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DEVELOPMENTAL DISABILITIES PROGRAM

MONDAY, APRIL 20, 1987

HOUSE OF REPRESENTATIVES,
COMMITTEE ON ENERGY AND COMMERCE,

SUBCOMMITTEE ON HEALTH AND THE ENVIRONMENT,
Washington, Da

The subcommittee met, pursuant to notice, at 9:45 a.m., in room
2322, Rayburn House Office Building, Hon. Henry A. Waxman
(chairman) presiding.

Mr. WAxMAN. The subcommittee will come to order.
This morning we will receive testimony on the reauthorization of

the Developmental Disabilities program.
In 1987, approximately $84 million will be spent on Federal pro-

grams to assist States in providing necessary services to develop-
mentally disabled persons.

Funding for this purpose is provided through four programs, in-
cluding (1) formula grants to States; (2) grants to support protection
and advocacy systems; (3) grants for special projects; and (4) grants
to university-affiliated facilities.

With the enactment of Public Law 98-1074 in 1984, the statutory
authority for the developmental disabilities program was strength-
ened. For the first time, a bill of rights for the developmentally dis-
abled was set forth.

In adopting this important law, the Congress sought to assure
that persons with developmental disabilities achieve their maxi-
mum potential through independence, productivity and integration
into their communities.

The Developmental Disabilities program is vitally important to
the millions of Americans with developmental disabilities. Its im-
portance and success have made it enormously popular with the
public, the Congress, and the administration.

I am pleased to note that Mr. Madigan, the Ranking Minority
Member of the subcommittee, has introduced H.R. 1871, which ex-
tends the Developmental Disabilities Assistance and Bill of Rights
Act for 3 fiscal years.

I understand that the legislation has the support of the adminis-
tration.

The subcommittee looks forward to receiving testimony on this
legislation as well as suggestions for other needed revisions in this
important law from our witnesses.

Without objection, a copy of H.R. 1871 will be printed in the
record at this point.

[The text of H.R. 1871 follows:]
(1)
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I

100TH CONGRESS

H. R. 18711ST SESSION

To amend the Developmental Disabilities Assistance and Bill of Rights Act to
extend the programs established in such Act, and for other purposes.

IN THE HOUSE OF REPRESENTATIVES

MARCH 31, 1987

Mr. MADIGAN introduced the following bill; which was referred to the Committee
on Energy and Commerce

A BILL
To amend the Developmental Disabilities Assistance and Bill of

Rights Act to extend the programs established in such Act,
and for other purposes.

1 Be it enacted by the Senate and House of Representa-

2 fives of the United States of America in Congress assembled,

3 SECTION 1. SHORT TITLE.

4 This Act may be cited as the "Developmental Disabil-

5 ities Assistance Amendments of 1987".

6 SEC. 2. AUTHORIZATIONS OF APPROPRIATIONS.

7 The Developmental Disabilities Assistance and Bill of

8 Rights Act (42 U.S.C. 6000 et seq.) is amended-

6
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2

1 (1) in section 130, by striking "$50,250,000" and

2 all that follows and inserting "such sums as may be

3 necessary for fiscal years 1988 through 1990.";

4 (2) in section 143, by striking "$13,750,000" and

5 all that follows in the first sentence and inserting

6 "such sums as may be necessary for fiscal years 1988

7 through 1990.";

8 (3) in section 154, by striking "$9,000,000" and

9 all that follows and inserting "such sums as may be

10 necessary for fiscal years 1988 through 1990."; and

11 (4) in section 163, by striking "$2,700,000" and

12 all that follows and inserting "such sums as may be

13 necessary for fiscal years 1988 through 1990.".

14 SEC. 3. ADDITION OF FAMILY SUPPORT SERVICES TO LIST OF

15 PRIORITY SERVICES WITH RESPECT TO PER-

16 SONS WITH DEVELOPMENTAL DISABILITIES.

17 (a) IN GENERAL.Section 102(11)(0) of the Develop-

18 mental Disabilities Assistance and Bill of Rights Act (42

19 U.S.C. 6001(11)(C)) is amended-

20 (1) by striking "and";

21 (2) by striking the period and inserting a comma;

22 and

23 (3) by adding at the end "and family support

24 services.".

7
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3

1 (b) DEFINITION OF FAMILY SUPPORT SERVICES.-
2 Section 102(11) of the Developmental Disabilities Assistance

3 and Bill of Rights Act (42 U.S.C. 6001(11)) is amended by

4 adding at the, end the following new subparagraph:

5 "('1) The term 'family suppOrt services' mcans

6 services designed-

7 "(i) to strengthen the role of the family as

8 the primary care-giver;

9 "(ii) to prevent out-of-home placement;

10 to reunite families with family members

11 who have been placed out of the home; and

12 "(iv) to maintain family unity.".

13 SEC. 4. REVISION OF DEFINITION OF SUPPORTED EMPLOY-

14 MENT OF PERSONS WITH DEVELOPMENTAL

15 DISABILITIES.

16 Section 102(11)(F) of the Developmental Disabilities

17 Assistance and Bill of Rights Act (42 U.S.C. 6001(11)(F)) is

18 amended-

19 (1) by striking "paid" the first place it appears
.; , .

20 and inserting "cmpetitive"; and

21 (2) by amending clause (i) to read as follows:

22 "6) is for persons-

23 "(I) with developmental disabilities who

24 are members of groups for which competitive

25 employment has not historically occurred, or

8
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4

1 "al) for whom competitive employment

2 has been interrupted or intermittent because

3 of a developmental disability,

4 "who, because of their disabilities, need intensive

5 ongoing support to perform in a work setting;".

6 SEC. 5. REVISION IN CATEGORIES OF REPRESENTATIVES ON

7 STATE PLANNING COUNCIL.

8 Section 124(a)(3)(B)(ii) of the Developmental Disabil-

9 ities Assistance and Bill of Rights Act (42 U.S.C.

10 6024(a)(3)(B)(ii)) is emended by inserting "or previously insti-

ll tutionalized" after "institutionalized".

12 SEC. 6. EFFECTIVE DATE.

13 The amendments made by this Act shall take effect

14 October 1, 1987.

0
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Mr. WAXMAN. Our first. witness this morning is Jean Elder,
Acting Assistant Secretary for the Office of Human Development
Services for the Department of Health and Human Services.

Dr. Elder, we are pleased to welcome you to the subcommittee.
Without objection, your statement will be made part of the record.

STATEMENT OF JEAN K. ELDER, ASSISTANT SECRETARY FOR
HUMAN DEVELOPMENT SERVICES-DESIGNATE, DEPARTMENT
OF HEALTH AND HUMAN SERVICES, ACCOMPANIED BY
ROBERT E. STOVENOUR, ACTING COMMISSIONER FOR THE AD-
MINISTRATION ON DEVELOPMENTAL DISABILITIES

Ms. ELDER. Sitting with me, Mr. Chairman, is Mr. Robert Stoven-
our, the Acting Commissioner for the Administration on Develop-
mental Disabilities.

I welcome the opportunity to appear before this distinguished
subcommittee to discuss the reauthorization of the Developmental
Disab._"es Assistance and Bill of Rights Act.

Mr. Chairman, we strongly support the administration's reau-
thorization legislation which has been introduced by Congressman
Madigan. This bill, H.R. 1871, reauthorizes the Developmental Dis-
abilities Assistance and Bill of Rights Act for 3 years.

We are honored to have Mr. Madigan, the Ranking Member of
this subcommittee, and a leader in the effort to provide strong sup-
port and services to the developmental disabilities population, as
the sponsor of our legislation.

We want to thank Congressman Madigan and all members of
this subcom..nittee for the support given to the. Developmental Dis-
abilities program and the genuine concern shown for our citizens
who are developmentally disabled.

When Congress set out to help developmentally disabled people,it was providing for one of the most vulnerable groups in the
Nation. An individual is considered developmentally disabled when
severe, chronic disabilities attributed to mental or physical impair-
ments are manifest before age 22.

Such disabilities must cause substantial limitations in at least
three areas of major life activity and result the need for services
over an extended period of time.

We estimate that there are approximately 3.9 million persons
with developmental disabilities in the United States, 2 million of
whom are over the age of 18.

Persons served in residential facilities represent only a small
percentage of this population; for example, about 146,000 persons
reside in Medicaid-funded intermediate care facilities for the men-
tally retarded.

The Developmental Disabilities Act of 1984 established the fol-
lowing principles for the Developmental Disabilities program:

Persons who are developmentally disabled should be able to:
Exert control over their own lives;
Engage in income-producing workincluding competitive em-

ploymentor perform work which will contribute to a household
or community; and

Use community resources and live within that community.

0
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The legislation which we administer contains four major compo-
nents: Basic State Grants, Protection and Advocacy grants, Univer-
sity-Affiliated Facilities, and Special Project grants.

At the Federal level, the Administration on Developmental Dis-
abilities coordinates with various departmental and other agencies
that provide funding for services needed by the developmentally
disabled. Our current coordination efforts include the Intradepart-
mental Work Group on Policies Affecting Mentally Retarded and
Other Developmentally Disabled People and the Interagency Com-
mittee on Developmental Disabilities.

In addition, the Administration on Developmental Disabilities
has engaged the private sector in promoting self-sufficiency for per-
sons with developmental disabilities through its Employment Initi-
ative.

President Reagan announced the Employment Initiative in No-
vember of 1983 as part of the National Decade of Disabled Persons.

In the first 2 years of the campaign, approximately 87,000 work-
ers with developmental disabilities have been employed in private
sector jobs. They will earn about $400 million in gross annual tax-
able wages, while the combined savings in .public support costs and
services will total nearly another $400 million.

This extraordinary accomplishment is due to the active support
of corporations such as Radisson Hotels, Denny's Restaurants, the
McDonalds Corporation, and trade associations, including the
American Hospital Association, and the National Restaurant Asso-
ciation, among others.

The Employment initiative Campaign has shown that, given
proper support services, persons with developmental disabilities
can be employed at work sites where persons without disabilities
are t .-aployed.

We strongly support H.R. 1871 which would reauthorize the De-
velopmental Disabilities Assistance and Bill of Rights Act.

Thir bill would:
Extend authorization of appropriations for programs under the

Act for 3 years, authorizing such sums as necessary for each of
fiscal years 1988, 1989 and 1990.

Add family support services as a priority service area in the
Basic State Grant program. This proposal would expand and pro-
vide crucial supportive services to families who care for their devel-
opmentally disabled family member within the home. Family sup-
port services are defined as services which:

Strengthen the family's role as primary care givers;
Prevent out-of-home placement;
Reunite families with members who have been placed out of the

home; and
Maintain family unity.
Family support services may include respite care, personal care,

parent training and counseling, and other services which will sup-
port the well being of families of persons with developmental dis-
abilities.

The bill would also clarify the definition of supported employ-
ment to stress competitive employment of developmentally disabled
individuals at work sites where individuals without disabilities are
employed. This proposal reaffirms our position that developmental-

1 1
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ly disabled individuals should participate fully in competitive em-
ployment and not be limited to sheltered workshops or other pro-
tected positions designed exclusively for the developmentally dis-
abled.

Another provision of the bill would broaden the category of
family representatives on State Planning Councils to include rela-
tives or guardians of formerly institutionalized persons with devel-
opmental disabilities. This provision would assist States in comply-
ing with the Planning Councils' composition requirements by ex-
panding the available pool of parents or guardians eligible to serve
on the Council.

In closing, I want to assure you that our policies have and will
continue to focus on attaining the complementary goals of provid-
ing greater program authority at the State and local level, support-
ing improved program effectiveness. and recognizing the needs, po-
tential, and accomplishments of y -rams with developmental die.
abilities.

Thank you, Mr. Chairman. I wovld be happy to answer any ques-
tions.

Mr. WAXMAN. Thank you very much.
[The prepared statement of Ms. Elder follows:]

STATEMENT C"? JEAN K. ELDER, PH.D. ASSISTANT SECRETABY FOR OFFICE OF HUMAN
DEVELOPMENT SERVICES-DESIGNATE

Mr. Chairman, I welcome the opportunity to appear before this distinguished sub-
committee to discuss the reauthorization of the Developmental Disabilities Assist-
ance and Bill of Rights Act. I am especially pleased to be talking with this subcom-
mittee following the first national celebration of Developmental Disabilities Aware-
ness Month as proclaimed by President Reagan on February 26, 1987. Over 30
States and jurisdictions have issued proclamations in support of greater national
awareness of the unique needs, accomplishments and potential of persons with de-
velopmental disabilities.

Mr. Chairman, we strongly support the administration's reauthorization legisla-
tion which has been introduced by Congressman Madigan. This bill, H.R. 1871, reau-
thorizes the Developmental Disabilities Assistance and Bill of Rights Act for 3
years. We are honored to have Mr. Madigan, the ranking member of this subcom-
mittee, and a leader in the effort to provide strong support and services to the devel-
opmental disabilities population, as the sponsor of our legislation.

We want to thank you, Congressman Madigan, and all members of this subcom-
mittee for the support given to the Deveiopmental Disabilities program and the gen-
uine concern shown for our citaens who are developmentally dis' hied.

THE DEVELOPMENTALLY DISABLED POPULATION

When Congress set out to help developmentally disabled people it was providing
for one of the most vulnerable groups in the Nation. An individual is considered
developmentally disabled when severe, chronic disabilities attributed to mental or
physical impairments are manifest before age 22. Such disabilities must cause sub-
stantial limitations in at least three areas of major life activity and result in the
need for services over an exteried period of time. Possible limitations may occur in
the areas of self-care, receptive and expressive language, learning, mobility, self-di-
rection, capacity for independent living, and economic independence. We estimate
that there are approximately 3.9 million persons with developmental disabilities in
the United States, approximately 2 million of whom are over the age of 18. Persons
served in residential facilities represent only a small percentage of this population:
for example, about 146,00ft ,ersons reside ii. Medicaid funded intermediate care fa-
cilities for the mentally retarded.

OVERALL PURPOSE OF THE DEVELOPMENTAL DISABILITIES PROGRAM

The Developmental Disabili+ies Act of 1984 estabdshed the following principles for
the Developmental Disabilities Program:

1 .2
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Persons who are developmentally disabled should be able to:
Exert control over their own lives;
Engage in income producing work (including competitive employment) or per-

form work which will contribute to a house'iold or community; and
Use community resources and live witb;n that community.

The Administration on Developmental bisabilities is charged to assist States to:
Assure that persons with developmental disabilities receive the services neces-

sary to enable them to E..: hieve their maximum potential through increased inde-
pendence, productivity, and integration into the community; and,

Fstablish and operate a system which protects the legal and human rights of
-,..ersons with devt-iopmental disabilities.

The legislation which we administer contains four major program components. It
authorizes funds for:

1. B:...3ic State Grants;
2. Protection and Advocacy Grants;
3. University Affiliated Facility Grants; and
4. Special Project Grants.

BASIC STATE GRANTS

Basic State Grants help States to plan, coordinate, and administer services for
persons with developmental disabilities. Formula grants funds are awarded to each
State to support the State Developmental Disabilities Planning Council. The State
Council, comprised of representatives of major State and Federal programs, service
providers, and developmentally disabled persons and their families, monitors the
service delivery network and prepares a 3 year State plan. As part of that plan,
each State must provide services in the area of employment-related activities. In ad-
dition, they may select up to two more of the following priority service areas:

Case Management;
Child DcvAlopment Services;
Alternative Community Living Arrangements.

In fiscal year 1985 the Basic State Grant Program served 55,675 persons. Funds
from Basic State Grant have provided "seed money" to initiate new and innovative
services. For example:

ConnecticutA grant was awarded to the Corporation for Independent Living
which expanded opportunities for the developmentally disabled to leave institutions
and reside in the community. In fiscal years 1984-1986, 144 individuals were moved
from State institutions to community settings.

UtahA grant was awarded which provided 500 days of 24-hour care and 600
hours of trained sitter services for families with a developmentally disabled
member. This project provided respite care which was important to the well-being of
the families and supported community integration.

WashingtonA grant was awarded which provided 17 special education parent
advisory council training sessions in 26 school districts throughout the State. The
training increased the involvement of parents in securing improvements in the
quality of services for young developmentally disabled children.

PROTECTION AND ADVOCACY GRANTS

Protection and Advocacy grants are awarded by formula to State Protection and
Advocacy agencies. These agencies must be independent from any entity which pro-
vides services to persons with developmental disabilities and must have the author-
ity to pursue legal, administrative, and other appropriate i emedies to insure the
protection of the rights of developmentally disabled individuals. The Protection and
Advocacy System served 52,000 persons in fiscal year 1985, providing assistance
with problems related to education, employment, transportation, vocational rehabili-
tation, medical services, abuse and neglect, housing, architectural barriers, and
guardianship. In addition, thousands of disabled persons have received information
and referral services from the Protection and Advocacy System.

UNIVERSITY AFFILIATED FACILITIES

Under the University Affiliated Facilities Program, grants are awarded to support
a national network of 36 University affiliated facilities and 7 satellite centers. These
facilities provide academic and professional training and ensure that there is a pro-
fessional and paraprofessional workforce prepared to meet the service needs of the
developmentally disabled. Approximately 57,000 individuals with developmental dis-
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abilities and their families receive direct services each year from the University af-
filiated facilities and satellite centers.

SPECIAL PROJECT GRANTS

Special project grants are awarded through the HDS Coordinated Discretionary
Funds Program to States, universities and non-profit organizations to provide finan-
cial assistance for devel -ring new technology and applying innovative methods to
support the independen,J, productivity, and integration into the community of per-
sons with developmental disabilities. In FY 1986, the Administration on Develop-
mental Disabilities' Special Project grants emphasized increasing opportunities for
employment of persons with developmental disabilities. Special Project grants to-
talled $1,483,593 and addressed areas such as employee assistance programs, transi-
tion from school to work, employment models, and matching job vacancies and indi-
vidual abilities.

FEDERAL COORDINATION EFFORTS

At the Federal level, the Administration on Developmental Disabilities coordi-
nates with various departmental and other agencies that provide funding for serv-
ices needed by the developmentally disabled, including the Health Care Financing
Administration, the Social Security Administration, the Department of Education,
and the Department of Housing and Urban Development.

One such coordination effort is the Intradepartmental Work Group on Policies Af-
fecting Mentally Retarded and Other Developmentally Disabled people. The work
group was established as a follow-up to the Report to Congress on Policies for Im-
proving Services to Mentally Retarded and Other Developmentally Disabled Persons
under Title XIX of the Social Security Act called for in the 1984 Developmental Dis-
abilities Act. Recognizing the goals of independence, integration and productivity,
and the obstacles that may prevent these goals from being realized, Secretary
Bowen charged the work group to examine Federal policies and programs, including
Medicaid-funded intermediate care facilities, and to recommend changes that will
increase access to community living arrangements and encourage self-sufficiency.
The work group, chaired by the Assistant Secretary for Planning and Evaluation,
will forward its recommendations to the Secretary this year.

Another coordination effort involves participation in the Interagency Committee
on Developmental Disabilities. This interagency Group coordinates and plans activi-
ties conducted by Federal departments and agencies as mandated by the Develop-
mental Disabilities Act of 1984. The Committee, co-chaired by the Commissioner of
the Administration on Developmental Disabilities and the Assistant Secretary for
Special Education and Rehabilitative Services of the Department of Education, has
identified two primary areas of emphasis: community living and supported employ-
ment.

PRIVATE SECTOR EFFORT: EMPLOYMENT INITIATIVE CAMPAIGN

The Administration on Developmental Disabilities has engaged the private sector
in promoting self-sufficiency for persons with developmental disabilities through the
Employment Initiative Campaign. President Reagan announced the Employment
Initiative Campaign in November, 1983 as part of the National Decade of Disabled
Persons. The campaign demonstrates that Americans with developmental disabil-
ities can be a viable segment of the work force. The results to date have been most
rewarding.

In the first 2 years of the campaign, approximately 87,000 workers with develop-
mental disabilities have been employed in private sector jobs. They will earn about
$400 million in gross annual taxable wages, while the combined savings in public
support costs and services will total nearly another $400 million. This extraordinary
accomplishment is due to the active support of corporations such as F.adisson
Hotels, Denny's Restaurants, the McDonalds Corporation, and trade associations, in-
cluding the American Hospital Association, and the National Restaurant Associa-
tion, among others.

The Employment Initiative Campaign has shown that, given proper support serv-
ices, persons with developmental disabilities can he employed at worksites where
persons without disabilities are employed.

REAUTHORIZATION

In order to continue our work to provide care, treatment and other services to
persons with developmental disabilities, we strongly support H.R. 1871 which would
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reauthorize the Developmental Disabilities Assistance and Bill of Rights Act. This
proposal would:

Extend authorization of appropriations for programs under the act for 3 years.
Appropriations would be authorized foi- such sums as necessary for each of the fiscal
years, 1988, 1989, and 1990.

Add family support services as a priority service area in the Basic State Grant
Program. This proposal would expand and provide crucial supportive services to
families who care for their developmentally disabled family member within the
home. Family support services are defined as services which:

Strengthen the family's role as primary care givers;
Prevent out-of-home placement;
Reunite families with members who have been placed out of the home; and
Maintain family unity.

Family support services may include respite care, personal care, parent training
and counseling, and other services which will support the well-being of families of
persons with developmental disabilities.

Clarify the definition of supported employment to stress competitive employ-
ment e developmentally disabled individuals at worksites where individuals with-
out disabilities are emrloyed. This proposal reaffirms our position that developmen-
tally disabled individuals should participate fully in competitive employment and
not be limited to sheltered workshops or other protected positions designed exclusie-
ly for the developmentally disabled.

Broaden the category of family representatives on State planning councils to
include relatives or guardians of formerly institutionalized persons with develop-
mental disabilities. States have experienced increasing difficulty in identifying indi-
viduals willing to serve on the State planning councils due to the success of deinsti-
tutionalization and the concomitant decrease in the available parent pool. This pro-
vision would assist States in complying with the planning councils' composition re-
quirements by expanding the available pool of parents or guardians eligible to serve
on the Council.

CONCLUSION

In closing, I want to assure you that our policies have and will continue to focus
on attaining the complementary goals of providing greater program authority at the
State and local level and supporting improved program effectiveness, in recognizing
the needs, potential, and accomplishments of persons with developmental disabil-
ities.

Thank you, Mr. Chairman, I would be happy to answer any questions.

Mr. WAXMAN. I understand that the administration endorses Mr.
Madigan's bill which provides for a 3-year authorization of the DD
program.

In fiscal year 1987, approximately $85 million was authorized for
DD programs and $84 million appropriated.

The Consortium for Citizens with Developmental Disabilities has
recommended that the authorization for fiscal year 1988 be raised
to $105 million.

In contrast, the administration has requested an authorization of
"Such funds as may be necessary" for fiscal year 1988.

How does the administration's request compare with the Consor-
tium's? Can you give us a more precise budget recommendation?

Ms. ELDER. The administration's reauthorization authority has
indicated "such sums as necessary." The Developmental Disabil-
ities program is part of the Department's $2.2 billion generic appro-
priation request.

Mr. WAXMAN. Can you give us a more precise breakdown? We
had $84 million appropriated last year. Do you expect an increase
as high as $105 million?

Ms. ELDER. It is very difficult for me to say because we are talk-
ing about "such sums as necessary"--
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Mr. WAXMAN. That is the authorization. You are going to go to
the Appropriations Committee and tell them what you want. You
are going to tell them what you think is necessary. We authorize
the programs and let the Appropriation's Committee fill in the
amount.

Sometimes we put an upper ceiling. Now you are recommending
that we not specify an upper ceiling.

How much are you going to ask the Appropriations Committee
for?

Ms. ELDER. I am not going to ask for a specific amount because if
is part i the generic budget request.

Mr. WAXMAN. The generic budget request. What amount within
that, if you get your generic budget request, will go to developmen-
tal disabilities?

Ms. ELDER. We will look at the generic budget request and con-
sult with Congress. We will then make some decisions.

Mr. WAXMAN. Say you consult with Congress and Congress says
you are right, whatever you wanted for that generic budget re-
quest, you get.

You get $2.2 billion; you get exactly what you asked for. Then
you allocate these funds. How much of that will you allocate to de-
velopmental disabilities?

Ms. ELDER. At this time, we have not made a decision.
Mr. WAXMAN. How do you know to ask for $2.2 billion if you

haven'thow do you give to the whole without knowing what the
parts are?

Ms. ELDER. Initially the budget had line items.
Mr. WAXMAN. What did you recommend for DD?
Ms. ELDER. I don't remember. I would be glad to get it for the

record.
Mr. WAXMAN. Do you know how much was recommended?
Mr. STOVENOUR. No, sir.
Ms. ELDER. I would prefer to submit that information for the

record.
M. WAXMAN. That is reasonable.
[The following information was submitted for the record:]
The initial Administration on Developmental Disabilities fiscal year 1988 budget

request (prior to the generic appropriation request) was as follows:

Neal year
1988

Basic State Grants 50,250,000
Protection and Advocacy.. 11,000,000
UAF s and Special Projects ..... .. ........ .. ...... .. ..,. 9,000,000

70,250,000

Mr. WAXMAN. Do you know whether it was more or less than
what was appropriated for 1987?

Ms. ELDER. It was level funding.
Mr. WAXMAN. So you are asking the same amount?
Ms. ELDER. That is what I remember.



13

Mr. WAXMAN. Would you care to comment on the American As-
sociation of University-Affiliated program's proposal to establish
university-affiliated facilities in every State?

Ms. ELDER. I would le glad to comment on that. Given that I wastrained at a univers4-affiliated facility, I understand what the
program is all about and I feel that the training the university-af-
filiated facilities provide is very important to people who are and
who serve the developmentally disabled.

I must also share with you that while there are great merits in
the UAF program, we question whether a UAF is really necessary
in every State.

Let me go back and give you a historical vignette about what
happened when I was the Commissioner of the Administration on
Developmental Disabilities.

We were looking to expand the UAF network, but looking to
expand that network within reason. An announcement was pub-
lished in the .C.,cieral Register in May 1984 and we proposed expan-
sion within certain criteria. One of the criteria was that if a State
did not have a UAF and if they had a population base of 2 million
or more, then they could respond to the announcement.

Eight States that did not have a UAF and that met the popula-
tion base came in. Then we said to them you have to find yourself
an ongoing UAF to be your host. For example, the Colorado UAF
could have been a host to Arizona.

We then funded the host university-affiliated facility to do a fea-
sibility study of establishing a UAF at some university in the appli-
cant-State.

In the applicant-State, there was usually more than one State
university and so there was a little jockeying about who was to get
the UAF: "1 have this kind of faculty and you have that kind", and
"I have better relationships with the State Government", et cetera.

Seven of these eight States found a host and went through the
feasibility process. Of those seven, we funded three new UAF's.

Mr. WAXMAN. You don't think there ought to be one in every
State?

Ms. ELDER. I don't know if there is a simple yes or no answer to
that question. I think it is important that you establish a process
and you look at whether there is a need; can these needs be ad-
dressed by the ongoing structure that exists or do we need a UAF
in every State? For example, in your home State, we have more
than one. Do we need more than one in California? Do we need
more than one in New York?

When we look at the present system, if you go back historically,
the UAF's were hard to sell because it was a new concept. Now
this discipline has solidified and there is a real sense of what we do
to train people and more people are interested.

How do we best meet the training needs? I am not sure if putting
a UAF in every State is going to take care of it.

I think we have to be more disciplined in our strategy to get in
place the best structure in this Nation. I don't suggest that we go
slowly or drag our feet, but we must be clear as to what we are
trying to do, so we can provide quality service, do good research,
and deliver excellent service.



14

Mr. WAXMAN. I would like you to submit for the record informa-
tion on the extent of compliance by State Planning Councils and
Protection and Advocacy Systems with annual reporting require-
ments for fiscal years 1985 and 1986.

Ms. ELDER. I would be glad to do so.
[The following was submitted for the record:]
The State Planning Councils and the Protection and Advocacy systems have been

very re'ponsive in complying with the annual reporting requirements established by
the 1964 amendments. For both fiscal year 1985 and 1986, 90 percent of the Councils
and the Protection and Advocacy systems submitted annual reports on or before the
due date of January 1. The remaining 10 percent were submitted by April 1 of each
year.

Mr. WAXMAN. Section 107 of the Developmental Disabilities Act
and Bill of Rights Act requires the Secretary to submit a report to
the Congress on activities under the program for the previous year.

What is the status of this report for fiscal year 1986?
Ms. ELDER. It is in departmental clearance and I am hopeful that

it will be here very shortly.
I would like to mention that although we were not required to do

an annual report last year, we did submit one. That was something
that I wanted to do when I was wmmissioner, even though Con-
gress had given us a year to figure out how we were going to do it.
We did a fine job on the first year's report and this year's report is
good as well.

Clearance is not always at the rate that we would like it to be. I
think you will be very pleased when you receive it and I am sorry
that it is delayed.

Mr. WAXMAN. The Consortium for Citizens with Developmental
Disabilities has prepared a comprehensive document recommend-
ing revisions in the Developmental Disabilities Assistance and Bill
of Rights Act.

Have you had a chance to review the Consortium's proposal? Did
the Department have the opportunity to review these recommenda-
tions prior to forwarding its legislative proposal to the Congress?

Would you submit for the record the Department's comments
and analysis of the Consortium's recommendations?

Ms. ELDER. Yes, I saw the report in various stages. They were
working diligently on their recommendations at the same time we
ware working diligently on our legislative proposals. I have re-
viewed the Consortium report.

For example, the question on UAF's is in that report and clearly
it reflects one viewpoint.

Another recommendation that the Consortium is making to Con-
gress is that we eliminate the employment mandated priority serv-
ice area provision within the DD legislation.

I would highly recommend that you really think that one
through. I think we have just begun to prove that people, regard-
less of a disability, can be gainfully employed with the right kind
of supports. That takes a lot of tough sledding.

There are attitudinal changes; for example, convincing business-
men who have never hired anyone that is disabled that their insur-
ance rates won't go up. We have made a difference by having the
employment component in the DD legislation.

1 8
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I know the Consortium has suggested that employment not be amandated priority service area for DD Councils. I suggest that you
look at that thoroughly.

Other pieces are not that simple. I think we should think collec-
tively about our best strategies.

Mr. WAXMAN. Let me ask you this. I do want to get all those
points on all the recommendations, but give it to us for the record
so we can evaluate it.

We are not going to move a bill until we evaluate it.
[The following information was submitted for the record:]
I have reviewed the recommendations made by the Consortium for Citizens with

Developmental Disabilities (CCDD) regarding reauthorization of the Developmerital
Disabilities Assistance and Bill of Rights Act and have the following comments onthe major changes proposed by CCDD: (1) CCDD has recommended that employment
related services for the Basic State Grant program no longer be a mandated priority
service. As I noted in my testimony I recommend that Section 122(bX4XBXii) of the
Developmental Disabilities Assistance and Bill of Rights Act, as amended, remain ascurrently written; thereby maintaining employment related activities as a mandat-ed priority service area for the Basic State Grant program; (2) CCDD has recom-mended that a State have the option of developing a State priority service areaunder the Basic State Grant program. I am aware that individual States may feel
that they have unique service needs that could be best addressed through the priori-
ty service provision. However, the current legislated priority service areas (alterna-tive community living arrangement services, employment related activities, childdevelopment services and case management services) already provide for developinga State plan which ddresses individual State needs. Therefore, a legislative changeis not necessary; (3) CCDD has recommended that the State Plan should indicate
what resources are available in the State for people with developmental disabilitieswho do not have mental retardation. The State plans already address the serviceneeds of all developmentally disabled individuals. To specifically identify the re-sources for developmentally disabled individuals who do not have mental retarda-tion is a categorical approach which diminishes the intent of the widely accepted
functional definition. In addition, such a reporting requirement would be burden-some to the States; (4) CCDD has recommended that the UAF program be expandedto include a UAF in every State. As I noted in my testimony, there are merits to
expanding the UAF Network but such an expansion must be done in accord with a
well-reasoned process designed to elicit the highest quality programs, capable of ful-filling UAF goals and objectives, while avoiding redundance; (5) CCDD has recom-mended funds for specific areas of interest for both the UAF program and Special
Projects. Earmarking money for special areas through legislation limits program
flexibility to respond to both current and future issues in support of people with
developmental disabilities. Our present system welcomes and encourages sugges-tions from the field regarding topical areas to be funded as Special Projects; (6)
CCDD has recommended that a carryover of 10 percent of the yearly allotments forthe Protection and Advocacy systems be allowed. The Protection and Advocacy
agencies operate on 100 percent Federal funding so that there may be problems forthese agencies if there is a significant delay in the annual appropriation at the be-ginning of the fiscal year. However, there is no issue when funds are appropriated
and awarded or: a timely basis. Therefore, I do not believe a change to the legisla-tion is necessary; (7) CCDD has recommended that the language permitting the
"provision of specialized services" in the priority area should be deleted and the ac-tivity permitting "model service programs" should be modified to clarify that such
programs are for demonstration purposes (e, g., model demonstration programs). I be-lieve the current legislative language should be retained so that States have theflexibility to fund whatever type of services it determines is needed. Also, Statesshould be able to continue to fund "model service programs" if they so wish.CCDD's proposal would force States to fund only model service p:ograms as narrow-ly defined by CCDD, and (8) CCDD has recommended that language to include"policy analysis and educating _policy makers" should be added to the definition ofthe term "service activities." Under the current statute DD Councils already havethe authority to carry out the activities described by CCDD. However, these activi-ties must be supported out of the portion of funds allocated to the State for plan-ning activities (35 percent provision). I see no problem with defining these types ofactivities as service activities as long as they are not considered service activities
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under the priority services. I would not concur with spending priority service funds
on these types of activities (65 percent provision). The types of activities to be con-
ducted under the priority services area should remain as currently written in the
legislation.

Mr. WAXMAN. Concerns have been expressed about the inadequa-
cy of data collection activities by the Department. We have heard
the criticism that current collection activities with respect to devel-
opmental disabilities are inadequate to assist States and the Feder-
al Government in assessing the need, availability and effectiveness
of services.

Do you agree? What do you think of the Consortium's proposal to
earmark $1 million of funds appropriated for the Section 161 spe-
cial project grants for this purpose?

Ms. ELnER. That is a two-part question. To the second part of
your question, my answer is no, but I don't want that to sound sim-
plistic. I don't like earmarks. We don't have very much discretion-
ary money. If we are going to call it discretionary money, then
people should not keep earmarking it for something that they per-
ceive to be the best thing for us to do.

My concern about earmarking is that we have had to struggle to
bring forward the best R&D projects with very little money.

Responding to the first part of your question, data collection
within developmental disabilities far outreaches what is done in
most other programs. That does not mean that we are doing the
very best job, but we have made great gains and much of it was
done using external data collection methodology.

For example, we have funded a number of universities to collect
data for us and then to give us information that helps policymak-
ers and other people interested in this program make better deci-
sions.

I am not sure if an earmark would provide the kind of products
we are now getting.

Mr. WAXMAN. Earlier this month, Senator Thurmond introduced
S. 926, a bill establishing a national computer system to provide in-
formation to parents on tine availability of specialized services for
developmentally disabled and chronically ill children.

The system would list services available from State agencies as
well as voluntary organizations, parent support groups, private as-
sociations and hospitals.

Are you aware of this proposal? Is such a national system neces-
sary?

Ms. ELnER. I am aware of the proposal. Some of the work that
led to this bill was funded by our discretionary money in the A-
ministration on Developmental Disabilities. It was a response .o a
priority area concerning how to best make information available so
that people could access it and make good decisions.

Again, if we had had a lot of earmarks, maybe we wouldn't have
been able to fund the precursor of the Thurmond bill.

Do we need this type of national system? I have s'en a part of
the Senator's request, but we have not thoroughly investigated all
of what that legislation is suggesting.

If you could give me a week, I would be glad to submit a re-
sponse for the record. I think we need to align this proposal with
the Baby Doe systems and other systems we have to make certain
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that they are complementary and not duplicative. I would be glad
to do that for you.

Mr. WAXMAN. We will look forward to receiving all the informa-
tion that we have asked for for the record. We appreciate your tes-
timony today.

[The following information was submitted for the record:]
The Department is Working on a bill report on S. 926, a bill to amend the Devel-

opmental Disabilities Assistance and Bill of Rights Act to provide grants for the op-
eration of the National Information System for Health Related Services. I will send
a copy of the bill report to Chairman Waxman as soon as Departmental and OMBclearance is completed.

Mr. WAXMAN. Our next witnesses will testify as a panel. Orville
Karan is from the Waisman Center on Mental Retardation and
Human Development, representing the American Psychological As-
sociation; Ms. Eileen Cubarney is representing United Cerebral
Palsy Associations, Inc.: Dr. Michael Guralnick, is president, Amer-
ican Association of University Affiliated Programs; Catherine A.
Raggio, is executive director of the Maryland Developmental Dis-
abilities Council, Developmental Disability Council; and Gay la
Peach, is director, Office for Public Advocacy, Division for Protec-
tion and Advocacy.

We welcome you to the hearing and your prepared statemen's
will be made a part of the record.

Mr. Karan, why don't you begin.

STATEMENTS OF ORVILLE C. KARAN, ON BEHALF OF AMERICAN
PSYCHOLOGICAL ASSOCIATION; EILEEN CUBARNEY, ON
BEHALF OF UNITED CEREBRAL PALSY ASSOCIATIONS, INC.;
MICHAEL GURALNICK, PRESIDENT, AMERICAN ASSOCIATION
OF UNIVERSITY AFFILIATED PROGRAMS FOR PERSONS WITH
DEVELOPMENTAL DISABILITIES; CATHERINE A. RAGGIO, ON
BEHALF OF NATIONAL ASSOCIATION OF DEVELOPMENTAL
DISABILITY COUNCILS; AND GAYLA 0. PEACH, DIRECTOR,
OFFICE FOR PUBLIC ADVOCACY DIVISION FOR PROTECTION
AND ADVOCACY

Mr. KARAN. Thank you very much.
On behalf of over 87,000 psychologists throughout the country,

the American Psychological Association appreciates the opportuni-
ty to share our views with the subcommittee regarding the reau-
thorization of the Developmental Disabilities Act.

First, we would like to express our support for the legislation,
particularly the interdisciplinary focus which brings together pro-
fessionals, consumers and agency representatives who are working
to improve the lives of our Nation's developmental disabilities citi-
zens. This subcommittee has a strong track record of leadership
and advocacy for developmental disabilities persons, and we are
proud to support the work that the subcommittee has done.

Our forefathers envisioned a country in which "all men are cre-
ated equal," and for many, America has become the "land of oppor-
tunity." Most children are encouraged to believe that with enough
ambition and hard work they can become whatever they want to
be; that is, unless they are developmental disabilities. For many of
these youngsters, theirs is the land of limited opportunity.
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Most adults who are developmental disabilities can be found in
one of two distinct groupsthose who fit the limited community
options which are available and those who do not. This latter group
contains many who are needlessly confined to segregated settings
or without any services at all.

It has only been in the last few years that this problem has even
reached our national awareness. Partly bu: ause of our recent medi-
cal advances, which have resulted in saved lives and greater lon-
gevity for those who most certainly would nave died less than a
decade ago; partly because of our school systems, which provide
public education to all youngsters, regardless of the extent of their
handicapping conditions; and partly because of our technological
breakthroughs which have contributed to overwhelming demon-
strations of competence and have simultaneously raised our expec-
tations about what people with developmental disabilities can ac-
complish, our society is capable of preparing a healthier, better
educated, more competent population of developmental disabilities
citizens.

Yet, many are entering an adult service system which is incapa-
ble of maintaining, let alone, capitalizing on this momentum.

A major part of the problem is that the adult service system in
this country has been completely overwhelmed by the multiplicity
of new and different demands that have been created by the break-
throughs and opportunities society has created in some of its other
systems. The resulting costs to society in lost human potential and
forced dependency are staggering.

The two most often identified major gaps in our adult services
systems are: (1) the lack of central coordination and service deliv-
ery; and (2) the lack of a single resource for long-term funding and
employment-related services. These have been addressed in nation-
al studies without resolution.

As we attempt to respond to the community integration chal-
lenges ahead, we must be careful to avoid one of the major concep-
tual and procedural errors of the past, namely, that individuals
with developmental disabilities be required to adapt to a limited
range of community options.

Under these circumstances, when a mismatch occurred, there
was a tendency to blame the victim. Today we are just beginning to
recognize that instead of simply attributing failure to the individ-
ual, components of the service system must be modified.

It is bc'oming clearer that one's community placement success
depends not on the degree of their handicap, but rather on what
their community is willing and able to provide.

In this reauthorization process, I ask you to recognize that above
all the Developmental Disability Act is concerned not merely with
rights, employment, training or research, but most importantly
with individual persons; persons who, yes, require access to both
quality services and to the mainstream of our society, but also who
together with their families ...-ast receive the necessary support
they, as individuals, need to fully grow and develop within the
family and other societal systems.

Indeed, if the individual person with developmental disabilities is
not prepared to take advantage of these systems, his or her ability
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to reach their full potential for participation in society will certain-ly be limited.
The Demonstration Projects I urge you to include in the reau-

thorized DD Act speak directly to the needs of the individual, and
these projects are designed to meet very understandable needs.

Imagine for just a moment the tremendous emotional stress theparents of a newborn, at-risk infant face as they recognized their
child's disability. For their child to have the chance to take full ad-vantage of the opportunities we know society can and must pro-
vide, the parents and the child need the professional guidance and
support of skilled psychologists.

And what of the individual who is leaving the placeperhapsthe only placehe knowsthe institutionfor a new life in thecommunity. We have all seen the reluctance and indeed often the
resistance of such individuals and their families to such a move.In a word, they are afraid. They know at least the certainly of
the institution, whatever its inadequacies, and they are fearful ofthe unknown and, at least to them, uncertain future in a societythey have learned sometimes doesn't seem to care.

The skilled professional psychologist can properly prepare insti-
tutionalized individuals and the fa' ilies to look forward to the op-portunities for growth that community placement offers and thus
be prepared to take full advantage of an integrated lifestyle.

So, too, the young developmental disabilities adult graduating
from special education needs to know he or she can successfully
manage both living and working in the community.'I his transition as we have learned is often very difficult and the
recent ICD/Harris Poll of employers suggested that persons withdisabilities seeking employment or advancement are often ham-pered by diminished self-image.

Can we deny that recognizing and accepting one's disability in anintegrated living and working situation is essential for success?And if not, can we fail to see the critical role the skilled psycholo-
gist must play in preparing the person with an extra burdenan
extra challengeto make the successful transition?

Finally, we must not forget that group who often are not thoughtof when we speak of persons with disabilitiesthe aged. They to-gether with their families need special support and counsel to seehow their lives in the community can be meaningfu.t and reward-ing.
The challenge of the future is to provide for a coordinated, col-

laborative service system that will enable the handicapped personto receive services in an expeditious and coordinated manner.The American Psychological Association would like to recom-mend the inclusion of the attached special projects in the reauthor-
ized legislation so that some of the problems we have outlined canbegin to be addressed.

Thank you for this opportunity, Mr. Chairman, to present ourviews.
Mr. WAXMAN. Thank you very much.
[The statement of Mr. Karen follows:]
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STATEMENT OF ORVILLE C. ICARAN

On behalf of over 87,000 psychologists throughout the country, 'The American Psy-
chological Association appreciates the opportunity to share our views with the sub-
committee regarding the reauthorization of the Developmental Disabilities Act.

First, we would like to express our support for the legislation, particularly the
interdisciplinary focus which brings together professionals, consumers and agency
representatives who are working to improve the lives of our Nation's developmen-
tally disabled citizens, This subcommittee has a strong track record of leadership
and advocacy for developmentally disabled persons, and we are proud to support the
work that the subcommittee has done.

Our forefathers envisioned a country in which "all men are created equal," arid,
for many, America has become the "land of opportunity." Most children are encour-
aged to believe that with enough ambition and hard work they can become what-
ever they want to be; that is, unless they are developmentally disabled. For many of
these youngsters, theirs is the land of limited opportunity.

Most adults who are developmentally disabled can be found in one of two distinct
groupsthose who fit the limited community options which are available and those
who do not. This latter group contains many who are needlessly confined to segre-
gated settings or without any services at all.

It has only been in the last few years that this problem has even reached our
national awareness. Partly because of our recent medical advances, which have re-
sulted in saved lives and greater longevity for those who most certainly would have
died less than a decade ago; partly because of our school systems, which provide
public education to all youngsters, regardless of the extent of their handicapping
conditions; and partly because of our technological breakthroughs which have con-
tributed to overwhelming demonstrations of competence and have simultaneously
raised our expectations about what people with developmental disabilities can ac-
complish, our society is capable of preparing a healthier, better educated, more com-
petent population of developmentally disabled citizens. Yet many are entering an
adult service system which is incapable of maintaining, let alone capitalizing on,
this momentum.

If we have a technology that can contribute to an elderly population of develop-
mentally disabled citizens who are fit, well, and involved, then who do we offer
them instead precarious health, life in costly and complex facilities, and meaning-
le3s activity or unproductive roles in society? If we can prepare these youngsters for
roles as contributing members of society, then why are more than 80 percent of
them unemployed or underemployed within 1 year after completing their educa-
tion? And, if we can now save the lives of catastrophically handicapped infants,
then why do we in turn, comvromise the lives of their parents who often must
shoulder the lifelong responsibility for their care alone?

A major part of the problem is that the adult service system in this country has
been completely overwhelmed by the multiplicity of new and different demands that
have been created by the breakthroughs and opportunities society has created in
some of its other systems. The resulting costs to society in lost human potential and
forced dependency are staggering.

The two most often identified major gaps in our adult services system are: (1) the
lack of central coordination of service delivery, and (2) the lack of a single resource
for long-term funding and employment-related services. These have been addressed
in national studies without resolution.

THE VARYING NEEDS AND CHARACTERISTICS OF THE POPULATION

Congressional data indicate that approximately 8.8 percent of the population re-
ceive assistance for special education each year. Stimulated by PL 94-142, passed in
1975, we are now finding an unprecedented number of students with disabilities
who are "graduating" from public school systems each year. It is estimated that
250,000-300,000 students graduate from special education programs annually of
whom over 90,000 are developmentally disabled. These young adults, having been
exposed to educational opportunities that were simply unavailable a decade ago, are
a qualitatively different group of people than the generations which preceded them.
Generally speaking, this new breed of young adults at all levels of handicap have
more skills, mow normal life experiences, and more potential than their earlier
counterparts. Both they and their parents rightfully expect the same opportunities
for further education and jobs that are available to their nonhandicap peers.

As these recent graduates push the adult system from one end, residents of large
public institutions, who are slowly being returned to the community, are pushing it

44.
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from another end. It has been estimated that 6,000 individuals leave public-operated
n:stitutions each year to join those in community settings.

There are today approximately 110,000 mentally retarded and other developmen-
tally disabled persons now living in public residential facilities. Although this repre-
sents only about 6 percent of the total number of such persons, they account foralmost 41 percent of the total expenditure of Federal dollars spent on developmen-
tal disabilities in this country, or roughly $2.8 billion annually.

Many of these people grew up before the passage of PL 94-142 and therefore
missed training opportunities which today are all but taken for granted. Theirs was
the era of custodial care, and the primitive behaviors they acquired may have
helped them cope with their impoverished institutional environments. Such behav-iors are now inconsistent with successful integration within community settings.
Service providers have really not had much experience serving these adults nor
have they been won represented in the impressive community integration demon-strations to date.

Then there are those who have lived at home all their lives with their families.
Most of these adults are middle aged or older, and because of the age, health, Dad/
or death of their parents, are now just coming to the attention of the adult servicesystem.

As advancements in medical technology and habilitative programming have dra-matically impacted the life r.pectancy of these persons, a significant increase has
emerged in the numbers of persons with developmental disabilities reaching old age.Yet, for many of them, in oraer to sustain t' it residence in the community, they
must continue working when tnost of their ,nhandicapped peers have long sinceretired.

RESPONDING TO THE CIIALLENGES

As we attempt to respond to the community integratiun challenges ahead, we
must be careful to avoid one of the major conceptual and procedural errors of thepast, namely, that individuals with developmental disabilities be required to adaptto a limited range of community options. Under these circumstances, when a mis-match occurred, there was a tendency to blame the victim. Today we are just begin-
ning to recognize that instead of simply attributing failure to the individual, compo-
nents of the service system must be modified. It is becoming clearer that one's com-
munity placement success depends not on the degree of their handicap, but rather
on what their community is willing and able to provide.

Many individuals, including professionals, parents, peers, paraprofessionals, eventhe person on the street, all play important direct or indirect roles in providing this
support. Ways must be found to maximize the helpful participation of a wide varie-ty of potential support people because a social life and interactions with others are
important for individuals who are developrnentRlly disabled. Individuals with socialties have been found to show less vulnerability to stress and to be more socially ad-
justed. Social support appears to be a vital ingredient for positively contributing to
one's mental and physical health.

The family is obviously an important part of this support network, and the rolefamily members play in a critical factor in one's successful community integration.
Through training and support, parents can become the "glue" that reduces the frag-
mentation so notorious in adult services and can ultimately contribute to the best
community options for their family member.

Among those who fail to adjust to community environments there is a high preva-
lence of associated mental health difficulties. In fact, the prevalence of psychopa-
thology among persons who are developmentally disabled is four to five times that
of the normal population, and anywhere from 33 percent to 100 percent of thosewho fail in their community placements demonstrate obvious mental health difficulties. A recent national survey of community residential facilities for people who
were developmentally disabled reported mental health difficulties to be the single
most frequently identified condition among those residents with additional handi-capping conditions.

Meeting the mental health needs of people who are developmentally disabled is alaudable
Meeting

of life" goal, but, in fact, community service personnel in generalcurrently neither have the skills or desire to effectively treat these mental health
difficulties nor the service delivery systems tk provide the type and continuity of
resource, required for effective treatment. Improving the adequacy and availabilityof such resources will depend on better training for both specialized and generic
service providers.
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this reauthorization process, I ask you to recognize that above WI the Develop-
merhzl Disability Act is concerned not merely with rghts, ernrloymvnt, training or
research but most importantly with individual persons; persons who, yes, require
access to both quality services and to the mainstream of oar society but also who
together with their families must receive the necessary support they, as individuals,
need to fully grow and develop within the family and other societal systems. Indeed,
if the individual person with developmental disabilities is not prepared to take ad
vantage of these systems, his or her ability to reach their full potential for partici-
pation in society will certainly be limited.

The Demonstration Projects I urge you io include in t. -sauthorizcd D.D. Act
speak directly to the needs of the individual, and these acts are designed to
meet very understandable needs.

Imagine for just a moment the tremendous emotional stress the parents of a new-
born, at-risk infant face as they recognize their child's disability. For their child to
have the chance to takt, full advantage of the opportunities we know society can
and must provide, the parents and the child need the professional guidance and sup-
port of skilled psychologists.

And what of the individual who is leaving the placeperhaps the only placehe
knowsthe institutionfor a new life in the community. We have all seen the re-
luctance and indeed often the resistance of such individuals and their families to
such a move. In a word, they are afraid. They know at least the certainty of the
institution, whatever its inadequacies, and they are fearful of the unknown and, at
least to them, uncertain future in a society they have learned sometimes doesn't
seem to care. The skilled professional psychologist can properly prepare institution-
alized individuals and the families to look forward to the opportunities for growl'
that community placement offers and thus be prepared to take full advantage of an
integrated lifestyle.

So, too, the young developmentally disabled adult graduating from special educa-
tion needs to know he or she can successfully menage both living and working in
the community. This transition as we have les vied is often very difficult and the
recent ICD/Harris Poll of employers suggested that persons with disabilities seeking
employment or advancement are often hampered by diminished self image. Can we
deny that recognizing and accepting one's disability in an integrated living and
working situation is essential for success? And, if now, can we fail to see the critical
role the skilled psychologist must play in preparing the person with an extra
burdenan extra challengeto make the successful transition?

Finally, we must not forget that group who often are not thought of when we
speak of persons with disabilitiesthe aged. They together with their families need
special support and counsel to see how their lives in the community can he mean-
ingful and rewarding. Without such recognition, an institutional placement is often
the only option seen. As we know, it is an option that is terribly expensive in both
human and economic terms. Psychological services can mean the difference between
continued participation in society and a withdrawal from society to the clo:,ed and
regressive life of a segregated institution.

The challenge of the future is to provide for a coordinated, collaborative service
system that will enable the handicapped person to receive services in an expeditious
and coordinated manner. The American Psychological Association would like to rec-
ommend the inclusion of the attached special projects in the reauthorization legisla-
tion so that some of the problems we have outlined can begin to be addressed.

Thank you for this opportunity to present our views.

DEMONSTRATION PROJECTS FOR THE DEVELOPMENTAL DISAPLITIES ACT

The following is draft language to be inserted as Section 162(aX1XD) of the Devel-
opmental Disabilities Act:

(d) Of which at least four shall be to demonstrate the effectiveness of a range of
psychological services for developmental:), disabled persons including:

(1) One project providing psychological services to children from birth to
? years of age, inclusive, (and their families) who have or are at nal( for
developmental disabilities as a means to enhance their physical, social,
emotional, and/or cognitive development and minimize the degree of future
impairment. This project is to be coordinated with the lead agency imple-
tr.ent;ng Tart H of PL 99-957;

(2) Ors project providing psychological services for developmentally dis-
abled individuals (and their families) to facilitate their transition from in-
stitutional settings to independent living arrangements in the community;

6
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(3) One project providing psychological services for developmentally dis-
abled young adults (and their families) who are preparing to leave special
education to increase their potential for community participation and gain-
ful employment;

(4) One project providing psychological services to aged developmentally
disabled individuals residing with their families in the community to main-
tain their functional level so as to prevent the need for placement in an
institutional care setting.

For FY 1988, FY 1989 and FY 1990, $1.5 million is authorized per project. Only
departments or schools of psychology that grant doctoral degress cre eligible for
such projects. Projects are to be awarded for a 3-year period.

Mr. WAXMAN. Ms. Cubarney.

STATEMENT OF EILEEN CUBARNEY

Ms. CUBARNEY. Mr. Chairman, my name is Eileen Cubarney. I
am the mother of six children. I have been engaged in advocacy on
behalf of children and adults with disabilities for over 25 years.

I am speaking today on behalf of United Cerebral Palsy Associa-
tions, Inc., Epilepsy Foundation of America, and seven other na-
tional organizations on behalf of individuals with the most severe
disabilities.

We share a common vision of an American society that provides
opportunities for school-age children with severe disabilities to be
educated in public schools in a way that promotes interaction with
their non-handicapped peers; for adults with severe disabilities to
live at home and in their home communities enjoying the benefits
of friendship and continuing personal relationships.

My remarks today will be to paint for you a portrait of an Amer-
ican family: my family. The portrait is typical of thousands of fami-
lies across the country who have sons and daughters with substan-
tial functional limitations as defined in the Developmental Disabil-
ities Act.

My testimony will describe the barriers we face as families seek-
ing adequate and appropriate supports to enable our sons and
daughters to learn, live and work in their home communities.

My son David is 21 years old. He has a diagnosis of cerebral
palsy and is further labeled as having quadraplegia. He can talk
but he cannot walk, feed himself, dress himself, or attend to his
bodily functions.

He has average to above-average intelligence. Had we listened to
the professionals when he was a baby and placed David in an insti-
tution, our family would have beon financially solvent today, and I
believe David would have been the vegetable that they diagnosed
him as.

I present to you his graduation picture. He will graduate this
year from his local school.

Instead, we chose to raise David at home and learn first hand
about the struggles to earn his right of citizenship.

Our family has had only 4 vacations in 18 years. Although Penn-
sylvania has a very large program of family support and respite
services, David did not have the right label to access the system.
We chose not to try and find a clinician who would relabel David
as "mentally retarded"many parents chose that routein order
to access these services. To do so was too much of a compromise of
his dignity and our integrity.

e '-,/
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We paid for his therapies in his infant years and he attended the
UCP nursery school which was funded by donations from the Elks
Club. At age 5, he attended a private school for a number of years,
which the public school paid a per diem and we paid the rest of the
tuition which exceeded the mortgage payment on our home.

At age 13, with David's and our rights articulated in P.L. 94-142,
the Education for all Handicapped Children's Act of 1975, and with
the ongoing assistance and support of Congressman Walgren and
his staff in Pittsburgh and an attorney whom we paid, we filed and
won both a due process and a civil rights suit against the school
district in order to have David removed from "special school"
where he learned almost nothing and sent to a regular school with
children of his own age who were not handicapped. David was the
first student with quadraplegia to be "mainstreamed" in our com-
munity.

We won, but the special school was so unprepared to meet his
needs that they wanted to offer him a janitorial training program.

Our own school district was so disgusted with this recommended
that they said they would take him into regular school with chil-
dren of his age who were not handicapped.

He presently attends, in addition to hi,2 regular education pro-
gram, 2 days a week the United Cerebral Palsy Independent Living
program where he is learning how to direct his own life and how to
direct his own life and how to manage his attendant.

My school district has chosen to pick up the transportation costs
for this and UCP pays for the educational program.

He began receiving attendant services in 1985 as a result of
Pennsylvania's pilot program, which still only exists in six counties
of our State.

Other than the public schooling that he has received, 1 wheel-
chair in 20 years, my son has received no government funding of
any kind.

The attendant services have changed our family's role from that
of David's constant care givers to mother, father, brother and
sister. This service has allowed me the opportunity to go to work
for the fist time in over 20 years and assist my husband's modest
income in supporting our 4 children in college and to earn my own
degree.

I am employed in the Rehabilitation Technology Center at the
Rehabilitation Institute of Pittsburgh.

I am involved daily with what is being achieved through technol-
ogy for people like David and countless others with severe function-
al limitations with and without medical impairments. Yet, how
many individuals go without, go begging, and I see this daily, or
are denied access to these and other necessary support services be-
cause their State has not yet chosen to put in place a service deliv-
ery system for all persons with developmental disabilities?

If you have quadraplegia in the State of Pennsylvania and you
are unlucky enough to not have private means, you cannot own an
electric wheelchair, you cannot move yourself in or out of the sun-
light that streams into your window.

None of us owns the space that we presently occupy. Any of us
today or any of our family members could be in like circumstances.

r; -.)
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I call to your attention that the intent of the law is not being
met consistently in my State and in other of the 50 States...."to
assist States to (a) assure that persons with developmental disabil-
ities receive the care, treatment, and other services necessary to
enable them to achieve their maximum potential through inde-
pendence, productivity, and integration into the community..."

The original intent of Congress in 1963 was to develop services to
meet the needs of people with mental retardation. In 1970 and
1975, this intent was extended to people with other disabilities with
similar service needs. And in 1978, the language was modified to
assure that just persons with the most substantial disabilities re-
ceived services.

This is not happening in some of the States in this country.
The definition included in the 1978 Act, Public Law 95-602 and

which continues today has three major differences from the 1975
Act, which are, no specific diagnostic categories or labels are used
other than "mental and physical impairment."

Two, the age limit for onset of the disability was raised from 18
to 22; and

Three, the necessity of a substantial functional limitation in
three or more areas of major life activity.

We have come a long way, but wPbelieve it is now time to recon-
cile Federal intent with State policy. As Dr. Elizabeth Boggs, a na-
tional expert on developmental disabilities, stated upon New Jer-
sey's adoption of the Federal definition into State statute in 1985,
"We have had a non-accessing population of peoplespecifically,
young adults with severe physical disabilitieswho have had no-
where to go for assistance in putting it all together. These people
really deserve to have an agency that can work for them..."

I would enlarge that to cover from birth through young adults.
I urge you to (1) reaffirm that State councils be involved in the

system reform necessary within their respective States so that each
State adopt the Federal definition in a timely manner; and (2)
assure that each of the States meet the intent of the law by assign-
ing the most appropriate agencies to be responsible and accounta-
ble to provide access to the full range of support services for indi-
viduals with developmental disabilities without mental impair-
ments.

Until that time, the promise of the Act will remain unfulfilled.
Over 1 million citizens will continue to be more dependent than

necessary on our resources and robbed of their human dignity and
opportunity to contribute to community life.

I ask you please do not tell me that our 20-year fight has been in
vain. Please do not tell my son that his years of valiant effort have
earned for him a prison sentence in an institution for a crime he
did not commit.

Thank you.
Mr. WAXMAN. Thank you.
Your son is not only fortunate to have you as a mother, but all

the people with disabilities are fortunate to have you battling for
them.

[The prepared statement of Ms. Cubarney follows:]

o
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STATEMENT OF EILEEN CUBARNEY

My name is Eileen Cubarney. I am the mother of six children. I have been en-
g,.ged in advocacy on behalf of children and adults with disabilities for over 25
years. I am speaking today on behalf of United Cerebral Palsy Associations, nc.,
Epilepsy Foundation of America, and seven other national organizations on behalf
of individuals with the most severe disabilities. We share a common vision of an
American society that provides opportunities for school age children with severe dis-
abilities to be educated in public schools in a way that promotes interaction with
their nonhandicapped peers; for adults with severe impairments to be employed in
diverse settings earning a competitive wage; and for all children and adults with
severe disabilities to live at home and in their home communities enjoying the bene-
fits of friendship and continuing personal relationships.

My remarks today will be to paint for you a portrait of an American family: my
family. The portrait is typical of thousands of families across the country who have
sons and daughters with substantial functional limitations as defined in the Devel-
opmental Disabilities Act.

My testimony will describe the barriers we face as families seeking adequate and
appropriate supports to enable our sons and daughters to learn, live, and work in
their home communities.

My son David is 21 years old. He has a diagnosis of cerebral palsy and is further
labelled as having quadraplegia. He can talk but he cannot walk, feed himself, dress
himself or attend to his bodily functions.

He has average to above average intelligence. Had we listened to the professionals
when he was a baby and placed David in an institution our family would have been
financially solvent today. Instead we chose to raise David at home and learn first
hand about the struggles to earn his right of citizenship.

Our family has had only four vacations in 18 years. Although Pennsylvaria has a
very large program of family support and respite services, David did not have the
right label to access the system. We chose not to try and find a clinician who would
relabel David as "mentally retarded" to acces these services. To do so was too much
of a compromise of his dignity and our integrity.

We paid for his therapies in his infant years and he attented the UCP nursery
school which was funded by donations from the Elks Club. At age five he attended a
private school for which the public school paid a per diem and we paid the rest of
the tuition which exceeded the mortgage payment on our home.

At age thirteen with David's and our rights articulated in P.L. 94-142, the Educa-
tion for all Handicapped Children's Act of 1975, and with the ongoing assistance
and support of Congressman Walgren and his staff in Pittsburgh and an attorney
whom we paid, we filed and won both a due process and a civil rights suit against
the school district in order to have David removed from "special school" where he
learned almost nothing and sent to a regular school with children of his own age
who were not handicapped. David was the first student with quadraplegia to be
"mainstreamed" in our community.

We won, but the school was so unprepared to meet his needs that they wanted to
offer him a janitorial training program. With the help of local UCP staff an appro-
priate education plan was developed. For the past 2 years, as the result of another
fight, David receives his education 2 days a week at the Independent Living Center
where he is learning how to direct his own life and how to manage his attendant.
He began receiving attendant services in 1985 as a result of Pennsylvania's pilot
program in this area.

The attendant services have changed our family's role from that of David's con-
stant caregivers to mother, father, brother and sister. This service has allowed me
the opportunity to go to work for the first time in over 20 years and assist my hus-
band's modest income in supporting our 4 children in college.

I am employed in the rehabilitation technology center at the Rehabilitation Insti-
tute of Pittsburgh. I see everyday what can be and is being achieved through tech-
nology for people like David and countless others with severe functional limitations
with and without mental impairments. Yet how many individuals go without, go
begging or are denied access to these and other necessary support services because
their State has not yet chosen to put in place a service delivery syster . for all per-
sons with developmental disabilities?

The individuals who fall under the umbrella term "developmentally disabled" are
not a homogeneous group in terms of service needs.

I am here today representing over one million individuals who meet the definition
of developmental disabilities but whose primary impairment is not a mental one. I
call to your attention that the intent of the law is not being met consistently in all

30



27

50 States. . . ."to assist States to (a) assure that persons with developmental disabil-
ities receive the care, treatment, and other services necessary to enable them to
achieve their maximum potential through independence, productivity, and int%fra-
tion into the community ..." The original intent of Congress in 1963 was to develop
services to meet the needs of people with mental retardation. In 1970 and 1975, this
intent was extended to people with other disabilities with similar service needs. Andin 1978, the language was modified to assure that just persons with the most sub-
stantial disabilities received services.

The Federal definition was purely categorical in 1970 (P.L. 91-517) and laterevolved to a mixed categorical and functional one in 1975 (P.L. 94-103) which still
had a reference to mental retardation ... "results in similar impairment of general
intellectual functioning or adaptive behavior to that of mentally retarded persons or
requires treatment and services similar to those required for such persons." In 1976,
the Secretary of HEW awarded a contract and appointed a task force to study the
confusion and different interpretations in operationalizing the mixed definition. The
task force recommended a functional approach to the definitiona non categorical
definition which emphasized the complexity, pervasiveness, and substantiality of the
disability condition(s). The proposed definition was included in the 1978 Act (P.L.
95-602) and continues today. The major differences in this definition from the 1975Act are:

No specific diagnostic categories or labels are used other than "mental andphysical impairment';
The age limit for onset of the disability was raised from 18 to 22; and
The necessity of a substantial function. limitation in three or more areas ofmajor life activity.

IMPACT OF CURRENT DEFINITION

The current definition excludes persons with mild disabilities, and, by eliminating
categories makes it possible for persons with a wide range of diagnostic labels such
as spina bifida, spinal cord injury, muscular dystrophy,

i
multiple sclerosis, cystic fi-

brosis, Tourette Syndrome, and others to be included n the definition along with
many persons from the more traditional diagnostic categories of mental retardation,
cerebral palsy, epilepsy, and autism, including many persons with multiple mental
and physical impairments. In fact, most prevalence estimates suggest that 1 to 11/2
million of the three million people classified as "developmentally disabled" are per-sons without mental impairments.

Though the disabilities are different, the common elements are that the origin of
their disability was in the developmental period, that the individuals will need on-
goingpossibly lifelongsupport services and that the goal of these services should
be to increase independent, productivity, and community integration as stated inthe 1984 Act (P.L. 98-527;.

The definition adopted nearly 10 years ago has had an impact on States but not
nearly what some of us expected. Over 20 States still have a State agency which has
an exclusive responsibility to persons with mental retardation.

In 1985, New Jersey was the first and only State to adopt the Federal functional
definition in State statute. The remaining States have adopted a variety of mixedcategorical and functional definitions, many with a strong mental impairment over-
lay. In my home State of Pennsylvania our Developmental Disabilities Council hasjust this year committed some resources over the next 3 years to develop a plan for
a coordinated comprehensive service system for all persons with developmental dis-
abilities. This decision has come about after 5years of having a stated goal in theplan with no resources. Currently our single State agency is the Office of Mental
Retardation in the Department of Public Welfare.

For more than 80 years, professionals have used an approach that focuses on indi-
vidual deficits as the means of deciding whether a person was eligible for available
services. The functional nature of the developmental disabilities definition shouldforce a change in determining eligibility to a focus on the interaction between a
person and his/her environment rather than focusing on deficits seen to be in theperson.

CHANGING SERVICE PATTERNS

Changes in the boundaries of eligibility for services which result from adoption
and implementation of the current definition will, in all likelihood, mean that the
"newly eligible" people will require even more varied levels and types of supports.
This means that past patterns of service delivery will not be able to adequately ac-
commodate these differing demands. New service patterns will have to be developed,
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some old patterns abandoned, and agencies will of nec4ssity learn to become more
flexible in their dealing with individuals receiving services.

For example, in the area of community living, the preferred model of support
service for someone with substantial functional limitations without a mental im-
pairment is the person's own home or home with a roommate and a personal at-
tendant hired and managed by the individual rather than placement in an "eight-
bed" group home or other facility.

In the emerging area of supported employment, ongoing support for persons with
developmental disabilities who are not mentally impaired will include a variety of
services including transportation, physical, speech, and occupational therapies,
medications, and applied technology rather than a job coach.

From these two illustrative examples, I trust you can see that the actual delivery
of support services for the divergent population I represent today encompasses the
same concepts but far different implementation strategies than for persons with de-
velopmental disabilities and mental impairment. This is what we urge you to re-
quire the Developmental Disabilities Councils to do more ofto assure the services
required to support all persons with developmental disabilities, regardless of categor-
ical diagnosis, be planned, demonstrated, and assured throughout the land.

CONCLUSION

We have come a long way, but we believe it is now time to reconcile Federal
intent with State policy. As Dr. Elizabeth Boggs, a national expert on developmental
disabilities, stated upon New Jersey's adoption of the Federal definition into State
statute in 1985, "We have had a non-accessing population of peoplespecifically,
young adults with severe physical disabilitieswho have had nowhere to go for as-
sistance in putting it all together. These people really deserve to have an agency that
can work for them . ."

I urge you to: (1) reaffirm that State Councils be involved in the system reform
necessary within their respective States so that each State adopt the Federal defini-
tion in a timely manner and (2) assure that each of the States nr.-'4 the intent of the
law by assigning the most appropriate agencies to be responsib.. and accountable to
provide access to the full range of support services for individuals with developmen-
tal disabilities without mental impairments. Until that time, the promise of the Act
will remain unfulfilled. Over one million citizens will continue to be more depend-
ent than necessary on our resources and robbed of their human dignity and oppor-
tunity to contribute to community life.

Mr. WAXMAN. Mr. Guralnick.

STATEMENT OF MICHAEL GURALNICK

Mr. GURALNICK. Thank you, Mr. Chairman.
I am Michael Guralnick, Director of the Child Development and

Mental Retardation Center in Seattle, a University-Affiliated Facil-
ity that is a part of the University of Washington. I am also this
year's president of the American Association of University-Affili-
ated programs.

From its inception in the early 1960's, UAF programs have been
actively involved in providing interdisciplinary training to prepare
professionals for involvement in the field of developmental disabil-
ities, in demonstrating the provision of exemplary services, and in
disseminating state-of-the-art knowleelge and clinical practice to a
substantial number of community professionals, parents and para-
professionals.

Over the years, this program has developed into a comprehensive
network addressing the full spectrum of needs in the field of devel-
opmental disabilities.

Although much remains to be accomplished, we believe that our
original mandate is, in fact, being fulfilled.

Last year alone, for example, over 7,000 individuals from 56 pro-
fessional disciplines received interdisciplinary training at UAF's,
and over 250,000 professionals, parents and others actively involved
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in the field of developmental disabilities participated in short
courses, seminars, and other community outreach activities.

In addition, UAF's provided services to over 90,000 clients and
their families either directly or through technical assistance to
community-based service programs.

This quantitative profile, however, cannot reflect adequately the
strong commitment of UAF's and the vast array of programs and
activities designed to help insure that developmental disabilities in-
dividuals are able to fully participate in all aspects of family and
community life.

In fact, we believe that we have complemented effectively the
other key components of the Developmental Disabilities Act.

In general, funding for the UAF program has followed the broad-
er pattern of Federal Government support for mental retardation
and developmental disabilities training.

In real economic terms, training funds advanced consistently
upward every year between 1963 and 1972. Thereafter, training ex-
penditures fell rapidly.

Total training funding for 1985 was only one-fourth of the peak
real funding level in 1972; and along with the 1984 figure, it repre-
sented the smallest spending commitment for training in 22 years.

In fact, according to funding data published by Dr. David Brad-
dock in a recent study entitled "Federal Spending for Mental Re-
tardation and Developmental Disabilities," the administration is
spendingin real terms$1 million fewer on UAF's today than it
did at the inception of the program in 1972. In fiscal year 1972
$4.25 million compared with $3.345 million in adjusted dollars as of
fiscal year 1985.

Why are these funding trends significant? What is the impor-
tance of having adequately trained personnel to provide basic serv-
ices to persons with developmental disabilities?

From a policy perspective, the moneys expended on badly needed
services are only as effective as the availability of adequately pre-
pared professionals qualified to implement those services.

In order for persons with developmental disabilities to live in
community settings, to work in competitive employment environ-
ments, and to participate fully in integrated classrooms, it is essen-
tial that our case managers, physicians, group home workers, and
allied health professionals for example, develop the skills necessary
to address the specialized needs of disabled individuals.

The principal impact of these funding reductions is to impair the
UAF network's ability to "leverage" other funds. Congress envi-
sioned a unique financing approach in establishing the UAF
system. These facilities use their Federal moneys primarily for ad-
ministrative expenses, but use the all-important Federal commit-
ment to attract funds from State, local, and private sources. The
core funds then provide the operational dollars necessary to carry
out their training, exemplary service, and other statutory man-
dates.

However, because the scope of current training needs is growing
so rapidly in a variety of areas ranging from health care and case
management to vocational service provision, our multi-source
budget is barely keeping pace.

77-495 - 87 - 2 -tit' 3
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In fact, we simply lack the personnel necessary to staff both the
training programs themselves and the direct service positions nec-
essary to meet existing requirements in many specific disciplines.

For example, recent surveys have documented the acute shortage
of pediatricians especially trained in the field of developmental dis-
abilities.

As a consequence, the highly technical specialized services often
required for developmental disabilities children and their families
are affected by this shortage of specialists.

Of equal importance is the fact that these same specialists are
the ones who provide training for future primary care pediatri-
cians.

Since primary care pediatricians operate as our first line of de-
fense against developmental disabilities, the result is clear. With-
out the capacity to identify developmental disabilities in our chil-
dren, we will be unable to furnish appropriate community-based
services in a timely, effective fashion.

In our view, the availability of qualified professionals in the ge-
neric service system is one key to full participation in community
life for developmental disabilities individuals.

As we proceed further in our efforts to enhance the health and
general well being of developmental disabilities individuals, we are
confronted with a number of serious problems which we believe
should be addressed in the Developmental Disabilities Act.

First, the area of elderly developmental disabilities individuals
poses significant training and service needs. Current data indicate
that there are over 200,000 individuals in this country who are 55
or older with mental retardation or some other form of develop-
ment disability.

This population is projected to increase to 589,000 by the year
2020. Indeed, this would imply that, as we approach the 21st centu-
ry, about 4 out of every 1,000 older Americans will have mental re-
tardation or a developmental disability.

Coupled with the aging of parents who have provided life-long
care for their sons or daughters with a disability, a major service
challenge is upon us.

AAUAP recognizes that one of the first steps in providing the ap-
propriate quality and mix of services to older Americans with dis-
abilities is adequate personnel preparation.

Consequently, we support a cross-training effort whereby UAFs,
co-located in the same or adjacent universities with gerontological
training programs, provide instruction in the processes of aging
and the basic competencies necessary to effectively treat elderly
persons with developmental disabilities to a broad array of profes-
sionals.

Another area with enormous interdisciplinary training implica-
tions involves the recently passed Education of the Handicapped
Act Amendments of 1986, P.L. 99-457, which authorized a new
early intervention program for disabled children from birth to 3
years of age.

The hearings leading up to the passage of this legislation estab-
lished beyond reasonable dispute that properly administered early
intervention services strengthen prevention, facilitate future corn-
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munity integration, and actually reduce the severity of a child's
functional limitations while enhancing parental involvement.

However, current data reveal a severe lack of qualified personnel
in certain key health disciplines including speech pathologists and
physical and occupational therapists to meet the expectations em-
bodied in P.L. 99-457.

As a consequence, AAUAP supports a proposal which would aug-
mentvia the Developmental Disabilities Acttraining dollars
provided for under the Education for the Handicapped Act by es-
tablishing development and implementation projects at five to
seven universities prross the country.

UAFs would be specifically responsible for producing a range of
allied health professionals from a variety of disciplines to work ex-
clusively in the early intervention programs once they are imple-
mented at the State level.

As the residential services system continues its evolution toward
less restrictive, better integrated residential care options, the direct
responsibilities given to paraprofessionals to ensure high standards
of care and habilitation will also increase.

The proper training of these paraprofessionals constitutes an
area of AAUAP concern. The principal difficulty is that we are
producing trained direct care staff at a level sufficient neither to
meet current demand nor projected needs.

For example, the existing nationwide demand for paraprofession-
alsmeaning psychiatric technicians, rehabilitation assistants,
case workers, house parents, job coaches and group home workers
to name a fewis approximately 50,000 for community residential
facilities alone.

By the year 2000, that figure increases to over 75,000. Moreover,
just to keep pace with the average turnover in these positions be-
tween 1987 and the year 2000, 34,000 new paraprofessionals per
year will need to be trained.

As a result, AAUAP supports a paraprofessional training initia-
tive in which UAF's would be involved in organizing and preparing
existing State and community personnel development programs, as-
sembling and evaluating curricula and quickly disseminating suc-
cessful training models to community instructional institutions to
carry out the actual training.

Finally, UAF supports the creation of a UAF's in every State be-
cause the existing feasibility study process is ill-funded, certain
States with language populations have no organized Federally
sponsored program to provide exemplary services and training in
the developmental disabilities field.

UAF therefore proposes that simultaneous expansion studies be
conducted leading to establishment of satellite centers in all 50
States by fiscal year 1989.

Thank you for this opportunity to testify in behalf of AAUAP
and the UAF's nationwide.

Mr. WAXMAN. Thank you very much, Dr. Guralnick.
[The prepared statement of Dr. Guralnick follows:]

STATEMENT OF MICHAEL GURALNICK

Mr. Chairman and members of the Committee, I am Dr. Michael Guralnick, Di-
rector of the Child Development and Mental Retardation Center in Seattle, a Uni-
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versity Affilia) ad Facility (UAF) that is a component of the University of Washing-
ton. I am sly, its year's president of the American Association of University Affili-
ated Programs (AAUAP).

From its inception, the UAF network has had a unique mission that can be traced
back to the early 1960's. The President's Panel on mental Retardation, created in
1961, first initiated the concept of training a multidisciplinary core of professionals
required to deliver appropriate and needed services to persons with developmental
disabilities. While funds for the construction of research and training centers on
university campuses across the country were initially authorized in the Mental Re-
tardation Facilities and Community Mental Health Centers Act of 1963 (P.L. 88-
164), the specific statutory mandates for the UAF network were not defined in Fed-
eral law until 1978 with the passage of the Rehabilitation, Comprehensive Services
and Developmental Disabilities Amendments (P.L. 95-602). Sec. 102 of that legisla-
tion defined the term "university affiliated facility" as a public or nonprofit facility
which is associated with, or is an integral part of, a college or university and which
provides for at least the following activities:

(a) Interdisciplinary training for personnel concerned with developmental disabil-
ities;

"S) Demonstration of the provision of exemplary services;
(c) (i) Dissemination of findings relating to the provision of services; and; (ii) pro-

viding researchers and government ager cies sponsoring service related research
with information on the needs for further service related research.

The UAF program has now de7eloped into a comprehensive network emphasizing
pre- and in-service training in the field of mental retardation and otht' developmen-
tal disabilities. Last year alone, over 7,000 'individuals from 56 professional disci-
plines received interdisciplinary training at UAF's. Moreover, over 250,000 profes-
sionals, parents, and others actively involved in the fields of developmental disabil-
ities participated in short courses, seminars, and other community outreach activi-
ties. In addition, UAF's provided essential services to over 90,000 clients and their
families. These statistics, however, cannot reflect adequately the strong commitment
of UAF's and the vast array of programs and activities designed to help ensure that
developmentally disabled individuals are able to fully participate in all aspects of
family and community life. The scope of our activities continues to be extensive, en-
compassing areas such as prevention, early intervention, transition, employment,
mental health problems of disabled individuals, community living arrangements,
and the coordination of services. As partners in the developmental disabilities pro-
gram, we believe that we have complemented effectively other key aspects of the
Developmental lisabilities Act.

In general, funding for the UAF program has followed the broader pattern of Fed-
eral Government support for mental retardation and developmental disabilities
training. In real economic terms, training funds advanced consistently upward
every year between 1963 and 1972. Thereafter, training expenditures fell rapidly.
Total training funding for 1985 was only Y4 of the peak real funding level in 1972;
and, along with the 1984 figure, it represented the smallest spending commitment
for training in 22 years. In fact, according to funding data published by Dr. David
Braddock in a recent study entitled, "Federal Spending for Mental Retardation and
Developmental Disabilities," the Administration is spendingin real termsone
million fewer dollars on UAF's today than it did at the inception of the program in
1972 ($4.25 million in FY 1972 compared with $3.345 million in adjusted dollars as
of FY 1985).

Why are these funding trends significant? What is the importance of having ade-
quately trained personnel provide basic services to persons with developmental dis-
abilities? From a policy perspective, the moneys expended on badly needed services
are only as effective as the availability of adequately prepared professionals quali-
fied to implement them. In order for persons with developmental disabilities to live
in community settings, to work in competitive employment environments, and to
participate fully in integrated classrooms, it is essential that our educators, physi-
cians, group home workers, and allied health professionals develop the skills neces-
sary to address the specialized needs of these individuals. The interdisciplinary
training approach, in particular, plays a key role in the personnel development
process. Pediatricians and other physicians, occupational and physical therapists,
speech pathologists and other allied health professionals are trained to function as a
team in dealing with the complex needs of an individual with developmental disabil-
ities in a unified manner. Because these needs require responses from many agen-
cies and many types of professionals, this interdisciplinary training approach is de-
signed to result in coordinated, appropriate service provision.
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Viewed in this light, it seems clear that decreasing support for the UAF system
and other personnel development programs will inevitably compromise the avail-
ability and quality of health care and other services to persons with developmental
disabilities. The principal impact of this reduction is to impair the UAF network's
ability to "leverage" other funds. Congress envisioned a unique financing approach
in establishing the UAF system. These facilities use their Federal moneys primarily
for administrative expenses, but use the all-important Federal commitment to at-
tract funds from State, local, and private sources. The leveraged funds then provide
the operational dollars necessary to carry out their training and exemplary service
statutory mandates. In fact, while ADD funded UAF's received $7,653,000 in core
funding during FY 1986, these same programs generated $45,211,000 from Federal
sources including the Division of Maternal and Child Health, the Department of
Educat!.m, and the National Institutes of health. Yet all Federal funding accounted
for just over 25 percent of the total UAF income. The Administration on Develop-
mental Disabilities' investment of $7,653,000 resulted in a total income of
$122,000,000 nationwide or a ratio of $16 generated for every $1 Federal dollar in-
vested. The largest sources of other funds include general university revenues as
well as State and local support taking the form of grants or contracts from govern-
mental entities and community-based private nonprofit organizations.

However, because the scope of current training needs is growing so rapidly in a
variety of areas ranging from health care and case management to vocational serv-
ice provision, our multisource budget is barely keeping pace. In fact, we simply lack
the personnel necessary to staff both the training programs themselves and the
direct service positions necessary to meet existing requirements in many specific
disciplines. For example, recent surveys have documented the acute shortage of pe-
diatricians specially trained in the field of developmental disabilities. As a conse-
quence, the highly technical specialized services often required for developmentally
disabled children and their families are affected by this shortage of specialists. In
addition, these same specialists are the ones who .provide training for future pri-
mary care pediatricians. Since primary care pediatricians operate as our first line of
defense against developmental disabilities, the result is clear. Without the capacity
to identify developmental disorders in our children, we will be unable to furnish ap-
propriate services in a timely, effective fashion. The availability of qualified profes-
sionals in the generic service system is one key to full participation in community
life for developmentally disabled individuals.

In addition to the sheer scope of the nationwide personnel development need, the
internal financing dynamics of the UAF system are impacting our capacity to fulfill
the statutory mandates outlined in the Developmental Disabilities Act. Because
basic Federal support has eroded over the past decade, those dollars are making up
an increasingly smaller share of the overall network budget. As a result, it is now
more difficult to maintain the developmental disabilities focus of these programs
while attracting the funds necessary to carry out the mandated training and exem-
plary service functions. Specifically, becausse our Federal funding is now propor-
tionately less significant, the national network is increasingly subject to the influ-
ence of non-developmental disability training and service priorities.

It is crucial to emphasize, therefore, that the Federal commitment establishes the
broader programmatic structure for the network. Core funding provides the critical
mission for the disparate resources gathered by UAF's. Without the funds that bind
the program together, the developmental disabilities focus of these facilities may be
lost or compromised. The presence of Developmental Disabilities Act funding pro-
vides the central mechanism, within sometimes vast university educational systems,
to coordinate moneys from many different sources towards a set of estuolished objec-
tives. As a consequence of reduced Federal involvement, many of the activities cur-
rently pursued by UAF's, including exemplary services, technical assistance activi-
ties to community agencies, and much of the existing outreach program would be
seriously jeopardized.

Before moving on to a discussion of specific training and service isves, I would
like to make a brief comment about the Developmental Disabilities Act in general.
Despite relatively modest funding, the ideals and programs embodied in the Act
have had an enormous impact on the field as a whole. The relatively small authori-
zation increases now proposed by the Consortium for Citizens with Developmental
Disabilities (CCDD) continue this evolutionary process by, for example, furthering
the role of Developmental Disabilities Councils in building the capacity of the public
and private sectorsat the State levelto provide services to people with develop-
mental disabilities. The Protection and Advocacy system would be authorized to rep-
resent individuals who, for example, without the protection of a family or legal
guardian, are often summarily relocated from State institutions to sometimes Map-
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propriate living arrangements. Moreover, these authorization levels also give UAF's
the capacity to effectively address some of the broader issues that will soon domi-
nate the developmental disabilities landscape. These issues involving areas of aging,
early intervention, parapraessionals, and expansion are discussed below.

AGING

Current data indicate that there are over 200,000 individuals in this country who
are 65 or older with mental retardation or some other form of developmental dis-
ability. This population is projected to increase to 589,000 by the year 2020. This
would imply that, as we approach the 21st Century, about 4 out of every 1,000 older
Americans will have mental retardation or a developmental disability.

These figures also suggest that, as a Nation, we will soon be faced with the aging
of parents who have provided life-long care for their sons or daughters with a dis-
ability. As these elderly parents become incapable of providing care, States and
communities are increasingly confronted with the task of finding appropriate com-
munity-based placement. Yet even the current population, often housed in nursing
homes and community residential facilities, receive inadequate or inappropriate
care from ill-trained staff.

AAUAP recognizes that one of the first steps in providing the appropriate quality
and mix of services to older Americans with disabilities is adequate personnel prep-
aration. Consequently, we support a cross-training effort whereby UAF's, co-located
in the same or adjacent universities with gerontological training programs, provide
instruction in the processes of aging and the basic competencies necessary to effec-
tively treat elderly persons with developmental disabilities. Such training would be
provided to a broad array of professionals including social workers, physicians, occu-
pational and physical therapists, psychologists, audiologists, speech pathologists, and
nutritionists.

EARLY INTERVENTION

Another area with enormous interdisciplinary training implications involves the
recently passed Education of the handicapped Act Amendments of 1986 (P.L. 99-
457), which authorized a new early intervention program for disabled children from
birth to 3 years of age. It is designed to assist States in developing and implement-
ing a statewide comprehensive, coordinated, multidisciplinary, interagency program
of early intervention services for handicapped infants and toddlers and their fami-
lies. The program mandates the provision of family training and counselling, case
management services, physical and occupational therapy, and assessment services
among many others. The hearings leading up to the passage of this legislation estab-
lished beyond reasonable dispute that properly administered early intervention
services strengthen prevention, facilitate future community integration, and actual-
ly reduce the severity of a child's functional limitations while enhancing parental
involvement.

However, current data reveal a severe lack of qualified personnel in certain key
disciplines to meet the expectations embodied in the EHA. As an example, of the
44,000 members of the American Occupational Therapy Association, approximately
53 percent either work with children exclusively or serve both children and adults.
While this figure represents a dramatic increase in the number of occupational
therapy personnel engaged in pediatric practice, it is clear that the majority of pedi-
atric therapists are treating children ages 5 through 18 years of age. In fact, less
than 2 percent of occupational therapists work primarily with children during the
first year of life. In addition, it is alarming to note that similar personnel shortages
are shared by the other critical allied health disciplines. A recent survey of the 50
States indicates that 96.2 percent report substantial shortages of qualified physical
therapists, speech pathologists, and occupational therapists to work in the early
intervention program. In addition, 82.7 percent of these States expect the shortage
to continue through 1989, the first year of implementation of P.L. 99-457.

These disturbing numbers reflect why AAUAP supports a proposal which would
augmentvia the Developmental Disabilities Acttraining dollars provided for
under the EHA by establishing development and implementation specifically re-
sponsible for producing a range of allied health professionals from a variety of disci-
plines to work exclusively :ri the early intervention programs once they are imple-
mented at the State level.
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PARAPROFESSIONALS

The AAUAP network has long advocated for the community integration of per-
sons with developmental disabilities. The enhanced health and developmental
progress of injividuals who reside in natural communities and relatively normal,
household size living arrangements (rather than specialized institutional environ-
ments) have been amply demonstrated. A consequence of this approach is that per-
sons with developmental disabilities increasingly live, work, and recreate outside of
environments with rmally trained professionals. Indeed, as the residential services
system continues its evolution toward less restrictive, better integrated residential
care options, the direct responsibilities given to paraprofessionals to ensure high
standards of care and habilitation will also increase. The principal difficulty, howev-
h is that we are producing trained direct care staff at a level sufficient neither to
meet current demand nor projected needs. For example, the existing nationwide
demand for paraprofessionalsmeaning psychiatric technicians, rehabilitation as-
sistants, case-workers, house parents, job coaches and group home workers to name
a fewis approximately 50,000 for community residential facilities alone. By the
year 2000 that figure increases to over 75,000. Moreover, just to keep pace with the
average turnover in these positions between 1987 and the year 2000, 34,000 new
paraprofessionals per year will need to be trained.

Clearly these estimates suggest that the lack of appropriate personnel develop-
ment could become a substantial roadblock to community integration of persons
with developmental disabilities. As a result, AAUAP supports a paraprofessional
training initiative whereby UAF's would administer 5 to 10 training programs for
direct care workers and paraprofessionals. With the overall objective of organizing
and preparing existing State and community personnel development programs, cur-
ricula would be assembled, evaluated, and quickly disseminated to community in-
structional institutions to carry out the actual training. In view of the substantial
task ahead, this recommendation represents an immediate and cost-effective method
of building training capacity at the local level.

MANSION

Finally, AAUAP supports the creation of a UAF in every State. Because the exist-
ing feasibility study process is illfunded, certain States with large populationslike
Illinoisand a substantial portion of the south and southwest areaincluding Okla-
7.1oma, Arkansas and New Mexicohave no organized federally sponsored program
to provide exemplary services and training in the developmental disabilities field to
allied health professionals, parents, and physicians already in the field. AAUAP,
therefore, proposes the conduct of simultaneous expansion studies leading to the es-
tablishment of satellite centers in all 50 States by FY 1989.

Thank you for this opportunity to testify on behalf of AAUAP and UAF's nation-
wide.

STATEMENT OF CATHERINE A. RAGGIO

Ms. RAGGIO. I am Catherine A. Raggio, executive director of the
Maryland Developmental Disabilities Council and today I represent
the 56 State and territorial council on behalf of the National Asso-
ciation of DD Councils.

I come from the State where once an illustrious congresswoman
followed your leadership. We were sorry to lose her from this com-
mittee but of course delighted by her new role in the center and
are very assured to know that your leadership continues.

The DD Council recommendations concerning reauthorization of
the Act have been intx-ii porated into those made by the consortium
for citizens with DD, also known as CCDD. Copies are attached to
my testimony and I want to highlight some key recommendations
and present some strengths of the DD program.

Through the basic State grant program councils work to build
the capacity of services within their States. Our funds are used as
a catalyst for State, local and other Federal and private dollars.
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For example, 2 years ago, in Maryland, my council members vol-
unteered me to be a chair of an interagency grant writ.ng that cap-
tured one of the original 10 grants from the Office of Special Edu-
cation and Rehabilitation services. This grant is being used to con-
vert Maryland's way of serving people with DD from workshops
and activity centers to supported employment.

Not only diu Maryland receive the $2.1 million over a 5-year
period in Federal funds but we also have received to date $97,000
for the program from private foundations.

State resources in excess of $10 million over the 5-year period
will be redirected to supported employment which we believe to be
a new and better way to serve people with DD.

Ours is a people program. Although we do not usually provide
direct services unless for demonstration purposes we use our small
allocations to leverage long-term funding and to promote long-term
frding and to promote more efficient ;ices of State and local re-
sources. Councils must frequently identify their State legislative
outcomes as their most significant achievement. In each State,
councils act as educators, influencing and leveraging agencies ac-
cording to their own circumstance.

Attached to my testimony is the National Association of DD
Council publication titled "Patterns for Advocacy," which describes
policy activity for fiscal year 1985. The fiscal year 1986 document
will be available soon and will be forwarded to members of the sub-
committee. As planners and advocates, councils must promote
ideas and service approaches or the cutting edge.

We spend considerable time discussing our beliefs and philoso-
phies and one of our beliefs is tie people with DD are people first
and that services must reflect the person's own opinion and their
choices.

The Minnesota Council has prepared this book entitled "New
Way of Thinking," to help policy makers and the public under-
stand the issues surrounding the lives of people with DD and our
society's responsibility to them and a copy of that is attached.

Many councils have been helping people with DD to speak <or
themselves through self-advocacy training programs. The Mary:and
Council has just published this guide called "You Can Do It,"
which is a guide to services in Maryland for young adults with DD
and it encourages individuals to take charge of their lives.

Language makes a big difference in communicating our attitudes
towards and our vision for people with DD. To address Lhe question
of values the CCDD has recommended language changes which re-
flect the dignity of the individual and they also recommend adding
to the purposes of the act consumer and family empowerment and
we wholeheartedly agree.

One of the most important council roles has been in its activities
to promote policy change. Such activities take many forms includ-
ing educating policy makers, building coalitions and building inter-
agency cooperation. We support the CCDD recommendations that
will enhance the council's ability to advocate for policy change at
the State level.

The 1984 reauthorization began the process to encourage councils
to look critically at their State institut:nns. Beginning in 1988 we
would like the councils to report to their governors and to the ad-

4 0
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ministration on State responsibilities and plans to correct deficien-
cies.

Council action is needed to underscore our values of independ-
ence, integration and productivity and to prevent costly impedi-
ments to institutions.

We also advocate for flexibility in the DD Act. The four priorities
for council work have always allowed the councils to be future
thinking and at this time we support CCDD recommendations that
councils be able to select the number and type of Federal priorities
appropriate within our States.

We also support the reinstatement of the State option when the
councils work over-arches twl priorities or in the case of consumer
empowerment activity when it extends beyond the four priorities.

We also need your support of the CCDD recommendations that
will enhance the autonomy of the councils. It is a most difficult job
to advocate within State government and we rely heavily on the
DD Act to support our autonomy.

We also support the CCDD recommendations fostering the work
of the protection and advocacy programs, and university affiliated
programs. These organizations help the councils to accomplish the
goals and objectives in the State plan.

The basic State grant program takes pride in its smallness and
councils have demonstrated through their credible policy analysis
public education and the seeding of larger initiatives that many
more services have been created for people with DD on the State
level than could ever have been expected from the financing under
the DD Act alone.

The program has been losing ground steadily though since 1975.
In fact, since that time the budgetary growth of this program aver-
aged only 6 percent a year in unadjusted dollars. In real economic
terms the funding actually regressed by 30 percent which is a very
bleak economic picture.

We will forward to the subcommittee charts developed by Dr.
Davis Braddock of the University of Illinois at Chicago depicting
this loss of buying power. Therefore councils are recommending ap-
propriations for the basic State grant program at $62.2 million for
fiscal year 1988, a 10 percent increase.

Councils have been self-critical and have constantly sought to im-
prove our effectiveness as advocates. We are fortunate that our
councils must contain a majority of people with DD and parents
since they are indeed the conscious of the council. Having the op-
portunity to give Congress the benefit of our best thinking every 3
years during the reauthorization process allows us to contribute to
the strengthening of the DD Act and therefore to our own effective-
ness and improving the lives of citizens with DD.

We appreciate being able to appear before the House Subcommit-
tee on Health to make our recommendations to you.

Thank you.
[Testimony resumes on p. 81.]
[Ms. Raggio's prepared statement follows:]
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THE NATIONAL ASSOCIATION OF DEVELOPMENTAL DISABILITIES COUNCILS

Good morning. My name is Catherine Raggio. I'm the Executive Director of the

Maryland Developmental Disabilities Council and I am representing the 56 state

and territorial DD Councils on behalf of the National Association of

Developmental Disabilities Ceuncils (NADOC). I am a member of NADDC's Board

of uirectors, representing the four mid-Atlantic states and the District of

Columbia.

The specific recommendations made by DO Councils regarding the reauthorization

of the Developmental Disabilities Act have been incorporated into those made

by the Consortium for Citizens with Developmental Disabilities(CCDD), copies

of which are attached to my testimony. I would like to highlight a few of the

most critical recommendations and to present what I think are the strengths

and possibilities of the DD Basic State Grant Program.

WHAT DEVELOPMENTAL DISABILITIES COUNCILS DO

The DD Basic State Grant Program provides modest allocations to states and

territories for activities Ahich build the capacity of the public and private

sectors to provide services and other support to people with developmental

disabilities and their families. These funds act as catalysts for state,

local, and sometimes federal public and private dollars. It is the

responsibility of the DD Council to be the state-wide planner and advocate for

people with developmental disabilities. DD Council advocacy takes many forms.

Councils help to coordinate and influence state agency activities by combining

resources to meet the needs of people with developmental disabilities and by

providing funds to train agency personnel needed to realign services to fill
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service gaps. Councils advocate for increased state funding for state agency

budgets for particular services. Councils organize and participate in

coalitions to mobilize efforts to educate state policy-makers to the need for

and benefits of particular services for people with developmental

disabilities. Council activities rearrange service configurations and change

the direction of services for new and better use of federal programs on behalf

of people with developmental disabilities. Councils educate and raise the

awareness of the general public about the nature of developmental disabilities

to reduce prejudice and fear associated with community integration.

Ours is a "people" program that does not provide direct services to people;

rather we use our small allocations to leverage long-term funding and more

efficient use of resources to fill gaps in and improve the system. It is a

time of scarcity in most states and Councils must anticipate future trends in

order to plan and advocate most effectively. Of the approximately 16 billion

dollars spent on services and entitlements to people with developmental

disabilities nationally, the DD program represents only $56.5 million - about

one-third of one percent. And yet this dollop of money is a magnet for other

funds, a motivator for the realignment of services and a supporter of advocacy

resulting in new and better services.

Because of the unique composition of DD Councils, all the key actors in the

state design the strategies to be used to meet Council goals. People who need

services, state and local providers of services, and state movers and shakers

sit together at the Council table to plan, advocate and help shape state

policy to improve the quality of life for people with developmental

disabilities and their families.

-2-



The change agent role given to DD Councils in the Developmental Disabilities

Act to shape state disability policy is the critical component in fostering

"independence, productivity and integration into the community for people with

developmental disabilities." This mission requires multi-faceted approaches

to working with the varying state systems which reflect differences in

political, economic and social environments. A variety of strategies are used

by Councils to achieve this mission. Councils must assess the system as it

currently exists, determine how it can be improved, plan policy goals and

objectives and take a leadership role in achieving the policy changes that can

create those improvements. Councils act as educators, influencers and

leavening agents in their own unique set of circumstances. Councils initiate

or modify state laws pertaining to services or rights as a critical strategy

to improve the lives of people with developmental disabilities. Attached to

my testimony is an NADDC publication, "Patterns for Advocacy: Now Councils on

Developmental Disabilities Achieve Public Policy Goals", which describes DD

Council policy activities for fiscal year 1985. A FY 1986 document will be

available soon and forwarded to members of the Subcommittee.

Several aspects of the Council role are imoortant to underscore. Councils

exist because Congress has determined that change is needed. We would like to

describe Councils' visions for change predicated upon positive values, how

they identify and plan to nurture the highest quality services, and how

Council advocacy alters public policy. Integral to this planning and advocacy

are some critical administrative questions which we shall also address.

-3-
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BEST PRACTICES ROOTED IN OUR VALUES

The DD Council, in its role as planner and advocate, has the position,

authority and responsibility to identify and promote those ideas which are on

the cutting edge of services for people with developmental disabilities. To

see that federal funds are used appropriately, that the needs of people are

met by the states, and that services that meet those needs promote

independence, productivity and integration into the community, Councils must

be aware and make others aware of new ways of thinking and acting. Councils

approach the question of values in many ways.

The Minnesota Council has prepared the booklet, "A New Way of Thinking," to

help policy makers and the public understand the issues surrounding the lives

of people with developmental disabilities and our society's response to them.

A copy of that publication accompanies my testimony. Such public education,

coupled with other policy analysis, training and demonstration of ways to

implement new ideas, help Councils achieve their long-range objectives to

assure a service system which promotes independence, productivity and

integration into the community.

Councils such as those in Connecticut, Wisconsin, Pennsylvania and Michigan

have sponsored Program Analysis of Service Systems (PASS) training, recognized

as the leading approach to train professionals, advocates, providers and

consumers in the values upon which services should be based and how those

values can be put into everyday practice. Simply put, those vales are that

each person must be viewed first as a human being rather than a "client" or a

"disabled person" and that any intervention in a person's life should reflect

-4-
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that respect and the individual's own opinions, desires and aspirations.

These values are part and parcel of any new way of thinking about

"independence, productivity and integration into thn community." How do these

values translate to the purposes of the 00 Act?

Independence means that people should make decisions about their own lives

with the support necessary to inform those decisions. It means that people

must have freedom of choice about where and with whom they live and have the

right to take risks to explore life and its possibilities. Independence also

implies interdependence: each of us needs others in our lives for friendship

and support.

Productivity addresses this need to make a contribution to society and to use

all the talents an individual has. For adults it means meaningful work that

is valued by others. For children, it means the opportunity to learn how to

be productive.

Integration into the community means being with all kinds 0 other people,

living in a real home and having neighborhood and other social experiences.

It also means being accepted by others as a potential friend.

Self-advocacy is a term used to describe the manner in which people speak for

themselves in getting their needs met, whether it means standing up for the

type of service you want to get a job or facing the ordinary negotiations

between tenant and landlord. Several Councils, including Wisconsin, Maryland,

Oregon, and Kentucky, have supported programs which train consumers, provide

peer support and regergrate the ideals and values of the OD Act by enhancing

-5-
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the independence of individuals with developmental disabilities. Parents,

too, are provided support and training such as the Utah Council's program to

help parents plan the future vocational development of their children.

Maryland concentrated on assisting young adults to develop self-reliance and

clarity of purpose during the teenage years.

Connecticut has focused on the community at large, helping various segments to

understand and -wet the needs of people with developmental disabilities by

training police, ;udges, lawyers, public defenders, bus drivers, landlords,

apartment superintendents, barbers and many others. This will have a two-fold

effect of decreasing discrimination and increasing acceptance, and building

understanding of public policy goals around the needs of people with

developmental disabilities.

Language makes a difference io communicating our attitudes toward and our

vision for people with developmental disabilities. To address the question of

values, the CCDD has recommended language changes which reflect the dignity of

the individual and recommends adding to the purposes of the Act, consumer and

family empowerment. DD Councils wholeheartedly agree.

All of these and many other examples show how Councils promote new service

responses and support a positive context for acceptance of people with

developmental disabilities in society.

-6-
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ANTICIPATING THE FUTURE

00 Councils are designated as planners as well as advocates. Based on our

values, 00 Councils have to have accurate crystal balls to be able to spot

future trends, to recognize state-of-the-art services when we see them and to

know when and how to push them. However, 00 Councils must also be practical

about the methods developed to meet needs of people while expressing those

values. If we hold a value that all children should grow up with families who

love them, then we must determine ways to accomplish that. Several Councils,

including Wisconsin, Colorado, Ohio, North Carolina and others, have

influenced the establishment of locally financed family support programs which

provide subsidies and direct supports to families who are casing for children

with intense and special needs. Councils have done research on model

programs, funded demonstrations of family support and then worked within state

government to ensure the establishment and funding of family support programs.

Respite care is another innovation which Councils, including those in

Massachusetts and New Jersey, have helped to make a part of the ongoing

service system. These services shore up the natural supports available to

people with developmental disabilities so that they can live and function as

other people do, at home.

Community living has always been a major goal of the Councils since the

Congress found in 1970 that it is in the national interest to strengthen

specific programs, especially programs that reduce or eliminate the need for

institutional care." Councils have been in the vanguard of efforts to move

states away from policies which perpetuate congregate care facilities, as, for

example, the advocacy of the Hawaii Council in gaining the state legislature's
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support for a planned reduction and eventual closure of that state's sole

institution. Councils also have worked to establish new living situations for

people with developmental disabilities by promoting ideas such as supervised

apartment living in Utah, shelter homes in Idaho, appropriate zoning in

Illinois, adoption for special needs children in the District of Columbia,

better guardianship laws in North Dakota, consumer-owned cooperative housing

in New Hampshire--all ideas which help assure that people live in homes, not

just in buildings.

As part of their function to monitor federal programs to promote independence,

productivity and integration, Councils have advocated for the use of the

Medicaid Home and Community Based Waiver, providing policy support to

encourage and formulate applications, technical assistance to community

providers responsible for the waivered services, and evaluating the

implementation of the waiver. California's Council pioneered that state's

efforts to use the Medicaid program for people, including infants and

children, with intensive medical needs, promoting programs that provided a

truly homelike setting in which the individual's needs could be met. Many

Councils, prior to and since the mandate to address employment, have worked

successfully with state vocational rehabilitation agencies, which receive

funds under the federal Vocational Rehabilitation Act. Pennsylvania, Michigan

and Indiana have been among those promoting the inclusion of supported

employment and other new, innovative ways to encourage appropriate training

and real jobs for people with developmental disabilities. Councils are

involved with these and other federally supported programs by virtue of the

authority given in the Developmental Disabilities Act to "rilview and comment"

on the plans for these programs. The recommendation of the CCD) to include

-8-
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the plan for federal aring services under this Council responsibility

appropriately moves into an area which is receiving much attention in the

field, the growing population of older persons with developmental disabilities.

Councils are increasingly supporting the development and use of new

methodologies which meet the needs of people with developmental disabilities.

These can include implementing scientific discoveries about what methods help

people learn and disseminating information about new equipment or computer

capabilities. Texas and Minnesota have developed ways to increase the use of

innovative equipment and scientific technologies, such as communication

devices. The COD recommendation to define and include applied technology in

the definitions of community living and employment affords recognition of this

critical and potentially revolutionary approach to supporting individual

independence.

-9-
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THE IMPORTANCE OF POLICY CHANGE ACTIVITIES

Once values are clarified, problems identified, and solutions planned, it

remains to educate and influence the people and systems responsible.

Legislators are critical decisionmakers and Councils have been successful in

educating them and the public about values, problems and solutions. Education

that results in change must be based on fact and substance. Councils have

conducted much research which has been essential to legislative and other

policy changes. Councils are particularly proud of this aspect of their work

and most frequently identify new legislation as their most significant

accomplishment. The California Council sponsored and gained passage of

legislation which increased the scope and budget for the Birth Defects

Monitoring Program and gained commitment for future program expansion. Their

prior research efforts gave the credibility this initiative needed in order to

gain the support of policy makers. The Illinois 00 Council was asked by the

state legislature to conduct three major policy analyses on housing needs,

abuse and neglect of adults, and the transition of children to adult services.

These three studies will provide the direction for the state's future policy

activities In these areas. The Minnesota DD Council has taken a lead in

policy analysis which results not only in changes in state policy, but in

broad-based attitudinal change among the general public. That Council has

provided research at the request of the Governor. In conjunction with other

organizations and advocates, the Iowa 00 Council achieved passage of a Bill of

Ri9hts for people with mental retardation, developmental disabilities and

chronic mental illness. The Council promotes public and consumer awareness of

the law and is monitoring its implementation.

Another critical area in support of the mission of 00 Councils is the

-10-
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procetion of citizen awareness and action through coalition activities. By

helping to build alliances, improving coordination and communication, a united

front among disability and other organizations can be accompli,Iled, a critical

ingredient for successful advocacy over a long period of time and in a large

number of issue areas. DO Councils have founded and organized coalitions and

continuously participate in coalition advocacy with many groups. Legislative

results range from the passage of seat belt laws to prevent disabling injuries

to blocking cutbacks in state general funds for community services and to

generating millions of state dollars for early identification and intervention

services.

In the executive branch of state government, there are many resources which

can assist people with developmental disabilities if those resources are

properly influenced and choreographed. DO Councils have been the catalysts

for interagency cooperation on the state level by creating the forum within

which dialogue can take place and by providing funds which leverage state and

local agency funds. The Maryland DO Council, for example, as part of its

larger effort to address the lack of services for adults with developmental

disabilities, focused on local agency collaboration to implement supported

employment programs by using Council funds to establish linkages between

experienced and beginning agencies for training and technical assistance. The

New York DO Council spurred interagency efforts with the state aging agency to

dcvolop services to elderly people with developmental disabilities. Indiana

pooled its Own funds with funds from vocational rehabilitation, tne Job

Training and Partnership Act program, and other related programs to sponsor

supported employment.

5 2
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The CUD recommends strengthening the policy role of the BD Council by

including in the list of activities in support of the priority areas policy

analysis and educating policy makers. These activities provide critical

support to demonstrate the need for change and are the underpinnings of

credible DD Council advocacy. DD Councils strongly support this

recommendation since these activities are central to the continuing

effectiveness of the DD Basic State Grant program.

DD Councils also support another CCDD recommendation which will improve our

ability to effectively advocate for policy change at the state and local

levels. The 1984 reauthorization began a process to involve DD Councils in

policy planning when states were cited with deficiencies in their 1CF/MRDD

facilities. Beginning in 1988 we would like Councils, in thei.' Annual Report

to the Administration and to their Governor, to report on the state response

to these deficiencies and to describe Council actions which support

independence, productivity and community integration for people with

developmental disabilities as opposed to continued institutionalization in

facilities which do not meet federal standards. Council action is needed to

prevent costly improvements to institutions at the expense of community

services.
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UNIQUENESS OF STATE NEEDS REQUIRES FLEXIBILITY IN THE DD ACT

All of these accomplishments are not single results of single actions;

concerted efforts in many arenas are neccessary to achieve such goals.

Reseaech must ue done to develop new strategies and technologies of providing

services. Analyses must be conducted to support policy changes.

Demonstrations must be made of new methods. Advocacy and public understanding

must be supported to assure the empowerment and acceptance of people with

developmental disabilities In the community. Councils act on all these fronts.

As the CCDD recommends, Councils need to be able to select the number and type

of federal priority areas they deem necessary and appropriate to meet the

needs of people with developmental disabilities in the individual states and

territories in their uniqueness. The option must also be available to

Councils to choose a course of action which overarches the federal priorities

or which goes beyond what might be included in the four federal priorities.

Under the previous "state option' in the DO Act, Councils have been successful

in using their federal funds to address special problems, such as the needs

arising out of the rural character of Montana or the complexity of addressing

local variations in services through the regional DD Councils In Missouri and

area boards in California. These two recomendations will assist the Councils

to meet the needs they identify at the community level.

This flexibility should also extend to how and where the Basic State Grant

program is administered. The CCDD recommends that each Council be allowed to

be designated its own state administering agency and that the Council's

authority over use of the funds be enhanced. The designation of a Council's
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administering agency has been addressed in many different ways in the states

and territories. In South Carolina, the Council is in the governor's office;

in Minnesota, in the general State Planning agency; Texas is in the vocational

rehabilitation agency; Wisconsin is in an umbrella social service agency while

a majority of Councils are located in the mental
retardation/developmental

disabilities services agency. Although son* Councils have experienced

difficulties in finding the best location to be effective, others have

developed satisfactory working relationships with their agencies and have

appropriate and sufficient staff to effect the Council's program. The two

CCDD recommendations regarding administration would help those states which

seek to improve their current situations
while continuing to support the

Councils and agencies which work well and efficiently together.
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SUPPORTING OUR SISTER PROGRAMS .

The DO Act created a triumvirate at the state level - DD Councils, Protection

and Advocacy Systems (PEAS) and University Affiliated Programs (UAPs) - each

of which has a spejal role to play in creating, expanding, monitoring and

advocating for services to people with developmental disabilities. To involve

PEAS and UAPs in the implementation of the DO State Plan, Councils have funded

our sister programs to accomplish specific objectives that are part of the

state-wide picture. In FY 1985, 17 DO Councils provided funding totalling

$1,013,970 to Protection and Advocacy Systems for activities such as: the

development of an information collection and storage system for DO-related

agencies (Northern Mariana Islands); individual advocacy for people in run]

areas (Arizona); training for volunteers to advocate for people leaving

institutions (Connecticut); case. management for home-bond people (0.C.); a

conference on consumer self-advocacy (Kentucky); the development of an

outreach/educational forum for parents and consumers on rights (Louisiana);

training in citizen advocacy (Montana); training for volunteer advocates for

adults and children (Nebraska); training in legislative advocacy skills to

parents (New Mexico); support for the development of a PEA in a rural area

(Utah); the computerization of PEA information and referral services

(Virginia); and citizen advocacy for residents of nursing homes (Wisconsin).

The FY 1986 data are still being compiled, but of 36 Councils reporting thus

far, 9 indicate that they provided funding in FY 1986 to PEAs totalling

$783,971 in areas such as: community training regarding civil rights

(Oregon); PASS training (Michig,a); volunteer training to support families

with mentally ill-developmentally disabled waters (Nebraska); citizen

advocacy training (Montana); advocacy for institutionalized individuals
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(Wisconsin and Arkansas); information and referral system (New Mexico);

quality assurance activities (Louisiana); a report on the status of DO

offenders and a publication of rights under PL 94-142 (Maryland).

In FY 1985, 20 DD Councils provided $1,978,581 to University Affiliated

Programs for activities such as: the translation of materials on PL 94-142

(Education for All Handicapped Children Act) into the Navajo language

(Arizona); the training of generic community service providers about

developmental disabilities (Connecticut); provision of training in the use of

technology (Maryland); training, monitoring and evaluation of supported

employment (Pennsylvania); and the development of a protocol for drug therapy

(Washington). In FY 1986, data from 36 Councils indicate that 23 Councils

have provided funds to UAPs totalling $1,746,275 to accomplish the following

DD state plan objectives: training for day activity staff, training and

resources on autism, epilepsy and cerebral palsy, and evaluation of social/

recreational models (Michigan); training for generic service providers

(Connecticut); continuing education in prevention in rural areas (Ohio);

public policy development for people with developmental disabilities who are

not mentally retarded (New Jersey); pediatric AIDS and high-risk intervention

services (Florida); travel to visit state-of-the-art residential programs

(Colorado); model behavior management methods (Washington); improving inter-

disciplinary assessment services (Kentucky); coordination of case management

services (South Carolina); project for visually impaired preschoolers (North

Carolina); policy research on aging people with developmental disablities

(Massachusetts); training in early intervention for community health nurses

(Nebraska); training for Board members of non-profit organizations, recreation

research and non-aversive training techniques (Montana); development of a

preschool mainstreaming model (Louisiana); and the development of model family

support services (Maryland).

DD Councils support the recommendations made by the Consortium for Citizens

with Devciopmental Disabilities (CCDD) regarding the Protection and Advocacy

Systems and the University Affiliated Programs.
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A WORD ABOUT SPECIAL PROJECTS

FY 1986 marked the first year that the Office of Human Developmen' Services

encouraged the participation of DO Councils in the special projects grants by

specifying Council eligibility to apply for funds in the employment area.

These grants were coordinated with funds from the Office of Special Education

and Rehabilitative Services to develop model supported employment activities.

Not only was it helpful to have policy planning funds at the state level, but

this approach is the model for mandating federal interagency initiatives which

encourage policy change at the state level for people with developmental

disabilities, which is the CCOD recommendation.

In the 1970's, when special projects funding was ten times greater than it is

today, technical assistance was available across the country to assist DO

Councils in learning from one another, in sharing best practices and in

implementing new amendments to the Act. As funding dropped dramatically,

ongoing technical assistance was one of the first things to be eliminated.

Training and technical assistance must be reinstated for Councils as well as

for the other DO program components, and funds need to be earmarked for this

purpose.

The CCM recommendations regarding changes in special projects are whole-

heartedly endorsed DO Councils who feel that our federal agency, the

Administration on Developmental Disabilities, should be in the business of

creating and leveragirn policy change at the federal level, as DO Councils are

at the state level.
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MONEY CAN'T BUY RESULTS BUT IT HELPS

The DO Basic State Grant Program is probably one of the only human services

programs to take pride in its smallness. (A Congressional staff member

recently referred affectionately to the DD programs as "decimal dust.")

Councils have demonstrated that through credible policy analysis, public

education and the seeding of larger initiatives, many more services have been

created for people with developmental disabilities on the state level than

could ever have been expected from financing under the DD Act alone. While

our smallness has had a large impact, the program has been losing ground

steadily since FY 1973. In fact, since that time, the budgetary growth of

this program averaged only 6% per annum in unadjusted dollars; in real

economic terms, funding actually regressed by 30% - a very bleak economic

picture. Therefore DO Councils are recommending appropriations for the Basic

State Grant Program at $02.2 million for l'iscal year 1988.

Two other resource issues affect the 16 minimum allocation states and

territories. We request that the minimum allocation be raised to $350,000 for

the states and District of Columbia and to 5200,000 for the territories and

that the Administration on Developmental Disabilities increase the minimum

allocations administratively in those years in which appropriations are

greater than the Consumer Price Index rate of increase.

In a third area, resource administration, another change is needed. DD

Councils provide 65% of their priority area funds to public and private

agencies and organizations which perform activities supporting state plar

objectives. From time to time, these subgrantees will return unexpended kinds



56

in the next fiscal year which the Council then cannot reobligate. We

recommend that an allowance of 10% of the annual allotment be permitted to be

carried over for this type of contingency and that funds obligated in the

current fiscal year but returned in the next fiscal year be available for

reobligation according to ..tate Plan priorities.

Finally, regarding funding for the programs authorized by the DD Act, the

attached analysis by Dr. David Braddock of the University of Illinois at

Chicago has shown a dramatic plunge in the buying power of UAF, DD Council and

Special Projects dollars. In addition, these DD programs have been

particularly hard hit by the effects of inflation and the increased cost of

services by level funding in the years since 1981. Therefore, DD Councils

support the authorization of appropriations for the three-year period for the

four DD programs recommended by the CCDD.
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CONCLUSION

If money alone were power, then the DD program would be powerless, given its

modest financing. Credibility and influence are the critical ingredients. To

be credible and influential -- to do what we are mandated by Congress to do --

means that our judgment about what needs to be done must be highly honed, each

investment we make must be attached to a concept we have confidence in, and

our word must be trusted based on our successful track record and the quality

of our knowledge. To foster and enhance the credibility and influence of every

state and territorial DD Council, we need Congress to amend the DD Act to

increase the effectiveness of DD Councils to carry out this important mandate.

Many of our recommendations are intended to help Congress clarify that funds

provided under the Basic State Grant Program are short-term investments in

long-range results; that allotments ranging from $160,000 to a little over $3

million cannot and should not provide the often life-long services needed by

people with the severest disabilities.

DD Councils have ahays been self-critical and have constantly sought to

improve our effectiveness as advocates and we are fortunate that our Councils

must contain a majority of people with disabilities and their parents, since

they are the conscience of the Council movement. Having the opportunity to

give Congress the benefit of our best thinking every three years during the

reauthorization process allows us to contribute to the strengthening of the DD

Act, and therefore our own effectiveness in improving the lives of all

citizens with developmental disabilities. We appreciate being able U. appear

before the House Subcommittee on Health and the Environment to make our

recommendations to you.
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Consortium for
Citizens with
Developmental
Disabilities

Susan Ames-Derman 347-1234
8111 Jones 588-8252
Co-Chairs
Task Force on

Developmental Disabilities

INTRODUCTION

The Developmental Disabilities Assistance and Bill of Rights Act (Public Law
98-527) is scheduled for reauthorization during the first session of the 100th
Congress. The following document represents the best thinking of members of
the Consortium for Citizens with Developmental Disabilities Task Force on
Developmental Disabilities, which consists of organizations concernec about
services to people with developmental disabilities and contains

recommendations to improve the effectiveness of the Developmental Disabilities
Act.

In general. there is widespread satisfaction with the current law and the
suggestions offered here are intended to fine-tune program operations and to

enhance the effectiveness of the four programs authorized by the Act: the
Basic State Grant Program, the Protection and Advocacy Systems, the University
Affiliated Programs and Grants of National Significance /Special Projects.

Because this law f' reviewed frequently. usually every three years. it is able
to reflect the newest thinking in the developmental disabilities field and to
contimue to be on the cutting edge of improving the lives of people with
developmental disabilities. The following recommendations aim not only to keep
the programs current out to look to the future.

The organizations listed below endorse the recommendations presented in this
document. while in a few instances there are varying views regarding how to
solve particular problems, there is consensus regarding the substance of the
issue areas themselves. Such views are reflected in notes following the
recommendations for the convenience of the reader.

The CCDD acknowledges and appreciates the contributions made ever the years by
the Senate Subcommittee on the Handicapped and the House Subcommittee on
Health which have improved the Developmental Disabilities Act. We look
forward to working with Members of Congress during the up-coming
reauthorization process. For further information, contact the co-chairs of
the Developmental Disabilities Task Force indicated above.
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RECOMMENDATIONS REGARDING THE REAUTHORIZATION OF
THE DEVELOPMENTAL DISABILITIES ASSISTANCE AND BILL OF RIGHTS ACT

PROGRAMS FOR PERSONS WITH DEVELOPMENTAL DISABILITIES

PART A - GENERAL PROVISIONS
FINDINGS AND PURPOSES (Section 101)

ISSUE #1: During the 1984 reauthorization, the purposes of the Developmental
Disabilities Act were refined and expanded to include increasing the
independence, productivity and integration into the community of people with
developmental disabilities. In the three years' experience operating under
these expanued purposes, attention has been focused more clearly on the
capabilities as well as needs of persons with developmental disabilities.
Also, assistance to parents was greatly enhanced in PL 98-527 and new efforts
in this arena have increased awareness of the importance of providing support
to families in their desire to ensure that their family member will be able to
live in the community throughout life. Therefore, to strengthen further the
statement of purpose in the Act, the following is recommended.

RECOMMENDATION: Include individual and family empowerment
as one of the purposes of the Developmental Disabilities Act.

DEFINITION. (Section 102)

RECOMMENDATION: Add a new definition of the term "individual
and family empowerment." Section 102 (11)

ISSUE #2: Several recommen!A changes in the State Plan and priority areas
will require modifying definitions. The first is the titles of the priority
areas.

RECOMMENDATION: Modify three of the four terms used for federal
priority areas as follows: community living (from alternative
community living arrangements), employment (from employment related
activities), and child development (from child development services).
Part (11)(C) to become (12)(C)

ISSUE #3: Add the term and define "applied technology"

RECOMMENDATION: The term "applied technology" means the
systematic application of technology, engineering methodologies
or scientific principles to meet the needs of and address the
barriers confronted by individuals with developmental disabilities
in areas including education, employment, supported employment,
transportation, independent living and other community living
arrangements. Section 102 (11)(H)
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ISSUE #4: Because Developmental Disabilities Councils, Protection and
Advocacy Systems and University Affiliated Programs have emphasized employment
since 1984, there has been a broader iniestigation of the needs of adults with
developmental disabilities in general, resulting in an awareness of the
critical need to develop state-wide systems of case management. After
studying the state of case management in the states, changes in its definition
are suggested. Further, it needs to be made clear that the role of the DD
Council in this priority area is to assist in the design and development of
state-wide case management systems.

RECOMMENDATION: The term case management should be redefined as
follows. Part 11(h)

Case management means a potentially life-long, goal-oriented process
for coordination of the range of services needed by persons with
developmental disabilities and their families. Case management is
designed to ensure accessibility, continuity of care, and
accountability and to ensure that the maximum potential of persons
with developmental disabilities for independence, productivity, and
integration into the community is attained. Case management, at a
minimum, includes:

(a) outreach to identify eligible individuals;
(b) assessment and periodic reassessment to determine each
individual's strengths, functioral limitations and needs for specific
services;
(c) participation in the development of a comprehensive
individualized habilitation plan (MP) as specified in Section 123;
(d) referral to and coordination of needed social, health,
educational, support and other services as identified in the
individualized habilitation plan;
(e) monitoring to ensure the delivery of appropriate services to the
individual and his/her family and to determine progress in meeting
goals and objectives specified in the 1HP;
(f) advocacy to a:sist the individual in obtaining all services to
which s/he is entitled and to effect changes in the service delivery
system that will result in the individual's increased access to
services. Section 102(11)(H) becomes Section 102(11)(1)

ISSUE #5: There are many activities which do not fit into the four federal
priority areas and thus, if critical to the development of a comprehensive
system of community services, must be described in terms of one or the other
of the four priority areas or not done. The four federal priority areas are
not mutually exclusive and by no means cover all possible activities needed on
the state level for persons with developmental disabilities. Changes in the
language authorizing a state optional priority during the last reauthorization
have precluded using the state option as a vehicle for such activities in most
states. For future policy purposes and for monitoring of the program, a full
reinstatement and redefinition of the state priority area is needed. The

6 -4
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states which have selected state priorities in the past have done so for very
explicit reasons and their activities frequently indicate innovative
activities which are helpful in planning future reauthorizations of the Act.
Most states are now precluded from continuing those efforts. Several states
have used their state option to stimulate, develop, maintain and/or train
state-wide networks which can assist in implementing state plan objectives for
policy change on the state and local levels. People in these networks,
parents, professionals, people with disabilities and others, need to be
trained and supported in policy and service issues. This capacity-building
activity clearly supports the role of the DD Council as advocate described in
the Act and represents the kind of activity intended by Congress to achieve
the law's purposes.

People with developmental disabilities also have needs that are structural in
nature, i.e., services or activities that must undergird a state's system,
such as the development/coordination of rural services; consumer
self-advocacy; public education/awareness activities regarding developmental
disabilities; transportation services to enable people in residential programs
to be able to work; socio-legal and protective services; prevention activities

which go beyond early childhood-related issues; the support of technological
developments for people with developmental disabilities; information and
referral; outreach to unserved or underserved groups; community acceptance/
organization; and other similar activities which go beyond the definition of
any single federal priority area. These activities and others like them are
essential to the development of a comprehensive system of services in our
nation. Such innovative and successful activities do not "show up" clearly
when reporting on the program and need to be monitored and shared to give
direction for future federal policy and to enable states to learn from one
another.

RECOMtENDATION: The state optional priority area should be
fully reinstated and its selection should be at the discretion
of the states. It should not be conditional upo a demonstration
that the federal priority areas are no longer neeu.d, but
upon a demonstration of the importance of such state priority
activities to the development of a comprehensive array of services.
A suggestion for a new definition of the optional state priority area
is: "activities which effect positive change in specialized or
generic services for persons with developmental disabilities,
Bich are deemed essential by a State in achieving desired outcomes
in its State Plan and/or which address two or more federal priority
areas." Section 104(12)(A)(ii)

Issue #6: The Basic State Grant Program provides modest allocations to states
for activities which build the capacity of the public and private sectors to
provide services to people with developmental disabilities. These funds act
as catalysts for state and local public and private dollars. These
capacity-building activities should be reflected in the Act, hasizing that
Developmental Disabilities funds are for seeding, demonstrating and catalyzing
permanent services financed under other authorities and through other means.
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RECOMMENDATION: Language permitting the "provision of specialized
services" in the priority areas should be deleted and the activity
permitting "model service programs" should be modified to clarify
that such programs are for demonstration purposes (i.e., model
demonstration programs) Section 102(1)(8)(i) and (ii)

ISSUE 07: One of the most successful methods of DD Council advocacy for
services is the dissemination of the results of studies of state policies
which pose barriers to the independence, productivity and community
integration of people with developmental disabilities. Best results in states
frequently occur when the state legislature and/or Governor has been convinced
by compelling facts that harmful laws should be changed or that new
legislation is needed to meet identified needs. These activities need to be
emphasized in the Act as service activities.

RECOMMENDATION: Language to include "policy analysis and educating
policy makers" should be added to the definition of the term
"service activities." Section 102(B)(viii).

Issue 18: Support to individuals and families is a vital component of
successful community living. The definition of the community living priority
area does not sufficiently specify individual and family support services.

RECOMMENDATION: Insert the words "individual and" before
"family support services" in the definition of the federal
priority area of community living. Section 102(D)

ISSUE 99: The Developmental Disabilities Programs were enacted to assure
quality services for individuals who have severe and chronic disabilities.
Since many state statutes still contain the "old" definition of developmental
disabilities (listing categorical disabilities) the federal :aw needs to
emphasize that Basic State Grant activities must be directed toward
objectives, programs and resources for people who meet the requirements of the
definiti of developmental disabilities in Section 102(7)(A) through (E).

RECOMMENDATION: Committee report lanvage should emphasize that
federal law supercedes state statute with respect to the DD
definition, that state plan activities should address the needs of
those who meet the federal definition of developmental disabilities
and DD Councils should be periodically required to review activities
of subgrantees to ensure that the requirements of the federal
definition are being met.

ISSUE #10: States are at various levels of sophistication in the design and
provision of services to people with developmental disabi'ities, even though a
great deal has been learned in recent years. To assist states, Congress
should express its desire for programs funded under the Basic State Grant to
be evaluated against best practices.

RECOMMENDATION: Committee report language should stress that
activities funded under the Basic State Grant program are to be
evaluated against professionally accepted best practices.

C 6
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PART B - FEDERAL ASSISTANCE FOR PLANNING AND SERVICE ACTIVITIES
FOR PERSONS WITH DEVELOPMENTAL DISABILITIES

STATE PLANS (Section 122)

ISSUE 1/1: Overwhelmingly DD Councils feel that the restriction on the number
of federal priority areas a state may select is arbitrary and prevents states

from clearly describing many cross-cutting and interagency initiatives in a
precise way. Because the federal priority areas are very broadly defined and
and inter-related and because the development of a comprehensive system of
services may require the selection of all areas at ary given time, the states
need to be able to select up to the maximum number of federal priority areas.
State Plans should continue to require that Councils indicate the percentage
of funds allocated to each.

RECOMMENDATION: Eliminate the restrictico on the number of federal
priority areas a state may select. Beginning in fiscal year 1988,
the plan should be required to provide for at least one federal
priority area and be permitted to provide for up to four federal
priority areas. Section 122(04(B)(01. (See note 1)

Issue /2: States should be permitted to select a state optional priority area
if it is deemed essential to the the development of a comprehensive array of
services for people with developmental disabilities and/or if the activity
addresses activities which overarch two or more of the federal priority areas.
(See discussion under issue 45 on page 2 in the previous section.)

RECOMMENDATION: Notwithstanding the requi ments of subparagraph
(B) at the option of the State, the State ..ay provide for one or more
additional activities addressing services for persons with
developmental disabilities (as defined in Part A Section 102 (.1)
(A)(ii) which are deemed essential to the development of a

comprehensive array of services and/or provision of two or more
the federal priority area(s). The State plan must describe and
provide an assurance regarding the need for such State optional
priority or priorities. Section 122(h)(4)(B)(1)(ii1).

Issue /3: Current law requires all states to select the priority area of
employment in FY 1987 and thereafter. Even before this requirement, 43
Councils were actively pursuing employment, indicating that the new priority
area rightly identified a need. Since all states have now embarked upon the
employment priority area it is no longer necessary to require such selection.
The mandatory selection of employment has served its purpose of getting states
involved in the area. In addition, since capacity-building activities in all
priority areas tend to be long-range, states can be expected to continue
working in this area without a federal mandate to do so.

RECOMMENDATION: Eliminate the requimment to select employment
related activities as a federal priority area. Section 122(b)(4)
(B)(ii). (See note 2)
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Issue #4: In the 1984 reauthorization of the OD Act, a provision was added
requiring that the state provide the DD Council a copy of any plans of
correction for intermediate care facilities for persons with mental
retardation and developmental disabilities (ICF/MR/DO) received by the state.
No specific action, was required, however, beyond receipt of the document(s).

RECOMMENDATION: The DD Councils' Annual Report should describe
actions taken by the State pursuant to any annual survey reports
or plans of corrections for cited deficiencies prepared pursuant
to section 1902(a)(31)(B) of the Social Security Act with respect
to any intermediate care facilitaties for the mentally retarded/
developmentally disabled in such State and should describe the
response of the DD Council to such reports, plans and actions.
(See note 3)

ISSUE 05: For more than a decade the most serious, recurring problem facing
the DD Basic State Grant Program has been untoward control of State Planning
Council actions, funding decisions and advocacy strategies by the designated
state administering agency for the ',foram. Previous attempts to correct such
situations have been ineffectual.

In addition, the concept of administering agency/agencies as currently in the
Act is antiquated, given the change in the role of Councils in recent years.
There are no Councils which have more than one administering agency at this
time. At present, because DD Councils (with the exception of California) are
not designated "state agencies" in state statute, they are technically unable
to administer Basic State Grant funds. Each state must have an entity
authorized by state government to receive, disburse and account for federal
funds. Attempts by administering agencies to control DD funds for purposes
other than those intended by the Council have created many difficulties in
many states. The Administration on Developmental Disabilities provided program
guidelines regarding the organizational location of DD Councils in 1977, which
has never been clarified in statute, thus permitting considerable interpretive
latitude. The issuance states that "the Council should be organizationally
located with appropriate stature and resources within the state system to
effectively advocate for developmentally disabled persons (sic)...hy having
the Council located within (1) the immediate Office of the Governor, (2) the
State Planning office, or (3) the immediate office of the head of the
administering agency. In any case, however, tne Council shall report directly
to the Governor." DD Councils and the CCDD have discussed various methoch for
overcoming these serious problems and have concluded that since there is no
single solution which will help all states, an incremental step can be taken
to begin to address the issue.

RECOMMENDATION: Clarify that there is a single state agency needed
to administer the program and permit OD Councils to be their own
administering agency, similar to the Early IGt.Jeventlon Councils
authorized under the Education for Handicapped Children Amendments of
1986. Second, clarify that expenditures in support of the priority
areas must be guided by the decis:ons of the DD Council. And third,
reflect the 1977 policy issuance outlined above. (See note 4)
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ISSUE 16: Demographic studies have shown that there is a need to address
America's aging population. Services to elderly people who have developmental
disabilities need to be planned and coordinated with services authorized by
the Older Americans Act.

RECOMMENDATION: Add the aging plan (developed pursuant to tne Older
Americans Act) to the list of other state plans for federally
assisted state programs to be described in the DD state plan.
Section 122(2)(C)(i)

ISSUE #7: To address the state optional priority, the state should be
required to assure that it is needed and should be required to provide a
rationale in the State Plan.

RECOMMENDATION: Add the following assurance to Section 122(b)(3):
(G) in the event a State selects priority activities in addition
to the federal priority areas, that such additional activities
are essential to successful implementation of the State Plan.

ISSUE #8: Staff for the state Planning Council are usually employees of the
state's civil service system. They provide support to the Council and, at the
same time, are employed by a state agency that administers the program. This
places Council staff in a position of "serving two masters" and conflicts
occur between agency policy and Council advocacy efforts. For example, if the
DD Council takes a policy position with which the agency disagrees, the
Council staff director may be precluded from implementing that decision. This
weakens the effectiveness of the DD Council in its role as advocate. In

addition, Council staff have frequently been assigned responsibilities by the
administering agency which are not directly related to the support of the
Council and its decisions, in violation of Congressional intent and
administration policy issuances. Because funds for the Basic State Grant
program are limited, this further reduces the staff's canacity to carry out
the mandates of the program. Congress has made clear in Conference Report No.
94-473 that the Council staff should have responsibilities only to the Council
and not to the administering agency. The report further e.larifies that
instructions to and supervision of Council staff must take place directly
between the Council and its staff. To ensure that Congressional intent is
implemented, the law must contain a clear prohibition of such inappropriate
interference with the activities of Council staff.

RECOMMENDATION: Add statutcry language which reflects the 1978
Conference Report and ADD policy issuances regarding personnel to the
Developmental Disabilities Council, requiring that they be in such
numbers and have such qualifications to enable the Council to carry
out its uties under this title, that Council staff not be assigned
duties by %e administering agency, and that instructions to and
supervis4 of Council staff must take place between the i.ouncil and
its staff'. Section 122(b)(3)(H). (See note 5)
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ISSUE #9: While many people with developmental disabilities have mental
retardation, there are other individuals with severe disabilities who have no
cognitive impairment. Although all people with developmental disabilities
have many needs in common, the latter group have special concerns which need
to be addressed.

RECOMMENDATION: The state plan should indicate what resources are
available in the state for people with developmental disabilities who
do not have mental retardation and ways in which the Basic State
Grant program intends to address identified gaps in services.
(See note 6)

STATE ALLOTMENTS (Section 125)

Issue #10: Minimum allotment states and territories have struggled with
limited funds to provide core functions required of all OD Councils,
regardless of the size of the state/territory. There is a need to increase
the minimum allotment.

RECOMMENDATION: In any case in which amounts appropriated under
Section 130 for a fiscal year exceed $60,000,000, the allotment
under paragraph (1) for such fiscal year

(A) to each of American Samoa, Guam, the Virgin Islanos and
Commonwealth of the Northern Mariana Islands or the Trust
Territory of the Pacific Islands may not be less than $200,000;
and

(B) to each of the several States, Puerto Rico, or the District
of Columbia, may not be less than $350,000.

(C) For any fiscal year in which an increase in appropriation
for that year is greater than the Consumer Price Index percentage
increase, the Secretary shall be permitted to increase the minimum
allotment administratively. Section 125(a)(4)

AUTHORIZATION OF APPROPRIATIONS (Section 130)

ISSUE ill: The following appropriations levels are recommended.

RECOMMENDATION: For allotments under section 125, there should
be authorized to be appropriated $62,200,000 for fiucal year 101,.!,
$69,900,000 for fiscal year 1989 and $77,400,000 for fiscal
1990.

0
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PART C - PROTECTION AND ADVOCACY OF INDIVIDUAL RIGHTS

PURPOSE (Section 141)

ISSUE #1: The purpose of the Protection and Advocacy System should closely
reflect the overall purpose statement in the Act.

RECOMMENDATION: Add after "of persons with developmental
disabilities" the phrase "to assure that they receive the
services necessary to enable them to achieve their maximum
potential through increased independence, productivity and
integration into the community."

SYSTEM REQUIRED ( Section 142)

ISSUE #2: Minority persons who have developmental disabilities have been a
priority for service for many Protection and Advocacy agencies. The
Department of Health and Human Services has provided funds in the past for
PAAs to develop outreach pr...-ams for minority persons with developmental

disabilities through demonstration grants from the Office of Civil Rights and
the Administration on Developmental Disabilities.

RECOMMENDATION: A specific focus to meet the needs of
underserved minority persons needs to.be added to the Act.

ISSUE #3: Protection and Advocacy agencies, because of insufficient
resources, have not adequately addressed the needs of persons with
developmental disabilities who become involved in the criminal justice system.

RECOMMENDATION: A specific focus to address the needs
of persons with developmental disabilities involved in the
c-iminal justice system should be added to the Act.

ISSUE #4: The PEA programs have been heavily involved in the enforcement of
P.L. 94-142, the Education for All Handicapped Children Act. Ms report 40%
of their cases involved special education issues. This effort must be further
enhanced.

RECOMMENDATION: Reports from the Office of Special Education
at the U.S. Department of Education and the state monitoring
reports of local education agencies must be provided to the PEA
systems.

ISSUE 15: The PEAS must be able to advocate for persons with developmental
disabilities before all appropriate governmental entities such as boaras,
commissioners, city and county councils and state legislatures.

RECOMMENDATION: Language should be included in the PEA authority to
make clear that the PEA systems may advocate before appropriate
public bodies on behalf of people they serve.
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ISSUE 16: Several PEAS use subcontracts to achieve a full range of advocacy
services throughout the state. From time to time, subcontractors will return
unexpended funds in the next fiscal year whic' the PEA cannot use for
recontracting of services. Use of these funds should be allowed with
timelines on reobligation and liquidation.

RECOMMENDATION: A carryover of 10% of the yearly allotment
should be allowed to give flexibility in management of funds
and to avoid problems of obligation of money.

RECOMMENDATION: Funds which were obligated in the current
fiscal year but are subsequently returned in the next fiscal
year should be available for reobligation and should not be
required to be returned to the federal government.

ISSUE 17: Protection and Advocacy Systems engage in a priority setting
process at least every three years and many review priorities annually.
Community input would enhance the process and assure accountability of the
system.

RECOMMENDATION: Provide for input by the disability community in the
planning and priority setting activities of the Protection and
Advocacy Systems.

ISSUE 18: Protection and Advocacy Systems, like any service provider, should
be accountable to individuals whom they serve. At times clients are
dissatisfied with the handling of their cases and should be afforded the
opportunity to challenge the decision of the Protection and Advocacy Systeo
regarding their case. Recognition should be made, however, of the extensive
PEA mandate and the limited resources available to carry out this mandate and
the impact this limitation poses regarding responding to such complaints.

RECOMMENDATION: Provide for a client grievance procedure within the
PEA agency to assure that persons with developmental disabilities
have full access to advocacy services.

ISSUE 19: Based on the continued depopulation of state institutions and
nursing homes as well as the relocation of individuals within community living
arrangements, a large number of individuals are being moved with no advocacy
or legal represent Lion.

RECOMMENDATION: Language should be included to provide the
Protection and Advocacy Systems standing and representation in all
situations where an individual over the age of 18, who has no family
or legal guardian other than the state or county (who have potential
conflicts of interest), is being considered for a change in his/her
living arrangement to assure that the proposed new arrangement is
appropriate to the individual's needs and that the services needed
are in puce or will be in place prior to such a move.

7 2
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AUTHORIZATION OF APPROPRIATIONS (Section 143)

ISSUE #10: The minimum allotments should be readjusted to enable PEAs in dll
states to provide an adequate level of serv'-e.

RECOMMENDATION: The Commissioner of the Administration
on Developmental Disabilities should have the option to raise
minimums administratively in years ir, which an appropriation
increase for that year is greater than the Consumer Price Index
percentage increase.

RECOMMENDATION: The minimum allotment should be raised
automatically to $250,000 when the appropriation reaches
$20 million.

ISSUE #1): Based upon increased mandates for expanded services described
above, the authorization levels for P&As need to be increased.

RECOMMENDATION: Authorization of appropriations for FY 1988
should be $25 million; for FY 1989, $28 million and for FY 1990,
$31 million.
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PART C- UNIVERSITY AFFILIATED PROGRAMS

ISSUE 41: The UAP network :las riot had the necessary federal funding
resources to meet the training expectations of the developmental disabilities
field. As such, UAPs have diversified in many areas, seeking funds from a
variety of federal, private and state agencies in an effort to obtain the
critical mass to address the training role. Present information suggests that
this trend is growing steadily worse. The core funds provided by the
Developmental Disabilities Act to the UAP network need to be increased.

RECOMMENDATION: Authorization levels for the minimum allocation or
sore funding of full UAPs should be increased to $300,000 and
satellite UAPs to $220,000.

ISSUE /2: There are currently 1 states (Hawaii, Alaska, Nevada, Idaho,
Wyoming, North Dakota, Oklahoma, New Mexico, Arkansas, Illinois, Delaware, New
Hampshire, Maine, Texas and Rhode Islard) that do not have a DD-UAP.
Consequently, these states suffer in at least two ways. First, there is no
in-state mechanism to provide the specialized personnel preparation for the
various programs that serve children and adults with developmental
disabilities. Second, few - if any - programs in a state without a UAP can
meet the interdisciplinary needs of "dually diagnosed" children (i.e., those
youngsters with both mental retardation and sane other disabling condition).
In the vast majority of cases, community prJviders, hospitals, the State Title
V Programs for Children with Special Needs (formally State Crippled Children's
Services Programs) and other programs .imply do not have the staff, resources
and equipment necessary to provide effective services to these children.

RECOMMENDATION: At minimum, each state should have one UAP.
Congress should make available $30,000 for each of the 15 in FY 1988
for the conduct of simultaneous feasibility studies (currently
required by ADD) to enable these states to have satellites or full
UAP by FY 1989. There are currently seven satellite UAPs, many of
which are ready to become comprehensive UAPs. Funds obligated for
new satellites should be added to existing UAP appropriations and
phased in over a two-year period. Therefore, no new programs should
be created until the requirements of the appropriations trigger
outlined above are met. (See Issue #6 below) Funds needed in FY
1988 total $450,000.

ISSUE #3: The demand for allied health professionals trained in the
developmental disabilities field has increased, placing a substantial burden
on an inadequate pool of skilled personnel. Specitically, many more trained
specialists in a wide variety of fields are needed to develop the individual
education and service plans (IEPs/ISPs) mandated by existing law and required
for effective service delivery. There is a great need for personnel with
interdisciplinary training, particularly for staff to provide services
authorized by the new early intervention program in the Education of All
Handicapped Children Amendments of 1986 (P.L.99-457). This program would
assist states to develop and implement statewide, comprehensive, coordinated,
multidisciplinary, interagency programs of early intervention services for
handicapped infants and toddlers and their families (specifically infants from
birth to three).

74
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RECOMMENDATION: The authorization of $1 million to provide support
for five to seven pilot development and implementation training

projects (each approximately $150,000 to $200,000) through 1990. The
tasks of each pilot training project will be to plan, design and
implement an interdisciplinary training program to help prepare
allied health professionals needed to provide early intervention
services.

A standard application process administered by the Secretary should
be used. A UAP prior to submitting its application, must inventory
local community-level direct care and paraprofessional training
programs to seek their guidance and input in the preparation of
applications. Such applications would demonstrate that any
UAP-provided training would be explicitly coordinated with these
local programs.

ISSUE '4: There is increasing integration into the community of persons with
developmental disabilities and, therefore, an expanding need for direct care
personnel for community-based service programs. There has been a dramatic
increase in the-need for personnel with interdisciplinary training because of
the overall expansion in badly needed community-based day and residential
services to persons with developmental disabilities. Existing training
programs are ill-funded and essentially ad hoc in nature. There is a need to
focu5 a new training program to prepare hands-on, direct care personnel and
paraprofessionals who are employed in community-based residential programs.

RECOMMENDATION: Authorize the demonstration and implementation of
five to ten training programs for direct care workers and
paraprofessionals at a level of $1 million for FY 1988, $1 million
fo,' FY 1989 and $1 million for FY 1990.

A standard application process administered by the Secretary should
be used. A UAP, prior to submitting its application, must inventory
local community-level direct care and paraprofessional training
programs to seek their guidance and input into the preparation of the
application. Any UAP provided training will be explicitly
coordinated with these local programs. (See note 7)

ISSUE 16: Available data suggest that the number of elderly people with
developmental disabilities is substantial and growing rapidly. Current
national estimates indicate that there are over 200,000 individuals with
severe disabilities who are 55 or older. Just 15 years from now that figure
could realistically double. Our existing service and training systems are
unprepared to address the needs of this burgeoning group. A major reason for
the lack of appropriate services (or, in many cases no services at all) is the
lack of trained personnel at all levels, from geriatricians to nutritionists.

RECOMMENDATION: Authorize 10 UAPs to provide cross-training in the
developmental disabilities field and in the aging field for
geriatricians, internists, nurses, social workers and other allied
health professionals. Authorize appropriations of 51.167 million per
year.
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ISSUE #6: According to funding data published by Dr. David Braddock of the
University of Illinois in a recent study entitled. "Federal Spending for
Mental Retardation and Developmental Disabilities," the Administration is
spending - in real terms - one million fewer dollars on UAPs today than it did
at the inception of the program in 1972 ($4.25 million in FY 1972 compared
with $3.345 million in adjusted dollars as of FY 1985). Moreover, the
individual programmatic responsibilities and the number of persons served by
UAPs (now over 75,000 children and adults nationwide) have also increased
substantially over the last 15 years.

RECOMMENDATION: For the UAP authority, authorization of
appropriations should be $15.927 million in FY 1988; $19.387 million
in FY 1989; and $20.267 million in FY 1990. The trigger for new
programs to be funded is recommended at $19.387 millitm in FY 1989.
In view of the expansion proposals discussed above, an appropriations
trigger is needed to maintain existing programs. These recommended
authorization levels encompass all UAP programmatic recommendations
and initiatives contained in this section.

1.10
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PART E - SPECIAL PROJECT GRANTS

ISSUE 1: For many years; advocacy organizations have been dissatisfied and
disappointed with the overall results of Special Projects funded under this
authority. The needs of the developmental disabilities community for

nationally significant activities are greater now than ever and, as funds for
Special Projects were reduced over time, less and less has been available for
the kinds of activities which provide information enabling states and federal
policy makers to base decisions on facts. This authority needs to be totally
restructured and carefully monitored by Congress.

RECOMMENDATION: Re-title Part E to Nationwide Policy Initiatives
tc Improve Services to People with Developmental Disabilities.

PURPOSE (SECTION 161)

RECOMMENDATION: The purpose of Part E should be "to provide funds
for grants and contracts for up to five years to public and/or
non-profit private agencies for initiatives which have an impact on
national policy to improve services to people with developmental
disabilities through: (1) data collection and dissemination: (2)
technical assistance; and (3) federal interagency initiatives.

GRANT/CONTRACT AUTHORITY (SECTION 162)

ISSUE #2: A major problem with the current program is that it does not fund
on-goint, data collection activities needed to provide the nation and Congress
with the information vital to policy decisions affecting people with
developmental disabilities. In addition, many demonstration projects funded
by Part E are inappropriate for federal funding and should, in fact, be
demonstrated at the state and local levels. Such demonstrations should no
longer be funded by this authority. Some of the most outstanding special
projects in the past have been various policy analyses which provide needed
data to enable states and the federal government to document problems and
opportunities presented by state and federal policy.

In addition, the programs authorized by the Developmental Disabilites Act, the
Basic State Grant Program (Councils and their Administering Agencies),
Protection and Advocacy Agencies, and University Affiliated .rograms have
information regarding services to people with developmental disabilities tnat
has not been collected and shared nationally. A database should be required
which will be on-going, up-dated and widely available to groups, agencies and
individuals. Such a database would significantly improve (1) overall program
accountability (Congress and the administrative agencies could monitor the
progress of all four program components to determine how well they are meeting
their statutory objectives); (2) communication and sharing of information
among state agencies, UAPs, DD Councils and P8As, reducing duplication of
effort and receiving maximum benefit from limited resources; and (3) the
ability of policy-makers to track current trends and adjust the service
delivery systems. If sufficient funds are provided, the data base could
collect and disseminate data from a broad range of additional programs and
projects, including projects funded under thi authority, forming the basis
for programmatic initiatives across federal agencies. Such data collectio.i,
analysis, dissemination and data base development should be one of the major
functions of this discretionary authority.
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RECOMMENDATION: $1 million should be earmarked for the on-going
collection or data to be used for policy analysis and dissemination
on a nationwide scale regarding policies and services affecting
persons with developmental disabilities, including but not limited
to activities which (a) collect and disseminate data regarding
federal and state funding of services for persons with develop- .tal

disabilities under various federal and state authorities and (b)
collect and disseminate data regarding the activities and
effectiveness of the DD Councils, Mental Retardation/Develoomental
Disabilities State Agencies, the Protection and Advocacy Systems, the
University Affiliated Programs and the National Policy Initiatives
authority.

ISSUE 13: The availability of on-going technical assistance to improve the
effectiveness of the programs authorized by the DD Act is woefully lacking and
desperately needed. As the regional HDS offices have consolidated from ten to
four, and as staff of the Office of Human Development Services has been
reduced, programmatic and management assistance has declined totalmost
nothing. An on-going technical assistance capability needs to be assured to
share state information nationally and to proride specific assistance to
improve the three programs at the state level. Technical assistance should be
the second major function of this discretionary authority.

RECOMMENDATION: $400,000 should be earmarked for the on-going
development and provision of training and technical assistance
to Developmental Disabilities Planning Councils, Protection and
Advocacy Systems, University Affiliated Programs and Developmental
Disabilities State Agencies. (See note 8)

ISSUE t4: Finally, federal funds under this authority should reflect the
capacity-building nature of the state programs and should be used as a
catalyst for agencies outside of ADD to serve people with developmental
disabilities under other authorities. Also, through such interagency
activities, ADD will gain expertise in the wide range of federal/state
programs which have an impact on people with developmental disabilities.
Potential federal agencies with which cooperative projects could be rfunCed
include: the Social Secur.ty Administration, the Department of Housing and
Urban Development, the Department of Labor, the Office of Special Education
and Rehabilitative Services, the Health Care Financing Agency, and other
divisions within the Office of Human Development Services, etc. Federal
interagency initiatives should be the third major function of this
discretionary authority.

RECOMMENDATION: $1 million should be earmarked for federal
interagency initiatives which are nationally significant in
increasing the capacity of states to serve people with
developmental disabilities.

0
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ISSUE 05: There is a need to provide informatinn to (1) parents and people
with disabilities regarding services that are avai'able in their part of the
country; (2) professionals regarding both service availability and consulting
expertise in various organizations and/or in particular specialized areas;
(3) professionals and consumers alike regarding model programs, publications
and resource materials and ongoing research projects. A major thrust of a
system design would be to coordinate and link already existing computerized
information and referral systems in states and communities.

It is proposed that one to three studies be conducted to test the feasibility
of the development of a nationwide information and referral system. The study
or studies would examine currently operating local, state, regional and
national systems in the various programmatic field) listed above to determlne
whether or how they could be coordinated and inArated into a national
network. Should the study conclude that a coordirated ISR system of national
scope would be possible, cost effective, meet state and local needs and
increase access to services, the design phase would take place in the second
year. In the third year, technical Glsistance would be provided to states and
localities in the design, operation ant. national linkage of their own I"
systems.

RECOMMENDATION: $250,000 should be earmarked in FY 1988 for the
initial feasib"ity study, $250,000 in FY 1989 for the design phase
and $250,000 in FY 1990 for technical assistance.

ISSUE 06: Since 1983, funds authorized under this Part have been co-mingled
with funds authorized by other programs of the Office of Human Development
Services which provide services to Native Americans, foster and adopted
children, and the aging, Requests for proposals have focused on
"cross-cutting" orojects which address the common needs of combinations of
these populations. Since the DD Special Projects Program is small, this
dilution of the focus on issues addressing the specific needs of people with
developmental disabilities should be prohibited. Opportunities for creative
interagency initiatives have 'ueen proposed in Issue 04 above.

RECOMMENDATION: Prohibit the inclusion of DD Special Projects funds
in the Office of Human Development Coordinated Discretionary Fund.

ISSUE 07: The identification of issue areas in which to fund activities under
this section needs to be opened to a public process whereby experts in the
field, parents, and people with disabilities have an opportunity to provide
input to the Administration on Developmental Disabilities regarding the most
critical needs. While ADD should retain some discretion in the areas to be
funded and exert stewardship of this program, particularly in the area of
interagency initiatives, all too often the funding areas selected have been
tangential, at best, to the greatest needs in the developmental disabilities
field.
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RECOMMENDATION: ADD should be required to solicit views from the
field prior to the publication of the announcement of the priority
areas selected for funding under this authority and should be further
required to respond to the suggestions, indicating which were heeded,
which were not, and why.

ISSUE #8: Authorization of appropriations levels should reflect activities
described above.

RECOMMENDATION: Authorization levels for FY 1988, $2.65 million;
for FY 1989, $2.78 million; and for 1990, S2 2 million.

8 00
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SUMMARY TABLE OF RECOMMENDED AUTHORIZATION OF APPROPRIATIONS
OD ACT PROGRAMS
(in millions)

BASIC STATE

FY 1988 FY 1989 FY 1990

GRANT PROGRAM 62.2 69.9 77.4

PROTECTION
AND ADVOCACY
SYSTEMS 25. 28. 31.

UNIVERSITY
AFFILIATED
PROGRAMS 15.927 19.387 20.267

NATIONAL
POLICY
INITIATIVES 2.65 2.78 2.92

TOTAL 105.777 120.067 131.587
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liCTES

(1) Part 8, Issue *1. United Cerebral Palsy Associations, Inc. (UCPA,
believes that Councils should not he permitted to expand the number 00 federal
priority areas they nay select. The current state plan priority setting
mechanism provides a forced choice decision-making process to have the state
focus its resources on only three priorities to assure maximum impact and
effectiveness of limited resources. Increasing the allowable federal
priorities to four nay lead to a more political decision mating process and to
a reduction of the impact and effectiveness of the program. UCDA agrees with
the next recommenuation, dowever, permitting states to select a state priority
in addition to three federal priority areas.

(2) Part 8, Issue 03. UCPA and the Epilepsy Foundation of America (EFA)
believe that the mandated selection of the federal employment priority area
should be retained as one of the state's three federal priorities. The
largest single "bottleneck" in almost every state system for persons with
developmental disabilities is the so-called "aging out" problem to, children
leaving their entitlement to a free appropriate public education under P.L.
94-142, the Education for All Handicapped Children's Act of 1975, and waiting
for adult services. Employment services must be continued to assure
implementation of new adult strategies and options promoting greater
integrated employment opportunities for adults with developmental disabilities.

(3) Part B, Issue k4. The Association for Persons with Severe Handicaps
(TASH) agrees with the recommendation as stated and would like to add a
requirement that the state DD Council should review and comment on all changes
affecting people with developmental disabilities in the state Medicaid plan to
prepare for anticipated reforms in the Medicaid program. While current law
already requires Councils to annually review Medicaid plans, there are
problems in implementation which should be corrected in report language.

(4) Part 8, Issue e5. UCPA amd TASH agree that Councils should be permitted
to be their own administering agencies but believe there is a major ,,roblem
with the recommendation if it does not goes beyond that. More than half of
the OD Councils are administered by agencies which provide or fund services to
people with developmental disabilities and/dr other ceegories of persons with
disabilities, placing DD Councils in obvious conflict-of-interest situa.ions.
DD Councils must be able to make decisions in an environment free of conflict
of interest and without any potential for reprisal by the administering agent,
which may well have oifferent needs, statutory requirements and priorities.
In further support of the above recommendation, UCPA also notes that 3t least
20 state agencies currently administering the DD Program have no statutory
authority or responsibility to meet the needs of people with developmental
disabilities other than mental retardation. (See ARC comments regarding note 6)
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(5) Part B, Issue 08. The National Association of State Mental Retardation
Program Directors (NASMRPD) and the National Association of State Mental
Health Program Directors (NASMHPD) agree that Council staff should be
accountable programmatically to the Council. However, if Congress -hooses to
include this existing regulatory requirement in the statute, it shou,u be made
clear that Council staff personnel are administratively accountable to the
.pp ',"inn authority. This modification can be accomplished by adding the
phrase, -and are administratively responsible to the designated state
administering agency."

(6) Part BLAssue_19. ThP Asiociation for Retarded Citizens - U.S. (ARC),
the ATiFTEinAssli,Eiation on dental Deficiency (AAMD), the National Association
of State Mental Retardation Progrn Directors (NASMRPD!, and the National
Association of State Mental Health Program Directors ( NASMRPD) have serious
concerns about the recommendation to require State Councils to begin to
distinguish between mentally retarded and non-mentally retarded people with
developmental disabilities for purposes of planning and funding programs. It
is important to remember tnat the original purpose of the Act was to focus on
functional needs of persons with severe disabilities originating in childhood
who are generally denied access to other generic and specialized systems.
Most individuals with developmental disabilities have mental retardation. The
vast majority, if not mentally retarded, have similar needs. To separate these
two groups is impractical, flies in the face of the very basis of the Act and
will ultimately divide the DD constituencies at all levels. The above
organizations believe that the law no should not be amended as recommended.

)n the other hand, UCPA believes the recommendation does not go far enough and
believes it can demonstrate a clear record of Basic State Grant funds being
targeted almost exclusively to persons with mental retardation. This
organization feels that people with cerebral palsy, epilepsy, autism, spina
bifida, and others with substantial functional limitations without mental
retardation are entitled .o a fair portion of the efforts of this program.
Therefore, UCPA recommends that one-third of the Basic State Grant funds be
earmarked specifically for system issues and services to meet the specialized
needs of individuals with developmental disabilities other than mental
retardation.

Regarding earner:11g, the vast majority of CCDD organizations strongly oppose
specifying a per.entage of these funds for any particular subgroup of people
witn developmental cisaoilities. A large portion of citizens with
developmental disabilities have multiple handicaps. To attempt to single out
some for services while excluding others based on the category of their
disabilities is blatantly discriminatory and violates the very basis on which
the OD Act was created, especially in view of the fact that the fundamental
aim of the Act is stimulate cross-cutting endeavors rather than to provide
basic operating support for service programs. State Councils and the state
planning process should remain the mechanisms for deciding service priorities
and allocations. The federal government should not set arbitrary spending
patterns for State Councils nor should it put one segment of the
developmentally disabled community against any other. This would simply
replicate many of the administering agency control problems currently
experienced at the state level and would likely destroy or jeopardize the
planning process and the highly beneficial cooperative arrangements between
and among DD groups in the states.

E3
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(7) Part C Issue 04. NASMRPD and NASMHPD wholeheartedly agree that mire
attention needs to be given to training para-professionals to work in

community day and residential programs for persons with developmental
disabilities. These organizations also agreetat University Affiliated
Programs can play a constructive role in this process. However, given the
limited amount of funds that would be directed to this area, NASMRPD and
NASMHPD believe that: (a) funds should be earmarked for those purposes under
the Special Project authority (Part E) rather than the UAP authority, to
permit states a wider range of choices in organizing a system for training
community workers, and (b) the purposes for which such funds are made
available should be limited to the assessment of extiti% training resources
and unmet needs, the preparation of statewide plans for addressing current and
future manpower needs in this area and the demonstration of new, improved
methods of using and coordinating training resources statewide.

(8) Part E, Issue 43. NASMRPD AND NASMHPD agree that technical assistance is
needed, but feel that the statutory aims of such assistance should be broadly
conceived, rather than narrowly focused on the needs t'f DD Councils, UAPs and
Ms. The field of developmental disabilities is in the midst of a period of
dynamic change in which views of best methods of organizing and delivering
services are being reconceptualized. Technical assistance is needed to help
state and local policymakers and providers of services to integrate these new
concepts into their day-to-day activities on behalf of persons with
developmental disab4 'ties. DD Councils, UAPs and P&As can play a critical
facilitating role in this process, provided such technical assistance is not
limited to the effectiveness of these programs or the types of advice and
assistance that previously have been the purview of federal regional
officials.
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Mr. WAXMAN. Thank you very much.
Ms. Peach.

STATEMENT OF GAYLA 0. PEACH
Ms. PEACH. Good morning. I am Gay la Peach, director of the

Kentucky Protection Advocacy Division.
Mr. Waxman, it is an honor to be here today to represent the 55-

State and territorial protection and advocacy agencies on the occa-
sion of the 10th anniversary of the enactment of the P&A imple-
menting legislation. I have had the opportunity to serve persons
with DD's through the Kentucky P&A system for the past decade.

I can without hesitation report to you that P&A has made a
major impact on the quality of life of persons with rD's. There is
no greater reward than that which comes from working along side
of people with DD when they are successful in obtaining their hard
fought right to be able to move towards their individual levels of
independence.

There is no greater pain for P&A advocates than the knowledge
that for many persons with DD there is no mandated right to the
services they so desperately need.

I can in all honesty say that our work, yours and ours, has just
begun. Congress, in its wisdom, gave States the opportunity to de-
velop its P&A system in a manner that would best serve persons
with DD's in their jurisdiction. In Kentucky, our P&A is and has
alw,_ys been an independent agency of the State government. Last
year we represented 792 Kentuckians with 1,317 identified com-plains when they entered the system as a P&A client.

A case closure, the agency average is tliree complaints per client.
Thirty-eight percent of our clients have more than one disabling
condition. Because of the complexity of the technical issues relatedto client complaints our staffing pattern includes professionals
from various disciplines relating to developmental disabilities in
addition to our legal staff.

It is the philosophy of our agency to resolve client'; complaints
at the lowest level possible utilizing the court as the lasc avenue of
resolution.

We litigate less than 2 percent of our client's complaints. Howev-
er, we have a deep sense of failure when an unresponsive and often
neglectful civil service system forces us to pursue the lengthy
remedy of the court.

Despite the fact that our staff averaged a 6-day work week last
year, we have waiting lip" : advocacy services. Our priority syr
tems that strives to empi, ,, a value judgment on who would be for
P&A intervention. We believe that advocates do not arbitrarily
make these discussions. Because we place a high value on individ-
uals with developmental disabilities we bear great burden with the
mere knowledge that we cannot meet the demPncis for advocacyservices.

We are put in an ethical catch-22 position when we know we
have not adequately proceeded with outreach. How do we outreach
when we are not serving the people there asking for our services?

Currently our largest waiting list in Kentucky is in the area of
right to education. At the present time, we are only accepting new
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cases when the child is out of school subject to suspension or expul-
sion, have due process hearings pending or the child is in imminent
danger of physical harm in his current place.

We have employed more people in the area of education in 1987
than we have in previous years. I am amazed that we are still
having to fight the same battles though more complex as we were
in 1977.

We represent our clients in institutional as well as community
related issues. We advocate for the expansion of quality community
residential services and in-home support systems. We believe that
individuals with DD's who may reside in the institutional alterna-
tive should have had the opportunity to remain in the community
as long as and as independently as they desire rather than being
forced into choosing the only alternative.

We believe that the Kentucky P&A should be a model for other
agencies in Kentucky and internal due process procedures. The
agency maintains and adheres to comprehensive policies and proce-
dures that fosters consistent and fairly delivered advocacy services.

P&A staff have committees, task forces, and boards, dealing with
the issues surrounding early education, new technology and long-
term care. The staff is also involved in drafting legislation for spe-
cial education funding and legislation which passed but was not
funded that establishes a right to services for persons with severe
developmental disabilities.

Some examples of the types of cases handled by pro.ection and
advocacy in Kentucky are as follows: a local school district placed
our client in its home-bound pr. tam for 2 weeks on the grounds
the student was a danger to herself or others. The school then re-
quired the mother to transport the student to the school to receive
the instruction bee:I:use the home-bound te her refused to go to
the student's home. That problem sounds rather familiar.

Ms. CUBARNEY. Yes, very familiar.
Ms. PEACH. The mother was not able to afford the transportation

costs in. addition to being unaware of her child's right to an appro-
priate education. Our office has been successful in securing the ap-
propriate school based education program for this child.

A teenager with Tourstt's syndrome was denied access to the
State's Medicaid waiver program. The program had been designed
for persons with mental retardation and related conditions. Al-
though the young man's IQ scores were marginally high an appro-
priate community program requiring the kinds of supports which
would appropriately serve this individual were available within the
Medicaid program.

After an administrative appeals, P&A was successful in securing
the appropnate program for this man. A 30-year old Kentuckian
was placed in intermediate care facility because he needed an at-
tendant to guide his wheelchair, perform >>1 motor tasks and inter-
pret his communication which was limited to one or two controlled
gestures. He was called too severely disabled for adult activit en-
ters as medically at rick Repeated encouragement, r ,otiation and
representation by P&A assisted this young man to secure an inte-
grated community residential placement and a volunteer job.
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Currently this individual is employed as a computer operator for
a State university and has a part-time position making minimumwage.

Because she was Medicaid eligible another Kentuckian was
placed in a nursing home despite her age and without regard to
her individual needs as a person with mental retardation. Through
referral and negotiation P&A assisted her in getting out of the
nursing home and into an age appropriate community setting. She
no longer suffers the frequent bruises aid abrasions which were
caused by having twice the normal clinical level of an anti-convul-
sive medication in her system.

Twenty-two school age children, most of whom were wards of the
State were identified in a nursing home. No one in the group had
ever received an appropriate education placement, and in our esti-
mation neither had they received active treatment.

These individuals were placed either in 'ribs or in a bean bag
chair 24 hours a day. The day program consisted of a television .zet
being turned on, none of the individuals had ever been fitted for
orthopedic braces, wheelchairs or any other identifiable assistive
devices. I think we would be appalled at the number of persons
hidden away in our nursing homes such as these that I have de-
scribed today.

We have and continue to receive reports of individuals who areisolated in attics, basements, a shack out back and other inhumane
mode., of hiding family members away from society. As the crimi-
nal justice system becomes more sophisticated in recognizing per-
sons with disabilities we are receiving more and more referrals of
individuals in present and post conviction levels, most of these indi-
viduals have never been in school, many of them are unable to
communicate orally and many of them have little or no under-
standing about the crime they have been accused of or convicted of.

In the past few months a despondent jailer called us to say he
had a young woman in his jail who was beating her head against
the cell and was bleeding profusely. He had made numerous at-
tempts to seek assistance and received none.

P&A called the appropriate regional Flervice delivery system.
They interviewed the client and discussed her situation with an-
other service agency that had some responsibility to this young
woman. Their strategy was to buy the young woman a bus ticket
out of town, which they did. They placed her on the bus, she road
to the other side of town, got off and was back in jail before the
evening sun had set. With great difficulty we were successful in se-
curing the services this young woman desired and needed in the
community. Those are a few of the many types of casr5 we work
with each year.

If we accomplish one thing it should be that we were responding
to the needs and priorities of individuals that you have so gracious-
ly allowed us to represent. The protection and advocacy system has
demonstrated its effectiveness in the first decade of operation. It is
anxious to reach its full potential in the second decade. However,
this potential rill be achieved only with adequate resources with
much to address the needs of our clients.

E,
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We strongly question that such funds as necessary will not he re-
alized through block, generic funding. We are opposed to that type
of funding for programs under the Developmental Disability Act.

Thank you.
[The prepared statement of Ms. Peach follows:]

STATEMENT OF GAYLA 0. PEACH

Mr. Chairman, it is an honor to be here today to represent the 55 State and terri-
torial Protection and Advocacy Agencies on the occasion of the 10th anniversay of
the enactment of P&A implementing legislation. I have had the opportunity to
serve persons with developmental disabilities through Kentucky's P&A system for
the past decade. I can, without hesitation, report to you that P&A has made a major
impact on the quality of life of persons .7ith developmental disabilities. There is no
greater reward than that which comes from working along side of people with devel-
opmental disabilities when they are successful in obtaining their hard fought right
to be able to move toward their individual level of independence. There is no great-
er pain for a P&A advocate than the knowledge that, for many persons with devel-
opmental disabilities, there is no mandated right to the services that they so desper-
ately need. I can in all honesty say that our work, yours and ours, has just begun.

Congress, in its wisdom, gave States the opportunity to develop its P&A system in
a manner that would best serve persons with developmental disabilities within their
jurisdictions. In Kentucky, our P&A is, and has always been, an independent agency
of State government. We are attached to the Public Protection and Regulation Cabi-
net, Department of Public Advocacy for administrative purposes only. Our P&A
mandate and independence is incorporated in State statute. We receive general
funds in addition to Federal funds allotted under the Developmental Disabilities
Act.

Kentucky P&A has an Advisory Board. Its 17 members are primary consumers,
parents, or gnardians of persons with developmental disabilities, and representative
from State-wide DD related advocacy groups as well es the Director of the Human
Develop Institute.

Although Kentucky P&A provides information and referi al services as well as
training, its major emphasis is direct representation of persons with developmental
disabilities. systems change issues present as a natural outcome of individual com-
plaint resolutions. Last year we represented 792 Kentuckians with 1,317 identified
complaints when they entered the system as a P&A client. At case closure, 'tie
agency average is 3 complaints per client; 38 percent of our clients have more than
one disabling condition.

Because of the complexity of the technical issues related to client complaints, our
staffing)oattern includes professionals from various disciplines relating to develop-
mental disabilities in addition to our legal staff. It is the philosophy of our agency to
resolve clients complaints at the lowest level possible utilizing the court as Oe last
avenue of resolution. We litigate less that 2 percent of our client's complaints. How-
ever, we have a deep sense of failure when an unresponsive and often reglectful
service system fort. -3 us to pursue the lengthy remedy of the court.

',despite the fact -that our advocacy staff averaged a 6 day work week last year, we
have waiting lists for advocacy services. Our priority system is one that strives to
avoid placing a value judgment on who will be harmed more by having to wait for
P&A intervention. We believe that advocates do not arbitrarily make these deci-
sions. Because we place a high value on individuals with developmental disabilities,
we bear a great burden with the mere knowledge that we cm at meet the demands
fcr advocacy services. We at Kentucky P&A prioritize our sere ,es as follows:

1. Emergency (life threatening, denial of food, shelter, medical treatment, or an
appeal that has a timeline that must be met)

2. Clients not receiving any services or receiving inappropriate services
3. Clients receiving some services but not all the services they are entitled to.
Currently our largest waiting list is in the area e right to education. At the

present time, we are only accepting new cases when the child is out of school, sub-
ject to suspension or expulsion, have due process hearing timeline., tinning, or the
child appears to be in iminineft danger or physical harm in his current placement.

We represent our clients in institutiont. ..ts well as community related issues. We
advocate for the expansion of quality eon nunity residential services and in-home
support systems. We believe that individuals with developmental disabilities who
may reside in the institutional alternative should have had the opportunity to
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remain in the community as long as and as independently as they desire rather
than being forced into "choosing" the only alternative.

We believe that Kentucky P&A should be a model for other agencies in the area
of accountability, client satisfaction, and internal due process procedures. The
agency maintains and adhei es to comprehensive policy and procedures that fosters
consistent and fairly delivered advocacy services. We contract for independent eval-
uations to review all aspects of our advocacy efforts so that we will be sensitive to
areas that may need to be improved and build on identified strengths. We ask each
of our clients to evaluate the services they receive and suggest ways we might im-
prove. The client evaluation form is sent when we close our client's case and may be
returned unsigned. We feel this encourages our client to freely express any dissatis-
faction that they may have about their P&A services.

The Kentucky Protection and Advocacy staff participated in a number of commit-
tees, task forces, and boards dealing with issues surrounding early childhood plan-
ning, new technologies, and long-ter care. The staff was also involved in drafting
legislation for special education funding and legislation, which passed, that estab-
lishes a riglit to services for persons with severe developmental disabilities.

Some examples of types of cases handled by Protection and Advocacy in Kentuckyare as follows:
1. A local school district placed our client in its home-bound prear. am for 2 hours

per week on the grounds that the student was a danger to herself or others. The
school then required the student's mother to transport the student to school to re-
ceive instruction because the home-bound teacher refused to go to the student's
home. The mother was not able to afford the transportation costs in addition tobeing unaware of her child's right to an appropriate education. Our office was suc-
cessful in securing an appropriate school based educational program for the student.

2. A teenszer with Tourett's Syndrome was denied access to the State's residen-
tial Medicaid Waiver Program. The program had been designed for persons with
mental retardation and related conditions. Although the young man's IQ scores
were marginally high, an appropriate community program requiring the 'rinds of
support which would appropriately serve this individual were available within the
Medicaid funded program. After an administrative appeal, P&A was successful insecuring the appropriate community residential program for this young man.3. A 30-year-old Kentuckian was placed in an Intermediate Care facility because
he needed an attendant to guide his wheelchair, perform all motor tasks, and inter-
pret his communication which was limited to one or two controlled gestures. He was
called too sevIrely disabled for adult activities programs and medically at risk. Re-peated encouragement, egotiation, and representation by P&A assisted this young
man to secure an integrated community residential placement and a volunteer job.Currently, this individual is employed as a computer operator for a State university
in a part-time position making minimum wage.

4. Because she was Medicaid eligible, another Kentuckian was placed in an Inter-
mediate Cese facility, i.e., nursing home, despite her age and without regard to her
individua: needs as a person with mental retare Ilion. Through referral and negotia-
tion, P&A assisted her in getting out of the nursing home and into an age appropri-
ate com:_iunity setting. She no longer suffers the frequent bruises and abrasions
which were caused by having twice the normal clinical level of an anti-convulsive
medication in her system.

5. Twenty-two school age children, most of whom were wards of the State, were
identified in a nursing home. NJ one in the group had ever received an appropriate
education placement and in our estimation, neither did they receive an active treat-
ment program. These individuals were either placed in cribs or in a bean bag chair
24 hours a day. The day program consisted of a television set being turned on. None
of the individuals had been fitted for orthopedic braces, wheetchairs, or any other
identifiable assistant devices. I think we vould all be appalled at-the number of per-
sons who are hidden away in nursing homes such as the one I described.

We have, and continue to receive, reports of individuals who are isolated-in-attics,
basements, a shack .ut back, and other inhuman,. modes of hiding family members
away from society. As the criminal justice system becomes more sophisticated in
recognizing .persons with disabilities, we are receiving more and more referrals of
individuals in pre and post conviction levels. Most of these individuals have never
been in school; many of them are unable to communicate orally, and have little or
no understanding about the crime that they have been accused and/or convicted of.Ine last few months, a despondent jailor called us to say that he had a young
woman in his jail who was beating her bead against her cell and was bleeding pro-fusely. He had made numerous attempt' to seek some assistance and received none.
P&A called the appropriate regional sex-vice delivery system, they interviewed the
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client and discussed her situation with another service agency that had some re-
sponsibility for providing services. Their strategy was to buy the young woman a
bus ticket out of town, which they did; they placed her on the bus which she rode to
the other side of town and disembark from and was EL...* in jail before the evening
sun had set. With great difficulty we were successful in securing the services this
young woman desired and needed in the comr Those are but a few of the
many types of cases that we work with each year.

Kentucky P&A has been, and continues to be, very active in providing technical
assistance and coordination for a State-wide self-advocacy called Kentuckians To-
gether. One of the highlights of the activities in working with self-advocacy is the
annual Self-Advocacy Conference. Kentuckians Together elects officers and has a
Board of Directors made up of representatives from the Toramunity based self-advo-
cacy groups. We provide assistance in coordinating, at their direction, their annual
Conference. Thk. 2 day Conference is Planned exclusively by consumers themselves
with P&A pr vidinc* assistance in locoing Conference speakers and coordinating
Conference activities. I could not begin to describe to you the dynamics of approxi-
mately 125 adults with developmental disabilities who gather for this Conference to
identify State-wide goals for their coming year. Their level of sophistication is as-
tounding when one looks at the number of years these individuals have been isolat-
ed in inappropriate residential placement, received little or no services, and contin-
ue to confront obstacles that you and I would have most likely caved in to long ago.
Persons with developmental disabilities have much that they can teach us if we will
only take time to listen. If we accomplish only one thing in Kentucky, it should be
that we are responding to the needs ad priorities of the individuals that you have so
graciously allowed us to represent.

The Protection and Advocacy System has demonstrated its effectiveness in its
first decade of operation, (attached is an appendix of some examples of activities in
other States). It is anxious to reach its full potential in its second decade. However,
this potential will be achieved only with adequate resources with which to address
the needs of all our clients.

APPENDIX A

Examples of the types of client problems and how the Protection and Advocacy
system has worked to solve them:

During 1986, the Arizona P&A concluded ov'r 9 years of litigation and received a
precedent-setting decision on behalf of a client who was refused employment by the
United States Postal Service because of epilepsy. The Agency also successfully rep-
resented parents whose child was removed from their care at birth because the
mother had a developmental disability and supported a class action case on behalf
of Arizonans labelled chronically mentally ill.

PAI of California produced a manual, "Disability Benefits and Work," which dealt
with the rights, benefits and responsibilities of Californian's with developmental dis-
abilities who work, or attempt to work under SSDI and SSI program. in addition,
self-advocacy materials were distributed in Spanish, Chinese, Vietnamese, Korean,
and Cambodian.

The Legal Center in Colorado participated in "Parents Encouraging Parents"
weekends sponsored by the Colorado Department of Education, making presenta-
tions which included information on the rights of parents and children under P.L.
94-142.

In Florida, the "HAB plan advocacy network" recruits, trains, assigns and sup-
ports volunteers who serve as advocates for persons with developmental disabilities
who reside in residential facilities and are without family, friends or guardians to
advocate for them.

A Personal Care Services medicaid waiver option was implemented in Idaho 4
years ago as a result of litigation instituted by thn Idaho P&A and over 400 people
who would otherwise have been institutionalized were discharged or "diverted".

In Indiana, the staff and the P&A meets quarterly with the Indiana Department
of Education and the Indiana Department of Mental Health to discuss systemic
issues. Staff are now involved in reviewing the Indiana Department of Mental
Health's draft policies concerning services to persons with developmental disabil-
ities.

Louisiana P&A's Project Enable matches senior citizens and people with disabil-
ities with volunteers to assist them with every day tasks. The purpose is to prevent
possible institutional placement.

In addition to serving on various committees for other groups anu organizations,
Nebraska Advocacy Services (NAS) staff woo ed with the Nebraska Bar Assoc's-
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tiOL Mental Health Law Committee to revise and update its manual on disabilitylaw.
During 1986 the New Hampshire Developmental Disabilities Advocacy Center

(NHDDAC) doubled the number of individuals it served through training services in
the previous fiscal year. A variety of training issues were addressed. Slightly over 10
percent of the people trained were recipients of developmental services, with the re-mainder being advocates and service providers. In an effort to expand resources,
NHDDAC increased its network of private attorneys --,, trying to increase inter:r`
in and knowledge of developmental disabilities.

The North Carolina Protection and Ackocacy System sponsored a regional confer-
ence on the North Carolina employment discrimination law, and developed and dis- "tributcd three public service announcements on employment of people with disabil-ities.

During FY 1986, Oregon Advocacy Center (C )) initiated a class action suit seek-
ing community services opportunities on behalf of the residents of a training center
who have severe to profound mental retardation and who are injurious to them-
selves and other. QAC also filed a Motion to Intervene in Lawsuit filed by U.S. De-
partment of Justice against the State of Oregon concerning the lack of appropriate
treatment, training and education at this training center.

The two law projects under contract with the PennsylvaniaProtection and Advo-
cacy (PPA), The Education Law Center, Inc. and the Developmental Disabilities Law
Project, initiated eight significant law suits during FY 1986 addressing issues such
as enforcing the rights of children with disabilities under Section 504 of the Reha-bilitation Act of 1973, meeting the needs of Southeast Asian children in areas such
as special education evaluations and programs, school counseling, and bilingual edu-cation, and representing the constitutional rights of a woman with mild mental re-
tardation who was illegally and wrongfully institutionalized for almost 30 years
without any due process safeguards. In addition, PPA has maintained a monitoring
function of State Institutional Facilities for persons who have mental retardation
and has been involved in a suit filed against a center by the Public Interest Law
Center of Philadelphia.

During FY 1986, South Carolina Protection and Advocacy was involved in
504 complaint on behalf of client of the Department of Mental Retardation alleging
discrimination on the basis of their other handicapping conditions. SCP&A also
became involved with individuals with handichps reed' lg in correctional facilities.

Within E.A.C.H., the Tennessee Protection and Advocacy agency, individual case
advocacy is provided by volunteers and staff using a team advc cy approach. Vol-
unteers logged over 2,000 hours on cases and training during FY 1986.

The Virginia Protection and Advocacy agency publishes a quarterly newsletter
which is distributed to approximately 7,000 people and produced an 8-minute video-
tape entitled "Know Your Legal Rights" which w; distributed to 54 sheltered
workshops serving people with developmental disabilities.

Wisconsin Coalition for Advocacy, (WCA) has developed several resources of inter-
est including a re2crt, "Out of Sight, Out of Mind: a Report on the Human and Civil
Rights of Residents ca Wisconsin's Three State Centers for the Developmentally Dis-
abled," which documents serious patterns of deficiencies and rights violations in
Wisconsin's State-run institutions for persons with disabilities.

The Wyoming P&A initiated an appeal on behalf of a woman with a dual diagno-
sis of mental retardation and mental illness to assist her in retaining her parental
rights after signing a consent for Adoption for her 5-year-old son.

'rile Michigan Advocacy Services forced the closing of a nursing home in which
over 100 children with developmental disabilities were inappropriately placed andsuffered from abuse, neglect and blatant lack of required .4ucational and healthservices.

Mr. WAXMAN. Thank you very much.
I understand that each of your organizations is part of the con-

sortium whit::: developed the consensus recommendations for reau-
thorization of the Development Disability Assistance and Bill of
Rights Act. Would each of you very, very briefly indicate to us
what you believe are the most important legislative recommenda-tions contained in the consortium document and then tell us if
there are any points of disagreement about which the subcommit-
tee should be made aware?

Dr. Guralnick.

91
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M. GURALNICK. Certainly we are most concerned over the years
in the DD Act about the total funding for the Act. That is our pri-
ma concern. Our secondary concerns are related to the rapidly
changing service system and training system that needs to occur in
this country and on our personnel concerns of the university affili-
ated programs we have indicated what our issues are.

We supportin fact since we feel we are truly partners in this
entire endeavor we feel that most of the recommendations of ti
CCDD wee in fact compatible and reciprocal with all the other rec-
ommendations that have been made by its separate components.
There are concerns, I think; the only concern of major disagree-
ment is where in our particular case where the role .of the UAF's
in paraprofessional training is and there are cone :rtes that need to
be worked out there. I think that is a legitimate concern.

Mr. WAXMAN. Dr. Karan.
Mr. KARAN. The American Psychological Association is not a

member of the consortium. However, the ASAPA recognizes the in-
creasingly growing needs of concerns related to mental health.
Mental health disorders in addition to DD and mental retardation
are showing up in profound numbers, returning to institutions or
failing in community programs.

Mr. WAXMAN. Yes.
Ms. CUBARNEY. The agencies that I represent do support the con-

sortium. I would just stress that the States would no longer be al-
lowed to ignore that population that does not fit under the mental
retardation label and to include those with DD who have normal
intelligence but are severely physically impaired.

Mr. I.VAxmAN. Ms. Peach.
Ms. PEACH. I would like to say that it is the Kentucky xperience

that persons with DD do not fail in the community but the pro-
grams fails them and tha,twe have seen rather than new'folks that
have begun to show signs 'of having mental illness, many times our
people that have been in a progr n that has not been designed ap-
propriately and because of the high levels of psychotropic drugs
that are often administered through those programs then they do
appear to be in fact mentally ill.

We, as I have said earlier, we are opposed to any block grant
funding whether we call it generic funding, advocacy is always the
first target. I can truthfully say that as Director of the Kentucky
Protection and Advocacy Agency that I am the least liked person
in the State government. You know, it is the old adage, if you were
on fire, would they tinkle on you and the answer is, not in Ken-
tucky, and I am not satisfied at the Federal level that we are going
to get our share of the funds either.

Mr. WAXMAN. Yes. Thank you very much.
Ms. RAGGIO. We are not well liked in State government either.

They refer to us as the skunk at the picnic. I mentioned once or
twice in my testimony that we supported various CCDD recommen-
dations and we do. Our priority would be two-fold, the flexibility
with the priority areas, and the funding levels.

Mr. WAXMAN. Let mu ask whichever of you wishes to comment
on it, about the administration's legislative proposal for reauthor-
ization of the DD program. Also you are proposing to significantly
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increase the authorization of appropriations for the DD program in
fiscal year 1988. Why is this increase necessary?

Ms. CUBARNEY. I would make a comment relative to the popula-
tion that I represent in that because of the technology explosion
and this wonderful bounty that we have had come to us as a result
of that, we now have the capability to allow individuals to exercise
their intelligence in a meaningful way that was never a possibility
before.

But this costs tremendous amounts of dollars at this point. That
will decrease over a period of time, but at this point to set people
up with theI can take someone who can only blink their eyes and
allow them to access a computer, operate a chair, and control their
environment and become employable, become a taxpaying member
of this society, but that is only through expensive technology.

Mr. WAXMAN. Dr. Guralnick.
Mr. GURALNICX. In the area of strange, Mr. Waxman, I think in

the past few years have really set the stage for crisis proportions in
this area. We have had dramatic changes in our system ?slid train-
ing needs have not kept pace. Not only have training (011ars de-
clined, the fact is, we have tremendous new needs in the area of
aging, early intervention, paraprofessional training, and that all
suggests that increased appropriations is something that should be
supported.

Mr. WAXMAN. Now, does anybody else want to comment on the
administration's proposal? I assume you all support the consorti-
ums recommendation for an increase and disagree with the admin-
istration's idea, if they could figure it out, what they are recom-
mending as flat funding?

Ms. PEACH. Mr. Waxman, I would like to comment that not only
as I alone mentioned, had new technology resulted in increase of
demands under the Di) Act, but we have a new generation of par-
ents like Eileen that have worked on issues, school issues like P.L.
94-142 and they are finding that after their family members get
out of school that the bottom drops out. It just isn't there.

Also, I think through protection and advocacy I know that as a
national system we are identifying daily people we would hope
would be 6 years old and are just finding out they have some rights
to some services, but we are running into a lot of people tha are
30 years old, you know, and the response has been, "My gosh, ev-
erybody just said no."

So there is more of an awareness. This population that has been
voiceless so to speak is restless and you are going to be hearing
more and more from them demanding their piece of the American
dream.

Mr. WAXMAN. Do any of you wish to comment on the idea of
data collection? Do you think we have adequate Federal data col-
lection programs now and are they adequate? Should the Govern-
ment be doing more?

Ms. PEACH. As a national P&A system, we feel that data collec-
tion is very important, especially when we come before committees
in order to justify our very existence. We feel there is not enough
data collected State and Nationally in order for us to adequately do
the planning that we say we are doing and addressing some of the
systems iss(mt that we need to address.
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So we find it important, and we find it important enough that we
don't want to wait for thosewhat is that terminology, adequate
funds as may be necessary. We would like to see that money set
aside for that very purpose.

Mr. WAXMAN. Just as a clarification, when they ask for such
funds as may be necessary, that doesn't set an authorization
amount, but allows the appropriations committee to go to any
amount it chooses. They can go higher than what the consortium is
recommending. They can appropriate the administration's level or
the consortium's level or choose another number.

E- when the administration asks us to say the authorization
level is such sums as may be necessary, that shifts the issue over to
the appropriations committee for them to study in order to decide
on the actual amount. That is why I was questioning very carefully
what they were going to ask the appropriations committee for be-
cause if they were not going to ask for adequate funding, we would
like to know about it and play a role in influencing the appropria-
tions committee's deliberation.

Mr. Sikorski.
Mr. SIKORSKI. No, thank you, Mr. Chairman.
Mr. WAXMAN. You have done an excellent job.
I want to thank each of you for your testimony.
We look forward to working with you on this legislation. That

concludes our hearing for this morning. We stand adjourned.
[Whereupon, at 11:05 p.m. the hearing was adjourned.]
[The following statement was submitted for the record:]

AMERICAN SPEECH-LANGUAGE-H;ARING ASSOCIATION BY ROGER P. KINGSLEY, DIREC-
TOR, CONGRESSIONAL RELATIONS DIVISION, GOVERNMENTAL AFFAIRS DEPARTMENT

As the professional and scientific association representing 52,000 speech-language
pathologists and audiologists nationwide, the American Speech-Language-Hearing
Association (ASHA) is very concerned about the adequacy of services to infants and
young children with disabilities. We are pleased that, as part of the reauthorization
of the developmental Disabilities Act, the subcommittee is examining the problems
of adequate health care, rehabilitation, and special education and related 'ssrvices
among infants and young children with serious disabilities. As a result of t!-, new
mandate in P.L. 99-457 to serve children 5 years and under, the issue of ..equate
numbers of qualified personnel must be addressed.

PROVISIONS IN THE LAWS FOR SPEECH-LANGUAGE PATHOLOGY AND AUDIOLOGY SERVICES

Both the Developmental Disabilities Act and the Education of the Handicapped
Act contain provisions for the training of personnel to serve individuals with disabil-
ities.

Among the purposes of the Developmental Disabilities Act (Pint A, 101 (c) and (d))
is

41. . to train professional and paraprofessional personnel with respect to
providing services to persons with developmental disabilities;" and "to
make grants to u^iversity affiliated facilities to assist them in administer-
ing and operating demonstration facilities for the provision of services to
persons with developmental disabilities and interdisciplinary training pro-
grams for personnel needed to provide specialized services for these per-
sons."

The DD Act also provides for service activities (Section 102(11XB)) for
"the training of personnel, including parents of persons with developmen-

tal disabilities, professionals, and volunteers, to provide services ..."
University affiliated facilities are public or nonprofit facilities which are associat-

ed with colleges or universities and which provide for activities including (Section
102(13XA))
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"Interdisciplinary training for personnel concerned with developmental
disabilities which is conducted at the facility and througn outreach activi-ties."

Both laws recognize the prevalence of children with speech, language, and hear-
ing disorders and the need to provide services to this population, The defl,ition of
developmental disabilities (Part A, Section 102(7XD)) refers in part to

"substantial functional limitations in three or more of the following areas
of major life activity: (i) self-care, (ii) receptive and expressive language, (iii)
learning, (iv) mobility, (v) self-direction (vi) capacity for independent living,
and (vii) economic self sufficiency."

Clearly, a major purpose of the Developmental Disabilities Act is to provide serv-
ices to people with disabilities, including disorders of communication, by appropri-
ately trained personnel. Last year, Congress addressed the "urgent and substantial
need" for early intervendon services to children ages birth through two who have
or are at the risk of developing (at the State's discretion) disabilities. The purposesof the new program are:

"(1) to enhance the development of handicapped infants and toddlers and
to minimize their potential for developmental delay, (2) to reduce the educa-
tional costs to our society, including our Nations schools, by minimizing
the need for special education and related services after handicapped in-
fants an' toddlers reach school age, (3) to minimize the likelihood of institu-
tionalizata,, of handicapped individuals and maximize the potential for
their independent living in society, and (4) to enhance the capacity of fami-
lies to meet the special needs of their infants and toddlers with handicaps."

The Education of the Handicapped Act Amendments of 1986 (P.L. 99-457) ir-cludes in the definitions of "handicapped infanta and toddlers" and "early in "(i)physical development, (ii) cognitive development, (iii) language and speech develop-
ment, (iv) psycho-social development ..." all of which relate to communication dis-
orders. Among the specific services that must be provided under Section 672(2XE)
are "(iii) speech pathology and audiology." And, these services are (F) [to 1 1] "pro-vided by qualified personnel, including--(i) special educators, (ii) speech and lan-guage pathologists and audiologists . . ." P.L. 99-457 also includes a provision for
Part H (Section 676(b)(14)) and an amendment to Part BBasic State Grants for theEducation of All Handicappe:s Children(Section 613(aX13)) which requires thatStates ensure that personnel meet the highest standard for qualification to practice
in a particular professional discipline. The purpose of this amendment was to re-quire States that permit the use of emergency or temporary credentials or that
allow a lesser professional standard for schoolbased personnel to reform these prac-tices in a manner that will guarantee that children with disabilities receive the
same quality services available to people under other public programs.

COMMUNICAVOIT DISORDERS IN THE EARLY CHILDHOOD POPULATION

The Department of Education reported that during the 1984-85 school year there
were 4,363,031 handicapped children served under P.L. 94-142 and 89-313.1 Duringthis same period there were 2r,:),488 preschoolage children served.' While a majori-- ty-of-children-irrtheithrough 5 age group are receiving special educationand related services, P.L. 99-457 expands the Preschool Grant Program so that bythe early 1990's, all preschoolage children with disabilities will be served.

Children with speech or language impairments represent the second largest cate-
gory of handicapped children, with 1,129,417 children served during the 1984-85school year: 3 The Department of Education reports that while the nure)er of
speech or language impaired children in the 6-21 age range is declining, th Jre has
been a concurrent increase in the number of 3-5 year olds with such disorders. With
the preschool population growing at a faster rate than the general school-age popu-
lation, the Department predicts an increase in the number of young children with
communication disorders in the coming years.*

The vast majority of preschool-age children served (70.5 percent) had a primaryhandicap of speech or language impa:rment.2 This does not include the large

' U.S. Department of Education. Office of Special Education Programs, Eighth Annual Reportto Congress on the implementation of the Education of the Handicapped Act (1966), p. 1.2 U.S. Dept. of El., p. 9.
U.S. Dept. of Ed., p. 8.

4 U.S. Dept. of Ed., p. S.
6 U.S. Dept of Ed., p. 16.
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number of children with other primary handicaps (e.g., mental retardation, cerebral
palsy, learning disability, hearing impairment, multiple handicaps) who have con-
comitant speech or language disorders.

Because services to children with disabilities below the age of 3 have been avail-
able in some States and in some programs but notothers, few data exist on the over-
all prevalence of children served arArrirnIsserved in this age group. We do know, how-
ever, that there is a substantial need for services to children ages birth through 5
who have communication disorders. A 1986 ASHA survey found that children ages
0-5, inclusive, comprised 26.8 percent of the caseloads of speech-language patholo-
gists and 25.1 percent of the caseloads of audiologists.6

As more is learned about the causes of se,:ious physical and. mental disabilities,
strategies can be developed for reducing the incidence of such disabilities in new-
borns. However, this Nation has only begun to deal with problems like congenital
defects and low birth weight that are often the cause of mental retardation, autism,
deafness, cleft palate and other conditions with associated speech, language and
hearing disorders. At the same time as progress is made in alleviating disease and
disability in some areas (for instance through family planning, accident prevention,
and infant screening), new problems arise in ether areas (like infants born with dis-
eases and disabilities resulting from maternal use of drugs and/or alcohol and
AIDS). Between 100,000 and 150,000 children with congenital anomalies which
result in mental retardation are born each year (3-5 percent of all newborr.$). Many
of these children have additional disabilities and another 1-2 percent of infants are
born annually with just physical disabilities.7 A 1983 study found that a significant
number of infants, toddlers and preschoolers were hoepitalized primarily as a result
of a disease of the nervous system and sense organs (including communication disor-
ders)-16.7 per 1,000 children under 1 year old and 9.7 per 1,000 children ages i to
4.6 Included in the list of most common di ignoses in the Medicaid Early and Period-
ic Screening, Diagnosis, and Treatment (7.411SDT) program are hearing impairmeats
in young children.°

EARLY INTERVENTION PERSONNEL NEEDS

With a high prevalence of very young children with disabilities, including disor-
ders of speech, langur.ls and hearing, and a broad new national mandate for serving
these children, it is Laperative that adequate numbers of qualified personnel are
trained and available to provide necessary services. The Department of Education
reports that the number of special education teachers has risen annually since the
implementation of EL. 94-142 began in 1976. However, the Department also found
that 17,103 addition-) special education teachers were needed and that there were
particular shortages of personnel in several areas including multihandicapped,
hard-of-hearing and deaf."' The personnel problem is more serious than the figures
indicate because they do not take into account the number of special education per-
sonnel who are unqualified or underqualified to serve children with particular kinds
of disabilities.

The authoid of a major study of special education personnel stated that
"When supplies of any resource are plentiful, the teAdency is t- -:,rt and

select the superior; when supplies are scant, one settles for les a special
education,. the most widespread solution to problems of personnel shortages
and recruitment problems is the issuance of certificates to persons who do
not demonstrate the preparation, experience, qualifications and other crite-
ria ordinarily used for certification .. . "These same (certification) policies
also make it possible for districts to increase the supply of personnel by as-
signing to special education those individuals who are neither prepared,
qualified, nor certified to work with handicapped students." It

6 American 3peech..Zanguage-Hearing Association, Omnibus survey (1986).
1 U.S. Department c: Health and Human Services, Report to the President. Mental Retarda-

lion: brvention Strategies that Wc.k (1980), p. S. (Because of differing definitions and reporting
methods, no firm figure can be given, so a range Is tIsed).

McCarty, E. and Kozak, L.J., "Hospital Use by Children: United States, 08.." Advance
Data, National Center for health Statistics (1985), No. 109. Data from the 1983 National Hospi
tal Discharge Survey.

° Health Care Financing Administration, Early and Periodic Screening, Diagnosis, and Treat-
ment. EPSDT Program Report (1984).

10 U.S. Dept. of Ed., Eighth Annual Report, p. 68.
Smit!'Davis, J., Burke, P., Noel, K.Institute for the Study of Exceptional Children and

Youth, Personnel to Educate the Handicapped in America: Supply and Demand From a program-
matic Viewpoto, (1984), p. 229-30.
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The study also reported that
Undersupplies of personnel in speech/language/communication . . .

present themselves a serious national needs." 12

RECOMMENDATION

Speech - language pathologists and audiologists are qualified by their education and
training to serve young children with communication disorders. These qualifications
include a master's degree and a year of supervised clinical experience. Much of the
clinical practicum is in university speech-language-hearing clinics and is with in-
fants and preschoolers because these are the groups that have not previously been
served in the schools in many States. Hence, the ability of speech-language patholo-
gists to provide services to the 0-5 population is demonstrated by the academic
training and clinical experience of persons who hold national certification and/or
State licensure.

Although the vast majority of certified speech-language pathologists and audiolo-
gists provide services exclusively to children or work with chilcizen and adults, only
2 percent provide services to children in the 0-2 age range and 15 percent serve
children ages 3-5.13 In order for the States to meet the early intervention needs of
children, more support for personnel training i$ needed. ASHA supports the initia-
tive of the American Association of University Affiliated Programs (AAUAP) in rec-
ommending $1 million to provide support for the development and implementation
of training projects in university affiliated facilities under the Developmental Dis-
abilities Act. These projects would be targeted at interdisciplinary training of per-
sonnel to provide early intervention services. Although the hulk of personnel prepa-
ration will continue to be supported through Part D of the Education of the Handi-
capped Act, we believe that existing authorization levels cannot adequately meet
the service and personnel needs that presently exist and that will grow as States
plan and implement mvices to the 0-5 population. We suggest that additional
training must take into account the new mandate for qualified professionals and
that it must address areas of particular need with respect to the current lack of
qualified providers of special education, health and related services.

12 Smith-Davis et al., p. 52.
13 ASHA, Omnibus Survey (1986).
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