. We have 4,500 to 5,000 in day training services. The whole
statewide system of the early intervention services that have been
spoken of serve about 2,500 zero to 3-year-olds, and about 3,000 in -
respite care and a whole system of case management and quality
control systems. T

It"can be done and it can be dene right and a lot faster than I
heard the plans this morning for the State of Connecticut. We have
been able to prevent the admissions and the readmissions. Adrnis-
——-—_, sions are down from what used to be, in 1975, about 200-plus a

" year. I think our track record in the past 8 or 4 years is fewer than
six or seven that have had to go in for short-term emergency.
And a lot of the myths that people put up, or the issues they
raise about why it can’t be dune, in my opinion and exper.ence are
Just bogus, absolutely aren’t there. The community acceptance? I
Just did a study of why some of my programs that were supposed to
start this year were delayed in getting siarted, and I expected, just

- because everybody theoretically thinks about acceptance, that a lot

of the issues would be zoning fights they are going through, or
problems with communities not letting them in. )

I didn’t find that. Out of the 4 or 500 programs that were s
. supposed to start there were about 72 reasons for delay for pro- 5
grams. Four of those had anything to do with community resist-
ance.

Second, client preparation—I believe that has been addrc:sed
earlier today. When somebody says fo me a client, is not prepared
to 'go to the communit,y, my first reaction can only be, aren’t his
bags packed? You don’t have to do things to individuals to move

them from one setting to another to get more lea,rning opportunity

in that other setting. >




And the third is cost. ) 3

Senator WEICkER. How many do you have in institutions in
Massachusetts right now?

Commissioner GLENN. I have a little over 4,000 left in institu-
tions for the mentally retarded.

Senator Weicker. Why don'’t they have their bags packed?

Commissioner GLENN. We aic developing the services. - _—

Senator Weicker. How long will it be until you close the institu-
tions in Massachusetts? T . - g

Commissionér GLENN. We have a commitment from the State
that they signed-a plan that would allow me to take an additional
3,000 people out of the institution between now and 1985, and there
is also a signed commitment to the plaintiffs in a couple of ciies
that they will continue to depopulate after that. 0

They have not been wanting to go on public record of when they
are going to close an institution yet, but they have got a phase

-down plan for every single one of them. ‘ .

Senator WEICKER. We have, at the present time, in the State of /
Connecticut, as I recall, it iy just under 2,000. Am I correct on that ‘
number? .

Mr. NERNEY. 3,000.

Senator WEICKER. I am just ‘trying to get the relative number.

Please_go ahead.

Commissioner GLENN. There was a study just completed by the

~ National Association of State Coordinators also that if you put -

Connecticut beside the other States for what population level they
will have at the end of their plan for placements. It ends, I guess,
in 1983 or 1984. They will still have a substantially more institu-
tionalized population than the average of the country and about
three times @as many at the end of that plan as compared to in our
plan in Massachusetts. '

The other point, besides the fact that it can be done,_ that I
_wanted . to muake is the-institutions really cannot do it. I have
thrown money at these institutions. In New York I have sat on the
Willowbrook Review Panel that was set up by Judge Judd back in,
I believe, 1974 and watched us just throw money into the institu- '

~ tion. .
Willowbrook has gone from, when I first saw it, I believe $4,500
per person. Now it must be close to $6,000 per person. And you
don't see a'lot of measurable change. It is less crawded, people are
better clothed, there is somewhat better food, and some of the .
quality of life issues and there is some more activity. But you
cannot say, looking at it as a professional, how relevant that activi-
. tyis. It isnot that relevant. - o :
We have seen the things that are really the most powerful for .
the development of people. You have heard a lot about it today. I
found it cannot happen in the institutions, not with people segre-
gated, nof with the kind of turnover people have and the lack of
continuity for the numbers of individuals that interact with the
person that Karen talked. of. I have seen that in mg institutions.
We have almost doubled the number of staff. I put 4,000 more ‘staff
in just since I have been there; doubled the budget; doubled the
cost. ‘. N
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I just did a survey last week of one of my institutions_that-is the
second highest cost institution, and.I was trying to find out the day =
program issues, -were-people getting day programs. Were they get-
ting. amy §tbstantial part of their day in programing, and I found
out that only 39 percent of my clients in that institution are
getting programing in the day and most of that was being provided
by the artment of Education, not by the institution.

I will close with—I could talk a lot longer about the power of
institutions and how it robs people of opportunities but I t ink you
have heard that.

One other State’s director who could not be here asked me to
give you a written statement however.

Ser:ia;or WEICKER. I would be delighted to have it included in the
record.

Com missioner GLENN. This is Dr. Jennifer House, who is deputy
secretary of mental retardation in Pennsylvania. She runs the
State of Pennsylvania programs. -

I would also like to submit for the record a summary. [ heard
somebody talking about research earlier. One of the most recent
pieces of research has come from Pennsylvania, a study on the
gecéple that have come out of the Pennhurst State Hospital_since

udge Broderick’s decision which showed that the -growth in all
categories of the people that left the institution was very signifi-
cant, whereas, the matched sample that did not leave the institu-
tion, there was no significant change.

Thank you.
. [The foﬁowi\ng was received for the record:]
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" STATEMENT O PEMNSYL YANIA'S
. COMMUNITY MENTAL RETARDAT 10U PROGRAM

The Pennsylvamio Commun ity Mewtal Retardation System was initiated with
e passage of the flental Health and fental Retardation Act of 1956.

Through the passage of this Act, Pernsylvania, a State with approximately
elve nillion people and larqe urbin and rural areas, developed a strong commit-
nt to the provision of comnunity services to uentaliy retarded people based on
w nomalization principle aad the developaental model.- Guiding principles in
w formation of our system included services tc peevent out-of-natural-home '
<rdential placement and deinstitutionalizatior with an erphasis toward placement
the least restrictive environment, .

In Pennsylvania, Hental Retardation scrvices are administered by the .
face of llenta] Retardation in the Department of Public welfare. The most.sig-
“1cant program components in Pennsylvania‘'s comunity MR system include the
“murity Living Arrangements progrin and the Fanily Resource Services program;
st recently, the 0ffice of {lental Retardation has begun the active use of
«tle XIX funding for community services. a
The Community Living Arrangements program.was develt’)ped in 1972 to provide
continuum of professionally staffed comunity residential services as alternatives
v anstitutionalization. These services emphasize the development of small home-1fke
v ejrated Viving arrangements that are both flexible and Structured to meet the
sried needs of individuals requiring commnity living support. Over 95% of the y
***Ims house threw or fewer clients.  The Comunity Living Arrangements program R
* werved almost 2,000 people since its incaPticn in 1972, and 1ts budget has grown .
2 51,9 million in 1972 to aver $52,0 million todaya.

Pennsylvanis previously majutained 11,000 oeople in State Centers for the
ntally Retarded, That number has been sharply reduced over the pastk nine years. -
i1y approvimately 7,000 reople reside in State Centers, and over 3.000 previously

“+atutionalignd chiidren and agulte have returned to their natural homes with all
vOnsNRTY Support sorvices.

-

A Y
Pem ylvuna provides the® follewing tpe of services available to mentally
' araed persons and thelr familyes thirough thie Family Resource Sorvices progran:
ke Care, Famly Aldes, Lumgnaker Services, kecreation, Transaortation; In-Hpme
wrravyoand Fanaly Fducation/Training, .
The thrust of famly Resvurce Services has been ta provide the support
V1.8 necesuary to aid the family in miintaining a retarded chiid or adult at
ney and, thys, mevent foetitutionalization fron eyer taking place. In addition,
ly Resource _mvices ofters several suppart services necessary to assist the
*asttational sl mentally retardsd person. in making the adjustment from an
cirutiondl to o+ oomunaty lifestyle,  Thus, within the mental retardation component
! the County ML IR Plan, the FRS frogram serves both as ar alternative and as @
mleent to te Lovmonwealth's Crrmun ity Resident fal “arvices Frogrom,

+
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y Currently, over 18,030 mentally retarded people and their famil{ies..-- .
. « benefitting from family Resource Service programs. Pennsylvania's cyrrent

.'get for Family Resource Services and other support programs is currently
wer $33 mitlion. . T

The Governor's proposed budget for Mental Retardation services for
'iscal Year 1981/82 is a further reflection of Peannsylvania’s commitment to
‘munfty servicas; for the first time, more State dollars are recomended for
wmunity programs than for State centers. An important ingredient in next
» a°°s budget includes approximately $10 million for new community re.idential
Jgrams, with special emphasis on ICF,R developwent in settings of four to eight
sereons, and for further expansicn of the Fanl\ly Resource Services program.

In swmary, Pernsylvinjahas developed the structure for a quality
xounity services systoms and corrently serves client, in cosmunity programs
‘h_the same characteristics as any clients in State Centers. This includes

+ "ple with redical problems, the non-sbulatory and ‘those with severe behavioral
srehlems,  Pemisylvania's program clearly demopstrates that allementally retarded
wple cn benefit from comurity programs, and the Legislative support received,
es=tacularly since 1970, has ensbled the office to masntain a commitment to
omunity services.

. Tnank your for your interest in Pennwylvania’s efforts towatd developing
COMPren2as 1ve conmuni ty-based nental retardation sy;ten.
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% A study compating the progress of
70 resideats of the Pennharst Center
for the Retarded with thatof 20 lor.
mer residents who were iranslerred
o gtwp homesin the communily
found overwhelmungly ihat thase
who were moved had Improved tn
skitls while those who remained in
the institation b pot o

The study, recentiy® completed by
Temple University s Developmental
Disabiiities Beseatch and Evaluation
Group toniluded that the 30 who
ware ttamsferred “have benefied
wunstantaily  (rem  relocation to
<matiet Joss scgregated. areund the
+dock supervised cemmunity sel-
17 TSN o,

A ucond study. conducud dy the
Oflice nl'm-fp«‘ul Master fot Penn

hwest: that-theskilis.of

| nnhurst
to group homes,
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improvernent seéi

. Jeaching consequences decause simb:
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The US Supreme Court is to decide
soon whether to uphold Broderick's
ruttng fts decrsfon with have far-

Jat sults have been [tled againstinstl
1ullons in 17 other states.

Because Pennhurst i3 8 test case,
the Temple study staled, (t was tm-
portant to delermine “whether relo-
canon of clwents [rom large, scgregat:
ed i tnto smail, « t
ty based factiities 3ciually enhances |}
devclopmepital growth ®

The ;"re ole study, part of a five.
yoar evaluation for the US Dupant.
mentof licalth and Human SCrvices.
altempred 10 answer {hat question dy
compnng 79 retarded poople st
Pennburst with 76 who hed beeh
moved 1010 1he community since
1073

ERI!

R

ennhurst restdents tmproved when
they were transiecred from the latge
auate i0stitution in Spring City, Ches
ter Counly, inta more homelike set-
UngsInthecommunity o

tn sddimon. the second studye
whach suzveyed all ol Ahecommurpty
i ing atrangements -~ group homes
and apanments — 1n the region.
found that renrded geople were
eceiing  guod  supervision  and
healtheare e

Pennhurst has decome the locus of
sueh stedies becouse in March 1978,
US District Judge Raymond J Dre-
derick ordered that community liv.
ing atrangements be evablished in
Nucks. Chester, Montgomery, Dels
ware aid Phitadelphia Counties for
the 1 000 Pennhurst residents so that
the Indtitntion eventually vould be
cioned

1n a suit [iled by the Pennsylvanta
Assaciation  for Retarded Cilirens
against the stafe and 1he five coun
ties. BrodericX ruled 1hat rewarded
people could not be Laught 1o live :5 ;
1o their potential in large. isolal
n such as Pernhrst and.
1hal eonfining them there was un-
constuknal

| De¥n pidced lin the community Iy

The twa groups Were ma'ihed ON
the Nws of sex level 0f fetardaion,
tength of time tnshituticnained, 330
1Q and 1973 scoreson a test called the
Ber svur Desclopment Sutvey

The test fooked al three ateas of
adaptive behavior personat self suf
ficiency (tollet training. use of tadle

(.mn{. dresing, dbathing), commu.

ity sell sufliciency (eayng in pud
1i¢c, telhing time, money handling.
{ood pleparation) and persosalso
cal n‘}r\m!blllly {cate of <lothing,
mnitiatife, awareness of Otheis, par-
ticipanon in groupactivities)

The ¥t a'so studied maladaptive
behavidr such 33 violence, redel
ltousness, running away snd hyper
acthaty,

In 1978, all 140 of the rescarch sud
Jeets lived a1l Pennhurst and were
tested there Two years later. in the
fatt of 1980, the Temple rescarchers
retested the 70 who remained at
Pennhiirst and the 70 wha had been

transfegrod 10 soe il there was a dif
ferencenadevelopment,
. Therpsesrchers found the repon
atated that “the 70 clicnts who have

Ang arrqngementsl have, onthe aver
age. mide signifieant gains In all
hree arcas of sdaptive dehavior

eir platched twins’ who remained

31 the insiitution have made no sig:

nificant progress in adaptive behaws { o
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The rescarchers also foundthat ™in
the maladaptivebehavior domain,
mere were no signtheant changes
for either the movers or 1he stayers ™

The report did not aticmpl 10 ex:
plain Ihe reasans why the movers
imptoved and thoSe wha stayed did
not, except 10 slate that there was a
-xharr dilference o the number of
serviees thetwo groops recelved
. 11 found that the average number
of hours a woek 1hat those tn Ihe

. ‘community speat In vartous pro-
grams was NS, for mose at Penn
hurst it was 341 The report added
thal “one c3nnot be certam thal
deinsinationalization usell causcd
the different developments for 1he
AWORIOUPS™ * 1 “¥ A o
. The Temple rescarchers = James
sConroy, Jéclle Efthimiou and James
W fez — also pted 1o
tdetermine, within the community
sgroup, whal vathables seemed to
swontribute todevelopmental growth
. They discorertd that age and
Jlength of 1tme  institutionalited
Jse¢med 10 have no effect on develop
«ment Sex and fevel of retardation
swere significant, however. The re
archers found that men lmproved
Lmuchi mMofe than women ené that
ose with more severe retardation
sshowed greater relative gains than
Jthose who were mote mildly retard:
otd The teport did nol sutempt 10
2account for those differences
+ For i1s study, the Office of the Spe-
tcial Master = which was created 10
ssupervisc implementation of Broder
W Ick's dixnstons 8 ‘l Pennhurst -
"l v v T e s, . .

visited the ¢ommunity lving o | =

rangements and day programs of 140
ol the ptople wha lelt Pennhurst and
looked at the sort of health care snd
fecreational activittes avatlable to
thee. el
The office also conducted 1ndepth
studies of six randemly selected
former Pennhurst restdents who had
been moved into the communityy
The mASICI'S report detalls ihe “sig.
niftcant™ but slow, painstaking prog.
restthe six have mpde since leaving
Pennhurst For exsmple Mg §, 42, 2
relarded woman with epliepsy and

N e study determlned thay only

ceredral palsy who was s resident of
Pennhurst for 38 years, now gets in
and out of ded dy hersel! for the first
time an her life using equipment
» designed and duilt §n her new com.
muntty Hlving arzangement, \he res
[('I:Sl;l% ' v a
Mr B, 67, who isseverely refard
has begun 10 address ped, {: by na:li
. rather than by lunctiona labelssuch
as “the lady who cooks for me™ A
resident of Prnahurst for 30 years
until hemoved Into a group home, hie
alsa haslearned toshave, cut up food
and take his dentures ol st night
Accatding 10 the master's repory,
none of the 140 people who lelt Penna
hurstwas readmitied tothe centeror
any other state (nstitulion for the
felarded. In groups ranging in size
from one 1o eight, they live in AN
ments of family sized houses and
have 24-hour staff supervision. In the
community, the average was one
stall._member for two testdents,
compared with one staff'member for
tightresidents at Pennhurst,

ont person was not recelviog an

, annual medical exam, that 8 percent
had boen 10 a dentist since belng
transferred and 1ha\, jn severs! Ine
stances, former residents' health had
drematically tmproved, Some were

- fihed with dentures or eyeglasses
that they had needdd but had never
boen given in the tneittution
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Senator WEickkr. For as litt.e as I know about the Pennhurst
case, I wouldn’t disagree w«t all with whalever it is that is coming
out insofay as the capacities of those that are no longer in institu-
tions. I don't argue that. ‘

On the other hand, as to whether or not those that are left at v
Pennhurst have been well served by that decision, I think that is
probably up in the air because what, in effect, was happening, and
Af there is no capital money going in there at all, as I understand
it;i-and the ones that suffer from that are the ones that are there. ’.

I think that raises the issue because I think what we are all
trying to find here—your group. the State of Connecticut—how do
we transition? What is the time factor involved? I want to make
sure that nobody gets hurt by whatever it is that we do. I am not
S0 su‘tire( that was achieved in the Peghurst dedjsion the way it now
stands.

Dr. CarL. I would first like to expyéss my profound appreciation
to you and the other members of the subcommittee for providing
this forum for all; of us to discusé these issues of such marked
national intere ' nd of such personal interest to the many retard-
ed citizens throughout Rhodg Island. -

I would like tp briefly introduce myself by pointing out that my
experience inclidés more than 15 years in the field of mental
retardation, 9 Of."‘&ﬁl"‘lich involved the operation of State or public
institutions for rétarded persons in three different States.

I worked in Massachusetts originally and was one of the first of
those professionals to disccver Ruth many, many years ago. I am
quite familiar with the experiences that Miss Glenn and others
have referenced regarding the terrific loss of opportunities for so
many people. -

I have been a State institution superintendent in Ohio, deputy
commissioner in Ohio and am now the State director ¢f retardation
services in Rhode Island. I facilitated the opening of over 80 small
community residences in these States so I feel I know both sides of
the aisle in retardation services.

In my professional opinion, sir, there is no real legitimacy to the
institution versus community debate. How, under what auspices
and what timeframe we open community programs are issues to be
discussed. We would like to briefly discuss some of the similarities
and differences that I believe are transparent when one compares
Rhode Island and Connecticut —

I would like to briefly outline the past 27 months since I started
in Rhode Island. To set. the stage, let me nota that I was hired in i
Rhode Island after over a year of front page newspaper exposes of
an institution that in my opinion was then significantly better
than the present operations of "the State facilities in Connecticut,
the fecent firing of the superintendent and newly assigned duties ‘
to several members of the retardation bureaucracy. -

Groups were split, some promoting lawsuits to force the develop-
ment of new community programs to close institutions, some oppos-
ing community directions. Parents, professionals, staff public offi-
cials, and thé citizenry at large were confused, were demoralized.

Some wanted to, spend millions to upgrade our State institution.

We only have one. Others threatened to sue if the State took one
step in that direction. So what did we do? -

1y —— ey /
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First, we scrapped the multimillion-dollar institutional renova-
tion and devéfoped a short-term fixup of over 200 beds to be used
on an interim basis only until we could move the client inte small,
high quality residential settings throughout Rhode Island. .

Next, we obtained legislative support for the development of the
activity sides for over 400 of the institutionalized persons. This
insures a minimal quality of services and adequate preparation for
community living. At least people will begin to get an exposure to
that.

And, more importantly, our staff got an exposure to the notion of
getting people up, and out and into the community, a continuation
of our medicaid funding and establishing an anckor point in the
community for these people.

At the same ume, we committed ourselves to <mall, usually two,
three, or four persons living arrangements and rejected placement
in nursing homes and other inappropriate long-term care settings

We developed a plan to reduce our population from the over 700
persons then at the institution to no more than 100 people by 1984.

. Concurrently, we prepared plans to take care of over 300 persons

in the community who were “at risk” of being institutionalized.

We negotiated agreements with AFSCME and other labor unions
to guarantee no layoffs by obtaining their support to move State
personnel into the community to operate some of these service
settings.

Over 60 percent of the electorate—two State bond issues were
passed providing almost $10 million for the eSnstruction of group
homes and other facilities in little Rhode Island all in the past 2
years.

So what have we accomplished with these plans? Our institution-
alized population has been reduced ffom over 730 persons to less
than 600 as of this testimony. Another 100 persons will leave for
community placements before July 1981.

Only three persons have been returned to the institution in the
last 27 months. Three persons have been admitted to the institu-
tion. Plans calling for placing at least 100 to 150 persons per year
into a range of comprehensive residential options in fiscal years
19215_2, 1983, 1984 have been accepted as our State's avowed public
policy.

We have placed almost 75 persons who are at risk of being
institutionalized into community living arrangements thus avoid-
ing the . anecessary institutionulization and its accompanying
hes.rtbreak for the parents who struggled so long to take care of
their children in their own homes.

Over 400 persons of the remaining 590 at our institution leave
every weekday for community-based programs. Transportation, not
inactivity, has become our major nightmare. Over 209 persons from
the institution attend lucal churches every Sunday in several com-
munities throughout Rhode Island.

We still have 600 certified, federally certified, thereby medicaid
funded, beds at our State institution, so all of our clients have
received services which meet State and Federal requirements even
during this transition period. Qur total number of group homes or
what we like to call family style homes, has increased from 8 in
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1979 to over 40 operational today with another 15 scheduled to be
open before July of 1981.

We open local services for local folks to keep them out of institu-
tions and to bring them home in every community in Rhode Island.
Over 75 persons ha‘e moved into apartments, some semisuper-
vised, some ICFMR certified, with another 60 ICFMR apartment
units scheduled before J:uly to open before July 1981.

Thirty of these new apartment residents are long-term institu-
tionalized elderly retarded persons. They have an average length of
stay of over 30 years per person in State institutions.

Day programs have expanded from about 800 persons statewide
in work activity centers and very lisﬂg’gpportunities for institu-
tionalized persons to over 1,600 retarde

and vocational programs.

We started a statewice_respite care program, our first sheltered
manufacturing plant and a statewide monitoring system to comple-
ment our licensure and health department reviews. -

A 5year plan updated annually was published in 1979 and we
are just initiating an automated data system and a comprehensive
case management program, something we call service coordination.

I am nnt talking theory, Senator, nor dreams. I am talking about
what can happen when persons such as the Governor of Rhode
Island, Governor Garrahy, and other elected officials support a
commitment to dignity and quality of life, a. has been done in my
home State.

Our experience shows that much is possible with good planning
and harc work. Nothing that goes on in an institution cannot he
replicated, often improved upon in an appropriate community set-
ting for any individual who lives in any State institution in Amer-
ica.

Senator, I have been in many, many States, I have worked in
many, many States and I have been in over 30 State institutions
for the retarded in the last 5 years. This might mean a lower per
person cost. With some careful planning and monitoring we can
guarantee better per person quality of services in community set-
tings.

There is no need to debate the relative merits of community
services versus institutions. The time is now, the technology and
know-how is available now. All that is lacking, or is not happening

.is the imagination and the will.

I would like to present to you several copies of some brochures
and a recent advertisement which appeared in the Providence, R.I,,
Sunday Journal, R.I’s statewide newspaper. This should serve to
demonstrate the pride we in Rhode Island take in our public poli-
cies for serving retarded citizens and their families.

Thank you very much for this opportunity, Senator.

Senator WeickeR. Thank you.

Mr. FULNER. Senator, my name is Charles Fulner and I am the
deputy director for the division of community services for mental
retardation in the State of Kentucky, and I am speaking for myself
and my boss, Dr. Skarnulis, who couldn’t be here today. But he has
submitted some written testimony.
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i itizens from all kinds of .
living arrangements participating in a vast array of developmental
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I think my colieagues have more than established that the job
can be done in the community, so instead of rehashing some of
those points, in the interest of time I thought I would simply
submit a written statement talking about my experience working
in the State of Michigan where they reduced their institutional
population by some 40 percent in 4 years, and of some of the things

we are planning to do in Kentucky to take those first steps toward

operating without State institutions. .

Senator WEICKER. How many people do you have in the institu-
tions in Kentucky at this time?

Mr. FuLner. 1,040, and our intent is in the next 18 months to
move 200 of those individuals to community-based residential alter-
natives.

Senator WrICKER. What is the population of Kentucky?

Mr. FULNER. Approximately 3.4 million.

Senator WEICKER. What is the population of Rhode Island?

Dr. Cart. 935,000, Senator. .

Senator WEICKER. And you have 600?

Dr. CarL. We have 590 persons today.

Mr. FuLnNer. In all fairness I should point out that there are
approximately 600 additional individuals in nursing homes whom
we also have to move out.

%enator WEICcKER. Then you have approximately 1,600.

0 on.

Mr. FuLNer. What I thought I would do instead is summarize
.some of the very basic principles that we have heard expressed
over and over this afternoon about what makes up a good residen-

tial system, and then talk very briefly about how those principles_

interface with the Federal policy and Federal regulations regarding
financing care for persons with mental retardation.

I think if you look at all the programs around the country you
would see that there are perhaps eight basic principles that make
up a good residential system or from which you would design as
guidelines. : '

The first principle, and one that we are just beginning to do in
Kentucky, is that all family and individual support services should
be made before any alternative residence is sought, that we ought
to do those things that keep persons in their own families before
that family burns out.

The second point is that all residences should be made as small
as possible. The smaller the residence the less hard it is, the less
segregated the people are wko live there and the more individual
attention those people can have,

The third p.inciple is the principle of individualization of those
programs. The specific reasons for regquesting and then providing
residential services should be identified and some solutions to those
problems must be actively and creatively sought as part of that
residential program.

Before anyone even is removed from her or his home, or goes
into a specialized residential program, I would suggest that a date
for reevaluating that program be arrived before admission so it is
not a dumping thing that went on earlier that many of the speak-
ers referenced earlier in the day.
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" 77"~ The fifth thing is th&f\a residence should be as close as possible

to the community, the neighborhood or the home where the person
will live upon completion of this specialized residential program,
and that those people living in special residences will leave those
residences and move into places that are appropriate to their age
group as they progress. ) ..

The sixth point is that partial residential services should be
available. Too often, what we simply assumed is that if a family
need for its family member to receive residential services that it
has to be 7 days a week, 24 hours a day.

Something we are going to be trying in our State is partial
services, perhaps 1 day a week, 4 days a week, 5 days a week,
providing some relief for the family to rebuild itself,

‘The seventh principle is that family involvement should be en-

" couraged. Too often, we try to move families aside so the profes-

sionals will do the job, and we have encouraged families to divorce
themselves from their family member.

Lastly, the residential systems gersonnel, like those of us sitting
at this table, ought to be evaluated and rewarded according to their

‘ability to integrate individuals with mental retardation in the com-

munity and to remove the stigma and the separateness of the
services we provide to those people.

One:of the things that has happened is many of the States have
attempted to use Federal dollars, particularly under the ICFMR
program, to provide community-based services is that they found a
number of road hlocks.

Some of my predecessors spoke about those road blocks, some of
the fire safety and institutional language that goes into the Federal
regulations governing Federal financial participation. If anything
comes out of the approach to going with block grants for the
medicaid program, I would suggest that some modification of those
regulations that govern participation under the ICFMR program be
made to encourage the development of community services and the
financing of community services and to discourage the continued
use of that funding source for institutions.

Clearly, community programs do emphasize building independ-
ence and they do cut down on an individual dependence on an
existing service, whereas, the same cannot be said for the institu-
tional programs.

So, as we need to manage in time of less financial garti’cipation
by the Federal Government I would sug;,est that we be given the
opportunity to use that money, what is%eft, in more creative ways
according to the principles that I have summarized.

Thank you, Senator.

Senator WEICKER. Thank you very much.
| [Th]e prepared statement of Mr. Fulner and Mr. Skarnulis fol-
ows: »

STATEMENT oF CHARLES FULNER, Deputy DIRECTOR, DiviSION OF MENTAL
' RETARDATION, STATE oF KENTUCKY

Yirst, I'd like to express my appreciation to Senator Weicker and other members
of the subcommittee for providing us with angopportunity to discuss important
issues regarding services for persons with mental Yetardation.

Eight years ago, I began working at Oakwood, an institution for mentally retard-
ed perscns that had just been opened by the Kentucky Department for Human
Resources. The facility was featured on national television in 1973 as a new hope in

-
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the field. It was an institution that would train people to live in the community and
then place them within three years of their admission. As that facility’s admission
officer, I quickly learned that like most States, Kentucky was only providing par-
ents with two choices—to either go 1t alone wy keeping their children at home with
little or no suppurt from community resources or to place their children in a distant
institution and accept whatever level of care is provided there. Most parents I met
did not want to place their children in ar. institution or even desire 24 hours a day,
7 days a week care. They wanted some occasional respite or some assistance in toilet
training or some time to rebuild their family lives after devoting almost exclusive
attention to one member for many years.

Unfortunately, the State had decided to first construct a new facility and then to
develop the community-based system to serve its residents leaving that facility. As a
result, there was almost an immediate clogging of the original plans for people to
flow through the faciity because there was no place for the residents to go. There
wasn't that same strong commitment to building a community-based system that
there had been to build an institution and to this day, a large number of Oakwood’s
residents are waiting for the creation of placement opportunities in their home
communities.

Later, in 1976, I went to work for the Michigan Department of Mental Health,
joning the Department's task force that had been assigned the responsibility for
develo[)ing a statewide _program of community-based services for persons with
mental retardation to paralle] the remodeling and downsizing of its institutions. The
task force focused on the development of three program types. the first was special-
ized group homes of 4-8 beds tmostly 6) funded through the ICF/MR program that
would primanly serve severely and profoundly mentally retarded persons, most of
whom would have a second handicapping condition like epilepsy, blindness, deafness
of cerebral .palsy or who would be particularly deficient in selfcare skills. The
second type was a less specialized set of group homes also 4-8 beds, funded by SSI
and State dollars that would serve individuals with less intensive needs. The third
type which was the preferred model for children, was specialized family foster care,
individually-tailored placements with families who were paid to provide both a
home environment and to teach certain adaptive behavior skills. The use of nursing
homes as a placement source was abandoned for all practical purposes.

In the last 4% years, each of those placement programs provided approximately

one-third of the placements that reduced Michigan’s institutional population from

6600 1n 1976 to 4200 today. (Some apartment and irdependent living programs also
contributed.) The return rate of these individuals has been minimal, and the State
Auditor General's review has repeatedly found the community system to be pro-
grammatically sound. - -

The placement system worked because the State chose to emphasize communit,
glacement. It chose to earmark approximately 10 percent of its annual MH/M

udget in a special line item reservéd for community placement. It used its state

lease system to secure real estate rather than build group homes itself It recognized

start up costs as a legitimate first ‘f/ear operating expenditure, emphasized normal-

Lz;lt}on_as a guiding principle, and built in quality assurance measures from the
ginning.

Meanwghi]e, back in Kentucky, when Governor John Y. Brown took office in
December 1979 and shortly thereafter appointed Dr. Grady Stumbo as his Secretary
for Iluman Resources they had to decide whether or not to rebuild the Depart.-
ment's.Oakwood institution in rural Dawson Springs. Dr Stumbo’s investigation
indicated that the State offered too few alternatives in the community for persons
with mental reta-dation, forcing families to choose institutions when they didn't
really want that, cud maintaining a State obligation to finaace expensive long term
care. He decided to rectify that situation. Instead of remodeling a 176 bed facility,
he deuded to develup a commuity bosed program throughout the State and build an
X0 bed institutiun with 48 beds for long-term care and 32 for evaluation and respite
With the support of Governor Brown, he hired new staff last November and directed
them to place 200 new neighbors out of state institutions by the end of his term in
1983. As of March 1, when I rejoined the staff there, 40 people have been placed in

Jindividualized settings throughout the State.

N
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Under the leadership of Dr. Skarnuiis we are developing our community program
based un 8 guidelines, which we think are crucial for assuring both permanence and
quality of service. They are:

I All family and individual support services should have been made available
befort a residence is soufht

11. All reidences should be as small as possible.

I11. Individualization. A specific reasonts) for requesting residential service should
be 1dentified and solutiuns tu that problemts) m ust be actively and creatively sought
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alV_. A date for re-evaluating the residential program should be arrived at oefore
admission.

V. A residence should be as close as possible to the community, neighborhood, or
home where the person will live upon completion of the program. People living in
special residences will leave those residences for programs appropriate to their age
group. .

VL Partial residential services should be available. Rarely is 24-hour, seven-day-a-
week residential service needed. Often one day per week. a few hours per day, or a
specified block of time will suffice. T

VIL Family involvment should be accommeodated and encouraged. Service systems
should not assume responsibility for parental functions which can continue to be
met (e.g., providmfg trans?or_tation, managing medical/dental clothing needs, relat-
ing to school staff, etc.). It is not appropriate for staff to supplant the family by
performing these functions.

VIIL Residential systems personnel should be evaluated and rewarded according
to their ability to assist individuals to acquire new skills and become more integrat-
ed with the community at large. o

I would suggest, Senator, that if Medicaid funding is capped, that the federal
regulations governing participation in the ICF/MR (Intermediate Care Faci'ities for
the Mentally Retarded) program be modified. As presently written and applied, they
do not encourage the development of the kind of small programs that would reflect
the service guidelines I've just outlined. In fact only 23 states use ICF/MR funding
for facilities for 15 beds or iess and only a few attempt to do so for settings of 6 beds
or less. In Kentucky we are anticipating a long uphill battle with the federal
Department for Health and Human Service simply because our community program
is not institutional enough. . i .

Unfortunatelry current regulations lEn-ovide states with a strong financial incentive
to rebuild old facilities or construct brand new institutions. The fact that 46 states
obtain ICF/MR reimbursement for institutional program vs. 23 for community-
based programs give evidence that the federal government i encouraging the sever-
al states to continue institutional programs. It is especially ironic in these conserv-
ative political times, that federal regulations favor a program delivery model that
promotes dependency on the part of its clients and wiil require increasingly larger
investments of public funding in the future, rather than a community based model
that would promote the 'ndependence of its service recipients, and would judge itself
on the basis of how well it promotes the integration of its client into the economy
and community at large. :

,Basically, it is our contention in Kentucky that there is no better place to serve
citizens with mental refardation than in their home communities, preferably in
their natural homes. Few if any resources can be made available in congregate care
residential environments located many miles from one’s home that could not have
been made available in the person’s home community.

When people do have to leave their home it should be for as short a time as
possible, as short a distance away as possible, and in preparation for a return to a
sgttxng that is as close as possible to what is normal for non-handicapped persons of
the same age.

Lastly I want to quote Samuel Gridly Howe, a 19th century reformer and early
champion of institutions. Speaking in 1866 at the ]ayinﬁ of the cornerstone of the
Batavia, New York, State Institution for the Blind he said:

* * * Society, moved by pity for some special form of suffering, hastens to build
up establishments which sometimes increase the very evil which it wished to less.

* * * Our people have rather a passion for public institutions, and when their
ﬁttenrtion is attracted to any suffering class, they make haste to organize one for its

enefit. * * °* -~ .

All great establishments in the nature of boarding schools, where the sexes must
be separated, where there must be boarding in common, and sleeping in congregate
dormitories; where there must be routine and formality, and restraint, and repres-
sion of individuality, where the chores and refining influences of the true family
relation cannot be had, all such institutions are unnatural, undesirable, and very
liable to abuse. We shold have a few of them as possible, and those few should be
keg; as small as possible. The human family is the unit of society. (U.S. Department
of Health, Education and Welfare, 1976.)

Aruitoxt provided by Eic:
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7 QR ULALIN SERVICES o April 3, 1981
o.slon for Community Services
. + » Mental Retardation _ .
. Subject: Residential Alternatives
for Persons with Mental
Senator Lowell Weickex Retardation '
Chalrman
. h-Committec on the Handicapped

near Senator Welcker:

This letter is belng written as supgortive testimony to be
considered by the sub-committee menbers 1n their deliberations

on residential altematives in the Unired States today. As

bDirector of Kentucky's community programs for children and adults

(1th rental retardation, 1 am extremely concerned that those

cervices be safeguarded and improved upon. On 2 professional

.ovel, 1 worked for many years in a large lowa institution, as -
Executive Director of a smaller. private community-based institution
(also in Iowa), and as Director of two major divisions in a totally
dispersed communicy pro%ram in eastern Nebraska. I have, therefore. ‘
worked in every model of residential and support services that

exist today for children and adulets with mental retardatidn >
Those experiences, combined with my travels to other countries as -
4 menber of the International Relatlons Cormittee of the Nationmal
Assoclation for Recarded Citizens, qualify me, I belleve. to

make the followlng observations.

N 1.

"~ Unequivocally, there i3 no better place to serve citizens
with mental retardation than in’thelr home communities,
preferably in their natural homes. Few if any resources
can be made available in con%regatc care residential
environments located many miles from one's home that
could not have been made available in the person's

home conmunity. For example, when people need tertiary
medical care in our institutions, they are referred to
hospitals in the community. ‘This historic problem has
not been identifylng or creating resources, but paying
for them. . .

2. Some paople have to leave their homes. The sad reality
for mmny familles when that happens is that they must
send their loved ones hundreds of miles away to get the
same iervices that could have been provided in t%elr
home community if small residential alternatives had
been available — It is true that congregate care has

- existed for 130 years and has <erved about 2- 3o
our cirizens with mental i1vcardation, but the reason L!‘R
exizis is because no other cholces are available ECHVE

. ' APR!:!Q
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‘taator Lowell Yeicker
nril 3, 1981
Vage 2. . N
Unfortunately, the exlatence of such service systems- e

over time is then used to justify their perpetuation,
indeed thefr growth, into the future,

3. When we take children and adults far away from their
home towns and keep them in those distant residential ¢
alternatives for long perfods of tiwme, the{ usually
. remain there. “ery few pcople return to their homes.
Worse, the home communities lose a sense of ownership
for them,

. Clearlv, there arc times when children and adults with
mental retardat Lon must have alternative residential
4 services For example, death or scrious {llness of one

or both parents, divorce in the family, old aga of the
parents, emanclpation of young adults with mental
retardation---all of these, as well as combined disabilities
(physical or behavioral) may require a person to leave
his/her home,  1f we are to avold a custodial, terminal
approach to services, peuple must be kept close to home
anld given intensive help to make service provision as

- short as possible, If we don’t the maxim "out of sight
out of mind” would provi *1,

4. It has been said that nentally retarded people should
"live with thefr own kind.” It has also been sald that
mentaily rvetarded people should be placed in large,
congregate living envivonnents in order to be educazed or
troined  The two statements contradict one another.
People +{th mental retardation, like the rest of us, lea
througsh imitatlon of the people around them, 1If we are 22

to help people with mental retardation reach their ’

tdvimam potential and lead lives which are as nearly

normal as possible, we must placce them in settings where .
they ate surrounded by role models who are as near y

normal as possillle  “hey cannot be exposed twenty-foar

hoars a day. seven days a weck, year in and year out, -

and avoid imitating the behavior of other people whose

behavior is considered "deviant” by soclety. Under such

eircum: tances, when people with mental retardatisn are

not ~ith thefr own kind, are not with the rest of us i

socicty, how c¢an apprepriate learning cccur? N

Wale v goal should never be to muke mentally recarded
people ™normal,” or like cverybody clse- because that is
reyiment ation-{t should nevertheless be ous goal to muke
available to them the same conditions of everyday life
thit ave available to the rest of us.

ERIC gy
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scnator Lowell Weicker v
April 3, 1981 » -

\ * e 3.

H I have e¢nclosed a copy of a1 press release which we issyed =
o vovently supporting the nre catrnsive use of our atate’s resources
/ v development of community altemative:s . the Conmonwealth of

! . wntucky would be very appreciative o' whatever help could be

i’ p.ovided by vour committee to aldl in thia endeavor. Thank you.

. Sincerely,

\ R AV . S

Edward R. Starnulis, Ph.D.

Director
~ Division for Community Services
for Mentul Retardation ;
> o bus )
LN
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PREFACL ’

In the cleven months of the Brown Admanintration tha. |
have served as Sccretary of the bepartment for Human Resources,
no one issuc has been as complex or as emotional as various
tspucts of our Mental Retovdation programs. wWithin thas haghly
critical areca, the largest single issuc has been whether or not
to rebuild the Outwood institution in bawson Springs. At the
sane time, Kentucky is far away from having an adequate vom-
nunity bascd program in cuach city and county in the Commonwealth
for our forgottcn jentally retarded childrea and adults., |
kave frequently talked about the nced for all of us to rapidly
develop a program at the local community level for what 1| have
frequently called "our nevw neighlbors”--thosec who have been largely
forgotten, almost always misunderstood, and for whom we have done
too little. We are trying to restructure our systems to cectify
this oversight. [ have recruited new managers in our retardation
programs. The Governor kas flown with me and inspected our
institutions. The issuc is if we vontinue to devote the majority
vf our timc to institutional programs or to the wmmediate develop-
rent of our vitally necded community programs. The 1ssuc, however,
1s not as simplc as that. While we move to comaunity prograns
for mentally retarded persons, we desperately need to refora
‘ur anstitutions, to alter their mission, to pruvide teapurary
facilities, to actively and cxpeditiously move te community pro-
rrams. Sipply put, the issuc of whether or not to rebuiid Qutwood
12 not an “eithcereor" decision, but .+ "hoth-and™ one.

Many of our retarded citizens live at home with theat parents
ar other family aembers. \hen a parent or loved one dies, there
are no cholces other thea sendiny one of our citizens to an insti-
wition. There are not adequate supports to them in their hoaes
.nd few community residential alternatives for them. Private
tacilities arc often beyond the mecuns of a family's resources or
to our gencral fund resources--cven with Federal supports. The
progranm I am about to announce today is the culmination of many
nonths of intensive deliberation and of the most serious talks
within the Adninistration, of lon§ prayer and often agonizing
roul scarchings Nothing has touched my heart so much as my visits
10 our current institutions or to the handful of existing alter-
ratives we have in the cities and towns of Kentucky. 1 can tell
you that the Governor was touched dceply by his iavolvement in
*his decision. The decision on Qutwood is not so much the
tulmination of a problem but the beginnlng of a solution. If,
+Y the end of this Administration, we have begun to develop a
+o% mental returdation xervice for “our new neighbors," ny time
1n Frankfort will nave been worth it and we will have made same
small progress in our service to people. . '

STATLMLNY

The Commonwenlth of Xentuclhy will build five residences for
t0 mentally retarded persons in & new program at the Outwood

State Hospital an Dawson Sprangs to replace the current facility
in Christian County.
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The new facility will focus upon cvaluation services and &
new respite care program and will be .t departure from traditional
institutional services for mentally rctarded citizens in Kentucky.

. The new program will resolve a three-year deadlock cver
whether to rebuild the Outwood facility, which involved a court
suit brought by the-Kentucky Association for Retarded Citizens
{XARC) dismissed earlier this year and which sought community-
based services as opposcd to institutiopal carc for mentally

- detarded children and gadults.

The original rebuilding of Qutwood called for an $11.5
million cffort to serve 176 people.  The new plan calls for an
cxpenditure .of $8.1 million. Each cqttage will serve 16 persons
and will cost an estimated $132,783 cach. Jherc will be two
service buildings at $109,600 cach and a Resaident Life Center
at an estimated $3.2 million. Site improvements wall cost an
estimated $631,000, and contingency factors will add $1,797,000
to the pvoject. The new facility will offer a wider range of
services for clicnt nceds.

The ney rcplacement at Qutwood will also be accoampanied
Ly plans for the development of a major thrust in comzunity-bascd
prograns for mentally rctarded persons throughout the Cemmonwealth.
there are currently 104,000 mentally rctarded citizens in Kentveky
»f which only 1,702 arc currently in institutions--1,037 in
nublic or state operated facilities and 655 in private tnstitutions
+r nursing homes.

Over 98 per cent of Kentucky's vetarded citizens arc already
in. the community, but there 15 a shortage of community-buased
services for the mentally retarded--specifically group homes and
other residential services. Omaha, Nebraska (with a population
of 500,000) offers over 250 residential places run by an agendy
specializing in mental retardation. In contrast, Louisville (with
a population of over 700,000) has only 22 residential places run
hy a specialized agency.

The decision to build a small facility at Outwood in Dawson
Springs is not a decision in favor of institutional care for
ucntally retarded persons at the expense of the rapid development
vl community-based alternatives. It is a recognition that there
is a severe shortage of services for the severcly disabled in
*he Commonwealth and that funds for thc*facility have alrcady
been ap:‘oved by the Kentucly General Assembly.

A systematic program fcr “coamunity alternatives" for our
rentally retarded citizons in Kentucky is currently being deaigned
ty the Bureau for licalth Services in DIR under the directlon of
Ir. Edward Skarnulls, a natlonallg reGoprized leader in the ficld
13cruited from Nebraska earller this yvar. Dr. Skarnulis is
*orking with XARC, and Kentucky's notwork of 1ocally based mental
sotardation programs and groups. The hew comnunity-bascd proprum
<111 be completed in its design <tage my mid<1981 and spcc?tlc
*unding will be sought to suppert the plan, both (vom federal
fources and from the 1982 Kentucky Gencral Assembly.

9 ,
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The new Qutwood progran 1s dekxipgned with several goals in

1) to inprove institutional conditions for mentally
Yetarded perions; A

™~
~

to move Kentucky to the forefront in the reform of
traditional institutional services;

3) to aveid pliicncnz of individuals into inscitutions; d

4) help faallies avoid the neced for placenent uhcréver
possable by providing them with necessary services or
cquiprent;

5)  to mo\¢ toward the active development of comprechensive
cosmunity-based programs.

Institutions for mentally retarded porsons offer some unigque
and intensive medical and social programs, but they are also
expensive in that they duplicatc some resources alrecady available
at the.community level--local hospitals and clinics. gymnasiums,
swinaing pools, school facilities, etc.

Re-integration of our mentally retarded neighbors into the
nainstréam of community lifc is made more difficult by the lack
of movement from an institution back to a coxnunity settang. The
new Qutwood facility is being designed to expedite’ and encourage
“deinstitutionalzzation of these mentally reza{dcd persons.

1t i{s important to nete that no currént facilities affer
24-hour, seven day a week treatment and training programs inside
existing institutions. .

c Thcincvsconlunizy-bascd progra? bﬁinf'inXEIatcd vili include
a Community Support System. It will consist of an organized
network of caring and rcsponsible people cormitted to assisting

3 vulnerable population in mecting their individual needs and
developing cheir potentials without being unnecessarily isolated
or excluded from the conmunity.

. The comaunity support system will serve a population consisting
of individuals with & persistent disorder that :erlouslyui=p=£rs
their functioning in unassisted daily livinf situations, "in normal
cmployment, or in personal or living situations--but for whom a
long-term, 24-hour care in an institution. hospital or nursing
home would cither be unnccessary or inapproprimte. It may demon-
strate, 23 somc other states have, that we have underestimated
%hat can be done for cven severely handicapped individuals given
adcquate comaunity rcsources. We may be surpriscd at how far
people can grow and develop. .

s %

One of the five cottages mt the new Outwood would be dedicated
to diagnostic‘and evaluation of people. A new program will identify
specific nceds of each person and design both a corrective plan and -

s v
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. specific placement. Individuals would remain in the diagnostic

end evaluation unit for a period as brief-as two wecks and noe to +

cxcecd six wecks, As with cach of the five residences in the.acw =~
- vcvelopment, there will be saxteen people within the evaluation®umit.

r second of the five r1esadences at the new Vutwood will be
. jevotAd to Tespite carc. 1he respite sare residence will be a
«upervised lavig environnent for these community or home bused
- ,ndividuals when parents or other regular guardians may require to
ve away from their home. Stays 1in the rcsidcncc_klll normally
t¢c for a two-wech period.

The thrce remaining residences will be for individuils at
< atwood for longer periods--but with a focus upon cventuzl
community placeacnts. The three residences will accommodate 48
aent and women.

. Architects will complcte the final drawings of the new
Jetwood plan and the next stcp will.-be to issuc or sell the \
londs authorized by the General Astembly. Construction. could :
.egin as early as spring of 1981 and actual construction could \

“ibere are currently 200 individuals at Outwood. when com-
pleted, from 125 to 175 persons will be transferred to community
piacement and/or other existing facilities within the Cemmony¥calth's
institutional nctwork. This will not be o casy task. The iollowing
cation plan 1s somcthing we will begin worling on. -

ACTION PLAN .
1) Plans f£or appropriate comnunity placements will begin
. imnediately. The longer we delay, the more traumatic
such relocations will become.

- 2) we witl inmcdfately begin contacting the familics of

- residents of Outwood te determine which families would
be ¥1lling to ricept their sons or daughters home, given
necessary resources and support. The rule of thusb would
be :lat no greater support can be provided than would
be provided using existing per diems (350 per day) at
Qutword. Such support would huve to include a day
program, acdical assistante, vecreation, cte, We ray
contrict with a group like the Xentuchy Association for -
Retarded Citizens to onlast their.aid in making such

. coatacts and conducting such interviews to parents of
the residents at -Outwood.

. 3) A team of traincd stafl from the pivision for Mental
Retardation =ill be assigned to immediately begin
evaluations of vesidents at a1l facilitics for the
purpose i encouraging community placenent plars where
residents are not being moved., Any vacancies crecated
. by these moves would be filled by Outwood residents.
All existing community residential resources will be

ERIC . .
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V¢ completed by mid-1982. \
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carmarked for occupancy cither by, Outwood residents of
residents of one of the other facilties. Vacancies
created-by movement of other facility residents into
these community residences would be carmarked for

s

Outwood residents, N

Comaunity groups that have indicated their willingness
to support the deinstitutionalization program will be
contacted immediately and piven specific instructions
on how they can he helpful. Specifi.ally, a group
calling themselves supporters for Outwood deinstitu-
tionalization has becn formed in Louisville and

have agreed to move no fewer than two persons per

month out of that facility’. The Seven Counties MH-MR
agency has accepted a grant of $50,000 for novang

three children from institutional scttings into thear
comaunity, demonstrating that children that are the
most severely or profoundly rctarded can be served
adequately in a community environment. These three
children would cost $75,000 if they stayed in tlazelwood.
They have said they will serve 20 morc as sool. as we
give then the money. We have received assurances from
colleagues in the academic compunity at the Unaiversaty
of Xentucky, Department of Special Education, cthat they:
will do whatever is neccessary to provide us with
technical or programmatic expertise. This would be
very helpful in training community employces for service
delivery, We are currently interviewing a gentleman
from the state of Michigan who helped to develop that
stale's very progressive Title XIX regulations which
might lead to continuation funding for any residential
programs started using the $600,000 allocated by the
Legislature this session.

In order to avoid "dumping" of people into inappropriate
locations, we have been'in contact with two professionals
who would be willing to help us to develop a state plan
of action which would timel ine out community residential
altcrnatives development over a period of three to

five years. The Division for Comnunity Services for
Mental Retardation can provide the expertisc Aecessary

to develop appropriate standards for community programs
and, by contracting with local associations for retarded
citizeéns, we can ensure more than adequate monitoring of
such systems. It is crucial to pote that the dispersal
of people throughout communities necessitates development
of a management system and outside monitoring components,
that will prevent programmatic deterioration and the rise
or decline of appropriate enviroamental standards.
However, it iy also significant to note the visibilit_

of people in ¢ mmunitics makes them much more likely to
be spotted when abuse or neglect ocenrs. This has been

2 historical problen with isvlated .nstitutional inviron-
pents.

2
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One of e tendencies s to view deinstitutionalization
as an all or nothing proposition. If we break the
challenge down into c¢omponent parts, however, 1t is
far less overwhelming., For example, 1f cach compre-
h nsive carc center were willing to estuablish two
residential places per month for onc year, a commitment
already made 1n Louisville, we would be serving all 276
Outwood residents in the community at the cnd of nine
months. Another cxample: The Macomb-Qukland Regional ’
Center in Michigan created places for 700 people in five
years. In eastern Nebraska, u division Dr. Ed Skarnulis
administered, crcated 110 new places for institutional
and community residents in six months.

« .
Clecav.y the techology 1s available to dcinstitu-
tionalize Outwood.

Use of cxisting housing (the time lag in building
new residences can be as much as a year or more)
must be a priority.

We might have to consider noving people into homes
that accommodate no morc than one, two or three indi-
viduals witl handicaps. This is nccessary if we are
to cut down the time requircment for group licensing,
certificate of nced, fire marshal requirements, and
zoning requircments. If we arc required to go through
thosc mechanisms we will bLe delaying ninc months to a
year 4nd a half the opeming of any single residence.

Except for group homes, our obiective will be usc

housing previded by the vesidential cmployee. Displaced
homemakers, professional people who are employed in other
jobs, and graduate studcnts are all candidates for cmploy-
ment as trained professional staff. Many of thesc people
would never be willing to stay away from their own homes
and spend cvenings or weckends or holidays in agency-
owned residences.

The use of private residences, not agency owned, also
redu~es the potential for ncighborhood recaction and
oppesition. Since no zoning cxceptions are being
requested, since the people providing the service are
well hnown to their neighbors, and since such a method
of service provision is vicwed by others as temporary
the opposition is reduced and the likelihood of the
persons return home .is incrcased.

Wc must avoid the dangers of traditional foster home
placement and this csscntially has to be done in the
recruitnent and sclection of personncl, paying them
professional lcvels of wages, und insisting that they
comport themselves as professionals and that they
cngage in an on-going in-scrvice education truinming
program.
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13).. The natural parents, whenever possible, will be intae
mately involved in every phase of this residential
placement. They will help to recruit, to screen, and
1n some cases (where scrvices arc provided in their
own homes) may cven be 1nvolved in signing the pay- .
check and supervising the person hired.

14)  All residences are dispersed widely and therefore nced
"monitoring™. For this purposc an assistant residential
manager will be hired for every cluster (approximately »
six to twelve residences) anl it is the job of this
assistant manager to pursoprally monitor and evaluate
cach of the residences on an on-going basis. As noted
carlier, a contract with tho-local parent association
for retarded citizens could aliso provide such safeguards.

SUMMARY Of DECISIONS

(1) Build a new type of structurc for a new program at Dawson
Springs. This construction cffort will have 80 beds total.

16 beds for diagnostic studics <
16 beds for respite care :
48 beds for chronically ill

The proposed structuré¢ would cost approximately 8.1 million
dollars. - .

(?) Second aspect of decision is to begin to develop a major
thrust in community-based programs fer mentally retarded
children and adults. A systematic program for community
alternatives is now being developed in Health Services.

Thg plan will avoid inappropriate or ill-planncd mass
‘ releases.

ERIC
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Mr. Nerney. Senator, I would like to add one comment with
regard to some facts and figures that don’t apgear to be too clear.
The number of persons in institutions in the State of Connecticut
for mentally retarded persons is approximately 3,000. It does not
include any of the folks that happen to be in nursing homes. We
have counted approximately 1,000 mentally retarded persons at
skilled nursing facilities, general ICF’s and .homes for the aged.

In addition, we do have the facts, figures, and costs per capita of
the portion of the budget that the Department of Mental Retarda-
tion spends on community programs, institutional programs, and
we_would be happy to provide all that data to your committee.

Senator WEICKER. Fine. Thank you very much.

I want to thank all those who have taken the time to express
themselves here today. The committee will recess until 10 o’clock
tomorrow, but I personally want to say that I think I have heard
an intelligent, reasoned discussion of a very tough subject. To my
way of thinking, it can only mean that after all is said and done,
we are going to be working together and not apart.

I think it must be obvious that we each fight for what we believe
in. Certainly, there is more goodness in this room than anybody
could possibly calculate. Now, let’s, for God sakes, use our heads to
make it come out right.

The coinmittee will stand in recess until 10 o’clock tomorrow
morning.

[Whereupon, at 4:10 p.m. the subcommittee recessed, to recon-
vene at 10 a.m., Wednesday, April 15, 1981.]
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‘CARE FOR THE RETARDED, 1981

WEDNESDAY, APRIL 15, 1981

U.S. SENATE,
e -+ SUBCOMMITTEE ON THE HANDICAPPED,
CoMMITTEE ON LABOR AND HUMAN RESOURCES,
Hartford, Conn.

The subcommittee met, pursuant to recess, in the Senate Cham-
ber, State Capitol, Hartford, Conn., Senator Lowell Weicker, (chair-
man of the subcommittee) presiding.

Present: Senator Weicker.

Senator WEICKER. The Senate Subcommittee on the Handicapped
will reconvene its hearings. We have a great number of witnesses
this morning. I would only like to remark at the outset so it would
save both you and I embarrassment, that I would appreciate it if
each witness wonld. restrict themselves to the 10 minutes alloted in
order that everybody might be heard.

‘It is my intention to have as many people express themselves on
this matter of deep concern to each one of us without in any way
trying to restrict a complete exchange of views. I think that can
best be achieved if we try to remain within the time restraints that
I have indicated. .

Our first witness will be Dr. Fierri, the chairman of the Gover-
nor’s Council on the Mentally Retarded. Dr. Fierri, welcome,

STATEMENT OF DR. FIERRI, CHAIRMAN, GOVERNOR’S COUNCIL
ON THE MENTALLY RETARDED, STATE OF CONNECTICUT

Dr. FierzrL Thank you. . -

Senator Weicker, and members of your staff and c~mmittee, 1.
appreciate the opportunity to express myself. Having spent some
time with gour staff members this past winter, they are very
efficient and I am glad to have their interest.

I have been asked today to comment as a parent and as a
-member of the statewide Council on Mental Retardation, and I
would like to add to that on my own, as a dentist of 30 years in
practice and somewhat of gn ‘expert iz the rendering of care medi-

- cally and dentally in the community, I would like o fouch on that
. as somethinﬁ that might be underemphasized during these hesr-
ings or possibly overlooked, so I will add that to it.

First, as a parent, I would like to be as brief as possible because
no matter how superficially you would get into the description of
this area we would have great trouble in not personaliz.ng it in
some way.

I have a 22-year-old son who is a moderately retarded boy. He
has been through a private sector facility, then in the State system
at the Hartford Regional Center. He later went into a training

RN (109)
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home on campus there at the Hartford Regional and then eventual-
ly into a group home and when he ran out of 2zducational time, I

. was called one day and it was suggested to rne that he be sent

down to the Mystic Oral School in a new program that would
emphasize vocational training for young adults and did I mind his

* - going there.

I said absolutely not. His maturation there has been very evi-
dent. ] am very, very pleased with it. So here is a boy going from a
group home into a larger setting for a specific purpose, and even
though that facility was—later on, on the advice from an advocate
group—to not continue in that larger setting, I can’t-help but think
we have got to take a closer look at such-programs. :

As a parent, I have been in the community, my community being
Bristol, and very hardworking in their particular efforts to get
community services in place have played a hard role there—and I
have no one else to say it for me so I will have to say I have been
fairly successful at getting great people and resources involved in
that community, and so, In a few years we have taken giant steps
forward and I have had the opportunity of dealing with the parents
at that level. )

And as a council member, as have other council members, have
received many calls from many parents so that our sensitivity to
the poignancy of this problem is pretty acute. We have to admit
that, depending on who you are talking to, with a parent that
certainly you are trying to impress them with your views. It pays
to be the last person to talk tc them because the poor things are at
the mercy of their fears, and I include myself in that category, and
it is very hard to keep from thinking of the worse things rather
than ignore positive things, so we have to keep all that in mind
when we try to descripe things from the standpoint of the parent.

One of the things I am beginning to bristle at after 10 years of
direct involvement from the council level, is the fact that none of
us are professional in the view of some of the hierarchy in all of
the segments of the advocacy groups and of the professionals. We
are supposed to be too emotional, we can’t be objective, and it was
the late Governor Grasso that pointed out tc me when I was
describing to her at one point the possibility of changing the com-
position of the council to include maybe younger and more profes-
sionally oriented cnuncil-members and she wondered why.

She said, doesn’t the parent component in there, having brought
people up under trying circumstances have anything to offer? We
are not that complicated, are we, and so forth. So that, you see, you
?aVﬁ these various viewpoints ds to what a parent’s role is, and so

orth. R . .

We are,. unfortunatel§, in one of the most crushing areas that
any parent can find themselves in. So we have to apologize for that
system of pressures and emotions.

In dealing with my community groups I find that no matter how
much work you do in the community, if you get a label for being
an institutional person they are quick to remind you of that, which
is what I want to direct myself to now, speaking, let’s say, from the
standpoint of a council member for 10 years and its chairman for 8
years. -
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J have been a chairman under the original Meskill.administra-
tion that put me on the council and subsequently under Governor
Grasso’s term and a half and now under this present administra-
tion. It got me directly involved in the governmental process.

So often as I describe the dilemma that we find ourselves in to
the various advocates I will find some very intelligent and well-
meaning people say, ‘“Well, you know, that is all political stuff and
it is very nice but we have got to gel down to the real things, the
philosophies of these things”. )

I have to say I don’t agree with that at all. It is insulting to hear
someone say that to me because I am politically oriented and I feel
that when we have to deal with a process with elected officials, and
with revenues and with limits of our resources we have to take into
account the other areas of life.

I don'’t like to talk about human services. Let’s talk about the "
areas of life that everyone needs resources for, and we have to be
careful that we don’t end up with an image of grasping clutching

" kinds of people, so I consider the person who has the best of

intentions who has just said this to me, and I say, I understand
him but he doesn’t understand me, so we go on from there.

The council, when I arrived, the agency, rather, had a budget of
about $26 million and today we are over $90 million, so I have been
aware of what it has taken to move this along in a very competi-
tive area. As a former member of our legislature I am sure you
recall the enormous efforts mae to get this system in place.

- We feel that every gain made has been hard worked for and
certainly earned and here we are now approached $100 million,
and when anybody says to me that we shouldn’t be political, .or
whatever semantics used in there, I just have to say that they are
the naive people and we do have to consider the dilemmas we get
into economically and respond to them in the best possible manner.

The matter of working toward a solution of the various view-
points in this very complex area leaves—I am sure at the end of all
this there will be no clear cut picture because there is just no way
that anyone can be expected to convince the other end of the
spectrum that everything is fine up here, just come up to. this end
or that end. . )

In the early seventies we had the problem as council members of
going out, literally by ourselves, to convince the training school
parent associations there was nothing out there in the communily
they should be fearful of, that we should move as many people who
belong out there as possible and not move those that we thought at
the time weren’t appropriate.

So, we had that experience in the early seventies when we had to
get in there and do some hard fighting. At that time the great
concerns of the advocate groups were that there would he proper
staffing ratios in place, that there were not to be 10, 15 of 20
clients for 1 aide, and so forth. These ratios had to be down to
’where they were reasonable and good.

And that was the big battle at that time. So our efforts to get
people ih the community were overshadowed by such things. We
had to get in and do some hard fighting and we were not appreciat-
ed by the training school parents at that time. .
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They were also advocating that there is nothing wrong with
being big, big is good. Now we have the other end, we have small-
ness is good and maybe it is the only good, so that after 10 years of
this the only thing I can think of on some days is that old expres-
sion that old general sweeping statements are false, including the
one that I just made, and that is the situation we find ourselves:in.

How we can find the resource to get everything done and keep
everybody happy in some degree, a contentment to these parents
and give the best possible aide and programing to the retarded
individual. Along the way, the deep emotional investment that
people make in their early positions has to be looked at.

They have become so solidified to that early position that they
find great difficulty in moving away from that at a time that would
best serve the interest of the retarded if we would all take a look at

what we said originally and see whether or not—I think everybody .

says things every day that they wish they hadn’t said—and be able
to come back and say, “Well, I was wrong here or there and let's
take another look.”

I doesn’t seem to be taking place. It seems that the end in many
cases justifies the means. In other words, I have heard experts
from my neighboring State at one point a few years ago make a
statement that maybe we would have to sacrifice the care of the
institutional people for one generation to obtain the desired result
in the community. ‘

That is a form of the end justifying the means. I heard that
maybe we can’t do thus and thus because it would affect the
outcome of litigation and that is baloney as far as I am concerned
because, again, that is the end justifying the means. We are going
to have to put an end to anything that takes that kind of direction.
The realistic motives that we ought to be trying to inspect right
down the line and doing a good bit of analysis has to take place.

These are the kinds of things that the council has, with its
composition of about half the members being parents and theé other
half being very interested people, come up with.
~ Atong the way the matter that I mentioned earlier of dentistry
and medicine and the need for a good system to be in place for
these people. I think a few minutes should be spent on that.

I have been practicing dentistry for 30 years. I know the difficul-
ties inv. .ved and there are some great people practicing dentistry
that “a 1abor of love” is all you can describe it to be to where this
very kind of work emotionally and physically is done to people that
truly don’t understand everything that is happening to tgem.

So that the notion that it can be done better this way and that
way on a service that is present in everybody; a look has to.be
taken at the sustained service in a community is what we would
like to see. But I find, as a practitioner with several men in my
office, that I have forced them to do work on people that after an
hour of real struggle by good qualified specialists in the area, with
the title XIX fee structures being as low as they are, we simply lost
the dentists and certainly not the client along the way.

Medically speaking, I have been a director of the Bristol Hospital
for 15 years and I had to finally go into the staff, as a member of
the executive committee, and insist that they find 1 person in that
100 people that service that hospital, that would take the time to
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go out there and officially be responsible for the care of these
people, and I had to apply great pressure to get that person.
. I'am not saying it can’t be done. It can be done and it can be
pointed to. There are great people like Dr. Tannenbaum, who is
just marvelous at this sort of thing. There are great people who
have tried this for a period of time but on a sustained basis, it is a
very difficult thing to come by. )

So I don’t have an answer there but I think it should be remem-
bered that these services are essential to everybody. They are very
painful without them and they are painful with them. They have
got to be provided for and fees have to be put up that can allow
service to be rendered.

With that background I just want to say there are no simple
solutions to this whole problem except that we have to be ready to
reconsider our positions.

. With that, I realize your time is—— .

Senator WEICKER. Thank you. Not my time, everybody’s time.
But, Dr. Fierri, thank you very much for a very expert and person-
al testimony. ‘

Is there anybody that knows of somebody in the room ihat is
either deaf or hearing impaired that would like to have the serv-
ices of an interpreter at this time?

[No response.] : .

Our next witness is Dan Reinhardsen, a parent representing the
Development Disabilities Council. It is nice to have you here.

STATEMENT OF DAN REINHARDSEN, CHAIRMAN, ADVOCACY
COMMITTEE, GOVERNOR’S COUNCIL FOR THE DEVELOPMEN.-
TALLY DISABLED v

Mr. ReNHARDSEN, Thank you, Senator, Mr. Doyle. I am here
today representing the Governor’s Council for the Developmentally
Disabled for which I serve as chairman of the Advocacy Commit-
tee. I am also here as a parent of a 29-year-old retarded son.

Before stating my position, Senator, I would like to publicly
thank you for your efforts to retain Federal funding for the handi-
capped population. I am sure that in these days of economic
crunches this has not been easy. The pressures have been great but
your support is appreciated and applauded by all the parents of the
handicapped. -

Senator WeICKER. Thank you very much.

Mr. REINHARDSEN. I appreciate the opportunity of appearing
before you today because, like you, I am deeply concerned about
the litigation brought by the Connecticut Association for Retarded
Citizens and other organizations against the department of mental
retardation. . .

The_basis, very simply, of this litigation is the question of

 deinstitutionalization. There is no question that many, if not most,
.of the handicapped persons now residing in our large State institu-
tions, namely Mansfield and Southbury, could be better served in
small community-based homes.

My own son, for a short time, was a resident of Mansfield. He
also resided, again for a short time, at Seaside Regional Center. At
the present, he is a resident of a community-based home for five
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handicapped persons, operated by a private association, the Shore-

_ line Association for Retarded and Handicapped.

To say that his life today is better than when he resided in an
institution is a great understatement. He is able to enjoy a full and
productive life with dignity. He is able to participate in local social
and recreational programs which enrich his life and many other
handicapped persons are enjoying these same advantages in group
homes throughout our State and many more now in institutions
should be enjoying these opportunities.
> There can be little argument that deinstitutionalization is neces-
sary and most desirable. At the same time, however, there are a
number of parents of severely handicapped that believe sincerely
that their handicapped children are better served in an institution-
al setting. . i

Parents of these handicapped are very concerned that the cur-
rent litigatic%l, if successful, will eventually close down our large
institutions. Members of the Governor’s Council, which I have had
the privilege of serving on fora number of years, are sympathetic
to both sides of the litigation. : o o

Representatives of both CARC, via local ARC’s and the depart-
ment serve on the council. The council has tried to maintain a
neutral position in the hopes that it might serve as the catalyst to
bring partiess together to settle these problems in the best interest
of the population that they both serve.

Unforturately, we have not been successful in this attempt and
it is for this re sdn that I appear before you today. Both CARC and
the depectmen. of mental retardation are composed of many dedi-
cated udividuals with similar goals. Their primary objective, I am
sure, ‘s to provide the finest program and life styles for the handi-
capped of our State.

However, the present litigation is creating barriers to this objec-
tive and the ones who suffer the most are the very ones that we
are trying to serve. Communication between both parties have
almost completely broken down. A large amount of time, energy,
talent and money is being spent developing a case for or against
the litigation. o

Staff members of the institutions cannot properly do their jobs
when so much of their time must be devoted to prepare a defense.
CARC staff, I am sure, is devoting so much time to litigation that
other programs must suffer. ' ‘

By coming before you today on behalf of the council, Senator, it
is qur sincere hope that some way can be found to bring the parties
involved together, to sit down as reasonable individuals and to
work out a solution which will best serve all of our handicapped
citizens. ’

For an example, one area where CARC and the State might have
worked together to overcome their differences would have been the
completion of Project Habitats. Project Habitats was a statewide
survey undertaken by CARC in May of 1979, and stopped when
CETA funds were withdrawn in October of 1980.

This project would have determined the number of handicapped
persons residing in the State and enumerated them by type of
disability. Additionally, the study would have measured their pro-
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gram needs, would have developed the programs that are currently
available in the State.

This study, if completed, would have given the State and private
agencies a reliable data base upon which to plan housing programs
f(})lr the handicapped persons and to target financial resources for
them. .

Some allocation of funds must be made to allow everyone the
opportunity to have the program and the life style best suited for
them. A lengthy and expensive lawsuit need not be our only alter-
native, and I assure you that the council stands ready to assist in
every possible way.

For just a moment, Senator, I would like to speak not as a
representative of the DD Council but simply as a parent. For 29
years my wife and I have experienced the frustrations of many
parents of handicapped children. We were told years ago that our
son could not make it in normal society. ‘

And yet, we have had the thrill of seeing Steve grow and mature.
We have seen the joy that he brings to all that come in contact
with him, particularly his family. He has taught us a great lesscn,
that handicapped people ¢an lead a productive life and contribute
to their community and, most important, can.give love without
hesitation.

Through the years in working with the handicapped we have
learned the true meaning of compassion, of patience and of pleas-
ure in simple things. Before education became mandatory in this
State and school systems, by and large, rejected the idea of special

“classes, I can remember well the spizit of cooperation in my own

town of Guilford when parents and educators sat together and
decided that handicapped children had the right to an education.

We didn’t need arbitration or a court case to make this possible
and, frankly, I don’t think we need it now. We should learn from
our handicapped the importance of working together. There are no
religious, wealth or color lines in the minds of the handicapped.

Rich or poor, white or hlack, Jew or Christian, we have seen the
handicapped working and playing together and enjoying it more.
At a public heach some years ago where we had taken our son for a
swim we overheard some people say, “Why do theﬁ bring that child
here?” I don't think that would happen today with the educational
programs that have been developed in this State.

Some say we shotld have gone further. I am sure we should
have. But we have come a long way. We must not let all the
progress that has been made in Connecticut be sidetracked by
different groups working against one another instead of cooperat-
ing and striving toward our common dream.

Thank you very much for the opportunity of presenting the
council’s and my own personal views.

Senator WEICKER. Thank you very much, Dan, for a very eloquent
statement. .

I have given additional thought, even as I drove home late last
night back to Miystic, as to what can be done and I can only assure
you that even after these hearings close down it is my intention to
maintain contact with your firoups and individuals involved to see
that we can arrive at a conclusion of this matter in a way that is
satisfactory, maybe not 100 percent satisfactory to everybody.

124




116

As I learned when I started out my law career in Greenwich,
Conn. in talking to an elder jurist one time, he turned to me and
said, “Lowell, a good decision is one that leaves everybody a little
bit unhappy.” I think that is probably the way it goes. .

But I do know this: It is going to really be a very difficult fight to
obtain the necessary resources to help all those that are involved
in this controversy in today’s climate. And I am not so sure—and I
say this to all my friends in the room that appeared yesterday and
that are appearing here today—that I intend to expend that kind
of personal energy and political capital if after we achieve that
goal everyhiody is going t» squabble about what it is that has been

. attained it the way of funding.

Maybe it is that we are going to have to arrive at some sort of a
legislative resolution of this matter in terms of where the money
goes. 1 hope that .wouldn’'t be the case. But I think you have
correctly pointed out that in a time of limit~d resources, especially
menetary, a great deal of money has been expended already in this
problem, which would have been far better spent in a positive
effort toward the young and old men and women involved.

That isn’t to say that litigation isn’t a proper avenue. | am a
lawyer. Sometimes it takes that to get people off their backside. I
have .no criticism in that regard. But 1 don’t think that this is a
matter that can be better settled in the courts than can be settled
by reasonable men and women either in the matter of personal
contact or in the legislative context.

Those decisions are tailored by the many far better than one
man or one woman who sits in judgment on all of us, especially
when that one man or one waman probably doesn’t have that
ﬁersonal experience that almost everybody that has appeared here

as had in addition to their professional expertise.

Again, I commend you not only for your statement but for your
efforts, and I want to say to those that did testify yesterday that
you gave me a whale of an education. I think, if anything, I came
into these hearings slightly tilted against the stance of those who
testified yesterday afterncon and I can tell you honestiy that I
came away from yesterday afternoon with a greater appreciation of

-their point of view.

But I can’t appreciate, because of the circumstances of the time,
a squabble that goes/on ad infinitum, and I think we all feel the
same way. So, thank you very much, Mr. Reirhardsen.

Mr. REINHARDSEY. Thank you, Senator. *

Senator WEICKER. Is Senator Rogers in the room?

Senator Rogers has been delayed so we now have Mr. and Mrs.
Mario Janazzo, is that right? Did I pronounce that correctly?

Mr. JaNAzzo. Marco.

Senator WEICKER. Marco Janazzo. I apologize. Believe me, nobody
gets their name mispronounced more than Fdo, so I have a great

eal of appreciation for the fact of pronduncing other people’s
names correctly. .

Mr. and Mrs. Janazzo are both parents, ] gather, of z} child in
Southbury.

Mr. JANAzzo. Yes. .

Senator WEICKER. The committee will be de'ighted to hear from
you. Go right ahead. .
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STATEMENT OF MR. AND MRS. MARCO JANAZZO, PARENTS, ~
. SOUTHBURY, CONN. -

Mrs. Janazzo. I will speak first, Senator.
~ Senator Weicker, my name is Fanny Janazzo. I am President of
Parents and Friends of Connecticut Retarded Citizens, Inc.. This
garent organization was formed because of the suit against the

tate of Connecticut by Connecticut Association for Retarded Citi- i
zens and its other plaintiffs regarding deinstitutionalization of
Mansfield and similar institutions. ¢.

CARC and its other plaintiffs do not represent the majority of \
the parents for the well being of all retarded citizens by placing all
classes of the retarded. into group family type homes within the
community.

The organization I represent believes that there is a certain

rcentage that can live in a community type environment but

tate-operated facilities, such as Mansfield and Southbury are
~~ needed to care for the retardates, which deinstitutionalization
would be detrimental to their safety and well being.

The national policy of deinstitutionalization has affected the
mental health services by stopping improvements and/or growth in
institutions, stopped hiring very badly needed personmel for the
care and education of the retarded, stopped instituting new pro-
grams and thousands of dollars spent on lawsuits.

The severely and profoundly retarded need constant attention,
care and direction. Their best care-is in an institution where they
have around-the-clock care and continuity of care. :

All facilities are provided for them .on the grounds; medical,
educational and recreational. Their surroundings “are always the :
same so that they do not have to make any adjustments. They are
not frightened or frustratgd. It is a safe and happy environment for
them. N

The institution is their community, not the community where
even the normal can't cope. All the insitutionalized retarded came
from the community. They could not make it into the community,
our community, Parents with normal children are allowed the
privilege of deciding whetheg to send their child to a boarding
school, private school, or public school. Why can’t the retarded
Shild‘;s parents have the input as;to where they want their chil-
ren .

The majority of the parents whose children are in institutions
would like to have them upgradéd, make them modern, decent,.
progressive, healthy, well equipped and staffed. Build up their ) ,
community where they can live inl luxury for their needs by their )
standards, not our standards. ‘ .

Their needs and wants are not like the normal. If they could
have remained in the community not one parent would have expe-
rienced the pain and agény of placing their child in an institution.
They will never be adults, even though they get to be 100 years old.

Mainstreaming is wishful thinking and to place the severely and
profoundly retarded in the commupity is cruel. Anyone who has a
severely and profoundly retarded child suffers the accompanying
agony of knowing that that child is a misfit in socie'y geared for
normal people. i~ .
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Senator Weicker, I am a mother of a Downs Syndrome 22-year-
old severely and profoundly retarded child, my only child. I placed
_ my son James at the Southbury T'raining School when he was 16
years of age. He attended a day care and then attended the Gen-
gras Center for Exceptional Children for 11% years, one of the
finer schools in Connecticut. .

I tried to socialize him by keeping him out in the open, taking
him everywhere. He was never, ever closeted. However, that is not
_ to say that society hae accepted him. It hasn’t. So-called society has

sspurned himi, stared at him, laughed at him and been frightened of
him, among other things.

My son, with the mentality of a 2-year-old does not know enough
to-cover himself when cold, not able to turn on a faucet to get
water and, as a matter of fact, does not even know he is thirsty or
sick. A group home will only Jead to frustration, unhappiness,
sickness and eventual death for him.

The severely and profoundly retardates need the four sheltered
,walls that now house them and to destroy the concept of institu-
tions is to destroy the retardates themselves. -

Senator Weicker, may I add, on Thursday, April 9, 1981, I attend-
ed a human, rights meeting at the Southbury Training School to
hear their guest speaker, a doctor from St. Francis Hospital in
Hartford: . ’ '

He stated that two mildly retarded people were scheduled to
have medical treatment where anesthesia was required. The doc-
tors waited and waited. These people are living in a group home
and whoever drove them to the hospital left them off at the front
door. They finally were found wandering on the grounds. The
doctors couldn’t work on them because they didn’t know whether

they had breakfast, medication and so forth.
"~ What I would like to point out, Senator, ig what if these people
were severely or profoundly retarded, like my son?

Thank you very much, Senator.

Senator WEICKER. Thank you very much.

MTr. JANAZz0. I might run a minute or so over, Senator.

Senator Weicker, I sincerely thank you for the opportunity to
make this statement. My name is Marco Janazzo and I speak to
you today in a twofold capacity. I speak for my 22-year-old son,
Jimmy, whose home away from home has been the Southbury
Training School for the past 6 years, and I speak in my capacity as
the ‘president of the Southbury Training School Home and School
Association. .

The association is now in its fourth decade of service. In this
capacity, 1 represent an association of. parents, relatives and friends
deeply concerned about and deeply involved with the 1,300 mental-
lv retarded citizens of the Southbury Training School. Our feelings
go deep. Our feelings are honest. Our convictions have a solid
foundation of many, many years of experience. _ :

Senator, we are not talking about children. Nine out of ten
residents at the Southbury Trainin% School are over the age of 21.
Hundreds are over the age of 40. Our children, now grown, have
found a home at the Séuthbury Training School. They have found
acceptance. They have found friends. They have found excitement.
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They have found laughter. And, yes, because Southbury is ree! and
fully human, they have found disappointment.

That the training school is something less than perfect is hardly
sufficient reason to condemn it. Very few of our children can
adequately express themselves in words. Perhaps, most of all, they
have experienced at Southbury a sense of their own worth, a sense
of their own dignity. .

A full range of services must be made available for the 45,000
retarded citizens in Connecticut. Any person who can prosper in a
life in the community setting is entitled to that opportunity. Any
ggrson who could prosper in an institutional setting such as the

uthbury Training School is entitled to that opportunity.

The institutions continue to be a vital, critical component in the .
continuum of care that our retarded citizens need, that continuum
of care, which is their birthright. A popular phrase these days is
“cost effective”. We are led to believe that community programs
will be cost effective as compared to the high cost of an institution-
al program. ;

We are light years away from resolving that particular problem.

It is a complete fallacy to compare an institutional budget with a
.community program unless all of the services that an institution
renders are also rendered in a community, personal, edu.cational,
recreational, medical, dental, social services and so forth.

No -valid comparison can be made unless the comprehensive
array of institutional services are made available in the community
and the cost accounted for. A highly visible institutional budget
cannot be compared with the costs that are far less visible because
they will be spread out in a variety of service agencies.

There is no inexpensive way to meet the needs of seriously
handicapped people. At any rate, we, the parents of the citizens of
the Southbury Training School are sure of one thing: Qur children
are not up for sale. For the most part, the residents of the training
school are severely and profoundly retarded.

Many are capable of learning the basic skills of living. They are
capable of improving their behavior. They are capable of a happy
life with appropriate supervision. They are very dependent people
and they will be dependent people all their lives. -

If the needed services are to be duplicated in the community,
contention about cost will likely disappear. Senator, the issue is the
person and what is best for him. I would like to conclude with two
recommendations. I ask that you speak to the ﬁarents of the South-
bury Training School and hear from them in their own words what
they feel about the Southbury Training School and what it means
in the lives of their children and in their lives.

Second, I would ask that you visit the Southbury Training School
and plan on spending several hours there, see with your own eyes,
talk with the people yourself. And after 'you have visited the train-
ing school and seen its strength and its weakness, you tell me,
Senator, if the Southbury Training School has nothing to offer and
that the Southbury Training School is not needed. )

Once again, when all is said and done, with all its good, with all
its bad, the Southbury Training School, which is called an institu-
tion, is itself a caring community. -

Thank you. .
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Senator Weicker. Thank you very much, Mr. Janazzo.

I have, just as recently as a couple of days ago, been at South-
bury for several hours. I also paid previous visits to it. Let me say
this: I share much of the feeling you have expressed here today as
to the quality of caie, the extent of the care that is given at
Southbury. I also want to make clear to you that your experiences,
as both of you huave recounted them here this morning, are the best
kind of testimony in the sense of your personal involvement.

I also want to make clear that I think what we are trying to
achieve is a continuum of care to make sure that the appropriate
care is given each individual. So I can assure you that I don’t come
into this with any prejudices, As.a matter of fact, as I indicated
earlier, if anything, I would say I started off the hearings with
maybe a slight prejudice agamst those on the other side of the
fence from you.

But I think as everybody speaks their heart and their mind, it
becomes clear there is a very tight knot here. There has to, and I
underline “has to,” be a way out of it. I think that way is far better
achieved as among ourselves as in court. That much I do believe.

Thank you very much.

Mr. JaNazzo. Senator, may I have 1 more minute, please?

Senator WEICKER. Sure.

Mr. JaNazzo. Yesterday, Senator, there was an expert here from
the State of Massachusetts who talked about Hitler’s
deinstitutionalization and his method of dispersing the problem
and that was the gas chambers or whatever methods they had.

Senator, I would like to know what is going on in the State of
Massachusetts. I have here in my possession a document that
states that in 1960 they had 10,096 residents in their institutions
and in 1979, they had in the community 5,590.

_In front of US. District Judge Joseph L. Tauro in the Federal
court they were only able to find 2,000; 3,590 of these retarded who
were deinstitutionalized are lost. They have disappeared from the
face of the Earth.

And when asked what has happened to these people they said,
they maybe starved to death, froze to death, died for lack of medl-
cal attention, and so forth. Here i is also the testimony of Professor
Ricci, and I would like to read just one little paragraph if I may.

This is Benjamm Ricci before Senator Bakman’s committee, De-
cember 3, 1979. “Deinstitutionalization is a convenient way to dis-
perse the problem. The Department of Mental Health”—now that
is a little different than Connecticut— “is bankrupt in leadership.
Our next series of tragedies will involve those who just could not
hack it on their own in the community, as some area directors are
quick to point out that our clients, meaning my son, and your
daughter and r latives have a rlght to be murdered, to be raped,”
and then he goes on to say, “at long last there seems to be a
constitutional amendment which is in order.”

Senator, I would like to leave this with you. It is the full docu-
ment. I don’t want to take any more time, but someone also men-
tioned about the Alabama case. Here is the Alabama case. And the
testimony here yesterday was not fair and that is why the parents
are angry.
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We are angry because we are not represented by attorneys. We
do not have the civil liberty, legal aid, Justice Department backing
us up on this. T

Senator WEICKER. As [ said before, I think you have made a very
good presentation as to your feelings in the matter. Believe me,
they carry just as much weight with the committee as those who
testified yesterday. What I want to do is try to hear positively from
both sides. -

You are just going to have to leave it up to the committee to try
to weed out fact from fiction and go ahead and rely on those parts
of the testimony that carry the most weight. But I did publicly
compliment those that presented their case yesterday. I think they
did it in a very positive sense.

And, quite frankly, I think your testimony here today is'a good
beginning as Dan Reinhardson and Dr. Fierri present the other
side of this matter. So let’s leave it at that. Thank you very much.

Mrs. Janazzo. Thank you, Senator.

Mr. Janazzo. Thank you. .

Senator WEICKER. Next we have Mr. and Mrs. Irving Sloan, also
parénts of two children at Southbury and aren’t one or both of you
the chairpersons of the parents organization? .

STATEMENT OF FRANCES SLOAN, OFFICER, SOUTHBURY
TRAINING SCHOOL FOUNDATION AND PRESIDENT, CONGRESS
OR_ADVOCATES FOR THE RETARDED, AND IRVING SLOAN,
PRI'?SIDENT, SOUTHBURY TRAINING SCHOOL FOUNDATION

Mrs. StoaN. I am an officer of the, Southbury Training School

Foundation and I am also president of the national organization, .

Congress of Advocates for the Retarded, and Mr. Sloan is president
of the Southbury Training School Foundation.

Senator WEiCKER. I am delighted to have both of you here. I
know I have had the pleasure of your visit down in Washington
and I am delighted to give you this opportunity that you might say
many of the things that probably you said to me in private for the
public record.

- The floor Is yours,

Mrs. SoAN. T will speak first because I think Mr. Sloan will
leave you with a better impression.

Mr, SLoan. I don't believe that.

Senator WEICKER. He is not going to admit to that.

Mrs. Stoa Y. Senator Weicker and committee staff, I am Frances
Sloan. I speak tc you as a concerned parent of two sons. The fact
that my children are retarded enhances my love for them and my
devotion and|responsibility to them. Consequently, their living en-
vironment and care are of the utmost importance to me. .

‘Many fyear ago, before placing my children in Southbury, as an
officer of the| Cerebral Palsy Society of New York City, I made a
trip from Maine to Florida investigating residential facilities.

It was apparent that Southbury Training School was the finest
school in the Whole east coast. Today, after having seen many more
schools in the United States and abroad, I now feel that it is the
finest school af its kind in the world.

Most important; at this large facility a complete community is
provided for the residents. In brief, this is a normal environment

'[ YA
4

-~




P

122

for them. They ride bicycles safely on the drives. They walk hand
in hand in the country atmosphere. They attend church. They
swim in a modern swimming pool. Their nutrition is guided by a
weekly published diet which is specially arranged when needed.
They are trained vocationally. Medical and dental care are immedi-
ately available. They attend school. They receive music lessons and
therapy. They celebrate holidays with pageants and parades. They
take trips to the movies and circus, the “Ice Capades.’

But, above all, they are surrounded by love reflected down from
the top staff. They are comfortable in familiar, safe surroundings.
The alternatives are bleak; confinement in, for the most part,
housing in undesirable areas, restriction upon restriction, unsafe to
walk out of the door, medical and dental treatment consists of any
convenient clinic wholly unprepared to treat retarded-persons.

Isolation prevails in a community that rejects them, danger
stalks them, even to a much greater degree than ‘it does us so-
called normal people in daily living. Persons who have spent many
years in familiar surroundings are thrust into strange places,
strange faces without the ability to understand the sudden transi-
tion and are dependent upon the whims of one or two people as
compared to a supervisory staff in the larger facility. .

We feel that no person who can benefit from what the communi-
ty offers and from public education should be in an institution. But
we also-feel that the more severely and profoundly retarded need
the protective atmosphere and perpetuity of care that the larger
facility offers.

There is a need for a full range of services for the retarded. An
upgraded and improved residential facility must be a part of these
services. When community placement anu services can_provide
living conditions and therapies commensurate with Mansfield and
Southbury, then, and then only, should they be considered desir-
able habitations for our retarded people.

At the moment, community placement encompasses very little to
meet the vast problems of the severely and profoundly. retarded.
Improvements and sufficient financial support are imperative to
preserve the larger facility. They must be preserved to be there
and ready to receive back the great percentage of those who have
not been able, and will not be able, to live in the community.

In the State of Connecticut we are fortunate in our commissioner
and our two superintendents in Mansfield and Southbury; knowl-
edgeable and the real experts in the field, based on many, many
years of experience. It is to these men and the directors of the
regional centers that planners for the retarded should turn for
guidance. )

It is because of these men that Connecticut has been and will
continue to be a leader in the world of the retarded. We suggest to
the committee the following: That you set up standards that deter-

_mine the eligibility of a person to be designated expert and that his
life preparation, his number of years of service in the field, and
proven positive accomplishments be considered essential criteria.

And us an aside to that, Senator, I would be perfectly willing to
testify under oath, and others should too, because yesterday I
heard great discrepancy in description of conditions in States from
the reports that I get from my parent members.

127




. me.

IToxt Provided by ERI

» 123

Also, at the same time I will remark on the slides. You know,
when you take a still—I have a child of 33 who has a mentality of
about 18 months. I could put him in a chair and put a broom in his
han’c’i and say, “See, he can sweep the floor.” My attitude is, “show

Two, that the committee be shown the real audited facts and
figures involving the economics of the community placements and
the larger facility. | :

Three, that in your considerations you be constantly aware that
the highest mental age level that a retarded person can reach,
according to our experts, is the sixth grade, or 11 years of age.

Also, bear in mind that this development is not well rounded,
does not generally include abstract thinking, nor_Ehe ability of
judgment, nor self-defense. ) ‘

Four, that in your consideration of this issue you be Impressed by
the fact that this litigation has been forced upon the parents and
that we speak for ourselves from our hearts, and that we do not
have professionals and paid workers to speak. for us. :

- We also respectfully request that the phrase ‘“most integrated,
least restrictive” be more clearly defined in the developmental
disability regulations. As president of the national organization,
Congress of Advocates for the Retarded, I represent thousands of
parents of the retarded across this land and the thoughts I express
here are the thoughts and opinions of these parents. )

Our opinjon is important because it is shared by thousands of
parents who have experienced and lived with retardation most of
their lives. Our opinion is important because we are the most
closely concerned. Our opinion is important because as parents our
autonomy is constitutionally guaranteed.

Thank you. o

Mr. Sroan. Senator, I am happy to see you in Hartford. We
parents of the retardeds in the training schools are actually in a
situation where we felt nobody really cared. —

My name is Irving Sloan. { am the president of the Southbury
Training School Foundation and have been for the past 8 or 9
years. I speak as the parent of two retarded children who have
resided at the Southbury Training School since 1957. -

By legal proxy,.our parents, guardians, and friends of the retard-
ed residents in Southbury have stated that the CARC does not
represent them in the litigation brought to close Mansfield and
that the Southbury ‘Training School Foundation represents them.

The number of proxies in our possession total 1,000, which is a
significant number out of 1,300-some-odd residents. They know that
if the philosophy is established and Mansfield is closed, Southbury
will surely be closed also. Our parents are frightened but they are
willing to fight and they will fight to a conclusion. There will be n
compromise, make no mistake about it. )

And in the end we will prevail. No other solution makes any
sense. The concept of mass deinstitutionalization is not only wrong,
it is stupid. In my opinion, anyone who advocates closing the
schools is either vicious, uncaring, and disinterested or is ignorant
of the mental level of the retarded. '

So-called experts are brought in from other States to support
their positions. Why do they have to come from other States when
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we have experts here in Connecticut who have spent all their adult
lives on the problem, such as Commissioner Gareth Thorne, Super-
intendent Michael Belmont, Superintendent Roger McNamara, and
parents such as Mrs. Frances Sloan and myself, Mr. and Mrs.
Marco Janazzo, Mr. and Mrs. Jack Devine, Frank Powers, and
parents of 1,000 residents who signed legal proxies from Southbury,
and also the 600 who signed legal proxies from Mansfield, and also
include the regional centers who side with us? -

Persons without compassion are interjecting themselves into a
situation they know nothing~about and do not understand. The
commissioner of mental retardation is constantly harrassed. The
superintendents are subject to all sorts of interrogatories and
abuses, legally and verbally, by person who are our adversaries.

Funds which should be allocated for the retarded are being spent
for attorneys fees and litigation. These legal expenses are grossly
unfair. Our parents are taxpayers. As such, their money is used to
educate and maintain their children, then the government allo-
cates their tax funds to the legal services and the protection and
advocacy boards and other organizations who seek to destroy a
concept that parents desire when, in actuality, they should be
fighting our cause along with us to save these'schools. :

Finally, we have had to hire our own attorney, at considerable
expense, to defend our position. Another one of our adversaries is
the Department of Justice. Under bill S. 10, procedures were estab-
lished by the Senate for the Justice Department to instigate pro-

.ceedings to correct deficiencies in these types of facilities.

However, they entered this case and now our parents must all
consider our Government as opponents, and have found that the
Department of Justice does not provide justice for all, as our Con-~ ,
stitution states. Our funds cannot match the finances and expertise
" of the Justice Department.

We cannot understand how the U.S. Government has millions of
dollars to throw away on projects of litigation such as we are
involved in, and in the end commonsense will prevail.

I have personally heard from many parents of residents in Mans-
field. They think it is a fine school. They love the place and the
personnel and only want to See it improved. Anyone that wants to
leave it should go elsewhere, but Mansfield should be left to its
own devices and be improved.

The parents and guardians of our retarded can have no peace in
our lifetime because Congress has ordained that all citizens be

-educated in the least restricted, most integrated setting.

My children would be completely isolated in the community. The
State is being forced to divert funds from the institution for the
lawsuit and for group homes. In reality, more funds should be
made available to the large institutions for therapy and upgrading.

It makes more sense and could be monitored easily. Hundreds of
group homes in Connecticut, would be ridiculous. Our children are
innocents and they are being used as pawns in a game of chess.

Congress must do something to stop this hatred that exists on
both sides and to protect our parents from fear for the lives of our
loved ones. Parents have rights and self-serving advocates have no
business in interfering in these rights.

10y
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In conclusion, let me tell you about a conversation I had with a
highly respected person in New York State. I asked if parents of a
retarded child kept a child home until he was 25 or 30 years of age
in New York State and could no longer care for him or her, could
no longer diaper this adult retarded child or peyson, could no
longer handle him physically or mentally, what solution would
they have for the child? Where would they put him?

The answer was their only solution was to go to the George
Washington Bridge with that child and the three of them should
_ jump. If this case does not conclude properly, that will be the
Connecticut solution. .

Thank you.

Senator WEICKER. Thank you, Mr. Sloan. The only question I
would ask you is whether or -not your rather dim view of
deinstitutionalization is not brought about by the assault on the
institution which you feelis best for your children?

Iri other words, you have some rather harsh comments to make
about a concept which most of the testimony up to this point would
support. That doesn’t mean to say that most of the testimony has
supported closing Southbury. That is the other side of the coin, and
I don’t think it has. But I just wanted to find out, if we can, in
some sort of a dialog here as to whether this dim view is based on
experience or based on your own expert's view of the
deinstitutionalization concept, or whether as a matter of your own
‘heart you don’t feel it is brought about by the fact that those that
advocate that concept are not engaged in an assault on a concept
in which you believe., :

Mr. SroaN. We do believe in a full range of services for the
retarded. Those that can benefit substantially, not marginally, in
group settings should be allowed to go there. But I think that the
“large institution has a real place. It is a real school. It is a real
community. v .

And the parents have the right of placing the child where they
feel it is best for their child. For the « hild itgelf, if he can graduate
into a community the institution can be upgraded. Southbury has
been a training school for many years: They have been proud of
their dgraduétion record. It can be improved and should be im-
proved. / 3 .

But to destroy it, is all Wrong.'

Senator WEICKER. So, in other words, when you talk about the
large institution, you aren’t really referring to the buildings as
much as you are a place where all services are available?

Mr. Sroan. Right, with a school, with a center, a community.

Senator WEICKER. Do you foresee, over a period of time, that the
population of a place like Southbury would decline as these new
concepts are brought onstream?

Mr. S?OAN. No; I think there is a need for Southbury and other
schools forever. Closing Mansfield makes no sense at all. The law-
suit makes no sense at all. Mansfield is needed. And the parents
don’t want their children to go into the communities.

I don’t understand where the profoundly retarded children are
going today. The parents can't keep them home uniess they jump
off the rGeorge Washington Bridge. That would be the solution
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because there is no place for them, and the place is a place like
Mansfield, but not a big building that is a blight on the horizon.

We are talking about nice places. I have seen nice places, group
homes in Missouri, beautiful. I saw it in Massachusetts in the
Fernald School. The main school is a terrible place but they have -
ICF cottages on the grounds that are beautiful. In other words, it :
can be done and should be done. But isolating them in the commu-
" nity is wrong. ;

Mr. SroaN. That is another concept, Senator. You see, most of
these large institutions have very ample grounds. Why could not
some of the ICF cottages be built on those grounds where the
residents could have the advantage of good medical and dental care
and it might even prove a great saving and education right there?

I think that might be a practical approach that could be
considered. ‘

Senator WEICKER. Again, I thank you for your testimony. Inci-
dentally, I think there is another aspect which you have not al-
luded to at all here, but if I am not mistaken, hasn’t the parents’
group at Southbury—and I am sure maybe the same is true of \,
Mansfield, but it was mentioned to me—also given a great deal of
their own resources to the school? .

Mr. SLoaN. One of the things that makes Southbury so unique is
an organization—the Southbury Training School Foundation—we

are just one aspect of the parents’ desire to keep the school and

Keep it well. - - ,

The Southbury Training School Foundation is a vehicle: for par-
ents primarily to leave their estates and resources for the upgrad-
ing and benefit of Southbury, which makes Southbury a unique
thing by itself. '

But, aside from ‘hat, the parents of Southbury, they don’t all
come from lower Fairfield County, feel that from time to time the
make a donation for various purposes. They speak to Mike Bel-
mont, or the former superintendent, and say, “What does the
school need?”’ And parents would donate $1,000, $500, $200, what-
ever they can. ) .

They run all sorts of functions, affairs to upgrade the facilities.
And, of course, the State should be doing a lot of these things but
the parents didn’t want to wait for the State to do it and they did
it themselves. ‘ \

Senator WEICKER. Thank you very much.

Next, Mrs. Kathryn Jetter and Mrs. Mary Lea Johnson, parents «
of children in Mansfield. )

Ladies, it is a pleasure to have you here and you proceed in any
way that you care to.

STATEMENT OF KATHRYN JETTER, HAMDEN, CONN., AND
MARY LEA JOHNSON, PARENTS

Mrs. JETTER. Thank you. I am Kathryn Jetter, a parent. I live in
Hamden. Thank you for this opportunity, Senator Weicker.

I am a parent of a 25-year-old daughter. As a result of viral
encephalitis at the age of four she was left with uncontrolled
epilepsy and moderate mental retardation. She was placed in an
excellent program after second grade in Sharon, Penn.
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Her father, being an engineer, was transferred to Pittsburgh. For
2¥. years she was in a large regional school which was utter
disaster. At age 11% we enrolled her in a private school which
accepted her on a temporary basis because she was already beyond
* their age limit.

After much searching we found that in the United States of
America there were only two schools who would accept an epilep-
tic, moderate retarded female that was 11%2 years old. Hence, our
move to Connecticut because we had already heard Mr. Smickle
and he had been out in the Pittsburgh area and were reading
about the available programs.

We located in Hamden. The school systzm promptly excluded
her. We had enrolled her in a private schoo!, which was Stonegate.
After much pressure, Hamden School District finally paid the edu-
cational cost and we paid the balance for a 5-year stretch.

At age 18, again they excluded her but we ¢16 not contest this.
We again, contacted the New Haven Regional Cehter for help and
over a period of time they arranged a placement in Mansfield
Training School. - :

There has never been a choice of services for our daughter.
Mansfield Training School offers the care, especiallf' the medical,
that is required. Her first placement in the Star Building was very
good. The second placement was a poor custodial care and then the
awakening for our daughter.

Our daughter moved to Manchester Cottage, an ICF/MR group
home for 16, residents on the grounds. Daily programs are provided
on a limited basis due to insufficient staff and funding. At 25, she
is now, for the first time in her life, included in Special Olympics,
adult education, group outings, dinner dances, shopping, to just
name a few. . O

The team work of the medical staff and the other professionals
in observing and investigating, plus the consultations have gained
the best seizure control ever in.her life.

We have our daughter home every other weekend and major
holidays. On our visits to the cottage we have noted great improve-
ment and advances in the conduct of some much lower functioning
residents. Many have become more verbal with appropriate greet-
ings, expressions of pleasure and appreciation for special attentions
or gifts, appearing properly dressed and displaying good manners.

It is a happy time for us going into our daughter’s cottage, which
she refers to as “home”. Our communities are not ready, nor ‘have
thef' been educated to accept the handicapped as human beings
with equal rights. The support services that exist are limited and
overcrowded. °

Both of us are active board membexs in the Greater New Haven
area of the various organizations for%i\e handicapped. We are not
against the concept of communit{l livipg for the handicapped.
Before this can be accomplished, though, there has to be accept-
ance by the community who will provide\living facilities with
trained staff, medical facilities, not relying on hospital emergency
rooms with 2, 3, and 4 hour waits. .

Vocational opportunities, recreational, social activities and trans-
portation—these all exist and are available for the challed normal
person.
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Jack Devine is the president of the Mansfield Parent Association
and is out of town. He has asked me to just give five brief inserts -
taken from hundreds and hundreds of letters which have been
received by him from parents at Mansfield. I also noted in dcing
this that tl.e majority of the parents at Mansfield are in the retired
group, many on fixed incomes, aging, poor health and lack of
transportation. .

No. 1, our daughter has resided in Mansfield Training School for
40 years. My husband is 86 years of age, suffering from advanced
Parkinson’s disease and I am 82, in poor health. We are very much
concerneg.

No. 2, an aged mother with advanced arthritis had a relative
type a letter sharing her deep concerns for her son. The last time
she was physically able to travel was in 1979, at which time she
was deeply impressed with the solicitude of the staff, his obvious
affection for them and left feeling a complete satisfaction that he
son was receiving kind, able professional treatment. :

No. 3, I do not believe any one form of care is best for all.

No. 4, we’ are not against group homes. In fact, we support the
concept for those who can function ifi them. We also agree that the
improvements are needed at Mansfield but we still feel very
strongly that the needs of the severely, profoundly, and multiple
handicapped retardees can best be served at Mansfield.

No. 5,.many residents, like our son, are not sufficiently independ-
ent to survive in the community centers and would simply fall
through the cracks of such a system. For these totally dependent
people, the training school must survive. If there are deficiencies in
the present system, better to correct them than throw away hard.
won benefits of the last 15 years. A society can be judged by what
it does for its weakest members.

Thank you.

Senator WEICKER. Thank you very much.

Mrs.-Johnson? : ‘

Mrs. JoHNsoN. Good morning, Senator. I am Mary Lea Johnson.
M.y husband and I have a 23 year old profoundly retarded son that
has” lived and learned in Mansfield#since 1963. He was then 5.

When we placed Rick there was only one place to do. this and
that was at Mansfield. The regional centers were just barely off the

ound, after 2 years of him being at Mansfield I tried to place him
in the Hartford regional to bring him closer to our home, which is
in Southington, but was told that he was not the type of a child
that could be taken into their program. '

Now that these regionals are off the ground there are better
programs and if Rick were the right age, he might go into them. I
am not going to take your time telling you of the fight we are
having to keep our son and other parents’ sons and daughters in
the larger institutions, or to tell you about Rick’s life, but I would
like to say just a few words about the moneys for prugrams.

At the State level we have the Protection and Advocacy Board
which was formed by the State and funded by the same to help all
handicapped. They don’t even want to hear us as parents because
the Connecticut Association for Retarded has told them that they
are speaking for all the retarded. :
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CARC is a nonprofit private group that is receiving Legal Aid
help to fight for the removal of all clients at the institutions. The
parents group at these institutions are bitterly opposed to CARC’s
actions and no longer support CARC. )

CARC did not have the courtesy to return six phone calls that I
made to them 2 years ago to ask help on a question- I had. And
then, just recent}y I had to pay the State to become a guardian of
my son so that I could speak for him because he has no speech.

I know that State and Federal moneys are hard to come by in *
these times. All we want is programing for all retardeds and not to

" rob Peter to pay Paul, or to use State and Federal moneys for only

part of these programs.
hank you, Senator. . .

Senator WEICKER. Let me ask you a question because I don’t
understand. You say that there is a State board—the part of your
letter that refers to——

Mrs. JouNsoN. The Protection and Advocacy Board?

s 1:zsiglator Weicker. Right. How does- this operate? This is a

Mrs. JoHNsoN. This was formed by the State and funded by the
State to help retarded or help the handicapped, I should say.

Senator WEICKER. And this board no longer functions because of
this lawsuit? _ '

Mrs. JoHNsON. Oh, yes, they are functioning but——

Senator WEICKER. Who sits on the board?

Mrs. JounsoN. I don’t really know-that. I know that-this -board
was formed by former Governor Grasso to help the handicapped in
the State. ‘

Senator WEICKER. And just to make the point clear, you say that,
in effgct, they will no longer speak for you as parents, this board
won't? )

Mrs. JonnsoN. They don’t recognize us as parents of retarded,
that we can speak for our sons and daughters. :

Senator WeICKER. They recognize what, only CARC?

Mrs. JounsoN. Yes. They are for deinstitutionalization.

Senator WEICKER. Again, thank you both very, very much for
putting another piece of the puzzle into place. I know it is a great
effort on your part to be here but I greatly appreciate it. Thank
you very much. _

Mr. and Mrs. William Zitko, or Mr. Zitko. And is Judge Barell
here? Judge, it is nice to have you. Mr. Zitko, it is nice to have you.
Please proceed in whichever way you deem appropriate.

STATEMENT OF WILLZAM ZITKO, PARENT, HARTFORD
REGIONAL CENTER

Mr. Zitko. Senator Weicker and members of the committee, I
wish to thank you for this opportunity to speak today. As someone
mentioned before, to take your time to come down here and listen
to us parents, how we really feel, I appreciate it.

My name is William Zitko and I am a resident of Meridan, Conn.
We have a son, our only child, who is severely and profoundly
retarded at the age of 24 right now. He is ambulatory, unable to

- talk, who needs constant medication and will never overcome his

seizure problems, according to his medical records.
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He has resided at the Hartford Regional Center for 14 years and
prior fo that, the Seaside Regional Center for 6 years. In 1959, it
was difficult to find services to evaluate your child. Community
Day Care in Meridan wouldn’t accept him because of his retarda-
tion severity.

We took him to Kennedy Memorial in Massachusetts for evalua-
.tion where thedMoctor stated we were fortunate that we were living
in Connecticut because they are in the best field of retardation and
I still believe this today.

I have held presidency between these two facilities for 7 years as
well as vice president and executive positions for another 13 years.

As a parent of a retarded I consider myseif a professional be-
cause who knows their child better. I have seen much progress over
these past 20 years and what I was unable to obtain in the early
years 1s now available for those parents who need these services,

+ such as the early intervention program.
© The Hartford Regional Center houses: approximately- 96 resi-
dents, and under their supervision, group homes, apartment dwell-
ings, and the newly acquired community trausitional training
center to provide the necessary training for those ready to go into
community living.

In all, approximately 320 retarded citizens are in housing facili-
ties under the jurisdiction of the Hartford Regional Center. What
does the Hartford Regional Center provide? It provides a contract
between the parents and the center showing the programs outlined
for the year for each resident with the goals they wish to achieve,
workshops for residents and persons residing within the communi-
tﬁ’ work activity programs, education at the Beach Park School for
those 21 and under, full recreation, field trips, social activities, two
swimming pools, medical facilities at the Newington Home for
Crippled Children right across the street, dental care at the Demp-
sey Medical Center, and a staff that is compassionate and dedicated
to their work and a campus type living environment free from the
hazards of everyday community life.

I invite you, if you have not already, to tour our facility, and I
am sure you will be astounded as to what you will see. We, the
parents, have raised over $80,000 for the benefit of the center over
these years so that our residents may have a fuller measure of life.

We have worked and struggled hard to obtain what we had set
out to achieve, and with God's help, we do not intend to lose it. Let
me make one thinﬁeperfectly clear, Senator. I believe very strongly
that there should be a variety of facilities throughout our State to
accommodate all types of retardation and for those who wish and
can function properly, to live in a community type setting. i

believe it 1s/a sin to deny a person these rights, but it is a worse

sin to say that everyone must be mainstreamed out of the facility

and live in the community. Somewhere within our great Nation a

. movement started to deinstitutionalize, close all the large facilities

because the residents’ constitutional rights, by not living in the
least restrictive environment, have been violated.

They should all live in small, individual homes within the com-
munity. Is someone or persous throughout this country trying to
achieve power or personal recognition with total disregard to the
human lives which may be in jeopardy?

: ‘ R Nt
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Senator, the least restrictive environment for one person is not
the same for another. I know my son possibly, as well as other
parents’ relatives, could not exist in a community dwelling since he
would be more confined in this type of environment than the
campus type living at the center. .

Yet, another mild retarded may live and work in a community
and cope with everyday living and he should be given that opportu-
nity. But there are persons who have been living at training
schools for 30 to 40 years, happy, content, suddenly-to be uprooted
and placed in a dog-eat-dog world of living when they don’t want

o. . .
Elderly parents, secure with the thought that if they pass away

knowing their relatives will be well taken care of, are suddenly

burdened with worries of where are they going to go now.

Let the person choose for themself and if he or she can’t speak, _

then their legal parent or guardian be given that authority..

Senator, what may be the remedy for some is not the cure for
everyone. Before the placement of all retarded are ever made into
the community, community services and backup services should be
made readily available. Obstacles to overcome are medical services.
Evlry physician, dentist, and hospital, they are not equipped to
hafdle all retardeds, e

Monitoring of facilities scattered throughout our State would be
phenomenal. And what happens to the sufety of the severcly re-
tarded when power outages occur? The community residents must
be educated to accept their fellow beings which they rejected 40 to
50 years ago. . .

ill these people have the same care; the recreation and safety
from crime provided them in a community as on the campus? Will
the community accept them as one of their own, respect them,
socialize with them, give them jobs and love them?

And, lastly, if a retarded doesn’t fare in the community, where
could thgy go back to if the facilities have all been closed? The
State of Connecticut has iroplemented their project of various facil-
ities, maintaining ihe training schools and regional centers with
addition to group homes, specialized homes, apartment dwellings,
foster homes, and transitional training centers.

We are not perfect. ‘Thare are improvements that have to be
made at these facilities so tuat residents may live in a dignified
manner of which they are entitled. In order to accomplish this, we
need the financial help and the support of both State and Federal
legislators. s

n closing, Senator, you have provided us, as parents, an opportu-
nity to speak out.on a vital issue concerning all of us and how this
State should act. I am sure that with your wisdom and concerned
dedication for the rights of all the handicapped and refarded, you
will steer us in the right direction.

My wife and I will never see our son married, nor will we have'
the joy of grandchildren. But one thing we will know is that our
son received, and with the grace of God, will continue to receive
the best of care within our facilities because we are those chosen
few, fortunate to live in a State that has been and will always
remain the forerunner in the field of retardation.

Thank you very much, Senator.
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. Senator WEgICKER. I think you raise a very good point. I can’t
speak with any great deal of expertise as to the status of care in
the State of Connecticut at the present time, but I can say this, and
I think it ought to be pointed out, having heard how dyery other
State in the Union is so terrific; Massachusetts, Rhode I
Kentucky, certainly my office, from the time I went to Wakhington
as a Congressman in 1968 and right up to fairly recenily, was
besieged by those that want to know if they move into the Ptate of
Connecticut whether their children would receive the care/that we
give here.

So I think that point should be made. I know there bés been a
geood deal of negative comment but there also happens to be a great
deal of feeling outside the State of Connecticut that the care given
here is not as inadequate as was portrayed in some of the previous
testimony.

STATEMENT OF HON. HERBERT BARELL, BOARD MEMBER,
+-.«RTFORD REGIONAL CENTER AND PARENT
Judge BARELL. Thank you for inviting us, Senator.

I am here basically as an advocate for my son. My son is at the
regional center, some 19 years old. He was at home until_he was

16, and the choice of the regional center -was a particular choice
made by me and mK wife because it offered what I deemed was
appropriate for my child, a structured environment.

I said I am here as an advocate for my son because I think I
learned early in life that if you don’t advocate for yourself, or you
don’t get involved in problems in the community, then nobody else
will speak for you many times. And, so, in the course of my
involvement I have served on various committees.

I was a member of the North Central Regional Advisory Board. I
am currentiy on a board at the Hartford Regional Center. I was
formerly on the Advisory Committee for Special Education‘for the
State. I served on a committee with such people as Dr. Solnet from
Yale, Dr. Graferdino, dealing with children’s problems in the State.
1 have had consultations with regard to my son at Albert Einstein
Center in New York, Children’s Hospital in Boston as well as here
in this State. .

In the course of time I have helped develop programs. I helped
organize the first League for Autistic Children in the State a good
number of years ago. I helped organize a school that will help
teach behaviorally disturbed children and I have been an advocate
for a number of years since I {irst discovered my son’s problems.

I mention this because I specifically used this knowledge in order
to obtain what I call the best appropriate services for my son, not
to say that there was not need for improvement even within the
Hartford Regional Center. There certainly is and 1 know Bill Zitko
and I and a number of other parents are continually working with
the superintendent and the staff to improve the quality.

It seems to me from my observation there are certain things that
are coming through in these hearings, that there is a need for a
full range of services for the retarded, anywhere from the institu-
tion to the community service.

What is perhaps more important is what do you mean by an
institution? What do you mean by community services? Because, if
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you mean institution as a warehouse then I am dead set against it.
But I don't think that is what you are hearing here today.

If you mean community service to mean that somebody is
dumped in some sort of group home without backup services, then
we don’t need that type of community service. What we need is a
full spectrum of services, depending on the individual.

Retarded peaple are no different in some respects than normal
people. They need different things. You can’t lump retarded people
into scme class b, {' themselves that either should be totally institu-
tionalized or totally community based.

I think that anybody who aspires to the theory that you treat
them all alike would be the same type of person that treats all .
American citizens alike. And we do know that retarded people
differ, have different problems, different needs and unless we rec
ognize the diftzrences and treat them differently then we are going
to talk around in circles.

Two: Beware of experts bearing gifts of philosophies that solve
all the problems of the world. A long time ago I had a long talk
with an eminent man in the field by the name of Carl Feneshal—
when it was unfashionable to teach kids with behavioral disorders.

And he said_to_me, “Herbert, whatever you.go. through-in life
with your son,” and suspect he spent a lot of time with me
because 1 was a Fare t, he said, “beware of people that offer facile
solutions, one solution for a problem Whatever may be the vogue
today may change tomorrow.’

I have been through the—at that time we were discussing, for
example, behavior modification techniques. I became an expert on
it. But we soon came to realize that different children need differ-
ent things and I suspect any expert that will say before this com-
mittee that this is the only solution to a problem.

I think essentlally what everybody is really alluding to here is

" that there is only so many dollars available in a community at this

goiiﬂ: in time and that what we are dealing with is a fight for
ollars.

Senator WEeicker. I think you have hit it right on the nose.

Judge BARELL. And I am concerned because, as you have indicat-
ed in the introduction, I am a judge so I am well aware that a
lawsuit sometimes can be brought, and is necessary to be brought,
to start something going. But, do we have to become so polarized
that we can no longer have a dlalog and a lalk.

And I know that the courts cannot solve this particular problem.
But even after that case should be decided by the judge these same
people are going to have to sil down on how to implement the,,

_decision, so why not start talking now. -

I see the zealots on one side and on the other side saymg they
cannot sit down and talk, and it seems to me that some of our
advocacy units would be better advocates if they would start bring-
mg together some of the sides to have some intelligent discussion.

enator WEICKER. I think that 1s good testimony from both of
you. In my own experience, just in the very small experience,
which is nothing compared to all of you in this room, this past fall,
Sonny, my 2-year-old, started his early intervention, as conducted
bK the public school system in Virginia, and they grouped all the

i

ildren by age.
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Now, and this gets to the point that you were making, the
problem with that was Sonny is actually prettyl%arrulous, physical-

ly 100 ‘fercent, thank God, and doing very well, and he would be
grouped, just because of the age factor, either with very autistic
children or those children that would say nothing.

_Obviously he was different. This is what you are saying. Each
child, each person is different and it calls for-a different solutiorn.
You can’t'use one common denominator for them all. It is impossi-
ble. You can’t use Southbury and Mansfield as the denominator
any more than you can use the home*environment, or that which
comes closest to home, for everybody. :

That much I don’t subscribe to, I can tell you right now, as far as
the testimony that is given, that everybody is going to thrive under
the same set of circumstances. They are not and nobody should
know that better than this group of Americans where the whole
emphasis of our Nation has always been individuality. It is in this
group of citizens as much as it is for any one of us.

On the same token, do I think we ought to Qproceed with the most
modern techniques and continue to progress? I-think the fact that
you are_ the.parents of children in a regional center, that repre-

-sents-a-progression-frorm_what. just _used to be strictly the institu-

tion. B

I think it interesting that you sit here and testify on behalf of
the institution along with the other forms of care. It is a good
presentation by both of you. Tharik you very much.

We_now have Linda Berry and with Linda is Janice Chamber-
lain. Is that correct?

I see my old friend, Dr. Cohen. Dr. Cohen and I served in the
legislature together. You are looking younger and handsomer. I am

getting older and uﬁlier. How are you, Dr. Cohen. Nice to see you. .

-All right, Linda,
how are you?

Ms. CHAMBERLAIN. Good. v

Senator WEICKER. You just do it any way yowwant.

STATEMENT OF LINDA BERRY, MENTALLY RETARDED CITIZEN,
ACCOMPANIED BY JANICE CHAMBERLAIN

Ms. CHAMBERLAIN. My name is Janice Chamberlain. Thank you
for invitinius here. This is Linda Berry.

We are here today—Linda is an example of a woman who has
used the whole gamut of services, going from an institution to a
supervised group home, and I think it would be a good idea for you,
Senator Weicker, and everyone else to hear a story about how this
woman has used the services provided by Hartford regional center
and how they have benefited her.

Also, as a client of the system, I think it is imﬁ;tant that she
have a chance to say something too. Feel free to ask any questions.
I think that would be helpful. ' ~

Senator WEICKER. OK, Linda. Can you get that microphone close
to Linda?

Ms. BERRY. This one?

Senator WEICKER. Yes, that is the one.

Ms. Berry. I was living at home for a long period of time and my
mother felt as though I was ready to be moved to the center. She

ave a seat. It 1s nice to have you here. Janice,

i
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told me that I was ready to move to the Hartfbrd regional center.

At that time I was on medication for wrist biting and temper

tantrums. o
What they had done was, I was out for a long period of time

there. They decided they were going to try it for a week without

the medication, see how it would go without it. Eventually I was

able to manage myself without the medication.

Ms. CHAMBERLAIN. They -used a behavioral program as a substi-
tute for the medication. |

Ms. Berry. I was on a behavioral program.

Senator WEICKER. And where was,this, Linda?

Ms. BERRY. At the Hartford regional center.

Ms. CiiAMBERLAIN. The Hartford regional center.

Ms. Berry. They felt as though I was ready to come off of it
[Medication).

Ms. CHAMBERLAIN. What are some of the other things you did at
the regional center?

~Ms. Berry. I was doing other activities, like I was able to study

in the workshop program. Like they were able to get me started
right away in the workshop program. Then, after I was done in the
workshop I was helping other wheel chair patients, feeding and
making Ee“ds' for them. Then, they felf as though I was ready to be
moved out to move to a group home for teenagers in Glastonbury.

Ms. CHAMBERLAIN. JC-3. -

Ms. BErry. Which is a JC-3 home.

Ms. CHAMBERLAIN. JC-3 is a group home that was originally
started by the Hartford regional center. '

Senator WEICKER. So Linda now went from home to the regional
center to the group home. \ )

Ms. CHAMBERLAIN. The JC-3, right. And JC-3 was for younger
individuals, younger women. ) .

Senator WEICKER. How old are you, Linda?

Ms, BERRY. Twenty-one. S

Ms. CHAMBERLAIN. What are some of the things you learned at
JC-3 or did at JC-3? N

‘Ms. BErry. Laundry skills, working on money and time_ pro-

grams, cooking skills. They felt I was ready to be moved again to |
another home in Hartford called Marshall Street, where I am now ‘_

living.

Ms. CHaAMBERLAIN. How did you feel about that? Were you asked
.if you wanted to move?

s. BERRY. Yes; I was asked if I felt like I was ready to and I
said, “Yes.” .

Senator WEICKER. What was the difference between JC-3 and her
new home in Hartford? .

Ms. CHAMBERLAIN. At Marshall Street group home, there are 15
women in the house and they range—(they are older than 18)—in
age from 22 to 70. One of the differences I see, is that in Hartford
(nobody drives a car); they can use public transportation and they
are taught how to use public transportation to get to their shel-
tered workshops, to competitive job situations, to go downtown
shopping, to go out to the West Hartford Mall shopping, and take
the bus to go visit friends and relatives in nearby towns. I think
Hartford is a much more accessible town for people like Linda.

{
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The other thing was, too, because it is an adult group, from this
standpoint, she can work at the group home in a kind of struc-
tured, supervised apartment-type setting, which is on the third
floor with staff and three other women who would also be placed
there with her and in that type of situation she would be able to .
learn how to cook and plan menus, go out shopping for food which
later would ready her for possibly a supervised apartment.

What are some of the things you do——

Senator WeIckeR. That is what I was going to ask Linda. -

Linda, what do you do at your new home?
lkMShBERRY Laundry skills, takmg out the garbage and thmgs

ike that

Ms. CHAMBERLAIN. Household chores .

Senator WeICKER. We all do that, even U.S. Senabors I can tell
you right now. [Laugher.]

Ms. CHAMBERL- (N. What program are you involved in right now?

- Ms. BERRY. I um doing the money program with Joanie now. |
Once I have got that down then she is going to be going to a time-
telling program with me.

Senator WEICKER. Linda, do you go outside the home, here in
— - Hartford?-Do-you go shopping;or do you go'see a movie, or can you
move around pretty much the way you want to? . .

Ms. BERry. Yes; I can. - |

Ms. CHAMBERLAIN. What do you like to do on ‘Saturdays?

Ms. BERRY. I walk to the civic center a lot on Saturdays.

Senator WEICKER. And where do you g0, to the shops in the civic
center? . |

Ms. BERRY. Yes. |

Ms. CHAMBERLAIN. And Thursday nights? |

Ms. BERRry. Thursday) nights I go swimming with recreation. |

Senator WeICKER. Where do you go swimming?
Ms. BERRY. I go to the Hartford High School.
Senator WEICKER. You say, originally you went from your home
through these various stops. Do you go back home and v1s1t‘7
Ms. BERRY. Yes.
Senator WEICKER. How often do you do that?
Ms. BERRY. Not very often.
Senator WEICKER. Do you have a lot of friends your own age?
Ms. BErry. Uh-huh,
Senator WEICKER. Are they with vou in the home or do you visit
friends that you have had at your other homes also? .
Ms. BERRy. I visit friends at the other home, too, sometimes and
I do have friends at my home.
. Senator WEICKER. You told me when you started off your story
> originally you were on medicine, is that right? -

Ms. BERRY Yes.

Senator WEICKER. For behavioral correction. Are you on medi-
cine ‘anymore?

Ms. BERRy. No.

Ms. CHAMBERLAIN. Linda still sometimes, when she becomes very
frustrated, she will bite her hand, or something, and right now, the
way we deal with that in the group home is that a staff person will
take Linda aside and have her sit down, relax for a llttle while,

[c
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and then talk out the problem—what seems to be bothering her—
in a'short counseling session.

/- Senator WeIcKeR. Well, you are doing very well here, Linda. You
are a good witness. .

. Ms. CHAMBERLAIN. I think she is doing better than I am.
Senator WEICKER. I think you are doing better.than the commit-
o tee. 1 have no further questions, Linda: I just-want-to- thank-you— — -~
very much for coming and visiting with us. )
e Ms. BErrY. Thank you.

Senator WEICKER. Maybe we will meet again in a year’s time and
you can tell me how everything is going. . .

Ms. BERRY. Yes.

Senator Weicker. What do you want to do? Do you have some-
thing you especially want to do in the way of skills? ",

Ms. Berry. Eventually I want to be able to go to my own apart-
ment, a supervised apartment. -

Senator WEICKER. That is a good idea. When you say “go”, do
you mean live by yourself?

Ms. BERRY. Yes. . )

Senator WEICKER. Is such an opportunity available to Linda?
— e Ms. CHaMBERLAIN, The step before that would be in a supervised
apartment. What I mean by a supervised apartnwent is thaf she y
would have her own apartment space and there would be staff -
people there 24 hours to help her out with different skills, money
problems, paying rent, telephone bills, that type of thing.

From that point on there is one more step—section 8 moneys pay
for apartments that individuals like Linda could move into {md
there would be one person almost acting- as a social worker that
would come in every week or so to help that person out. That is a
possibility. . ,

Senator WEeICKER, Well, Linda, maybe sometime in the next
couple of weeks do you think you could walk down and visit my
office in the Federal Building? Would you like to do that? Why
don’t you go down there and see what is going on ax%tund there,
Check up on them and let me know whether they ar¢ working or
not. OK? [Laughter.] _

It is nice to see you, Linda.

.Ms. BErrY. Thank you. N
. Senator WEICKER. Thank you very much, Janice.

Ms. CHAMBERLAIN. Thank you. .

Senator WEICKER. Next we have Jeanne Sanddhl of CARC. Sit
right down, Jeanne. The floor is yours.

STATEMENT OF JEANNE SANDAHL, PARENT, CONNECTICUT
ASSOCIATION OF RETARDED CITIZENS

Mrs. SANDAHL. I am not too used to microphones so if I misuse it
please tell me.

Senator WEeICKER. Go right ahead. Keep t ?t microphone close to
you, that is all. .

Mrs. SanpaHL. I am especially greteful to_be here today as a
parent because it gives me a chance to thank you, Senator
Weicker, for helping to restore vitally needed funds for the handi-
capped in th: Federal budget. :

s
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I am a member, too, of the Connecticut Association for Retarded
Citizens, which has a membership of more than 10,000 people,
representing, also, people in institutions who have no one to repre-
sent them, and some of their parents and siblings. -

We are all most grateful for your interest. I am speaking today
for the 41,000 retarded children and adults in Connecticut who are
not served by our State institutions. These are the stepchildren-of
the DMR system. They are forgotten and neglected because of
Connecticut’'s single-minded preoccupation with institutional
structures. . .

Because resources are limited, little is left to serve the huge
majc:(jiity ‘of retarded persons in our State after the institutions are
served.

I would like to tell you about a few of the families I have been
talking with recently. Take the Sam Teitlemans of New Haven,
who have a profoundly retarded teenager at home. Ruth is vir-
tually a prisoner in their home, has been for many years, because
she has almost sole responsibility for Phillip’s care. The only relief
. she gets is one weekend a month of respite care at the regional
center, and funds for respite care are severely cut back in the new

Ruth really needs a trained home health aide. True, there is a
tiny token progrem way up in Tolland, but it meets only a fraction
of the statewide need. And a comprehensive aFrogram would also
provide work activity or functional educational centers for Phillip.

The Teitlemans are determined that one day their son will live
in a group home in New Haven though he is severely retarded. If
they wait for State help, though, that day may be far off. .

Or, take the Rusgrove family of Bristol. With tremendous love

.and determination they have kept their 30-year-old, severely re-
tarded son at home all these years. Mr. Rusgrove would literally
rather see him dead than in an institution. Their son is growing
older. A group home in Bristol would be the happiest solution, but
in a capital request of over $10 million, DMR allots only $150,000
for group home construction—1% cents for every DMR dollar. All
the rest is for institutional renovation. .

Senator Weicker, you asked for a reaspnable compromise be-
tween the two points of view being voiced today. I leave it to your
judgment. Is 1% cents oyt of a dollar a reasonable compromise, or
is the department of mental retardation virtually totally commit-
ted against progress in the community? .

In addition, as I have learned recently, serving on a committee to
set up a private New Haven group home, our State throws every
possible roadblock in the way of group homes, redtape and Byzan-
tine regulations that make the struggle one against enormous odds.

Other States don't do this. The Macomb-Oakland region in Michi-
gan, an area about the size of Connecticut, has 1,700 people in
group homes. They are good ones, beautifully supervised. And
Michigan is now planning 200. more such homes in the near future.

Once our State was No. 1 in the field of service to the retarded.
Not any more. -

Then there are Judy and Barry Bosworth in East Hartford. They
have a 16-month-old daughter with Down’s syndrome. They have
no intention of ever giving ber up to an institution. But in this

*. ) 11\3 ,
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State, says Judy, those who raise a child at home get the short end
of the stick. : ‘ - .

Many more parents would,elect to keep their children home if
the State offered a reasonable range of services in the community.
Judy wants the future to include a group home or a supervised
apartment. She sees little likelihood of this possibility unless the
State takes a conscious turn in that direction now.

Its present powerful fixation on institutional service makes that
unlikely. ) .

And consider Bob Roth and Judith Lerner, a young Hartford
couple who have a 15-month-old daughter with Down’s syndrome.
They are deeply committed to a life in their community for their
child. It deeply disturbs Bob that the necessary long-range commu-
nity-based support services for his child and for thousands of others
do not appear to-be even contemplated in'the DMR budget.

Bob can’t understand why DMR is so overwhelmingly committed
to bricks and mortar, the most expensive form of care for retarded
Yeople, when the $43,000 or more per capita cost at institutions in
CF cottages particularly, could be stretched much further in the

.community. : ” -
It _also_concerns Bob_that there is_an_almost total lack of innova-
tion in the DMR budget. If we are unwilling to try out new forms
of doing what institutions are so patently failing at, what hope is
there for improvement?

Nor, says Bob, is there any sign of independent evaluation of our
present course. Why not get in some independent experts and
reassess it. Bob Roth, by the way, has made an independent cri-
tique of the DMR budget and would like permission to have it
included with CARC’s testimony in the record along with the
CARC response to Project Challenge, if that is all right with you,
Senator. Can we jnclude those in the minutes of the meeting?

Senator WEICKER. Absolutely.

[The following was received for the record:]

87-310 O~81~==10
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Testimony vk Rusert Ruth, BrFURE THE ApPrRUPRIATIONS COMMITTEE, GENERAL
AssemBLy, State oF CoNNEcTIcUT, FEBRUARY 24, 1981

Ny maxe iz Hobart Doth, and I an & resldont of lartford,
I an an attorney licensed to practioo law in Conposotiout and
in Oalifornia, and I zpent five Yoars working on ths reform of
pyeiatric inatituticns dbefors working fozr the last five ysars
in emeey ochsoyvation plagning, 1 am also the father of &
IS5-merth-old child afflicted Ty Down's Iyndroms. Itd like %o
shave with ,joa some parspectives that I think 1%'w isportams
te Xeap in xind as yon comsider the Dapartmont of Nental Retarde-
ticn's tudget,

Pirst, I'd 1ike to make 1t olear that, althevgh I am im
fawy of oreating a ecamunity-daged suppors system for owr
sendally retardsd eitizems, I don't believe this should be dome
as the expense of sshievisg the maximm gquulity of emre yoesidle
for the present residenis of axisting 3tate institutioss. Xr.
eeps for mjor new capital expend{tiures, which X would appose,
we noed to provide, and I beltsve thal othloelly ws mst pro-
vide, the most favrable prospects possidle for persomal develops
sent and eventual retura to the commumity, for ssmy person whose
enly presutt option has dooono institutiomlisation.

Ry prisary personal ocwoern with the developmemt of
oconmmity-bagsed mpport systems, thon, ig with the future, AMA
I foul I must ask some ratlcs dlaturding quostiens sbeus how
that daiset 18 peing to tramelate, in the long ywm, isto &
conmmity-vaged support system.

Pexhaps the et occmferting thousi that ay wife emd I hed
as v adjusted %o What we'd beem told adewt eur dsughier's
AU AL, was thet our couveskional sterestyps of %) redaséad

I
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Tosimony of fobert foth
Erpe

parson was outzodod and inmocurate. It was not true, wa've been
told Wy 8 wide wvarlaty of professiomals, that retarded iniividue
als have to reside in institutions, Thero are scme who foel
that Ip rotardsd oitizen neod be oonsigned to 1iws in an ingti-
tution; as you Xvow, the neighboring statos of Hassaohuzetts
and Bhode Iasland appoar to have made long-tora ocommitmonts to
deinstitutionalizing thelr entire systam of servises for their
metally ratarded residents, So I an givon an lmage of what is
posaitles Dut this 1mage dcesn't appesr to be reflected in
olther the proposed budget mer in any projecticas that I eam
porzenslly make from 1t, The nessasary commnity-bessd swppert
sarvices appoar T3 bo noither avallabls nor oontewplated in
this tdgat.

3everal obaasrvatlons, then, whish to sone extent only lemd
to wors quostions, cocur to mn,

Piret, it appears that out of a population of some 48,000
rotarded individuals in the Stats, bvased on what Commissioner
Thorne has oalled s ocontservative oatimate, IHR programsming
totalling roughly ono hundred million dollars appesrz to plam
to provido services to otly saverel thousand of them — perhape
five thousand, perhaps ssvem thousand, 3o my qusstion here may
bo obricus: What adout the other 40,000 persons afflisted by
retardation, and thelr fantlios?

S3000d, I han *he impreszion from mY woxk im the assewe-
amt of payohiatzie institwtiess, the$ imetitutiomal arrenge-
sents are euslly the most expeneive neams o yrevids snrviess,
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Yok the Stats system iz primarily institutionsl, sl appears
slated to recedn that way, Along those lines, I bave put to-
Zhexr some very fraswemtary data that is extromely dAlsturding,
These figures relate o the Waterdury Reciomal Cester, mmd
Cotdage 7A at the Southbmry Training Sehool. With the effors
% brisg these facilities wp %0 ICP/NR standards, pex oapita
‘sceB 1s soing de skyreskwd; Commdseiomse Thorwe estimates the
me&hmﬁnmmmmotmw
at §20,000. Dus asecxdiimg %o figurea that are part of the
Oartifionte of Need Appliestion on file with the Commisnien en
Repitals and Health Care, Wimging the Waterbry fesility wp
30 TICPAMA Will mesm DeT sapita cperating costs of shemt $43,000
per yexx. AS Cottage 7A, wh' ") [xesantly houses just over 60
regddmss Yt oonld Mouse less tham half 4hat wmaber cn sn
ICP/XE tasis, the souparedle figwre is $50,000 per persca per
youT. Pense lat me Xuow If you nea some mistake in my figures,
or in wy amalywis of thes, And I have te eonolude, waier prece
smS azsunpiions, that we gy spend LAz momey, fer ethionl ae
well 83 othey pulliie peilery rensens. IuS 1f Sheee flgures are
right, thent please consider wiet this meaks for the futare pre-
izdisa of nerviess for omtally retarded persete in Comestionts
Third, I em strwek My the aprarent lask of immywiiem in
the Dduigws, The Depaxtmens seens 50 9o aeking fer mexe amd
besher of the same, Te S50 axtemt thek we'ye estsbenplating
s redustion in the size of the Traiming Schoels, thak's detause
we intend %0 capamd the rugiemal sentars, which are in oZffest &
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fora of mini-institution. The portion of the budget allommted
to trowmtive commmity—-based serviocos appears to be infiniteeie
wl,

And finally, I would ask vhat indepmdont source, or sOuUroes,
d0 we have %o ooadle us to bBe sure that the budge: swbdmitted dy
the Departoent will provide effeetive sexvioces, offery sone
reasonedlo prospest of moliwving the dagree of Asimstitutiomalie
satien that is both possitle amd desire le, or that the State iy
making the nost and beet use of avalladble axpertise %o devalep
Rore effeotive networks of eeammity-besed serviess 1m the eome
mnity? I aa susgesting that thore is wide disasreement amesg
the sxperts as to what s poesidle, that the Department's toi~edy
an Aakinat from 1ts philcasyly, appears to opt subatentially fee
the inskitutional end of the ocotimxue, smd that we need Ve
develop 300 dasis for public polisy decisions thek incorporaiew
& sreabar diveriity of perspestive,

As I said earlier, I sypport the desire of all the othee
pareats in the State to have the dest eare possidle fer ther
ohilarm, I am thereforo mypportive, in gaerel tecme, of the
proposed DNR dudge¥e Dul I don't Shink thexe is ewy wmy for en
institubion to previde She Ximle of swppors amd stimulatiem
whish will snable ey individwal te sohieve thaly sscciwem
derelopmantal level. Xy extonsive exparienes witk payshistrie
1nstitutions, my studies of She literature, and sy gt fedlings
u-mmmmwmumwwnhm
& positiem %o 1ive eut her 11fp in tie sespany of otiun esple
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of all Xindn, 30 I an dapreesnd when I txy to projeat this
mdges into tho future, where it appears sy daughtar would
benefis from, and indeod will require, sorvicss which may not
axist in the commuity. The proposad tudzet doos ot appear
to provids mmoh roon ror hope in this respect.
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CONNECTICUT ASSOCIATION FOR AETARDED CITIZENS, Inc.

. 15 High Strect, Eartford, Connecticut 06103
v .
. CARC Testinony on Project Challenge te — Resid~atia) Bervices ent

Prussted at Public Hearing held by Dept. of Meatal Retardation,
December T, 1978 — Cedarcrest Hospital, ¥evington, CT.

T aa luella Horan of Guilford, Preeident of the Connecctitut Association for Retarded
\ Cititens, Ivc. " -
Before I start Y romarks on ths Plen ftself, I would like to «©@prese By regret
about the tindng of this Public Hearing. Starting tcmorrov, many lesdisg authorities
in ths ficld of x qtal retardation from acrose the country will begin arrivinsg in
Hartford for a loog-planned National Symposium on Residential Services for Bandicapped
People. It vould undoubtedly have beea valuable to seek the {input of thsse ackmovledged
experte while ve vere fortunate encugh to have them in Coanecticut.

Als0, X weuld 1ike to express our coacern and sensitivity to the feara of the
parenls of retarddd people nov 1iving at the large training schoole. It ia regraitable .
that the Departaent s plana, as they progresged, couid not have beea shared in small
group settinga 30 that the shock of the institutionsl pumber reduction could hava been !
sddressed; explanations and detaZled plans could bave been presented to these parents
tc belp alleviats sos® of ths fears and anxietics they nov feel.

. —

S

” Whe Connecticut Association for Retarded Citizens s in full agrecment vith the
Departnent of Meatal Retardstion®e statement published in the original Project Challenge
in 1973. 1 vould like to reed that statenent now:

. »

", . Hlstoriesily, it s notl(oo xany years paat that society's most en-
lightened agsver to the problem of vhat to do for the mentally bandicapped
populition wae to develop J==5e, complex inatitutions, in most cases far
removed {xom the eyes of the general public, and allegedly to provide a
deceat 14fe for these persons vithin their ovn cloeed comuunity. Such a
solutioa 2id not work, but indeed brought into the lives of these people a
delnumanizing process which further reduced their functiouins, and this is tho
principad {ssuc that gbc I!;R long-rangs plan addresees itself to.

"Thers 1a 00 3imPl3 ansver o planning & future for more than 45,000 mentally
retarded people {n Connecticut but the courts of the land, end the people
vho Mave given great thought to this lssuc = pot only the pareats, tut the
profeisipoals as vell, have strongly indicated and pressured a courss of
action vhich ensurse the rights of the meatally handicapped person to live

in nership with his fellov beings. To make any other dseisico vould be
to turn avay from this central {ssue and to therebty sesk en expedieat and

R demeswnivg process for avolding a major soclal and lcgal responeibility.”

' The orfgisal Project Challeage defined, on pages 6 through 9, sows A5 clear, volle
stattd godls. The majority of these goals were family and ccemunity oriented, and,
unfortunately, most of them have not besn implenented.

Does the 1978 Project Challenge update adhere to the original philosophy! Are the nev
£oals na desiradls and cloarly~dofined as the origina} ones?! ¥s sutwit that the ansver
- to otk questions s "no0."
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The Connecticut Association for Rstarded Citizens callp upon the Depart ent of Mental

Retardation to re-affirm its support of the philogophy it 80 articulately exprassed -
in 1973, and to cocnit its energies and resources to inplementing the goals it definsd

20 well at that time.

Mlan and attended sll meetinga. However, our opinion, when it differed with the Departe -
gent, vos not adopted. Wa sutmmitted two minority reports, noither of vhich vas adopted

88 a part of the Plun. These reports are attahced to our testimony. Wien va vere in
disagreemont, v were told that as CARC members of the Task Force, we would have the

opportunity to comment in writing end ot @ Public Hearing on those imsusa of concern

to us, and ve vill do so today. \

Yirst, however, Y would like to strcas tbat ve are in agreement vith that aspect of the
Flan that encourages community living for rctarded people. We also support the
recognition of the private, non-profit sector as providers of residential Progroms. We
think nore detail should have been provided on the use of the privatc gsector, such as
the legal accountability lor rosidents, funding mecchanisns, cte., such information would
bave, among other things, answered some of the parenta’ concexns gbout the sccurity for
their children.

|
|
|
|
|
1
Representatives of CARC served on the DMR Task Porce charged with developing this 1
|
4
|
\
|
|
1
|

I will highlight bdriefly some of cur mojor concerns vith this Plan:

!
1. The Plan, by the taplication and design, vill keep abv.t 2,000 persons in |
institutions ond nursing homes, cven if the Plan werc succassful ; and, in order to
do this, the Plan cnlls for the cxpenditure of many nillions of dollarc for
construction at the institutions, Including cight new buildings on the &rounds cf
Mansfield Tralning School.
2 There is an iaplicit assumptios in the Plan that lcas severely handicapped persons
bave ths right to 1ive in cowsunity settings, but that more severely handicapped
persons do not skt > in thepe same ltasic rights.

3 The Plan not only calls for hundreds of retarded Porsons to remain in nursing hocas,
tut ulso allows for the continuation of such placements.

vV In point of fact, the nwmber of peopie who vill live in the community and the nusber
wvio will remmin in institutions and nursing homes under vhis Plan sppears to be
deternmined by the expedience of Jbtaining Federal dollars rather thon by fndividual
assesancnta of the rotarded peraons involved.

5 Time constraints placed on the nembers of the Task Force prevented individual
asscosmento Of retarded people now residing within the systen in order to datornina
vhat on appropriate resid.ntial setting would be for then in the future.

6. Time constraiats placed on tho [ask Porce membders alco prevented nendbers froo
dsternining the nunber of retarded people living in the community vho would nced
rasidential placencnts fn the next five years. Even vithout this necossary data,
hovevar, it io spparent that this Plan does not provide any rcal expansion in ths
aumber of availsble places for pcople ro live.

©  There is no emphosio on nalntaining a rotarded child in his natural resideace, the
fanily hone, by providing services to the child and support scrvices to the fanilies -
sucn as, parcntal subsidics, respite core, fanily counscling, ctc.

\
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Page 3

8. Thers is too 115tle eaphaois oo the pext best residential placesent, the foster or
odoptive hone — sgain vith services to the child and trsining and support services
provided to the glternative fonily,

9. The Tusk Force, probably again due to unrsalistic tine constraints, did not include
many State and local, privats and public ogencies and officials who will ultimatsly
need to 7ooperntl in its inplementation.

20. The steps in this Plan are not tied to definitive timelinss or to actual dollar
inpact. This wos not done in the original Project Challenge Plan in 1973, or the
Update 1n 1976, and may at least Porticlly account for the fact that the majority

* of reccumcadations in thoss two documents have not been inplemented.

In closing, may I point out that there are in Connecticut betveen 50,000 and 200,000
retorded children and adults, paay of vhon will require s supervised 1iving arrange-
nest for at lcost o portice of their lives. DMR facilities nov house fewsr than 4,000
retarded persons at s cost that exceedn 908 of its cntire budget. Kov caa the very
options that ve all seek de implenented, unless the funds which DMR has to use are
allocated in a aore equitable mannert

¥s urge the Doportment and other State ogencies involved to realize that on acceptadle
Plen would have to addrens the entirc population of mentally retorded persons, and in~
sure that every plocencnt, vhether from the inetitution or fron the home, would be to
6 normalized, hone-like environnent vhere parunts could rest assured that their sons
esd doughters wvould receive the care and training that would enable them to grov and
develop and to de secure in the futurc as oitizens of the cocmunities of our State.

o~

— December T, 1978
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Mrs. SANDAHL. Now let’s consider what the residents of our State
institutions get {or that $43,000 that it costs to keep them there in
the ICF program, for example. Let me say I believe there are some
wonderful people working in those institutions, but I also have
seen over the 6{ears how often the very nature of the situation has
consumed its brightest and best staff.

The turnovéfl‘ rate of 50 percent of staff in the first year speaks
for itself. Frustration and limitation are built into those million-
dollar behemoth “cottages,” as they call them.

My 33-year-old profoundly retarded son has spent 26 years at
Southbury in various levels of purgatory. I have learned that it is
not the rolling hills, not the Georgian architecture, not the rug on
the floor that counts. It is what is going on when you walk, unan-
nounced, into that place at, say, 10 a.m. on a Tuesday morning, and
it is usually nothing.

Peter has logged years in 40 resident wings where clothes were
an exception and 1 staff person might be seated at the door. In
such cases, there is little or no staff interaction with the residents.

You could count on the fingers of one hand the months he spent
in school over 26 years. At Southbury, they lose a teacher and they
hire a fire marshal. Peter’s parents pay taxes in New Haven. Why
can’t he use the services of New Haven firemen? He, too, could live
in a group home.

I have numerous friends whose sons and daughters have re-
gressed after a few months in the large institutions. One couple I
know found that their two sons, both ambulatory when they went
in, lost the use of their legs within a couple of years after entry.
The father figures that even though his sons are in an ICF facility
they get 6 minutes per meal to eat because that is all the staff time
available to hand-feed them.

Several times broken bones have not been explainable. When
complaining to the medical staff, the parents were told to take
their children home if not satisfled. Many children there lose
speech. Others lapse into spaced-out states or fall victim to self-
mutilation, as my son has done at times, due to lack of stimulation
and boredom. Others are maintained on doses of psychotropic
drugs and chemical restraints.

We have been luckier with our 31-year-old daughter, Tina, a
victim of Down's Syndrome. She went to live in the New Haven
Regional Center at 17. Her life has been much more active, though
her abilities are no greater than Peter’s. She lives in a “cottage” of
17 persons. Every day she goes out to an activity class of some
kind. Trips are frequent and the world cheerfully trails in and out
of the center. We infinitely prefer the regional center to the train-

ing schools but it would be cheaper and Tina could have the same _
services if she lived in a group home. Then some of the 41,000

other retarded persons in vur State wlio need more services might
share some of the resources.

You can tour Southbury's hiiltop cottages and hospital and see
many deformed, contractured bodies. The staff do their best, but
you heard experts yesterday say that mass institutional care is
never going to do what is needed for those people.

-
~, ‘

135

(‘.J




149

Individual training homes and intimate special-care facilities,
like Omega House, can keep these ﬁeople from getting into that
state, and to think it would even be cheaper.

Many say, what are we going to do with people who are intitu-
tionalized? The State has a heavy investment in those statel
buildings, the sewage plants, the laundries, greenhouses, staff
homes, and so on. There are parents who are firmly convinced
there is no other safe depository for their children.

But I am not so much concerned with the present status as with
the lack of clear direction for change in the future. Almost a
decade ago Governor Meskill promised that within 2 years our
State would have 100 group homes. Today, there are only 27 State-
run homes and 35 private facilities.

If we get one out of the current budget it wil} be a miracle.
Meanwhile, these are the hard facts. Only 4 or 5 percent of mental-
ly retarded persons are in Connecticut institutions today but 70 to
%0 percent of the current budget goes to support those persens, and
of the $66 million in rebuilding and bonding dollars spent by DMR
to date, only 36 million has gone for community facilities, and over
half of that is really going to perpetuate institutions, as in the
building of “group homes”, if you can call them that, on the
grounds of the Hartford RegionafICenter because there happens to
be land there. That is a travesty on the community concept. '

Finally, even if Project Challenge should ever be f‘uI])Iy imple-
mented, which is by no means certain, the net decrease in our
institution population will be only to 2,800 persons, and there will
still be all those people in nursing homes around the State. That
will still leave Connecticut with a very high rate of
institutionalization—three times the national average.

And worst of all, the provision of 120 new beds at Mansfield, and
the ICFing of numerous institution cottages will perpetuate for
perhaps anvther whole generation this regressive and far from
least-restrictive environment for hapless retarded people.

Fifteen vears ago my husband was mental retardation planner
fur the State of Connecticut. He and countless committees drew up
glans for comprehensive services to the retarded persons in our

tate. And chief amung those plans were newer, more human-scale
environments for those persons.

He quoted Robert Frost, saying, our State had “Miles to go
before we sleep.” In my opinion, Connecticut has been sleeping for
tEe (liast 15 years. Many other States have passed us and left us in
the dust.

I would like to quote part of another poem by Frost,

Tur Roap Not Taken
I shall be telling this with a sigh
somewhere ages and ages hence.
Two roads diverged in a wood and I,
I took the one less traveled b
and that has mude all the difference.

Somewhere we have taken the wrong turning. The future of
retarded and handicapped persons surely lies closer to us, not
farther away on rural hillsides. Bringing them back into our hearts
and communities involves risks, sure, some to us and more to
them. But any full life involves risk. If they are to spread their
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wings to their widest possible extent we have to give them every
opportunity to grow.

Let’s go back to where we somehow got off onto that wrong turn
and set out again once more.

Senator WEeicKER. Thank you very, very much, Jeanne, for very
eloquent testimony.

Next, we have Jim Rebeta, the Parents and Friends of the Re-
tarded, Bridgeport, Conn.

All right, Jim, I am going to try to keep you to the 10-minute

“rule, if I can. I haven’t done very well at it this morning so I am

not going to lower the boom on you, but we do have a couple of
more witnesses and we are going to have to recess the hearing at
12:30, so I would appreciate it. Do the best you can. I am not going
to stop you.

STATEMENT OF JIMAREBETA, PARENTS AND FRIENDS OF 1ilE
RETARDED, BRIDGEPORT, CONN.

Mr. REBeTA. Senator Weicker, Mr. Doyle, 11y name is Jim Rebeta
of Trumbull, Conn. I am the parent of a 32-year-old mentally
retarded daughter who has had experience in various facilities in
the States of Massachusetts, Missouri, New York, and now, of
course, in Connecticut.

She is a member of the Kennedy Center Workshop in Bridgeport,
a client there and also is a member of Maridot Manor, one of the

* group homes that is operated and run bv the Parents and Friends.

For myself, I have been on the boara & number of years of
Parents and Friends and am entering my third term as president,
and | say that not to illustrate any degree of expertise but merely
to add some perspective to my remarks.

Thirty-two years of experience with a retarded child and also
experience in four different States and 7 years here in Connecticut.
Allow me to be bold enough to suggest that first and foremost, we
need to effectively identify the problems of the retarded in Con-
necticut.

I know that we have a marvelous program here. We certainly
are not behind any of the other States with which I have had
personal experience, but, nevertheless, I do indicate that we do
need to identify the problems.

We do nead to evaluate the needs of the retarded and to formu-
late a realistic and all-encompassing program of action for the
retarded if we are ever to seek a viable solution.

I know that my comments will shock some people and infuriate
others who feel that they know the problem and they have the
solutions. However, when I can hear the so-called experts point out
and advocate educational mainstreaming of all retarded and
deinstitutionalization across the board, elimination of all institu-
tions, then I know we are far from knowing the problems of the
retarded and we are far from really having the answers, as well
intentioned as these experts and professionals may be.

You will note that I introduced myself as a parent of a mentally
retarded daughter. I did not say that I am the parent of a develop-
mentally disabled person. This is a beautifully sounding rights
defending term that has been concocted and is being used and I
can't help but feel that is just symptomatic of our problem today.




are being advocated, they are solutions that really have not been

tested. Agsin, I say, our basic need is further study and evaluation

and, really, the identification and determination of the needs of the
. retarded. Otherwise, we are merely going to continue to provide
band-aids where perhaps major surgery is needed.

And I would like to use the example of our own Kennedy Work-
shop, if I may, to illustrate this point. When we receive clients
there, and we have 240 of them now, we start out, regardless of
where they may have been—the public schools, at home, in the
institutions, at a regional center, wherever—and put them through
a 3-month period of evaluation and testing.

I say 3 months because that is the minimum. It may often goto 6
and 8 months, depending upon the attention span of the client. As
you know, in many instances the client can only take about 10
minutes of review, consultation, and testing, and the interest span
is gone. It is over, it has been reached and we have to call it off
there and come back the next day. And that is the reason why we
feel that under no circumstances wiil we ever know the problems
and the needs of the individual retarded client without this kind of
evaluation.

For anyone to sit down, regardless of how talented and how
professional, and think that in 1 hour, perhaps 2and the filling out
of one form, they can automatically know the needs of this individ-
Eal is just another indiciation of some of the problems that we

ave.

So, we do need to take time and have patience with the retarded.
I would be remiss if I didn’t point out that we need to discuss
funding and basically stability in funding because, hopefully, sore
degree of stability would come from these hearings and from the
evaluations of which I speak, because today there is too much time
spent by our staff in second-guessing the authorities, too much
time spent in interpreting the various regulations that are changed
quite often, and also too much time in determining just what it is
that is expected of us in terms of compliance.

And, oF course, the adequacy of funding is another point. It
certainly should not be on the basis of the loudest voices or the
most professional presentations but should be on the hasis of in-
vestment in people and also a determination of the neceds that are
required, and not necessarily—and this may be of stne interest to
you -it doesn’t necessarily need to be in ever-increasing amounts
- or larger amounts than ﬁefore but we do need to learn how to

spend our money and the available funds more wisely.
And, again I say, evaluations and studies are needed to deter-
mine the overall needs as well as the personal needs of the clients.
- In terms of institutions, I feel the basic need here is to make
certain that we have qualified staffing and that we eliminate the
abuses that, incidentally, are held up as :xamples as to why we
should eliminate the institutions, and also the development of rf
fective programs of education and training for these ind..iduals.
It may be shocking to the audience to know that withinthe last
6‘23 weeks I have been in receipt of a memo at one schoof in Con-
nécticut, a memo.to the staff saying that from this point on —that
15%just 2 weeks ago in the year 1981— that school will no longer use
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bar soap in the mouths of the retarded, nor will liquid soap be

squirted down the throats of the retarded from that point on as

corrective devices and as a means to stop any extraordinary con-
duct on the part of the individuals. This is the year 1981 and those
practices are still continuing. .

And, yet, I dc not advocate that we eliminate this school or close
it by any means, but rather that we stop this kind of nonsense, get
qualified people who don't have to resort to such tactics in order to
keep control over their clients.

Senator WEICKER. This is a normal public school or private
school? I am not trying to get a name here.

Mr. REBETA. A public school that has a number of classes for the
retarded. Obviously the staff people involved were not up to the
problem and apparently had heard somewhere or read somewhere
that this was a practice that could keep the retarded under control.
Of course, whatt. .y may have read may have been something that
was vintafze 50 or 60 years ago.

Again, I would emphasize the need for further study and evalua-
tion on the part of an unbiased panel, a panel that involved all
facets of interested people in this community and interested people
in terms of this problem so that we get to know basically what the
problems are and we get to come to grips with what the real needs
are and then determine whether or not the institutions are the
answer, and what size institutions and how we can use some of the
other recommendations that have been offered at these hearings
and use them most wisely.

I personally feel that there is room for all of the facilities that
we have mentioned, community traininf, the group homes, the
regionil centers, the large institutions only because of the needs of
the individual. .

I understand from the signals | am getting that I have stayed
within the 10 minutes. Thank you very much.

Senator WEICKER. I certainly have to thank you very much. I
appreciate it.

HNext, Mrs. Erlich of the Easter Seal-Goodwill Group in New
aven.

And then, we will conclude after Mrs. Erlich’s testimony with
Bob Holzberg. You will be following Mrs. Erlich’s testimony.

Welcome, Mrs. Erlich, and please proceed.

STATEMENT OF MRS. ERLICH, COCHAIRMAN, PARENT GROUP,
WORKSHOP ACTIVITY PROGRAM. NEW HAVEN EASTER SEAL
REHABILITATION CENTER

Mrs. EruicH. Thank you, Senator Weicker.

I was asked to come here because I am the cochairman of a
parent group for the workshop activity prugram at the New Haven
Easter Seal Rehabilitation Center, but J speak more personally as a
parent of a 27-year old son who is mildly retarded and also cerebral
pulsied and who, until 3 years ago, lived at home and now lives in
a group home.

For the past 9 years, Seth has been, at least 5 hours every day,
at the rehab center in some sort of a workshop setting, first as part
of his educational services from the New Haven Schoul System and
now as part of the work activities program.

]
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There are about 155 people in the program and they do all kinds,
of minor assembly work and perform rather simple tasks. They
learn these tasks. They earn according to their productivity and
they learn how to perform in a regular kind of work.

Many of them live at home. Some live in group homes. Those
who can use public transportation to get to work and, the most
important thing, they feel they are part of the community.

Of course, you know about the threat to the budget of workshops
such as ours, and that means that these clients=—and they are very
well aware of it and may someday not have a place to go, not have
a place to work, and not have a place to feel as if they are worthy
of something. ’

As a matter of fact, right now there are too many people on
waiting lists who can’t get into the workshops because there is no
room and no money to accommodate them. Personally, for my son
the workshop is a place td learn, to socialize, but it is also a place
of great frustration.

Most of the work that they get to do requires small motor control
and this is where he really is in big trouble. But, despite endless
frustration he keeps perservering and his failures, as well as his
successes, are a very real proof of the need for such workshops and
the need to develop even more expanded programs in them.

There should be exchanges of staff and services with workshops
around the State and even around the country. There should be
way: of developing products that the workshops can produce, or
services that they could perform that will insure them of work and
a place to go when they can't get things from the outside industry.

Until 3 years ago, as I mentioned, Seth lived at home and I think
he was reasonably happy. But since then he has been a resident of
Friendship Gate, a group home in Hamden, Conn., that is incorpo-
rated by a group of private individuals who are interested in th:s
kind of service.

Friendship Gate has changed his life and ours. It has helped him
develop beyond anyone’s expectations. He is his own person. He
makes his own decisions, his own mistakes and his own achieve-
ments.

As a parent, [ believe that group homes, as well as large institu-
tions and anything in between, are all needed. Whatever is most
appropriate for that individual is what should be available to him.

Of course, it would be an ideal situation if we could have all of
these facilities. group homes for those who can benefit, respite
facilities for people who live at home but whose family need to
place them temporarily for short stays, regional centers and places
like Mansfield and Southbury, which serve those who are be:
helped by those programs. In other words, let the facility fit the
need and not the client fit the program.

Senator Weicker. Mrs. Erlich, thank you very much. You
summed up the feelings of a good many of us in this room. Thank

you.
Next, Bob Holzberg of the State Office of Protection and Advoca-
cy, accompanied by Sharon Johnson.
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STATEMENT OF ROBERT HOLZBERG, ATTORNEY, STATE
OFFICE OF PROTECTION AND ADVOCACY, ACCOMPANIED BY
SHARON JOHNSON, PUBLICIST, STATE OFFICE OF PROTEC-
TION AND ADVOCACY

Mr. HoLzBErRG. Good afternoon, Senator. I am Robert Holzberg,
for the record, and with me is Mrs. Sharon Johnson, who is our
publicist. )

First of all, thank you for the opportunity to appear here. I want
to begin by clarifying a comment or statement that was made
earlier by one of the previous witnesses concerning the Governor’s
council which purpu.tedly was not providing representation on
behalf of the Friends of the Training School.

I think the lady had in mind the advocacy office. I would like to
take this opportunity to explain that. We are involved in an
amicus capacity in the Mansfield lawsuit. That decision came after
our board of directors studied the matter and considered the op-
tions over a long period of time. Indeed, I dare say, many com-

-plained that we were vacillating.

In any event, after careful consideration a decision was made in
terms of the lawsuit. Because of that we feel, and I am sure you
will appreciate this, Senator, as an attorney that it would be inap-
propriate at the same time to be representing the opposite position.

I hasten to add, however, that we have no difficulty in represent-
ing any person who is retarded or handicapped pertaining to issues
which are not involved in the Mansfield suit.

Senator WEICKER. I find that rather difficult, counselor. It seems
to me that everything is involved in the Mansfield suit.

Mr. HoLzperGg. To the extent that this suit calls for a—let me
put it this way: There are issues involved in the care of persons
while they are at the institution; for instance, obtaining certain
services, or being denied trip privileges. We feel comfortable in
serving as an advocate.

However, when we were called upon to represent a parent in
their quest to have the training schools remain open, or continue
in gerpetuity, we feel that is in conflict with the plaintiff's position
and the amicus brief we had filed.

Senator WEICKER. Who made the decision that your office should
take that position?

Mr. HoLzeerG. We have an advisory board, sir, and it was they
that after a careful consideration of the differing viewpoints. made
the decision. And, by the way, I believe it is a fair cruss-section of
the community.

Senator WEICKER. Does the public law that set up your operation
permit for this type of an operation where there very well might be
a conflict of opinion within the group that you are meant to serve’

Mr. HoLzBERG. Yes, sir. In fact, I was going to get to that. I think
it was finally their judgment that it would be an abdication of our
responsibility were we not to take a position. The Developmental
Tisabilities Act which, of course, charters us authorizes us to get
involved in representing, advocating, and investigating matters
pertaining to handicapped citizens.

We have a State law which is roughly analogous to that and it
also authorix > us to get involved in lawsuits. Unfortunately, it is
impossible, I guess, to be all things to all people and, based on our
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judgment, the judgment of the advisory board, the most fruitful
position for the office to take was in its amicus role.

I understand it is a very delicate, sensitive issue but we feel that
it is something we have to do and it would be remiss to sort of sit
on the sidelines given the allegations which were raised.

We also are prepared—— . -

Senator WEICKER. Where does this leave the parents, as far as
the council is concerned, that have a point of view that the institu-
tion should stay open even if .for limited purposes? Where does it
leave them?

Mr. HoLzBERG. I guess they are in the position where they are
now where they retain Joel Klein from one of the large Washing-
ton law firms.

Senator WEICKER. I think what bothers me is that you are par-

* tially funded, if I am not mistaken, by Federal funds.

Mr. HoLzBERG. That is correct, sir.

Senator WEeIckEr. Why don’t they have the same right to repre-
sentation in this matter.

Ms. JounsoN. If I could attempt to answer that, Senator, not
being an attorney but I was with the office at the time that we
made the decision to enter the lawsuit as an amicus and both our
State and Federal mandate discuss very succinctly the fact that we
are established to represent handicanped and developmentally dis-
abled persons.

We based our decision, our board's decision, to enter the lawsuit
on perhaps approximately 18 months of research that was done by
in part contacting other protection and advocacy offices. There are
3 P. & A. offices across the country and territories and doing quite
a bit of research into the types of programs that you saw yesterday,
the types of slides, the types of evidence that was gjven yesterday.

Based on that, and based on also the fact that many of our staff
had been former employees of either mental health or mental
retardation institutions, based on the experiences they were able to
give to the office and to the board, and based on the experiences
that many of the parents on our advisory board had had in the
social service system in Connecticut, that is precisely hov we en-
tered the lawsuit as an amicus on the side of the plaintiffs.

Senator WEIcKeR. I still don’'t understand where that leaves
these people who have their children in the institution and want
their children in the institution. They are, in other words, specifi-
cally covered by the public law which sets up your institution.
Where do they go? You are telling me they go to the private sector.
That is not what the law contemplates.

Mr. HoLzperG. Senator, I think it is a very difficult question and

‘I want to preface my comments by that.

Senator WEICKER. I am not going to get into the legalities now
but I think it is manifestly unfair that a law that was meant to
serve all is only serving a few. What I am saying to you is I think
you probably should have stayed out of this.

Mr. HorzBerG. There was much——

Senator WEICKER. I am not saying you should have taken their
side. And I am deeply concerned that we have this commitment
from Federal funding which is geared toward an entire group and
130
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you are using it now to favor a portion of that group against
another element within the group.

That was not contemplated by the Federal law. It was contem-
plated in the sense of representation of the entire group, vis-a-vis
the rest of society.

Mr. HorzBeErG. May I respond to that, Senator?

Senator WEICKER, There is no point in expanding these hearings
to get on to this point but I think I am, just on the basis of
fairness, regardless of my personal feelings—when we made this
commitment it was to assure that there would be an advocacy
outlet for the parents of these people.

And what you are telling me here today is that a portion do not
have that outlet.

Mr. HorzBerG. I am afraid that the problem is accentuated be-
cause of the intense emotion and the difficulties of the losses
sustained.

Senator WEICKER. I am not emotional, I am just talking about
.he fairness of the proposition.

Mr. HorzBERG. It seems to me that that problem arises even in
issues which are not as, shall I say, provocative as this, or as
difficult to resolve. Yet, there are always going to be those who
wish something that will be an opposing point of view. I am not
sure how that is resolved practically so that——

Senator WEICKER. I think we would both agree that probably if
you want to take a head count—and I don’t think a head count is
particularly important as are the equities or the legalistics that are
involved here—but if we want to take a head count there is prob-
ably a pretty close division here in the sense of numbers. Numbers
shouldn’t be fhe issue anyway.

I just don’t see how you got into the middle of a sjtuation that
obviously is of concern. I might add this: I very well might have my
own ideas that indeed the State should press forward with the
newest forms of treatment, of housing, of programs. I am not even
arguing that point with you.

I just feel there is something manifestly unfair when you have
been put into place to serve all that you decided to serve only a
segment of all. That is what bothers me.

Ms. JounsoN. If I can just interject, we do believe that we serve
all developmentally disabled and handicapped people. We do no“
serve—we were not mandated to serve the parents. I really think
that is an important distinction.

Senator Weicker. Well, I will tell you, we are going to have this
out. I have 7ot reauthorization hearings coming_up and I will gee
you both then. I will want a damn good reasen as to why this is
going on. As I said, and I want to repeat, if anything, I would say
that I have been deeply impressed by the testimony of yesterday. I
am not going to say that I haven’t been.

But I also understand, I think, tae situation af those that have
testified today and those, I might add, who have been in the middle
of all of this have indicated to me, those that really have no ax to
grind or, indeed, Rave children in circumstances that are best
served by the group testifying that it requires all parts of the
spectrum to be in play.

0
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And all of a sudden, this board is coming up here saying, “We
are going to close the institutions”. I haven’t heard any testimony
to that extent, none. What kind of testimony did you hear?

Mr. HovrzBera. First of all, the position of the amicus brief was
not to close the institutions. I think that is not an accurate repre-
sentation of what the lawsuit is. I appreciate your concerns.

I guess I have a few more minutes left.

Senator WEICKER. You have enough there. I am not going to take
away from the time of your presentation but I want to repeat that
I am going to do everything I can in those reauthorization hearings
to make certain that the advocacy function is one that is executed
on behalf of all those within this particular community, all those,
in the sense of the retarded and their parents and legal guardians.

For the advocacy office to go ahead and choose up sides on an
issue such as this within the community, I do not think fulfills the
intent of the law. I am beginning to understand why it took 18
months to come to a decision. I suggest that anytime you get into
something that takes that long to decide, chances are you shouldn't
be in it in the first place.

Anyway, go ahead and proceed and we will cover the matter at
the reauthorization.

Mr Howrzserc. I will summarize very briefly. I submitted earlier
a written statement and I will just rush right through it.

I begin with this problem of appropriate~by briefly describing
what it is we do in our office. In addition to this lawsuit we have
represented, by our calculations, well over 500 retarded persons
and their parents on a variety of matters.

What I would like to do is sort of distill those experiences which
we have gleaned from representing the various retarded citizens
and highlight different problems which have appeared to us. This
is, by no means, an exhaustive list. There are certainly many other
problems and needs, but-some of the more recurring problems
which we have seen.

I have divided my testimony into two parts: The needs and
problems of those retarded citizens in the community® and the
latter half of my testimony will deal with the needs and problems
of the retarded citizens in the institutions.

We have identified three major problems of the community treat-
ment. One has to do with what we believe to be the inappopriate
placement large numbers of retarded citizens in nursing homes.
You heard yesterday the figure, which I believe is accurate. There
are presently 700 retarded persons who have been placed, either by
a family or by the State Department in nursing facilities. We
believe that the large majority—and I think the Department would
agree, too, based on their own assessments~the large majority of
these people should not be there primarily because they are in
need of habilitation programs and the nursing facilities, unfortu-
nately, are ill equipped to provide those sorts of services.

One suggestion which might be fruitful is to take a look at the
title XIX of the medicaid regulations to determine if and when
retarded persons are placed in nursing facilities they ought to be
guaranteed a certain level of services above and beyond the basic
nursing services. I am speaking about habilitation programs now.
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The second problem in the community has to do with wi it we
believe is the current fragmentation of the service delivery system.
As you are aware, Senator, there are a myriad of services which a
retarded person may need, ranging from educational to habilitative
to housing, advocacy, et cetera.

In assembling these services the retarded person may have to
deal with a multiplicity of State, local and private service provid-
ers. And it has been our experience that even a sophisticated
consumer will often have difficulty negotiating his way through the
system. .

This is made doubly difficult by the fact that a retarded person
may not be that sophisticated and may have to endure various
forms of discrimination. What we would suggest is a more intensive
program of case management to assist the person in assembling the
various services that he needs. ,

In Conggmbicut right now there is a model project to help elderly
persons locate alternatives to nursing homes. This has proved to be
very cost effective and has helped to reduce the placement in
nursing homes. We think the same principle can be applied to
retarded persons so that they get the appropriate assistance and
liaison to assemble the required services that they need.

Finally, I would like to simply point out that we think that there
is & need for additional services in terms of family support. It has
been our experience that too many times families are placed in the
cruel—are presented with the cruel option of having to keep their
child at home in situations which pose great stress and exhaustion,
or place them in the insitution, and were there more support
services the family unit could be kept intact, and in this regard we
suggest two possible programs.

ne is a service subsidization program which would hllow par-

Qents who have disablet{ cnjldren to get small subsidies to help them

assist in the care of tHeir whild which is in excess of the cost it
would take to raise a nonhandicapped child.

And, finally, although Confpecticut has made a beginning in res-
gite care, we think more of that is needed. I am going to stop here,
Tenator.

Senator WEICKER. I thank you/ véry much. I am just deeply
disturbed by what it iz *" »t the Qffice of Advocacy has done here.
You are supposed to be representing a minority and now you have
left a minority within the minority to fend for itsclf.

Just out of curiosity, what are you going to do now if several of
these parents have children or wards In the institutions which are
proven incapable of being served outside those institutions? What
are you going to do on their behalf if they come to you and say,
“We want the help to keep our—— .

Mr. HowzBerG. Do you mean if that is the final decision?

Senator WEIckeR. No, that is the situation.

Mr. Houzeerg. If that is the situation then we will do all within
our power to insure that they receive the best possible program
and services in the institution. If that is the final word, we will
obviously live by it and we will do our best within that context.

Senator Weicker. Who is going to render that decision?

. (IiVIr. HouzBERG. I assume it may be rendered by the locul district
judge——
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Senator Weicker. I am talking outside of your lawsuit. It ‘seems
to me that you have already made a decigion within your advocacy
group as,to which should or shouldn'-tol??

Mr. HorzBerG. Are you suggesting that professional opinion
should change in some way or there should be more unanimity of
opinion that——

Senator WEercker. I have heard nos professional opinion around
here that doesn’t see a particular need for the institution. I am not
saying the need, but a need. What happens to those people? They
are now precluded, because of this action of ycur entering in an
amicus, from using your office. Do you think that was contemplat-
ed by these of us who set up the program? .

Mr. Hovrzsera. If I can back up, Senator, I am not trying to
deflect your question, but I don't think it is entirely accurate to say
that they are precluded from using our office.

Senator WEICKER. You are the one that told me that.

Mr. HoLzBerG. Insofar as they request that we represent them
on the other side of the lawsuit. Perhaps I didn't make that clear.
We are fully prepared and fully willing and able to represent them
on any other matter. We are not saying, don’t call us, don't come to
us, we can’t help you anymore. .

We are just saying that having filed an amicus brief we are now
precluded from representing you as defendants—intervenors. Short
of that, we are fully prepared, willing and capable, I believe, of
rendering vigorous and effective advocacy.

Senator WEICKER. Of course, the only thing that means anything
to these people is you can't represent them.

Mr. HoLzBErG. On that particular issue.

Senator Weicker. That issue is the issue. That is everything.

Mr. HoLzBperG. In some ways it is but there are a host of subsidi-
ary issues which come up on a day-to-day basis.

Senator Weicker. As I said, without taking their part in this
matter at all, just as an element of fairness, as an element of--as a
recognition of the intent of the Congress I don’t think this was
contemplated.

Obviously they have got their own attorneys.

Mr. Horzgera. Right.

Senator Weicker. But if we thought everybody hac to go out
there and get their own attorneys we wouldn't have set up the
Office of Advocacy.

Mr. HoLzBEeRrG. Sir, if I could just make one more point.

Senator Weicker. I am glad they can afford an attorney, but
what if they couldn’t afford an attorney in this situation?

Mr. Horzeera. | know that sometimes the numbers don't mean
anything but I just have to point out that this is not merely a
Connecticut problem. Thisds not to suggest that your concern is
not appropriate but t ntire protection advocacy system, with the
exception of 9 offices, X5 offices have filed a brief, an amicus brief
in the Supreme Court i e[iwendent of this case, the one from Penn-
sylvania, so it is not a pryblem that is indigenous to Connecticut or
to our office.

Senator WEICKER. Agaj
weaqre goingto b wsfering all 50 when we reauthorize. We will
be. ham goingXo make damn sure any reauthorization, should this

, counsel is correct. John tells me that
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type of situation arise, that counsel is going to be available—you
people wired yourself in, they didn’t. They didn’t, they were put
into this corner.

They were put into this corner by persons who disagree and that
is the right of those who disagree to hire their counsel and go to
court. I am not disputing that gth now, the apparatus, the mecha-
nism that was set up to -guarahtee them their legal rights was
denied them Lecause that apparatus has become part of the suit
filed by others. To me, it just totally subverts the whole intention
of the advocacy portion of the legislation. As I said, without trying
to judge :the merits of the situation I just thmk it is patently
unfair.

Mr. HoLZBERG. May i just make one more comment? One thing,
do not walk away with the impression that our office, or indeed the
other 45 States, you will hear this at the hearings and I don't have
te t.xe up much tifne—has done nothing but be involved in this
lawsuit. We have provided very important, I think, and useful
advocacies for a——

Senator WEICKER. Now look, you are a lawyer and so am 1. Do
you think—lét's move away from this case. Do you think, under
the circurhstances these people now are gring to come to you when,
in effect, you are the counsel on the other side of the largest case
in their lives but they are going to come to you on other matters?

Mr. HorLzBErG. We have received requests for assistance, sir, and
it may be that there has been a chilling effect. That is entirely
possible.

Senator WEIGKER. I think that is the understatement of the year.
I would say that is very chilling. I don’t think it would encourage
me. And, as I say, I don’t want to attempt to judge the merits at all
and, mdeed, it probably is true, the State should be ] pussmg its
advance in this area to a far greater extent. Maybe that isn't even
the fault of the State. Maybe it is the fault of the fact that nobody
wants to fund any of this.

I think when Judge Barell made his comments that what we are
reaily talking about here is a battle over funding, I think he put
his finger right on it. But, as I say, my concern is with the original
intent of the law as it related to your particular function.

And this is no law, as obviously it is not your decision individual-
ly, but I very much quustion as to whether or not this is what was
intended, but this is what we can go 1nto in the hearings in
Washmgton

In the meantime, I did not mean to give you a difficult time.

Mr. HoLzBEeRG. That is OK.

Senator WEICKER. You keep doing, obviously, what you have to
do on behalf of your board and I will consult with my board down
in Washington and whoever has the votes will win.

Mr. Houzaerc. That is the way it works. Thank y. a.

Senator WEICKER. The hearing will recess uatil the hour of 145,

[Whereupon, at 12.45 p.m. the hearing recessed, to reconvene at
1:45 p.m. the same day.]
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) / AFTERNOON SESSION

Senator WEICKER. The hearing will come to order and we will
have as our first witness for this afternoon’s session Senator Wil-
liam Rogers.

STATEMENT OF HON. WILLIAM F. ROGERS III, A SENATOR
FROM THE 32D DISTRICT OF THE STATE OF CONNECTICUT
IN THE CONNECTICUT STATE LEGISLATURE

Senator RoGERs. Good afternoon, Senator Weicker and Mr.
Doyle My name is William Rogers. I am State Senator from the
32d District. !

I appear this afternoon—incidentally, I apologize for not being
here this morning. | J

Senator WrICkER. You lead the same life I do and you can’t be in
two places at the same time, so I appreciate that. You go right
ahead, Bill. |

Senator RoGErs. Thank you. /

I appear not as a parent of a retarded child but as in eight other
categories: as a resident of the town of Southbury for 35 years, one
who has lived close to the Southbury Training School—part of my
property abuts Soutl‘Lbury Training School property;

One who has known all the superintendents, including Mr. Ros-
sell, who was the first one; one who has come to know hundreds of
the employees of the Southbury Training Schocl; and, one who has
been in the cottages and the Kospital time, after time, informally
and otherwise, and I think I am one who knows the Southbury
Training School intimately. !

I appear also as one who was a member of the Southbury Train-
ing Scrlool Board of Trustees fer 4 years under Governor Meskill. I
a};])pear as one who knows the dedication and, yes, the real love
shown by the staff qu the employees to the mentally retarded in
Southpury.- i

And, finally, as one who has seen individual clier.is improve to a
condition which has allowed them to return home or to active life
in their own community. ;

I agree totally with Commissioner Thorne's ongoing policy of
placing each retarded in the highest type of environment that that
retarded can assimilate. But, to demand arbitrarily that all of our
mentally retarded, including the severely and profoundly retarded,
be placed in individual homes of four to six per home, is, to put it
mildly, unconscionable and simply cruel.

The plaintiffs are vague as to how the retarded will benefit more
by such placement. I question three specific areas where such
p{acement will be highly detrimental. total safety, continuity of
care when the parents have deceased—and that, incidentally, is of .

. Breat concern to the parents who are growing older and having had
. children there, some of them for 30 years or longer, and, third,,
\ community acceptance. ,

, The last alone is & terrible problem. We hg\ve all seen that
- problem and some results that have come about in certain of our
| larger cities with total opposition from the neighborhood.

Senater, this case is now estimated to be costi g the State of
C;:mnccticut approximately $4 million and we haven't seen the end
of it. i
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My testi%y is short. I will conclude only by saying how sad,
sir, Eow very sad. The plaintiffs must not prevail. Thank you very
much.

Senator WEICKER. Thank you very much, -Senator. I appreciate
your taking the time to share your thoughts with us.

For the balance of this afternoon we have three panels and the
time situation is such that I am going to allocate a half hour to
each one of the panels. At this time I also want to find out whether
or not there is anybody who has not been heard by the committee,
who might not have been scheduled in the formal sense that would
like to have 5 minutes before this committee, the idea being that I
don't want anybody to leave here feeling that they have been
precluded from expressing themselves. .

Is there anybody that is in that category? If so, don’t hesitate to
speak up.

Why don’t you come down, and, sir, why don’t you come up and
make your comments while the other witness is coming down.
Then we will move directly to the panels.

If you would, have a seat and identify yourself for the record.

STATEMENT OF FRANK POWERS, WEST HARTFGRD, CONN,,
MANSFIELD PARENTS ASSOCIATION, PAST PRESIDENT

Mr. PoweRs. My name is Frank Powers. I live at 217 Somerset
Street, West Hartford. I am a past president of the Mansfield
Parents Association. I am on their executive board and I am their
legislative chairman.

Senator Weicker, I appreciate the opportunity to speak before
ﬁ)u and your panel and for the record. I do want to say one thing.

any items you have read in the newspaper have been negative
toward our school and I want to make a quote:

There are more good things happening daily at Mansfield and
there are more good peopls, dedicated people working at Mansfield
than not. There has been much said today, and you know the
picture very well.

I am going to be brief. I am going to say that I think that the
department of mental retardation, regardless of the harassment by
the press and by professional lobbying groups because of their
theories and philosoghies, I think we have the be.. department in
the United States. I haven’t seen any better.

I have been very active in trying to improve the quality of life at
Mansfield. I have been very successful and all the times that I
have been successful the same group that you have been hearing
about todair, Connecticut Association for Retarded Citizens, have
opposed all the efforts that we ever had to improve Mansfield.

Mansfield has improved since 1973. I think we have an excellent
commissioner. I think we have excellent staff people and I think
that it is a shame that we have to be involved in a difference of
opinion to the point of litigation.

Where our problems should be resolved is right in these halls
and not by ajudge to mandate the eviction of 1,100 people into a
community that is not ready for them, and even if thc community
was ready for them I doubt very much whether the remainder of
people that we have after the deinstitutionalization process since
1967 that has been going on at Mansfield, I doubt the people we
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have left can function in the communitv in an independent way, in
a way that they deserve to be taken care of.

I thank you very much, sir.

Senator WEICKER. Thank you very much, Frank. I appreciate
your testimony. .

I believe there was one other person that indicated that they
cared to testify. Step right up, tell me who you are and fire away.

STATEMENT OF LUELLA WARREN, PARENT, GUILFORD, CONN.

Mrs. WARReN. I am Luella Warren and I live in Guilford, Conn. I
have a 2l-year-old d. aghter who has Down’s Syndrome. I have
other roles but I will not relate to those in any way. .

Our daughter has been fortunate enough to have been able to
live at home all of her life. She has also had the opportunity to be
with her own sisters and brothers and with those people who live
in our neighborhoods. I have fought for the opportunity for her to
be able to go to public school. i

Many times I was almost persuaded to put her in a segregated
school where they told me the program was better and she would
benefit more from it. But I felt, if she is going to live in our society
Zhe needed exposure to it. Therefore, she went through all of the

ifferent public school programs, many of which were very inap-
propriate for her, but she survived.

She happens to be a very surviving kind of person who has a
delightful personality and a great sense of humor, which I feel are
parts of her that would not have been developed if she had not had
the opportunity to be with so-called normal people.

We are a local association, was one of the first in the State to
open our own first group Fume. We also have a fairly large shel-
tered workshop situation in which we made every effort not to
follow the stereotipe of what is expected of retarded people, that is
simply bench work.

We have a horticulture program, fu.d service program. We have
a ground maintenance program, sewing. We opened two restau
rants and through these efforts the community has come to know
our people and to appreciate their abilities. They also recognize the
differences but they are accepting them as individuals which 1
thixl](k is one of the greatest achievements that we have been able to
make,

Instead of “the retarded”, ‘‘the handicapped”, or “the whatever”,
they are people who are different and who need certain kinds of
help and services. The Department of Mental Retardation has been
very helpful to our association through its developmental team:.
They come down arid help establish programs.

They have helped us in trying to open our group homes. We now
have three with three more that are going to be coming into being
within the next few months. You know abcut the HUD process.
You know how long that takes. One is on the ground, one is upand
the other one will be by June.

I think that one of the sad things that I listened to in the last 2
days—and I fully appreciate the pain and anguish that these older
Parents are experiencini and their fear of what will happen “when

am. no longer here”. I have gone through this for so many months
and I really do understand it.

.
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They did not have—their children did not have the opportunity
that my daughter had to go to the school and have the training
and the help that she needed. She didn't always have it. She didn't
go to school till she was 8 so she missed a lot of that stimulation,
which I understand your son is going to experience. Therefore, his
limitations need be much less than what a child who did not
receive that would be.

So, these older parents have these older individuals living in
what they consider a very safe environment. Perhaps it is safe for
some of them than for others; 1 am sure you are aware of things
that happen in those large congregate settings which cannot be
avoided.

One of the things that I don’t think has come through clearly
today about the litigation process—it seems to be clear cut, institu-
tion or community, and it isn't that, at least not in my estimation.

What the lawsuit hopes to accomplish is to give every retarded
or handicapped person who is confined in an institution or any-
where else an opportunity to develop to the best of his ability or
her ability in the environment which will be least restrictive of his
or her freedom.

These people are actually—maybe the parents think that they
are safe and sound and it gives them peace of mind, but what
about the individual who has known nothing else and will never
know anything else unless change comes about. I just wanted to
make sure that you understood that the goal of the lawsuit is not
to close Mansfield. It is to create the best possible life for each
individual who now happens to live there.

Senator WEICKER. The only question. that I would have—and you
correct me if I am wrong—and, again, I have nothing except some-
thing that sits in the back of my mind as to having been told and I
can't even say by who, is it true that attempts were made to settle
this lawsuit, which attempts were almost successful except for the
insisténce by the CARC that there be a clause in the settlement
that would indicate the closing of Mansfield?

Mrs. WARREN. Absolutely untrue. I don't know where you heard
it. It is absolutely untrue. There have been efforts made, through
the DD Council—Dan was very correct in that—that he wanted to
have CARC and DMR sit down and discuss the various components
of the lawsuit. '

Senator WEICKER. Let's hepe that people can sit down and talk. I
dolx;('t know what would predude anybody from sitting down and
talking.

Mrs. WARREN. I can’t either.

Senator WEICKER. I don't understand that at all. There is nothing.

in there that I know of as an attorney, never mind as a U.S
Senator, that insists this go to a conclusion in the courts.

I think, No. 1, you made avery good presentation here. I think I
am aware, as> you areé, as to r\ioth what the problems and the
opportunities really are and I think that as long as everybod[s]/
understands there are problems that have to be solved along wit
thelo(;i)portunities that have to be pursued, this thing could be
settled. )

Mrs. "WARREN. You were right, though, about the funding too. I
guess everybody is aware of that problem. And I think what the
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people in the community are frightened about, these parents who
have been able to keep their child at home or somewhere close by,
that what they envision down the road when their time comes is
all that will be left is the institution for their child.

That would be just disastrous.

Senator WEICKER. I would agree with that point.

Mrs. WARREN. I have talked with educators just recently and
they say, what is the good of all of this education we have been
giving these children up to age 21 and then there is nothing
available for them after that. And as far as services in the commu-
nity, the most crying need of any family is respite care. And you
just try to get respite ¢ .re. You cannot get into the system unless
there is a really dire need.

The New Haven Regional Center has been most helpful. They
have started a training program for foster parents, or for what we
call community home training parents. We are trying to think of
nice words, respite. But there the funding stream is pretty limited.

But if we could train people in the community to take handi-
capped individuals into their home for even a matter of hours, a
weekend, a week, so these parents could have some kind of relief
that would be one of the biggest gifts that could be given to the
people that do live and keep their people in the community.

Senator Weicker. Well, as was testified, of course, that very area
is one of the ones that would suffer from the program cuts.

Mrs. WARREN. I understand and I think this would be——

Senator WEICKER. I really mean it. I can’t emphasize again that
which I do know something about which is that these cuts are
coming and I need everybody out there in the field right now tobe
fighting the Federal Government’s budget cuts. Never mind half
the team back home playing a ball garee between themselves.

Mrs. WARREN. Of course the bottom line is the community reject-
ed people in the past and that is why people had to go to institu-
tions, because there was nothing else. Now, with the educational
system that we have had people are not rejecting them in the
community anymore. They are accepting them as part of the fabric
o}f; the community and they are better because those people live
there.

Senator WeICcKER. With this one caveat, that if the budget cut-
ting goes the way it is juing now, which is not just in the area of
the disadvantaged but also in the normal educational process and
all of a sudden the “normal” sector has to make choices.

I hope that same generosity and spirit is there that exists now. I
am afraid I have already seen some examples that make me rather
doubt that that is going to be the case.

Mrs. WARREN. | can see where if regular education is cut that
people in special education should expect it also. I am not unfair
enough to think that special kids have to have all the special
treatment. That isn’t fair.

Senator WEeiCKER. No, but I am a great believer that the strong
take it on their shoulders first and the weak last, 2nd that is not
the way things are working in Washington right now.

Thank you very much.

Mrs. WARREN. Thank you for the opportunity.
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Senator WEICKER. We have as the first panel on the subject of
group homes and independent living, Lars Guldager, director of the
Oak Hill School and president of the Corporation for Independent
Living; Dan O'Connell, superintendent of the Hartford Regional
Center, Lynn Gravink, the deputy commissioner of the Department
of Mental Retardation, and Ben Schwartz, program director of
Goodwill of Bridgeport.

Lady and gentlemen, welcome and, as I said, you divide it up any
way you want to but I would like to restrict each panel to a half
hour’s worth of testimony. .
STATEMENT OF LARS GULDAGER, DIRECTOR, OAK HILL

SCHOOL AND PRESIDENT, CORPORATION FOR INDEPENDENT
* LIVING; DAN O’CONNELL, SUPERINTENDENT, HARTFORD RE-

GIONAL CENTER; LYNN GRAVINK, DEPUTY COMMISSIONER,

DEPARTMENT OF MENTAL RETARDATION; AND BENEDICT

SCHWARTZ, PROGRAM DIiRECTOR, GOODWILL OF BRIDGE.
PORT, A PANEL .

Mr. GULDAGER. Senator, my name is Lars Guldager. I am the
president of the Corporation for Independent Living and also the
superintendent of the Oak Hill School, which is conducted by the
Connecticut Institute for the Blind.

Two years ago, a number of private agencies in Connecticut were
quite upset due to the fact that it was very, very difficult to create
group homes. It was an almost impossible task due to many rea-
sons, one was funding, another was zoning. It was almost impossi-
ble for any small group of parents, such as a small ARC or small
agency, to overccme these barriers.

Therefore, the CARC took the initiative to form the special cor-
poration now cailed the Corpcration for Independent Living. There
were six agencies that started the corporation, CARC, Oak Hill
School, Connecticut Committee for the Handicapped, Connecticut
Society for Autistic Children, Connecticut Easter Seal, and UCP of
Connecticut.

Those six agencigs got together and formed a special corporation
to develop housing for the handicapped, not just for the mentally
retarded but for the mentally ill and for people with different types
of uther disabilities. Now, 2 years after the corporation was found-
ed, I think that we can reflect on some great accomplishments.

We have an executive director. We have two consultants. We
have a bookkeeper. In a 2-year period we formed a nonprofit hous
ing corporation for the State of Connecticut. At this time we have
11 clients and are operating on 22 sites. We have created, in the 2-
year period, 161 units which are serving 183 people. We have
attracted non-State funds in the amount of $6 million to those
projects.

We are still going full steam ahead and are getting involved in
more and more projects related to housing for the handicapped in
the State. At present, we are involved in developing a housing unit
for 18 persons in Hartford with money lent to the corporation by
Connecticut Mutual Insurance Co. We are operating these projects
for small ARC's and small groups, basically using non-State funds.

For the first time in this State, Housing and Urban Development
has gotten involved in housing for the handicapped.
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I would like to just briefly mention one of these projects because
I think that it gives an additional perspective to what we have
been discusing for the past 2 days. The Oak Hill School, or the
Connecticut Institute for the Blind, is involved in two projects
under the Corporation for Independent Living, one is a group home
for those who have self-preservation skills I think it is very impor-
tant to understand that some people with self-preservation skills
can live in a group home, a regular home similiar to what you and
[ live in, but, with 24-hour supervision. Those who do not have self-
preservation have to live in a spt al group home. That means that
if you have a severely and prufouudly retarded person who obvious-
ly does not have self-preservation you have to go about the oper-
ation of your group home in a different way.

You have to have a specially constructed group home. You have
to have special staffir 2. You have to have all of the services that
have been talked about in the past 2 days but that are not availa-
ble in the community.

You have to organize and coordinate those services around those
group homes. Presently, the Oak Hill School is working on two
such group homes in one of the neighboring towns of Greater
Hartford. Each home will house for six people, all of whom are
severely and profoundly handicapped. They will be living in a
house that meets the institutional code.

What dves that mean? That means that the house is being con-
structed of fireproof material. That means that it must have 8-foot
corridors. How do you overcome 8-foot corridors? You build your
bedrooms around the living ar« . so that when the residents go out
of their bedrooms, they go into a common area. In that way, you
avoid having 8-foot institutional corridors.

The house has 3,000 square feet of living space and really fits
very nicely into the community. What we did is we went out in
Granby and got involved with a developer that had taken a piece of
farmland and developed it into 50, or 60 lots. We bought a lot on
¢ach end of that development. We are going to serve the severely
and profoundly handicapped in group homes right in the communi-
ty.
In addition to group homes, we need day programs It has been
mentioned that we have severely and profoundly mentally re.arded
people in nursing homes without day programs. That is not much
better than having people sitting around doing nothing but living
in a beautiful building and getting a nice menu every day. They
need day programs. )

These people should be doing somiething constructive from X
o’clock in the morning until 4 or 5 in 'the afternoon, Monday
thruugh Friday. We are proposing tv develop and implement a day
program for severely and profoundly handicapped people so that
they can live in a home like any other family and be transported to
a day aclivity or work activity program which is on a much lower
level than a sheltered workshop.

We are talking about people who would do meaningful activities
instead of sitting, rocking in a corner. So, I would like to stress
that although it wor't be easy, it is possible to create group homes
for severely and profoundly retarded people.
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However, keep in mind that those group homes have to be spe-
cially constructed and staffed and the programing has to be devel-
oped according to the special needs of the residents. It is very
possible and I would like to invite you, Senator, back here in
another year and [ will show you the two group homes.

Senator WEiCKER. I would very much like to see that.

Mr. O’ConnELL. To reintroduce myself, I am Dan O'Connell and 1
had the opportunity yesterday to talk to you about the continuum
of services that exist throughout the Hartford region.

In anticipating this afternoon’s presentation about some of the
issues to be considered in addressing community alternatives I
would like to run the risk of making three assumptions. They are
dangerous assumptions and we really shouldn’t make them but it
will serve to facilitate our discussion.

Let us assume there is adequate funding for group homes, or
alternative living, or whatever type of living you choose for com-
munity residences. The funding is established and it is secure. Let
us also assume that we all agree upon an organizational structure,
whether it is public, private, nonprofit, partnership or whatever;
but we agree on that structure.

And let us agree that, for the sake of assumption, we agree upon
a model; whether it is 2 beds, 4 beds, 12 beds, urban, rural, apart-
ments, continuum, or whatever. We have three assumptions. there
is money, there is an organization; and, there is a model we all
agree to.

So, let’s go do it. My point is there are some secondary issues,
more subtle to"be considered. No one in itself will probably be all
that significant most of the time but cumulatively they have to be
considered. I think it is wise for prudent and sensitive people to
pay attention to these issues which impact on the development of
community alternatives.

The first is that, by and large, those people who are most capable
to live in the community have already been placed in the commu-
nity When the concept of deinstitutionalization began years ago
the people who were most ready to move out of facilities were
moved out. That is a reasonable approach. Those who are left in
institutions are the people who are definitely the more difficult to
place. We have less experience with them. There are a great many
unknowns about them and I think we have to recognize that; that
our assumptions based on our previous experience may not hold
truein our future experience.

Our assumptions about community acceptance in the past may
not hold true in the future. And, most certainly, some of our
current ideals may not prevail.

The second issue is that we in the field of working with handi-
capped people are not alone in our pursuit of community alterna-
tives and alternative community residences, I have a publication
dated last month from the Connecticut Association of Residential
Facilities which describes many other disciplines in many other
fields in pursuit of community housing.

Mentar health in Connecticut, for instance, is into
deinstitutionalization and halfway houses for emotionally disturbed
people. They have some 27 facilities in Connecticut dealing with
emotionally disturbed persons.
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Juveniles and adolescents; abuse., neglected; akbandoned; emo-
tionally disturbed, delinquent youth—we have approximately 45
homes in the community for this population.

Our own development disabilities programs deal with learning
disabled, autistic, multiple physically a'1 emotionally handi-
capped. T_here are 30 halfway houses for d.Jg and alcoholism and,
of course, corrections. There are 12 community facilities for crimi-
nal offenders.

The result, and the point I am attempting to make, is that we
aren't alone in this activity. There is quite a bit of competition
going on. Everybody is equally committed to their population and
equally effective advocates. But with the limited funds and limited
alternatives available, there is competition in the market of devel-
oping community alternatives.

Another result is significant confusion. There is public confusion
about who is who; who is mental health, who is correction, who is
alcoholism. And there is also political confusion about who is really
paying what to develop community alternatives.

We have lost a clear identity in develqg;ng community living for
handicapped people.

There is another issue which has to be dealt with, and that is the
attitudes of the general public toward community housing for
handicapped people? I have never had a neighborhood come for-
ward and ask for the privilege of developing housing for handi-
capped people.

1 think that occasionally it happens and I think there are very
lucky and sophisticated neighborhoods who advocate this but, by
and large, the general public's attitude is marginal or questionable
at best. There is confusion. Handicapped people are not always
welcomed in this sphere.

The general public is also on the horns of an economic dilemma.
"There are a lot of people who are having difficulty living in society
as it is on marginal incomes, or unemployed. They really have a
questionable commitment to a quality of life, somewhat at public
expense, for handicapped people.

There is also, we are finding, neighborhoods in communities
which are much more organized than they have been in the past.
They represent their own interests well. They want to be dealt
with regarding any changes in the neighborhood. The classic exam-
ple took place in Hartford not too long ago.

Asylum Hill organized and kept MacDonalds off of Farmington
Avenue. Years ago MacDonalds would have been an asset to Far-
mington Avenue. They organized and felt MacDonalds now would
be a detriment to that neighborhood.

But there is another set of attitudes which have to be dealt with
in this matrix and that is parental and family attitudes. There is a
marvelous article which a member of Commissioner Thorne's staff
has written for publication and the title says it all. It says:
“Deinstitutionalization, Parental Jet Lag.”

For years we have been giving a.consistent message to parents
regarding a partnership, that we are in this together and parents
are going to be dealt with and included in planning for the child’s
future.
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But, now, a new social trend is developing which defines handi-
capped people as people in their own right. They must be dealt
with as individuals, and this at least displaces or dislodges, or
raisies a very serious question: What is the role of parents in the
future planning for their adult children? .

This is especially trie in Connecticut where the parents have
had very active involvement. Additionally there is a whole series of
support systems which are needed to develop community alterna-
tives: a variety of day pro%rams.

Dr. Galdager is a member of a professional organization in this
area with me. If somebody said to us today that they could put 100
people in our community; they have the homes; they have the
funds; we couldn’t take them. We don’t have room in our day
programs for 100 handicapped people. I would say we don’t have
room f5r 50 handicapped people in our day programs.

This needs to be developed. It is time consuming. It is expensive
and it takes planning. Very frankly, our public debate about the
issues in our own field is not helping us in this pursuit today.

The whole issue of community support—you have heard Dr.
Fierri talk about the dentists, the doctors, recreation, socialization,
all has to be dealt with if you really want a handicapped person to
have a normal life in a community. The administrative support
and, of course, the specialized services for medically involved
people with severe behavioral problems all have to be addressed.

I see, in essence, two dangers in the approach that we are cur-
rently taking. One, in our haste, in our sense of urgency I see a
trend toward oversimp!lification. This is not a simple process. It has
been with us for a long time. It is not insurmountable although I
think some of these issues sometimes in some locations are insur-
mountable. There is a trend toward oversimplification.

The second factor is that we are getting into a numbers game.
We are beginning to measure our contribution by the numbers of
people we are placing, and numbers of people we are serving and
not by how well we are serving them.

In an extreme form I guess that could be “dumping’ =1d that is
certainl}\; something we have to be vigilant against. But the other
end of that I guess we could be accused of being over.protective and
paternalistic. There is a danger in thinking our purpuse for exist-
ing is to place the largest number of people in the community. Our
purpose must be to make the best placement possible.

I have just two final points. I think the situation calls for two
components to prevail. We have to return to a sense of individual-
ity. Behind these nuambers, behind these statistics, are individuals
and families, real people with feelings, personality, needs, likes and
dislikes, and we have to return to recognizing that this is a human
service business.

The second factor is that we have to regain our sense of sensitiv-
ity. We can't forget why we got into this field to begin with, and
that is to help people. g\’hen we truly do that, our greatest attri-
bute is a sense of sensitivity.

In the last 2 days I have been impressed by one common bond
that has cut across all testimony before you. I think there is a
strong commitment on every one of our parts to do what is in the
best interest of the handicapped people. We may have different
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solutions and we may have different strategies on how to imple-

ment that, but the commitmentis there.

I think that is quite a bit to work with. It is complex but it is not
insurmountable. I thank you for the oppurtunity to present some of
the subtler influences that are very definitely having an impact on
our programs. Thank you. - ’

Senator WEICKER. Thank you.

Ms. Gravink. Dan has discussed some of the specific problems
that are faced, and I would like to discuss some of the things that
are probably more involved with the system, whatever that system
;Nou!d be, and I think it affects us both at the public and private
eves.

Although as I list these and as I thought about them, it some-

‘\times is overwhelming, and I think I want to say right at the

outset that even with some of the very cumplicating and complex
systems that are in place, we are operating—as a department—26
group homes and we have funds for around 9 to 12 more.

.And I have tosay 9 to 12 because we don't know exactly how
many we can get for the money that has already been authorized.
No doubt the overriding problem that we face—and I think this is
true of both the public and private sector —is an economic one, and
weladdressed it in many ways during these 2 days.

It costs a lot of money to buy or build a house if we are doing it
for ourselves. And when you add all the special features that Lars
mentioned must be built into a home that is to serve the more
complicated and handicapped per-on, it adds substantially to that
cost.

Irox\}ically, many of the bureaucratic procedures that were put in
place to save money have actually, in many cases, cost money and
that cost is often there because of the delays that some of those
steps cause and, with inflation running at the pace it is, the addi-
tional cost is felt in that way.

Some,of the things that we have to go through in order to open a
group home. First of all, there is the initial authorization by the
legislature fur the money, and during the late seventies the dollars
have becpme increasingly scarce from that source.

We asked for more than we have received, and sometimes we
receive ax‘zbbtantiall_y less. Sometimes the money is available only
for planning and acquisition. This is true particularly with the
development of regivnal programs, including our decentralized re-
gional programs, and we have to go back the next year to get
money for cunstruction ur purchase and escalating costs sometimes
make us g(\back more than once.

The prices of lend and homes, as | have melitioned, have already
estylated and the cut of rehabilitating facilities, although it may
stil]l be much less than construction, is expensive. Leasing has
already proved to be sc costly and problematic in other ways that
we have been encouraged not to pursue this as a way to develop
homes. '

Just let me quickly list some of the bureaucratic steps that must
be gone through after the money is authorized. We have ourselves,
and with the Department of Public Works, looked at hundreds and
hundreds of homes and sites and had to have them ruled out
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beca& they just weren’t appropriate. Many of them were not
suitable to pursue at all.

But they were available and they were on the market and they
were investigated. When we find one that appears suitable there is
the necessary engineering studies. These would have to be done if
any of us were building a home, certain code compliances for the
special type of home, three outside appraisals, environmental and
urban impact statements that have to be filed, and then there is
the certificate of need process that we go through with the hospital
cost commission and the HSA’s,

And, again, the way the law is presently written, this would
apply to any facility that is going to receive title XIX funds, which
means it applies also to private facilities that are going to be ICF/
MR facilities.

The State properties review board is another step in the process.
Their review sometimes takes two or three visits to a site and they
frequently request more information, or further study after asite
visit and this frequently delays the process. This was one of the
steps that was put in place to save money for the State.

If there is to be construction there are two or three steps to the
process of selecting an architect: Getting authorization from the
bond commission to hire that architect; then the architect has his
preliminary, basic, and final plans, each with a review step at the
bureau of public works and within the department to make the
appropriate changes. Frequently there are water and sewage inves-
tigations and negotiations that go on with local towns that any of
us might have to de f we built a home. )

Finally, the office of policy and management becomes involved
about when it is appropriate to put a project out to bid and then to
decide when it is appropriate to be placed on the bond agenda so
that moneys can be available either for purchase or constructior..

There are the necessary codes that must be complied with, fire
codes, ICF/MR regulations, 504 regulations. Any of these may rule
out a facility or a certain home for purchase, and certainly, as has
been expressed earlier, does add to cost of construction.

There are zoning considerations. The State technically can be
exempt from these but there are feelings that the State should nct
override the local zoning and we should attempt to at least comply
with existing zones.

Lest we be overwhelmed with these steps, I should say that even
though it sometinies seems discouraging we have learned to cope
with many of these things and they become a matter of routine,
and the more routine they become the less time that it takes.

And we are trying continually to streamline themx. We have met
with the Bureau of Epblic Works on severaj occasiwns and with the
Office of Policy and Management to try and modify the process and
to allow some of these things to run concurrently.

Whenever possible, we try to do some minor renovations in a
facility ourselves and if costs fall below a certain level we can
subcontract ourselves. We have had several meetings with the
Bureau of Public Works regarding the use of a prototype des:ign so
that it would not—so a new design and a new architect would not
have to be hired for each group home.
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We more recently have been talking with the Bureau of Public

‘Works, and it looks like we will be able to pursue this in our next

development, the pussibility of prefabricated modular construction.
We have seen some of that developing row in the shoreline area
which was just described by Mrs. Horan earlier.

Tais year we submitted legislation that might streamline the
process for the certificate of need and that, we understand, has
passed the Senate. We are hopeful that that will assist both us and
the private sector because it would eliminate steps in the process
for group homes below 15 occupants. . .

Senator WEICKER. We still have another witness to hear from,
Miss Gravink. I think we are going 1o run a little overtime. Go
ahead and try to wind it up.

Ms. GravinNk. OK. I would just like to say we are looking at
other alternatives about which we are very concerned because we
understand funds will be cut at the Federal level. This would
Lnlclude the Farmrers Home and some of the HUD section 8 possi-

ilities.

Some of the other possibilities that we have found to be.very
pruductive 1nclude looking at surplus property from other depart-
ments. We have acquired homes and land from the Department of
Transportation, from the Department of Environmental Protection
and, also, more recently from one of the community colleges that is
going to allow us to build a group home on their facility.

It is complicated and lengthy. We would like to be able to short-
cut more but there are some solutions.

Mr. ScHwARTz. Senator Weicker, my name is Benedicl Schwartz.
I am the director of human services” for Goodwill Industries of
Western Connecticut and I oversee the administration of Connecti-
cut’s unly federally funded center for independent living under the
Rehab Act. .

I would like to thank you for two things. One, for the strong role
you have played as an advocate in Washington for the handi-
vapped. and I would also like to thank you for the fact that you
have represented the Connecticut citizenry with a consistent per-
sonality and have not suddenly gone along with the tide and
becume an extreme right card-carrying fiscal conservative throwing
caring to the wind. .

And I want to say I really wish there were more like you in the
Senate, very mueh so.

As we are all acutely and painfully aware, we are facing a
number of complex dilemmas. As we talk about
deinstitutionalization, as we talk about handicapped persons be-
coming more and more aware of the creative slice of life that
histurically they have not had access to and they are trying to gain
more and more a piece of that slice of life we see resources to
enable that shrinking. .

One resvurce which 1 thir,k,ig vital is the development of centers
fur independent living. When persuns leave an institution and go
intu the community what are the resources in the community to
nelp them live in a less restrictive environment, what are the
resources available to help them live more independently and care
for themselves to a greater degree.
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Aund for persons who have never been; in an insiiution but who
live in a community who are handicapped, what are the resources
to help them to live more independently. One of the responses has
been the development of centers for independent living around the
country. . ! .

Connecticut’s only center is located in Bridgeport -nd it is a
collaborative effort cf five cooperating agencies: Goocwill Indus-
tries of Western Connecticut, *he Easter Seal Rehabilitation Center
of Eastern Fairfield County, Parents and Friends of Retarded Citi-
zens-Kennedy Center, the Office of Handicap Services of the city of
Bridgeport, and Connecticut’s Division of Vocational Rehabilita-
tion.

And I want to say that represents something of a miracle in and
of itself, that five agencies, three of whom historically have compet-
ed for funds and programing are working very closely together and
planning ways in which they can collaborate on more and more
projlects, one of which is a transportation consortium which is now
in place.

Another is a centralized case management system that they are
looking at for all three agencies, trying to conserve resources and
provide better services.

The .enter is an attempt on the part of the five agencies to
provide poth comprehensive, independent living services to handi-
capped persons and also to serve as a catalyst for increased con-
sumer-based activity among handicapped persons in th. greater
Bridgeport area.

The programing of the center can be divided intn three major
areas of emphasis. One is what we call the Coordinated Services
Delivery System. Essentialiy, this means that all of the resources
in any of the agencies that can help the independent living func-
tioning of a client are opened up so that a client can have partial
service at the Kernedy Center, partial service at Goodwill, partial
service at the Easte. Seal Center.

The center becomes an umbrella that coordinates the relevant
services of the agencies, advocacy from the Office of Handicapped
Services, independent living training apartment use in Kennedy
Center, OTPT services at Easter Seal Center, $o that one client can
be served at any of the agencies.

A second major area of emphasis is what we call the Community
School for Living, and its main thrust ic to be able to reach persons
who are not part of the traditional workshoPsystem or rehabilita-
tion system, persons who have been deinstitutionalized and may be
living on their own in the communily, or who may be living with
their families. .

he community school develops programs that consumers them-
selves ask for. ﬁecent programs. %anking, personal health care,
how do you do your taxes, exercise groups and so on. One major
womponent of the community school includes the development of
peer counseling services where handicapped persons can help each
other in terms of overcoming fears, becoming more assertive, iearn
how to be self advocates.

A third major area of the center includes the area of outreach
and advocacy, helping handicapped persons to find housing, help-
ing tem deal with landlords, leases, ielping them with their bene-
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fits, helping them deal with the social service maze and any otjler
problem areas that may arise. |

The center works with persons who live in group homes, persons
who live with their families, persons who live in apartments. Cli-
ents are worked with on an individual basis, in small groups. They
are taught survival shills, money management, cooking, shopping,
housekeeping, grooming, and hygiene, how to use the transporta-
tion system, recreational opportunities are provided, camping t;ips
planned, film festivals, informal social actions, a basis is provided
and encouraged.

I think that a critical thing is the continuation of programs
which will encourage persons to take care of themseives. The thore
someone is able to take care of himself or herself, that means the
less outside resource is needed, obviously, to provide that care.

So, we thank you for the support that you provide and say keep
uphthe good work and we hope you can make some converts of
others.

Senator WeIckeR. Thank you, Ben. Was the statistic correct that
was quoted this morning where somebody said that under the
Meskill administration the plan, or goal were 100 community
homes? Was that the goal? ’

. Ms. GravINk. Yes.
' Senator Weicker. How many do we have built now?

Ms. Gnavink. We got authc-ization for staff and for leasing
money for a total of 25 one year and 25 the other year. There were
50 that were authorized during that period of time and 17 got
opened before the—of that group got opened.

Senator Weicker. How many do we have in operation today?'

* Ms. GRavINK. We have 26 that we——

Senator WeIckER. How many are going to be in the budget that
1s now being debated?

Ms. GraviNk. It looks like none. The funds that we have now
available are from a previous authc ization.
. Senator WEICKER. | don’t know what people are arguing about
,’here. Good luck to everybody on this lawsuit. I think it is going to
be a very hollow victory one way or the other to maybe achieve
something in principle and find that the big battle has been los..

I want to repeat that again so that everybody can hear. A major
battle on behalf of everybody is going on right now. Believe me, it
is a crucial one. We are not talking about just this year's budget.
We are talking about the shape of the Federal budget for the next,

- 1 would say, 5 years. Minimum, four.

I can assure you, the way I see that budget shaping up as it
relates to this group, we won't even be halfway home to the Mes-
kill goal by the end of the 1 years, so far as any Federal participa-
tion is concerned. And you can bet your bottom dollar that if I say
that as far as the Federal budget is concerned and the various
priorities, it isn't going to be any better in the sense of who gets
what piece of the pie back at the State level, not in this area.

And I have no argument at all as to the end to be achiev:d as
represented by the statements of the people that are on this panel.
In any event, thank you very much.

The next panel will consist of Rod Rosta, Terry Roberts and Tom
Fanning on the matter of commuuity services.
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Ms. RoBerTS. Ladies first?

Senator WEICKER. Do it any way.you want to. There is a half
hour, as I said before. Nobody seems to be able to stay within the
limits. I don’t expect you tobut try the best that you can. You are
no different than my colleagues in the Senate so I shouldn’t apply
any higher standard, [ will put it that way, to the rest of the
population. Go right ahead.

STATEMENT OF TERRY ROBERTS, SUPERINTENDENT OF
SCHOOLS, DEPARTMENT OF MENTAL RETARDATION SPECIAL
SCHOOL DISTRICT: ROD ROSTA, SUPERINTENDENT, WATER.
BUR REGIONAL CENTER; AND TOM FANNING, EXECUTIVE
DIRECTOR, DATAHR, DANBURY, CONN, A PANEL

Ms. Roperts. My name is Terry Roberts. I am the superintend-
ent of schools for the departrnent of mental retardation special
school district.

In 1977, the Connecticut Legislature did two very important
things. First they removed all the exclusionary clauses from our
education law here in Connecticut to open up a free appropriate
education for the most severely and rcfoundﬁr handicapped, and,
secondly, created aschool district within the department of mental
retardation. The latter action was based on a previous set of steps
that had been taken in DCYS and in the department of corrections.

Most of the children who required this very specialized kind of
training were either residents of the department or were already
being served by the department in some other capacity.

For example, in the department of mental retardation, without
any educational mandate, we had, in fact, been providing programs
f.r students since the early sixties. These were not run by special
education teachers. They didn’t have the sanction of the law but
they were, in fact, programs for people who lived with us or who
lived at home and came on adaily basis.

Because we had that base, it was not very difficult to start the
school district. It was primarily administrative moves which had to
be made. Our students already had individual program plans since
197}2. V}Ye had teachers available. We had classrooms available, and
so forth.

The children who are in the school district are the severely or
profoundly retarded who must also match another set of criteria.
They are children who are not mobile, or sit independently. They
are children who do not respond to either oral or manual language.
They are children who are continuously a danger to themselves or
others and who are very medically fragile.

That leaves .. lot of students attending otnher kinds of educational
situations Right now, we have residents between the ages of 3 and
21, as the Federal law requires, 4125 students attending our pro-
grams. Those students live with us. Scme of them go to school right
on campus. Some of thern go off campus to have their classes in
local public schools, closed public schools or a variety of kinds of
settings.

Our input with them is to help them acquire the skills to move
into different kind: of residential facilities or perhaps go home.

The State law also provided for the local education agencies, the
public schools, to purchase services from the Department of Mentul
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Retardation when a severely or profoundly retarded child that met
the criteria lived in their community. We have 200 of those chil-
dren who come on a daily basis and go home each afternoon to
their families.

By providing that 5-hour a day respite to those families, hopeful-
ly, those students will stay in their home community longer and
may never have to come into an institutional setting.

The last group of students that are included in our program—
and Mr. Rosta is going to speak about them in more detail—is our
early intervention population, from birth to 3. We currently have
273 of those children and our average referral age is 1 month. We
are picking up students very, very early. I hate to call them stu-
dents when they are still babies in the hospital. .

Senator Weicker. Do you know what is happening to that pro-
gram on early intervention at the Federal level? ~

Ms. RoBErts. The State Department of Education funding is not
ccining through, at least that is what they have iuformed me.

Senator WEICKER. That is one of the programs slated for about
half the funding that has been available in the past, even though—
this is the irony of this budget—I don’t think there is anybody in
this room that wouldn’t say that we are really moving ahead so far
as success of early intervention is concerned. This has proven to be
a success and, indeed, talk about something that is cost effective in
the long run. It might prove to be some of the best money we ever
spend.

Ms. Roserts. The only Federal funds we get for our early inter-
vention program at all is that those students are counted in our
title I enumeration, which obviously is under great jeopardy. The
rest of the program is funded by general fund monyes from Con-
necticut.

Senator WeICKER. Get ready to go ahead and pick up the slack.
That is what is going to happen.

Ms. RoBErTs. The other thing I would like to talk about in
relationship to the special school district is that we do have about
210 children who live with us who go out to public school every
day, to a local public school in the community. They have become
the educational responsibility of that community and they simply
live on our grounds. Some of the local schools are beginning to
develop their own programs for the severely and profoundly retard-
ed so that they don't have to buy the services and the children
don’t have to be transported.

The LEA's are also starting early intervention programs. That is
one of the areas that is funded totally by Federal money and will
be in great jecrardy.

There are tve other kinds of things that I, as a superintendent of
schools, need to talk about. We educate the profoundly retarded to
age 21. We have students who had only 1 or 2 years of school
because the Federal legislation was passed when they were in their
teens. The department does not have the intense kind of program-
ing for adults that the school, because of its very mandate, is able
to provide.

That is creating some problems for us for people who are getting
a taste of learning and that we are not able to follow all the way
through at the same level.

b
€
o




178

You asked Dr Brown yesterday about 94-142. I have one other
kind of reaction to 94-142. I think Connecticut probably would
have started programs for all children without 94-142. We were
well on our way to that. One of the things that is happening
however, is that I see us not communicating like we used to be-
cause there are so many particulars to the guidelines and the
regulations for 94-142.

We sit down with families and professionals and one of the first
things that happens is we start talking about everybody's due
p}:(_)lcdess rights before we talk about what it is we are going to do for
children.
boSﬁn‘?tor WEeICKER. How would you like to see 94-142 taken off the

oks?

Ms Rosrrts. I would feel very confident that Connecticut would
continue to suppori the programs for the special education——

Serator WEICKER So you would not object—you do not feel it
would be a setback if it were taken off the books?

Ms Roserrs. Of course, I don't get any 94-142 money sol am not
a very good representative.

Senator WEICKER. Let me tell you, you just might have your wish
come true because it is my understanding that the Administiation
very well might go in that area. It either gets a rather large
debate—the problem is, from my point of view, which is obv.ously
different, that Connecticut might do it all right.

I don’t think you could give me that guarantee that that would
happen in 49 other States. That is the difficulty.

Ms. Rogerts. No, I could not.

Thank you.

Mr. Rosta. Mr. Chairman and Mr. Doyle, my name is Rod Rosta
and I am superintendent of the Waterbury Regional Center of
Connecticut’s State Department of Menta! Retardation.

The Waterbury Regional Center is responsible for a 16-town
service area in central Connecticut with a tota! population census
second only to the New Haven region. The center has an active
caseload of some 510 individuals at the present time.

The vast majority of che services being provided are ncncampus
residential in nature with but 48 individuals residing on grounds in
the regional center facility. As is typical throughout our State’s
regional program concept, a wide array of services are provided,
including information and referral, counseling and specialized
therapy services, diagnostic services, early intervention program-
ing, functional education, adult-work activity and vocational train-
ing, community planning and organization, public information and
education, campus residential and respite placements as well as
community alternative living situations and parent training.

[ appreciate the opportunity of appearing before you today to
talk to you about one of our programs, an extremely important and
vital program whick is provided by the Department of Mental
Retardation through its 12 regional programs. It is my intent to
share with you some local perspectives and experiences that we
have had with the program in the Waterbury area, which experi-
ences can be generalized to other DMR programs throughout the
State which ogfer the same programing component as part of their
normal service array.
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Yesterday and this morning there was substantial testimony of-
fered which focused on the . sue of deinstitutionalization, its merits
and drawbacks, as a philosophy and as an accepted national and
State goal, the pragmatic realities of implemer.tation, the different
opinions on how it should be achieved and how quickly; and some
of the emotivnalism associated and surrounding the coucept.

I would like to attempt at this point in time to put the horse
back in front of the cart, as it were, and talk about a program that
offers not only the promise but the reality of forestalling and, in
many instances, eliminating altogether the need for institutional
placement.

I speak of a program which reaches children and their families
at one of their greatest times of need, a vrogram which provides
direct clinical and educational assistance to the child to help maxi-
muze his or her developmental potential while simultaneously pro-
viding support, guidance and specialized training to the child’s
parents -

I speak about, of course, early intervention programing One of
the major goals of the Department of Mental Retardation, which
has been articulated time an¢ time again, is the prevention of
institutionalization. In my vpinion, and in the opinion of countless
other professionals in the field, reaching that child and family
early is essential in forestalling institutional placement.

As a trained psychologist, I had my beginnings in the field con-
ducting basic and applied research on language acquisition and
motor development in young children, investigating the processes
in both normal and handicapped children. I have taught learning
and development theory at the university level. I have served as
director of education wnd clinical services at a private, nonprofit
community mental health center which offered early intervention.

I served as executive director of the Governor's Plunning Council
on Development Disabilities in the State of Connecticut, which
council provided startup funding for numerous programs around
the State in early intervention.

Senator, I am convinced, both personally and professionally, that
one of the greatest investments of resources that we can make, to
restate what you just said a moment ago, is in the area of early
intervention. We are investing in children and their families.

There is no substitute, in my opinion, for the child’s patural
family as the most sppropriate nurturing source in thes “early
years of life. We have a professional, indeed, a human responsibili-
ty to pruvide as much input, support, guidance and training as we
can for families faced with the incredibly complex and difficult
task of raising a handicapped child.

The investment made early most assuredly reduces the need and
dependence of the child on greater, more costly levels of interven-
tion later on, and clearly reduces the trauma, anxiety, guilt, confu-
sion, and uncertainty which all too often becomes part of the
real’ty faced by the parents at this time in their lives.

We began our program in Waterbury some 3 years ago with six
infants. We currently have 63 infants and young children enrolled
in our program currently. We utilize twe basic programing modali
ties, une being a classroom situation, the other t2ing a home-bound
situation—a home criented program.
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The selection of the modality is based on the child’s and family’s
needs as well as age criteria. Our program is fully integrated into
the comn.unity with solid working relationships with hospitals,
clinics, and physicians who serve as our primary source of referrals
en the one hand and solid relationships with local nursery school
programs and with the local school systems who assume education-
al responsibility for a number of the children at the completion of
our program.

In addition to the educational/clinical services that we provide
directly to the child, parents are involved in the training paradigm
so that we, the professionals as it were, can trancicr, in part, our
;kills to the parents so that they can work with their child at

ome. .

If one looks at it in terms of the time and involvement with
children I don’t think you would find a professicnal who would
deny the fact that it is the child’s natural parents who spend the
majority of the time with their child and, therefore, if we get the
skills to the parents they are certainly going to be much more
effective than the professional who may only see the child for 2 or
3 hours aday.

In addition to the specialized training offered to the families,
they also pacticipate in more therapeutically oriented activities
which help to assist them cope more effectively in many instances
with the respective situations.

In closing, Senator, I would just like toshare with you a couple
of brief comments that we received from some families that have
participated in our program and whose children have since gradu-
ated In the 3 years we have been operational, we have graduated
some 27 children from the program.

This is from a parent whose child graduated from our program
last year. “Marnie is doing just beautifully. You can tell Lydia”,
who is our speech pathologist, “that she is starting to talk and put
words together and pronouncing them very well. She just loves
school and goes off every day on a bus. She is becoming quite an
independent little girl and we are very pleased with her progress.
Thank you all for the help she received in your program. Ipthink it
has benefited her greatly”.

The second letter. “Cheryl was in Karen's class”, Karen is one of
our teachers “for only a few short months but in that limited time
Karen helped Cheryl come out of her shell.” Dr. Russman, who is a
neurologist at Newington Children's Fiospital, “saw Cheryl tlis
week, 1 year after caring for her at Newington Children's Hospital.
There she had been labeled as retarded with an atypica] ego and
autistic tendencies. He could not believe the improvements and 1
blellieve your school and Karen helped her get started. Thunk you
all.

For thesake of time I won't share the other ones.

This is a third communication from a mother whose child also
graduated last year.

Jody started school last year at Century Nursery School in a two-day prugram for
three year olds She was being seen at Wheeler Clink for weeupatinal therapy. This
year. she is in the fuur yearuld group which meets three days a week. She still

attends Wheeler Clinic unce « week. They just recently told me that Jody will be
attending kindergurten next year. She is domng very well but will mast likely
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require ungong specasl therapy for gross motor and fine motor work, which has
always been her problen,

The mother sent us a picture of Jody.

A spectal thanks to all those at WRC who worked with Jody and made it pdssible
for her story to be such a success.

Senator, I thank you for having the opportunity to speak with
you today.

Senator WEICKzR. Thank you.

Mr. FANNING. Good afternoon, Senator. My name is Thomas
Fanning. I am executive director of DATAHR, a private, not-for-
profit agency located in Danbury, which annually serves hundreds
of mentally retarded and handicapped people. I am also president
of the Connecticut Association of Rehabilitation Facilities, an orga-
nization consisting of over 30 community agencies serving thou-
sands of Connecticut’s mentally retarded and handicapped people
each year. -

I am extremely grateful for the opportunity to present some
thoughts with regard to the importance of community programs for
mentally retarded adults, including severely retarded persons.

Many of our mentally retarded citizens now benefit from long-
term programing, not dead-end placement, but long-term, systemat-
ic, developmental programing responsive to individual needs.

In differing locales these programs might be called work activity,
vocational therapy, adult day care or functional therapy. By what-
ever label, these services are critical to the continuing development
of many thousands of our mentally handicapped adults.

We in Connecticut are deeply concerned about the future of
these programs. I know that this is a concern shared by parents,
families, and professionals throughout the country These programs
and services are of immeasurable human value to mentally 1etard-
ed persons and their families.

Through these programs, many men and women define their self
worth. They produce, they earn, their lives take on added meanin
Through these programs many men and women grow They deve
opI skills. They increase their ability to care for and about them-
selves.

They become more independent. It is because of the human
worth of these programs that we are primarily concerned. Howev-
er, it is also true that community based programs are 'ess expen-
sive than many institutivnal alternatives. These are cost-effective
programs.

Many, if not most, of the mentally retarded adults involved in
these day care programs reside in the homes of the their natural
families at correspundingly less cost. As individuals acquire skills
they increase their ability to care for themselves.

As people grow in independence they require fewer programs
and services, resulting in less cost. Finally, though the people I am
talking of are severely handicapped, a substantial number, move
from community based programs to jobs and to apartments and to
independence. They can become taxpayers rather than tax users.

If these programs are truly effective in both human and finan-
cial terms, why are we concerned for their future? I believe there
are two reasons, interrelated, that we worry. First, there is a lack
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of* a strong commitment to community-based programs. And,
" second, there is not suffitient funding for thesdgrograms.

What do I mean when I say that there is a lack of a strong
committment to community-based programs? Isn’t the byword of
the day deinstitutionalization? Doesn’t this mean movement
toward depopulating our institutions on one hand and preventing
people from entering them on the other? )

Absolutely. It does. But a commitment to deinstitutionalization
does not necessarily mean an equal commitment to the develop-
ment of community-based programs. While I have done no word
count my guess is that much more has been written against institu-
tions than has been written for community services.

While effective deinstitutionalization may require an equal com-
mitment to the development of services in the community, merely
‘Iessening the populations of institutions does not.

Thus far, our society does not have a commitment to the develop-
ment of community-based services as it does away from institu-
tions.

The second cause of our concern, clearly related to the first, is
funding. In Connecticut recently, funding was a problem of critical
proportions. Since 1973, Title XIX medicaid moneys had been uti-
lized to fund more severely handicapped persons who needed pro-
graming in community agencies for an extended period.

Connecticut felt that these services were eligible under medicaid
law, as section 1901 of the law itself addresses both medical assist-
ance and rehabilitation and other services. However, the Health
Care Financing Administration of HEW issued an administrative
ruling in 1979, stating that only “predominantly medical” services
would be eligible for title XIX funding. The result in Connecticut
could have been catastrophic to the services. However, our State,
its executive branch, legislative branch, and administrative depart-
ment took emergency steps to ameliorate the problems caused@ by
the severely reduced title XIX funding. X

Of an expected appropriation of some 39 million for thesé pro-
grams in Connecticut in 1981-82, $8 million of 100 percent State
funding is needed to salvage these programs at bare subsistance
levels. Beljeve me, we are very grateful to the State of Connecticut
for the support that we have received here.

This experience, though, amplifies the need for an increased and
concerted commitment to community based programs and the need
for a funding policy which recognizes the value of these programs
in both human and financial terms.

Regardless of the semantic argument as to medical assistance
versus rehabilitation services versus habilitative services, points in
dispute between Connecticut and HCFA, the common sense argu-
ments weigh heavily in support of Connecticut’s position.

Funds spent in community based programs for mentally retarded
persons are well spent in the interests of the people served in our
society. It might also be pointed out that titic XIX funds may be
used for these programs for an individual who happened to reside
in an intermediate care facility for the mentally retarded.

It would only seem logical that they might be used for persons
who received the same services but happen to live with their
families at home. In these times of necessary fiscal restraint it
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would seem logical to utilize limited resources in a most cost-
effective manner.

We need to increase our committment to community-dased pro-
grams that would provide long-term services for mentally retarded
rersans, and we need to consistently fund these services adequate-
y.

These services make the lives of thousands of vur citizens mean-
ingful and in many ways these citizens have been able to provide
meaning to our society.

Senator, I would like to thank you for the opportunity to speak
before you and also to second Mr. Schwartz earlier comments on
your efforts on cur behalf.

Senator Wercker. Thank you very much, Tom, and I thank each
member of the pane! for going ahead and supplying the committee
with additional views of the situation. I would hope, as events
proceed, that we will have the funding necessary to bring to realit$
the endeavors you are engaged upon.

Thank you very much. X

The last panel will consist of John Kennedy, Roger McNamara,
Steve Taylor, and Cathy Stevens. .

I am delighted to have all of you here. Again, I am going to have
to ask you to restrict your comments because I now have another
commitment outside these halls coming up before 4 o'clock.

Senator Williams has indicated that he, through his able staff
assistant who is here, he would very much like to hear the full
testimony of Mr. Taylor, so why don’t we let Mr. Taylor go first
and then travel around any way that you want.

STATEMENTS OF STEVEN TAYLOR, UNIVERSITY OF SYRACUSE:
JOHN KENNEDY, REGIONAL ADMINISTRATOR, HEALTH CARE
FACILITY: CATHY STEVENS, DEPARTMENT OF MENTAL RE-
TARDATION, LICENSING AND CERTIFICATION: AND ROGER
McNAMARA,  SUPERINTENDENT,  MANSFIEI D TRAINING
SCHOOL, A PANEL

Dr. Tayvror. First of all, I would like to thank you, Senator, both
for the opportunity to present testimony today and for your effort
and concern on behalf of the disabled. I can tell you that your
concern does not go unnoticed in other parts of the councry.

Senator Weicker. Thank you.

Dr. Tavror. My name is Steven Taylor. I hold a Ph. D. in
Sociology and while that gualifies me to present some facts and
evidence relevant to the subcommittee’s activities, that certainly
doesn’t qualify me to resolve the many difficult legal and moral
issues that have been presented today.

lam also on the faculty of Syracuse University in Special Educa-
tion and acting director of the Center on Human Policy.

I would like to, at some point, present for the record a copy of a
report cn title XIX that I recently completed with a team of
researchers at Syracuse University.

Senator Weicker. That report will be included in the record in
its entirety at this point.

[Note. In the interest of economy, the report referred to was
retained in the files of the committee where it will be available for
research upon request.
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Dr. TayLok. Fine. Thank you.

As the previous testimony has indicated today, I think there
is considerable controversy surrounding the issue of
deinstitutionalization, and it is a difficult and painful time for
many of us, with parents disagreeing with parents, professionals
disagreeing with professionals, and researchers disagreeing with
researchers.

Notwithstanding that controversy, I think there is an increasing
body of professionals and parents who do support the concept of
deinstitutionalization. For nearly two decades Federal policy has
supported deinstitutionalization It is ironic that today the single
most formidable obstacle to deinstitutionalization nationally is the
title XIX medicaid ICF/MR program.

Somebody mentioned earlier today that perhaps the controversy
between the institutior. and the community really reflects a battle
for dollars. And if that is the case—and I am not sure whether it
is—the community is clearly losing in that battle.

In 1978—that's the last year for which figures were available
when we completed our report—the Federal Government made
available $1.3 billion under the ICF/MR program, to somewhat
over 40 States. Our review indicates that 95 to 98 percent of those
dollars were going to institutions, not to community settings.

I certainly would not deny that as long as people have to live in
institutions they deserve the most decent care possible within the
institutional setting. The problem is that under the current ICF/
MR program the Federal Government, by providing huge sums of
money for institutions, provides a strong incentive for States to
keep people in institutions and not to place people in appropriate
community settings.

I could go into detail on some of the things we uncovered in our
report about how eligibility criteria under the ICF/MR are manip-
ulated by States to insure continued receipt of medicaid funds, but
I won’t go into that now. Just let me say that I am aware of
children and adults who are admitted to institutions today against
the best professional judgment of people at the institutions and
they are admitted only because the funds are available for their
care at the institution. .

The other major impact of the medicaid program is to encourage
the various States to invest scarce State dollars in institutional
staffing and construction. The medicaid standards require States
meet certain staffing levels within institutions. They also require
States to meet certain physical environment standards. One study
showed that in the period 1977 to 1980 alone different States in-
vested $821 million in the construction and renovation of institu-
tions.

It strikes me as difficult to understand, at least at this point in
history, given this controversy surrounding deinstitutionalization,
given the professional opinions sup orting the rights of people to
live in the community, that the Federal Government is forcing
States to lock themselves into an institutional system. Even if we
all agreed tomorrow that everybody should live in the community
the gtates could not move people out because the only way they
have to recover these construction costs is by continued receipt of
medicaid funds.

[N
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In short, thé conclusion of our report is that the ICF/MR pro-
gram is out of control. Not only is it not guided by any underlying
policy, it runs counter to current policies and trends in the field of
mental retardation and developmental disabilities.

- Another issue we looked at in our report was the general issue of
- cost effectiveness of services. To understand cost effectiveness, first
you have to look at the cost of institutions and then you have to
look at their effectiveness.
y As of 1979, the average operating budget for ICF/MR certified
institutions was $27,420 per person per year, somewhat over
$15,000 of that being the Federal share. In New York State alone
for the Governor's proposed budget for the upcoming fiscal year
proposes a budget of 335,900 per person per year, enormous costs.
What are we getting for these dollars?

We reviewed what are called medicaid deficiency reports, ICF/
MR deficiency reports, to try to get a sense of what federally
mandated inspections were finding at these institutions.

We reviewed reports from 44 institutions in 31 States. Let me say
at the outset that our overwhelming conclusion was that the sur-
veys, the monitoring reports, were grossly inadequate, focusing far
more on policies and far less on the quality of life and programing
at the institutions.

N ‘*withstanding that, we found massive evidence that even
min..ual standards are not being met at these institutions. In 33
reports there was clear evidence that residents were not receiving
programing.

Violations, deficiencies con.cerning the barenness of the environ-
ment, lack of privacy, idleness, poor housekeeping, offensive smells
were commonplace at the institutions. We found specific serious
violations, of people’s rights. © e - -

At one institution childre: were living in totally enclosed cribs.

There were locked isolation cells for residents at a couple of insti-
tutions in violation of the standards. At many institutions we
found inappropriate use of restraints. We often found people spend-
ing days %eing restrained and indications of inappropriate drug-
ging.

My sense, and over the past 6 years I have studied or evaluated
23 institutions n 10 States, is that these deficiencies in these
reports represent merely the tip of the iceberg. I have found condi-
tions far worse at many ICF/MR certified institutions than are
portrayed in these reports. At numerous institutions in ward after
ward there is no toilet paper, no soap, no towels—the same things
that we found 10 years ago for a lot less money.

I found, in many institutions, wards of 30, 40 children locked up
in a room during normal programing hours. Public Law 94-142 is
not implemented at many of these institutions, let alone the ICF/

MR standards—— 8

Senator WEICKER. Tell me something. Why is not the th:ust of
those, let's say, here in the State of Connecticut—I know you can't
speak for that—why isn’t the thrust in creating these community
settings rather than worrying about whether you are guing to close
down Mansfield or close down Southbury?

It seems to me that if you create the facilities out here then—
whether the facilities are entirely adequate in the institution level,
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believe me, the higher up persunnel are, I am sure they would be
delighted to go ahead assuming the facilities are out there to
receive them to start getting the population out of their institu-
tions. Why don’t we handle it that way, or why isn’'t it handled
that way, that the emphasis should be on the creation of the
various types of diverse and smaller type facilities which, if they
are out there and if they are ready and waiting to receive the
population of the institution? -

Dr. TavLor. I certainly agree, and somewhere along the line
somebody said something about closing down institutions. I think
that is unfortunate because the goal, as you suggest, is not to close
down institutions. The goal is to create the services in the
community. .

I think the basic problem is that there is not a flexible funding
mechanism to do that. The basic problem underlying the ICF/MR
program is that the dollars go to facilities, they don’t go to people.

So, for example, is | were a parent of a child, if I keep my child
in an institution 1 can get whatever it is costing—$100 per day
with the Federal Government picking up 50 to 78 percent of that.
If I keep my child at home I can’t access those funds for support
services and, also, it is very difficult to create community-based
alternatives with ICF/MR funds.

So, I certainly agree with your comment. I think the basic prob-
lem is that the way the ICF/MR program is set up today is to
provide disincentives to, move people out of institutions and to
create those services in the community.

And it also creates services at a far more intensive level than
many people need. I can also say that many ¢ the people I know
who are living at ICF/MR certified institutions are not ever: men-
tally retarded. They have other disabilities and somehow were
certified as mediCaid-eligible. There are gross inequities in the

system,

" Something is wrong when we have to spend $25,000 $30,000
$35,000 per person per year and still have these kinds of conditions
and very inadequate carb at institutions.

The final general issue I want to address is the general monitor-
ing of these ICF/MR certified institutions. As I suggested before,
monitoring, for the most part, focuses on bureaucratic policies, it
gocuseb on paper audits and very little direct observation of resi-

ents. .

For example, I have leen to two institutions; one in New Yorl
and one in Ofegon that are very comparable institutions. I found at
vne of those insitutions a medicaid deficiency report was 11 pages
jong. At the other one it,was 99 pages long. How is it possible when
you have Jinstitutions that are identical, one surveyor finds 11
pages of violations ahd the next one finds 99 pages?

Even more disturb:ng, I think, than the hollowness of the sur-
veys is the fact that very seldom are affirmative plans required to
correct any deficiencies, So, for example, when you find, as we
found in some repurts, that people are lying in their own feces and
urine, the response is to, write a policy that people shall no longer
lie in their own feces and urine, and that is accepted as a plan of
correction and the moneys continue.
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There is no accountability in this programestnon in
my mind is how much is enough and when will the GoYernment

act to halt the expenditure of thousands of dollars of Federal funds

r inadequate facilities?

In our report we do offer a series of recommendations. You can
read those in our report.I am also happy to answer any questions.

Just let me say in contluding that personally I strongly support
the policy of deinstitutionalization. I am convinced that retarded

-beople can grow and thrive and develop in community settings.
And community settings may be many things, not one thing.

As a social policy I support that. I am not sure whether social
policy issues can solve the difficult mess we are in today. Profes-
sionals—and I consider myself a professional—10, 15, 20 years ago
told parents to institutionalize their children,

Parents made very painful decisions to do so and today, many of
us professionals turn around and say, we were wrong back then.
We have to be sensitive’ to parents.f We have to realize that what
we develop as g sosal policy—anfl ] strongly believe our social
policy should to support deihs}itu}jonalization totally and the
Federal role should be to support altérnatives—cannot always tell
us what to do With folks who live in institutions today and who
have lived ther any years. But the Federal Government must
stop encouragiiig' institutionalization. And States must show par-
ents and otherstthat deinstitutionalization can work.

Finally, one more comment if you will bear with me, Senator, a
year ago I would have made different recommendations than I will
today Let me say that what I feel is extremely important at this
point.in time is to retain the DD Bill of Rights Act. I think that is
the one tool that parents and consumer: can use to enforce their
rights and we can’t afford to lose that tool, and the clearly estab-
lished rights to treatment, rights to least restrictive environment.
Thank you. .

Senator WEICKER. Thank you very, very much. I appreciate it.

Even now we will start to run over and I would appreciate it if
we could wrap this’ thing up within the next 20 minutes.

Mr. KennNEDY. My name is John Kennedy. I am the regional
administrator of the health care financing administration in
Boston, Mass.

Thank you for the opportunity to appear before the $enate Sub-
committe® on the Handicapped. As Chairman Weicker has request-
ed, I will briefly describe the title XIX intermediate‘care facility
for the mentally retarded program. I will confine my comments to
the current statute and regulations which govern the program. In
addition, { will outline current and emerging trends in the ICF/MR
program as well as some data whick you may find interesting
relative to Connecticut.

I would like to apologize, Senator, I did not have an opportunity
to prepare formal testimony today. ?

enator WEICKER. Go right ahead and just speak off the top of
your head. That is what most of us are doing anyway.

Mr KENNEDY, I do have a brief outline of the testimony which
you may want. It maysate some use.

Senator WERICKER. Fine.
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Mr. KENNEDY. | will show it to my colleagues on the panel if
they are interested.

Senator “WEICKER. Get to the salient points and hit the things
that you want to talk about.

Mr. KENNEDY. I feel like requesting equal time from the first N
presentation, Senator, but I will fulfill your request that I address
some of the legislative background. I will try to go through this
very quickly and hopefully will be able to have an opportunity to
comment on some of the earlier remarks. ’

The legislative history for the intermediate care facility Program |
itself goes back as far as 1967. In those days it was not regarded a !
medical program qualifying for medicaid reimbursement under the |
medicaid Federal matching programs. |

As a consequence of that, those in each States that were eligible 1
for that benefit back in those days, 1967 and thereafter, were |
limited to those categorically needy eligibles which meant that the ‘
other eligibles, categorically needy were eligible but the medically |
needy were not eligible for the program. |

In 1971, that was changed and the ICF program then became .
part of the medicaid program. At that same time, for the first time, |
legislation was introduced in the Senate that added the ICF/MR |
benefit for the mentally retarded in intermediate care facilities. 1

There was very little legislative history surrounding the intro-
duction of that. I have noted there were some points that were |
made by Senator Bellmon, who introduced the amendment in the
Senate, and it was at that time, that being the limited legislative |
history that was available, the four points®that Senator Bellmon ‘
made when he introduced that amendment and I would just like to ;
touch on them because I do think that they provide the framework |
for the later deve opment of the program. |

First of all, it, of course, enabled the Secretary to establish |
standards for facilities participating in the ICF/MR Program It “
made it clear .hat the purpose of these standards were to assure |
that the facilities that developed were not simply residential facili-
ties, that the individuals accommodated in these facilities must
need and actually receive help or, rehabilitative services.

So there is a clear thrust in the direction of this being a health
or rehabilitative benefit. Finally, as a protection, so to speak, there
was a requirement or an amendment that related to making sure
t'.at whatever additional Federal moneys might become available
that they would not displace State moneys that heretofore had
been made available so that these Federal moneys as they became
available, were in addition to a certain level that had already been
available through the States.

So, this concept could be embodied in th~ notion of active treat-
ment, and the legislation, when it passed, did contain a positive
indication in the language of the statute that active treatment was
a key element in what was anticipated would be the benefit.

It was with this framework that the department began to devel-
op regulations implementing these directions and these concepts
They were published first in 1974. The thrust was to provide a safe,
healthy and normalizing environment which, through active treat-
ment, would maximize independence of the individuals.
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The regulatory provisions of the so-called conditions of participa-
tion relative tv ICF. MR's can be viewed from four, probably differ-
ent, per.pectives. There is a section dealing with administrative
policies ard procedures relating to staff qualifications, experiential
background and experience in the area of mental retardation.

There are a set of requirements dealing with residential living.
To promote the notion of independence and of privacy, certain of
the residential living standards were adopted requiring such things
as no more than four persons per room, the minimum square
footage per person, policies relating to behavioral modification and
the use of restraints and things of that nature. .

Finally, there were a group of regulations relating to profession-
al and special programs and services requiring that the facilities
either provide or have available under arrangement the appropri-
ate medical, dental services, training, habilitation, nursing, food
and nutrition services, physical and occupational therapy and rec-

- reational services.

Finally, there was a set of regulatic.as that deal with health and
safety and those involved the use of the life safety code and certain
additional sanitation standards.

In addition, it was felt that as a part of the same regulations a
special consideration should be given to facilities with 15 beds or
less and these involved permitting contractual modifications, not
having professionals on staff, reg’ .tered dieticians are not required,
exempted from certain of the n >re rigid standards in the life
safety code, et cetera. .

These regulations, published in 1974, originally contemplated
that there would be full compliance with these standards by March
of 1977 However, because of the problems which many facilities
were having, particularly—and I think the early remarks about
the bias in the direction of institutionalization, large institutions,
has to be taken in the context of situations that existed at the time
the original legislation was introduced in 1971-1972,

At that point in time there was a pattern for—and I think from
the testimony that surrounded its introduction into the Senate—a
clear indicativn that the ubjective was to begin to infuse Federal
assistance on behalf of those patients that were in large State
institutions,

And at that particular time there was not a great deal of other
facilities or vther locations for the provision of that kind of care, so
I don’t think really even from the standpoint of legislative histo-
ry —certainly not from the standpoint of the way it was drafted,
and certainly not from the standpoint of the way the regulatirns
were drafted—that there was any statutory bias or, ultime.ely,
administrative bias in favor of large State institutions.

But the fact of the matter was that at the time the legislation
was introduced and got off the ground, that was the primary mode
and the primary location of the patients who were to be served by
this benefit.

Countinuing, the active treatment provision, as | indicated earlier,
was key to the conceptual part of this thing and it was effectively
addressed through requirements relating to independent profes.
sional review as well as the facility is required to do an annual
interdisciplinary review of the patients in house.

o
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The certification process has been alluded to and facilities seek-
ing participation ir the program do require to be—must be certi-
fied by the State surveying agency. In Connecticut I believe it
happens to be the department of mental retardation.

It has to be certified as in compliance with these standards.
Since 1974, we have had 48 States participating in the ICF/MR
program. Nationally there were about 1,000 ICF/MR’s serving ap-
proximately 140,000 individuals. Three hundred of the 1,000 1CF/
MR’s, however, are public institutions. About 70 percent of these
house more than 200 residents each.

Concurrently, however, from 1972 to 1979, there was a reduction
in the residence of the public institutions, according to the studies
available to us, of about 34,000 people. During that same period,
1972 to 1979, over 3,500 community residential facilities were estab-
lished and 600 of these were ICF/MR’s serving 15 or less patients.

Connecticut has approximately 46 ICF’s in the program. Twenty-
six, as we heard earlier, could be classified as small facilities and in
the neighborhood of 15 or less. Expenditures have been increased
substantially since 1953. In 1953 the annual expenditure was ap-
proximately $165 million. By 1978 it had crept up 800 percent to
$£1.3 billion.

In fiscal 1980 it is anticipated that the benefit expenditures will
account for almost 10 percent of total medicaid costs or approxi-
mately $2 billion.

To touch on some of the situation in Connecticut, I will simply
indicate there are approximately 46. Thirty-nine of these are State
facilities, seven private facilities. We have in the State of Connecti-
cut approximately a total of 1,307 beds. Ninety-four percent of
those beds are in State facilities.

Of the 1,250 beds in State facilities, 706, or approximatel: 56
percent, are in Mansfield and Southbury. As a matter of fact, in
the area of per diem rates in Connecticut, I will summarize very
quickly to indicate that taking the three kinds of classes of facilit®
in the State and the annual rate of expenditures, our data wouid
suggest that for the large State institutions the average expendi-
ture is 24 to $25,000 a year. For the regional centers housing
smaller patient populations, the annual expenditure is in the
neighborhood of $15,000 to $20,000 a year, and in the private
facilities, of which there are only seven, the annual expenditures
are in the neighboshood of $8,000 to $10,000 a year.

That is a quick overview. I would be glad to go into it further.

Senator WEIcKer. That is fine. We have the statistics as you
have presented them to the committee.

Wh don’t we let Cathy Stevens go here. You haven’t had a
chance to taik. I have heard Roger for 2 days running.

Mr. McNaMARrA. My staff feel the same way, Senator.

Senator WEICKER. Mine probably feel the same way so why don’t
we let you go.

Ms. SteveNns. | was going to suggest that if i);ou wanted Roger to
go, I am going to submit mine. I don’t know if his is in.

Senator Weicker. However you wouud like to do it.

Ms. STevENS. I will skip parts of it.

My name is Cathy Stevens. I am director of licensing and certifi-
cation for the department of mental retardation. As you have
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heard, the intermediate care facility program for the mertally
retarded was developed to upgrade the quality of life for the clients
in the inStitutions, notably by decreasing the number of ~lients,
renovating the physical plant and increasing the number and qual-
ity of institutional staff in order tv provid= the active treatment.

In order to reduce the population of the institutions alternative
placements were needed in the community. Many higher function-
ing clients needed additional skill training in group homes before
they could move on to semiindependent apartment living.

Hence, group homes of 15 beds or less were included in the ICF/
MR program The nrogram has active treatment as its core compo-
nent Part of acti* e treatment involves the postinstitutional plan-
ning which forces the interdisciplinary teaias to look to the future
of each client’s life; what skil's does the client need to learn in
order to move on to the next least restrictive environment either
within the institution or the community.

The ICF/MR program has forced the professional and the admin-
istrator to become accruntable for the planning, program delivery
and active hands-on involvement. Professionals have been brought
into the institutions and clients have been brought to the profes-
sionals in the community. .

Neither system has been totally satisfactory due to the lack of
knowledge and acceptance on the part of professionals in dealing
with the mentally handicapped as well as resistance to complying
with the documentation required by the regulations.

Lack of prompt payment for services rendered has not helped the
situation either. Scciety is not totally prepared or accepting of the
handicapped Revocation of licensure is a reality. Many providers
are out to make a buck off the handicapped by whatever method
possible, not necessarily in the best interest of the clients.

Many professionals resist participating in an interdisciplinary
team process and resent being questioned by members of other
disciplines However, experience has shown that interdisciplinary
or multidisciplinary system greatly benefit the clients.

Documentation does not always guarantce quality control but,
coming from a regulator’s point ofgview as the director of both
licensing and certification, the documentation and client’s records,
actual observations and interview with staff and clients provide the
basis for determining compliance with the regs.

The intent behind the ICF/MR regulations was well founded.
However, the regulations have often gone into too specific detail,
such as specific requirements for a 5MRP, which is a qualified
mental retardation professional. In other instances the regulations
violate the client’s rights and give power and authority to individ-
uals that only a court has the right to do.

I have worked on a task force with the National Association of
State Mental Retardation Program Directors regarding the reyised
interpretive guidelines for small community-based ICF,/MR facili-
ties The interpretive guidelines have been an attempt to clarify or
rectify the regulations but they are only guidelines and do not, in
fact, have the force of regulations.

Until the regulations are rewdtten, the ICF/MR program will
continue to be criticized as a typical bureaucratic system. Many
advocates feel that the program should be done away with and
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other advocates want eligibility to be so loose and the rates so
increased that any handicapped person would be supported by
taxpayer’s money. ‘

I have personally been caught ia the middle, as a professional |
determining whether a facility tru'y needed the additional staff in |
_ order to provide active treatment, and as a taxpayer I have -
— 7 watched the cost of care escalate year after year.

The ICF/MR program has not been the. sole cause of this escala-
tion. Advocates and providers have wanted the department’s licens-
ing regulations and rates to be so flexible as to cover all areas of ‘
need for every client and at whatever cost was necessary. ‘

If this were allowed then the providers would not have to adhere |
to the regulations. A five-client home and an eight-client home
need the same number of shift staff to provide around-the-clock
coverage. Smaller is not necessarily less expensive. 1

Shift staffing does not usually lend itself to a homelike consistent |
environment, yet, the rate of staff turnover and burnout necessis 1
tates shift staffing. No amount of training will compensate for |
being on duty or on call 24-hours a day, 7 days a week. |

‘Title XIX payments in the State of Connecticut are based on a
fee schedule and have limited provisions which do not necessarily
allow for compliance with the regulations. Such fee schedule ad- 4
dresses doctors fees, dentists, speech therapy, et cetera. |

The Title XIX ICF/MR regs were partially based on general ICF |
regulations. Surveyors trying to apply principles of normalization |
within constraints of the regulations often run into conflicts. With-
out a thorough knowledge of program and experience with the
mentally retarded, the surveyor cannot adequately evaluate the
quality of life within the home or the institution.

Surveyois should be qualified mental retardation professionals.
This is required of the independent professional reviewers but not
of the ICF/MR inspectors. Inspectors who have experience with
mentally retarded look for adult day treatment programs, for qual-
ity of individual plans of ¢are and for quality of life that someone
unfamiliar with mentally retarded might overlook by just adhering
to the survey booklet.

Modification of regulations through application may be accom-
plished when necessary. I prepared a short list of some of the areas
that my staff and I feel should be eliminated or modified from the
reguiations and I would also be happy to serve on any committee
regarding rewriting the regs.

And I would like to submit this.

[The material referred to follows:]

STAFF AREA RECOMMENDATIONS

ELIMINATE ,

(1) Verification of licensure when using community services.

(2) Inventory control system in group homes.

) All cross-referencing.

(4) Formal agreements with outside resources. .
(5 Menus and food purchase records being kept for 30 days.

(6Y W-265-300 EEG—too medical model.

(7 Autopsy.

(&) Record Personnel—ICF, MR not a medical facility with staff for this purpose

19) W=511-528 content of records—repeat of many previous regulations.
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REWORD OR COMBINE

(1) Training and Habilitation—combine with overall plan of care.

(2) Clarification of difference between health care and nursing care plans. Health
care plan should be part of overall plan of care. Get away from medical model.

(3) W301-308 —Medical case management and treatment goals—reword and incor-
porate into the overall plan of care.

(4) QMRP—1nake the requirements a little more flexible and also include residen-
tial living staff.

(5) W354-355 Formulary—only require in institutions with a pharmacy.

{6) Access to client's records and information is addressed in a couple different
areas of the regulations.

(7 Financial affairs—needs to be reworded and combined.

Additionally, new survey booklets.are needed to match the 1978 regulations. We
currently use 3 separate books for each survey.

Senator WEICKER. Thank you very much Cathy. The statement,
in its entirety, will be accepted in the record and, I might add, if
assidtance is looked for we will be glad to call upor. you. I am sure
that we will be.

Roger.

Mr. McNaMarA. Senator, for the record, my name is Roger
McNamara. In the interest of time, perhaps I will just make some
flat statements and if people want to prove me wrong or question
me later they can catch up with me at Mansfield.

I think a couple of things have to be said. First of all, I don’t
know if it was the impression Dr. Taylor was trying to create, but
certainly it is not our policy or practice to admit people to capture
Federal money, nor do we retain them in our facilities to continue
to obtain the reimbursement. I don’t think that is what he meant
to imply, but for the recerd I want to make certain that our
motives are well understood. We accept disabled pérsons to habili-
tate.and to care for them.

As far as plans of corrections and surveys, let me just say that
Cathy Stevens and her staff could just as easily be archeologists. I
think they have microscopic vision. Surveys, therefore, have been
detailed and comprehensive in accorda..ce with the regulations.

There has been a trend nationally. The superintendents have
been very concerned about the extent of the regulations and the
fact that it becomes very difficult to operate an ICF/MR with the
myriad regulations. I know that I could operate if “operate” is the
correct term—my own household and satisfy the regulations. The
program is an incremental one in nature. The regulations were
written to allow you to add components over a given timetable.

T.erefore, while an agency is obtaining conformance, there will
be deficier.cies. I think that in all of our facilities in Connecticut, it
has been demonstrated that the deficiencies are being reduced. The
benefits, the facilities—I could enumerate them. Let me just say
that we have m.re staff and the programs they generate. for our
clientele.

We received 189 positions at the Mansfield Training School alone
since 1975 and that includes direct care staff and.professional stuff.
Active treatment has increased. We have not reached our full

active treatment at Mansfield. We have requested additional posi -

tions for program centers, supervision and program development

Despite what Cathy said, I think there is a dilemma in the
decertificaiion-certification process. If a State will respond to the
threat of decertification and add the staff, the services and the
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community livieg arrangements necessary to implement the postin-
stitutional plans, fine.

If they will not, for whatever fiscal events that are occurring and
a facility is decertified then there will be a loss of services to the
clients and nothing is gained by decertification, except the State’s
reimbursement is affected. I think the regulations need to be in-
spected. I think they need to be reviewed. There is a great deal of
effort that went into their writing and perhaps it is time to adjust
the clements for optimum benefit for reasonable manageability

As I said earlier, the superintendents would testify about deregu-
latin, the ICF/MR program. Had they heard your comments the
last coaple of days about the probable cutbacks, I think they would
accept the regulations and accept the money and services that it
will purchase for their clientele.

Senator WEICKER. Who—and anybody can speak up on this point;
I see Tom Nerney in back—CARC is what, the plaintiff in this suit;
is that correct?

Mr. McNamara. That is correct.

Senator WEICKER. And the defendant is what, the State of Con-
necticut?

Mr. McNamara. No, the judge ruled that it had to be named
defendants, Commissioner Thorne and myself as well as commis-
sioners of other departments.

Senator WEICKER. But basically the State of Connecticut is repre-
senting you, is that correct?

Mr. McNaMARA. That .is true.

Senator WsIcKER. Obviously the main purpose of these hearings
was to get a very thorough overview of the situation here in the
State of Connecticut, which is not atypical of that that exists across
the counury, and in that sense I think the hearings, at least to this
particular Senator, have been extremely educational.

We do have a great deal of work to do on the committee in the
months ahead both in the reauthorization hearings and also when
it cumes time to determine what the priorities of funding are going
to be. Also, the conditions of funding as that develops.

In a narrower sense, and more specifically, as it deals with the
situation in Connecticut, I would like to suggest the following, and
this is not in any way a command but a suggestion.

I would like o digest what has been said here today, talk with
my staff on it and 1 would hope that sometime within the next
month CARC and the State of Connecticut would avail themselves
of my offices in the sense of seeing whether or not anything can be
accomplished by the route of talking.

I don't mean to substitute myself as a lawyer here but I honestly,
after I get all through, I will bet you that I wouldn’t disagree with
10 percent of what everybody has said, and under those circum-
stances | think the matter is far better resolved as between our-
selves than the court of law. That is my opinion.

And there are some real problems that have arisen de facto by
virtue of what is going on in the Congress of the United States
right now. So I offer that for what it is worth. I am not in a
position to tell CARC or the State of Connecticut what to do.

If there is any way I can be helpful, I will be more than glad to
act in that capacity. I think we all understand the problem of the
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parents, of many of the children and adults of both Southbury and
Mansfield. I don’t think it takes any super intelligence to see what
the difficulties are. I think they relate probably in the main to
systems in the past that are no longer adequate, and yet there is
still a human problem regardless of what science dictates, or leads
us to. '

I don’t think that it really takes any particular genius—I am
talking now from the layman’s point of view, which is certainly
what this Senator is—to see the direction in which care is going
and should go. I won’t dispute that. And I think I have accurately
described to all of you what the situation is when it comes to the
attitudes in Washington and, more particularly, the attitudes of
Congress at this time.

I might add also that I think many times it does take action by
the citizénry to get government to get off its backside and do the
right thing, so I am not in any way surprised or dismayed by the
fact that a lawsuit has been instituted.

Having said all that, I think I come away from these hearings
certa‘nly better equipped to handle my duties in the years ahead
as chairman of th» committee, and also the hopes that with that
knowledge in hand maybe with the belief on alliof your parts that
there can be a fair ~esolution of difficulties aitd'that we get on to
that particular task.

The larger task that confronts all of us is to make certain that
this Nation—never mind the State of Connecticut—this Nation
must still demonstrate the conscience that has brought us to the
point where probably among all nations we lead in the caie of
those that need our special attention.

This country, unfortunately, hags become rather narrow in its
vision and of a rather mean and questioning spirit so fa. as it
regards itself and its citizens. In that fight, believe me, all hands
are needed, so I would hope in both those regards, the general
picture, that I could count on the support of those that are present
and, the more specific situation, that thoughts other than those
that dominate the scene at the present time might be given consid-
eration by the various parties.

With those comments the hearing is adjourned and the record
will remain open for any further statements that those interested
care to make. Thank you very much.

{Whereupon, at 3:57 p.m. the subcommittee adjourned.]
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