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DEVELOPMENTAL DISABILITIES ACT AMENDMENTS
OF 1978

TUESDAY, APRIL 4, 1978

_ House oF REPRESENTATIVES,
SuscoMMITTEE ON HEALTH AND THE ENVIRONMENT,
Conurrrree oN INTERSTATRND ForEroN CoMMERCE,
Washington, D.0.

The subcommitteemet, pursuant to notice, at 10 am., in room 2322,
Ray]_a(n;_m House Office Building, Hon. Paul G. Rogers, chairman,
presiding.

Mr. Room Thesubcommitteewill cometoorder please.

Today we open hearings on |legisation to extend and amend the
program for the developmentally disabled. Some 10 million of our
citizens suffer from disabilities Incurred during the developmental
years. For at least 2 million of these individuals, their handicap is a
Ssevereone

Although they often quire and can benefit from support and
servicesfrom many existing education, medical and service programs,
too often the needs of the develQamentally disabled are overlooked
or inadequately addressed. o

The program established by the Developmental Disabilities Act
was designed to provide f unds to support activities at the State level
toidenti ?/ personsin need and to develop plansfor serving the devel-
opmentally disabled population, as well as to provide moneysto de-
velop model programs, to gain access to existing programs which can
provide services and to fill the gaps between those programs so that
the developmentally disabled can be effectively served.

One important effect of this program has been to enlist a number
of advocates and interested persons who are willing to work dili-
gently in the Statestomakethe needsof the developmentally disabled
actually known and a source of concern.

As we address extension of this Ie%islati on this year, we will be
particularly interested in receiving the advice and counse of our
many Witnesses on two particular issues: whether a change in the
definition of what constitutes a developmental disability should be
made and whether the particular needs of the developmentally dis-
abled continueto requirethefocusof a program designed particularly
for them, rather than for all severely disabled persons.

We certainly welcomethe witnesses today, Dr. Carter, do yon have
astatement too?

Mr. Carrer. Thank you, Mr. Chairman.



| am pleased to join you and other subcommittee membersin hold-
ing these hearings on amendments to the developmental disabilities
program.

The purposed this program i sto improve and coordinate the pro-
vision of servicesto personswith developmental disabilities, who are
persons with signifieant handicaps whichimpair their ability to func-
tion normally in society. Frequently we find that these individuals
fall through the cracks of various programs which could help serve
their needs.

I n other instances the necessary programs or services are simply
not available. Some of the people who fall through the cracks over
theyears have been dyslectics,

Mr. Chairman, as werecall,in the 93d Congressthe word "' dydexia'
was included in the definition of developmentally disabled. I amin-
terested to see what steps this particular department has made in
covering dysleetic children. Asyou know, Mr. Chairman, the dyslec-
tics have difficulty in learning to read and as a result, as children,
they become frustrated and many of them drop out of school.

Later they often come into conflict with the law. Approximately
10 percent of our prison population at the present time 1s cong)osed
of dyslectics. This isan area to which we have not given sufliciext
empgasisand I hope, Mr. Chairman, in thislegislation we will give
further consideration and backing to the care and training, particu-
larly training, of thedydecties.

Thank you, Mr. Chairman.

Mr. Rocers, Mr. Ottinger.

Mr. Orrneer. Mr. Chairman, | too share your interest and Dr.
Carter's interest in this program. 1 am somewhat concerned as to the
limitations of definitions of those people who are included, particu-
larly the agelimit of 22. | understand that cerebral palsy and other
debilitati ng diseases can make themselvesknown to people after that
agc(je c;IJtoff and ill present the same kind of problems to the indi-
vidual.

The other problem is the definition apparently excludes multiple
sclerosis and a number of other diseases that do cause the same
problems to individuals as those that are covered. .

I, therefore, think we should either consider broadening the defini-
tion or consider the legislation that has been introduced in the Senate
?, Senator Randolph which would eliminate this program and in

fect have a much broader coverage and aso much larger sums
involved.

Mr. Rocers. Thank you.

Without objection, the text of H.R. 11764, H.R. 278, H.R. 2151,
and H.R. 10059 will be printed at this point in the record.

Testimony resumeson p. 44.]
[ The text of thebillsreferredtofollows:]

w
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IN THE HOUSE OF REPRESENTATIVES

Marcm 22, 1978

Alr. Roexns (for himseM and Mr. Carter) introduced the following bill; which

«

was referved to the Committee on Interstate and Foreign Commerce

A BILL

To amend the Derelopmental Disabilities Services and Facil-

2

Q>

ities Constrnction Act to revise and extend the programs
under that Act, and for other purposes.

Be it enacted &y the Senate and House o Iepresenta-

tives Of the United States & America in Congress assembled,
SI1ORT TITLE, REFERENCE TO ACT

SecTioN 1. (&) This Act may bc cited as the “Devel-
opmental Disabilities Act Amendments d 1978™.

(b) Except as otherwise specifically provided in this
Aet, whenever in this Aet an amendment or repea is ex-
pressed in terms d an amendment to, or repeal of, a section

or other provision, the reference shall be considered to be
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made to a section or other provision d the Developmenta
Disabilities Services and Facilities Construction Act.
SHORT TITLE; FINDINGS AND PURPOSES
Sec. 2 Part A is amended by striking out section 101
and inserting in lieu thereof thefollowingsections:

" SHORT TITLE
"Sec. 100. This title may be cited as the ‘Develop-

mental DisabilitiesAct'.
" FINDINGS AND PURPOSES
"Sec. 101. (a) TheCongressiindst h at

" (1) there are more than two million persons with
developmental disabilitiesin the United States;

“(2) individuals with disabilities occurring during
their developmental period are more vulnerable and
less able to reach an independent level d existence
than individuals who have a normal developmental
period on which tgdraw during the rehabilitation
process;

“(3) persons with developmental disnbilities often
require specialized se icesto bc provided from birth to
death and by many agencies in a coordinated manner
inorder to meet the persons needs;

“(4) general service agencies and agencies pro-

viding specialized services to disabled persons tend to
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overlook or exclude persons with developmental dis-
abilities in their planuing and delivery of services;

“(5) it is in the nationa interest to strengthen
specific programs, especially programs that reduce or
eliminate the need for institutional care, to meet the
needs d persons with developmental disabilities; and

“(6) thereisa need for a national plan for persons
with developmental disabilities which takes into account
the needs common to the entire developmentally disabled
population as well as those needs unique to each identi-
fiable group in the population.

“(h) (1) It is the orerall purpose d this title to assist
States to nssure thnt persons with developmental disabilities
receive the care, treatment,, and other services necessary to
enable them to achieve their maximum potential through a
system which coordinates, monitors, and evaluates thoseserv-
ices and which ensures the legal and human rights o persons
with developmental disabilities.

“(2) The specificpurposesd this title are—

“(A) toassist in the provision d services to persons
with developmental disabilities, with priority to those
persons whose needs cannot he comprehensively covered

or otherwise met under the Education of All Handi-
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capped Children Act, the Rehabilitation Act d 1973, or
other health, education, or welfare programs,

“(B) to develop a national plan for meeting the
identified and nnmet needs d persons with develop-
mental disabilities, which plan is coordinated with State
plans relating to persons with developmental disabilities;

“(C) to nssigt States in appropriate planning activ-
ities;

“(D) to make grants te States and public and pri-
vate, nonprofit agencies, in accordance with specified
national priorities, to establish model programs, to dem-
onstrate innovative habilitation techniques, and to train
professional and paraprofessional personnel;

“(E) to make grants to university affiliated pro-
grams to assist them in administering, operating, plan-
ning, and developing demonstration programs for the
provisiond servicesto persons with developmental disa-
bilities, and interdisciplinnry training programs for per-
sonnel needed to provide specialized services for these
persons; and

" (F) to make gmnts to support a system in each
State to protect thelega and human rightsd all persons
with developmental disabilitieswithout regard to age or

eligibility for services funded under this title.".
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DEFINITIONS

Sec. 3. (a) Section 102 (1) is amended by inserting
"the Northern Mariana |slands,” after ""Guam,"".

(b) Section 102 (8) is amended—

(1) by inserting “ (A)” after “ (8)";

(2) by striking out "means specialized services”
and all that follows through "such term includes™ and
inserting in lieu thereof the following: "'means priority
services (ns defined in subparagraph (B)), and any
other specidized services or specia adaptations o ge-
neric servicesfor persons with developmental disabilities,
includingin these servicesthe™; and

(3) by adding at the end thereof the following new
subparagraphs:

“(B) The term 'priority services means individual
client management services (NS defined in subparagraph
(C)), infant development services (as defined in subpara-
graph (D)), dternative community living arrangement
services (as defined in subparagraph (E)), and nonvoca-
tional soctal-developmental services (as defined in subpara-
graph (F)).

“(C) The term 'individual client management services
means such services to persons with developmental disabil-

ities as will assist then in gaining access to needed socid,
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medieal, edncational, nnd other services; and such term

mnclades—

" (i) follow-dong services which insure, through

a continuing relationship (lifelong if necessary) he-

tween an agency or provider and a person with a de-

velopmental disability and his family, that the changing
needs d the persen and the family are recognized aad
appropriately met; and

" (ii) client ecordination services which provide to
persons with developmental disabilities support, access
to (and coordination of) other services, information on
programs nnd services, and monitoring d the person's
progress.

" (D) The term ‘infant development services means
such services as will assist in the prevention, identification,
and alleviation d developmental disabilities in infants, and
includes (i) early intervention services, (ii) counselingand
training d parents, (iii) early identification d develop-
mental disabilities, and (ir) diagnoss and evaluation d
such developmental dirabilitics.

“(E) The term 'aternative community living arrange-
ment Services means sueh services as will assist persons
with developmental disabilities in maintaining suitable resi-
dential arrangements in the community, and includes in-

house services {such as personal aides and attendants and
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other domestic assistance and supportive services), family
support services, foster care services, group living serv-
ices, respite care, and dtaff training, placement, and mainte-
nance serviees.

“(F) The term 'nonrocational social-developmental
services means such services as will assist persons with
developmental disabilities who are over eighteen years o
age in performing daily living and work activities.".

(c) Section 102 is amended by amending paragraph
(9) toread asfollows:

“(9) The term 'State Planning Council' means a State
Planning Council established under section 137."".

(d) Paragraph (10) d section 102 is amended to read
asfollows:

“(10) The term 'university affiliated program' means
a program which is operated by a publie or nonprofit entity,
which is associated with (or is an integral part of) a col-
lege or university, and which providesfor at least the follow-
ing activities:

““(A) Interdisciplinary training for personnel con-
cerned with developmental disabilitiesand related handi-
capping conditions.

“(B) Provision d exemplary services relating to
persons with developinental disabilities and related

handicapping conditions.
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“(C) Technical assistance and consultation for State
and lecal public agencies, private agencies, service pro-
viders, State Planning Councils, protection and advoeacy
systems (described in section 113), and other simiiar
entities.

“(D) (i) Dissemination d research findings, rele-
vant to services provided to persons with developmental
disabilities, to entities described in subparagraph (C),
(ii) providing researchers and government agencies
sponsoring such research with information on the needs
for further service-related research, and (iii) conduct-
ing selected service-related research.".

NATIONAL ADVISORY COUNCIL ON SERVICES, FACILITIES,

AND RIGHTS OF THE DEVELOPMENTALLY DISABLED

Suc. 4. (@) Paragraph (1) ofsection 108 (a) isamend-
ed to read as follows:

“(1)(A) There is established a National Advisory
Council on Services, Facilities, and Rights d the Develop-
mentally Disabled (hereinafter in this section referred to as
the'Council’). The Council shall consist of—

“(i) sixteen ex officio members, described in sub-
paragraph (B); and

“(ii) twenty members appointed, in accordance
with subparagraph (C) and without regard to the pro-
visons d title 6, United States Code, governing ap-
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pointments in the competitive service, by the Secretary

from persons (1) who are advocatesin the fieldd serv-

ices to persons with developmental disabilities (includ-
ing leaders in State or loca government, in ingtitutions

d higher education, and in organizations which have

demonstrated advocacy on behdf d such persons), and

{II) who are not full-time employees d the United

States.

" (B) The ex offico members (referred to in sabpara-
graph (A) (i)) shall be of twelve representatives from
the Department of Health, Education, and Welfare, two
representatives from the Department of Labor, one repre-
sentative from the Department d Rousing and Urban De-
velopment, and one representative from the Department d
Transportation, each such representative te be designated by
the Secretary d the respective Depariment.

“(C) O the appointed members (referred to in sub-
paragraph (A) (ii)) —

(i) eight shall be persons with developmental dis-
abiities or with a milder form d any such disability;
(i1} seven shal be immediate relatives or guardi-
ans d persons with mentally impairing developmental
disabilities, at least one d whom is an immediate rela-

tive or guardian d an institutionalized person with a

developmental disability;
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“{iti}) one shall be the director d a protection and
advocacy system (describedin section113) for develop-
mentally disabled persons;

“(iv) one shal be the gaff director d a State Man-
ning Council (established under section 187) ; and

" (v) three shall be selected from State and loca
direct service providers (both public and private) and
university affiliated programs..

(b) Section 108(a) (3) is amended by striking out

"twice" and inserting in lieu thereof "three times".

(c) Seection 108(b) is amended—
(1) by inserting "'officd* after ""shall hold", and
(2) by striking out ""has expired” and inserting in
lieu thereof " have expired™.
(d) Subsection (c¢) d section 108 is amended to read as

follows:

“{c) TheCouncil shall—

“ (1) develop a nationa five-year plan for persons
with developmental disabilities, which plan identifies
the ynmet service needs d persons with developmental
disabilities and the actual and potential infringements
d thelegal and human rights d these persons;

“(2) annually review and revisethisfive-year plan;

“(3) recommend to the Secretary priorities {con-

0
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sistent with the priority d the services described in sec-

tion 102 (8) (B)) for speciad projects authorized under

port D d this title;

““(4) advisethe Secretary with respect to any regu-
lations promulgated or proposed for promulgationby the
Secretaiy in the implementation d the provisonsd this
title;

“(5) monitor the execution d this title and report
directly to the Secretary on any delay in the rapid execu-
tiond thistitle; and

“(6) submit to the Congress annually a report on
the Council's activities under this subsection during the
year and on any needs and priorities relating to persons
with developmental disabilities not being met under this
tile"".

(e) Subsection (d) d section 108 is amended to read
asfollows:

“(d) The Secretary shall make availableto the Council
at least one full-time professional gaff person and one full-
time secretarial assistant, such other secretarial, clerical, and
other assistance, such dtatistical and other pertinent data
prepared by or availableto the Department d Health, Edu-
cation, and Welfare, and such other resources as the Council

may requireto earry out itsfunctions.".
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(f) The heading to section 106 is amended by striking
out “sERvICES AND FACILITIES FOR" and inserting in lieu
thereof “‘SERVICES, FACILITIES AND BIGHTSOF".

(9) (1) Section 110(a) is amended by striking out
"Savices and Facilities for'" and inserting in lieu thereof
"Sarvices, Facilities, and Rights of".

(2) Subsections (a) and (e) d section 145 are
amended by striking out “after consultation with the Na-
tional Advisory Council on Services and Facilities to the
Developmentaly Disabled" and inserting in lieu thereof
"taking into consideration the priorities established by the
National Advisory Council on Services, Facilities, and
Rightsd the Developmentaly Disabled™".

(h) Notwithstanding the amendment made by sub-
section (@) d this section, the appointed members d the
National Advisory Council on Services and Facilities for
the Developmentally Dissbled (as established under section
108{a) d the Developmental Disabilities Services and
Facilities Act as in effect before the date d the enactment
d this Act) shall he considered appointed members d the
Nationa Advisory Council on Services, Facilities, and Rights
d the Devedlopmentaly Disabled (as established under the
amendment made by subsection (a) d this section) until
their terms (as d the date d the enactment d this Act)

expire or such membersresign from their office.
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REGULATIONS

Seo. 5. The text d section 109 is amended to read as
follows:

“SEq. 109. The Secretary, not later than one hundred
and eighty days after the date of enactment d any Act
amending the provisions d this title, shall promulgate wch
regulations as may be required for the implementation d
such amendments.”.

EVALUATION SYSTEM

Seo. 6. (@) Section 110 (@) is amended—

(1) by striking out *"within two years of" and
al that follows through "Bill d Rights Act develop™
in the first sentence and inserting in leu thereof "de-
velop, not later than October 1, 1979,";

(2) by striking out "*Within six months after the
development d such a system, the” in the second
sentence and inserting in lieu thereof " The';

(3) by striking out "'the receipt d assistance under
this title, that each State” in the second sentence and
inserting in lieu thereof "a Stat€'s receipt d assistance
on and after October 1, 1980, under this title, that the
State™;

(4) by striking out ""Within two years after the
date d the development d such a system, the” in the

third sentence and inserting in lieu thereof **The'™; and
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(5) by striking out *"the receipt d assistance under
this title, that each State™ in the third sentence and in-
serting in lieu thereof "'a State's receipt d assistance on
and after October 1, 1952, under this title, that the
State™.

(b) Subsection (c) d section 110 is amended to read

as follows,

“{e} Upon development d the evauation system

g described in subsection (b), the Secretary shall submit to

10
11
12

13
14

15
16
17
18
19
20
21
22
23
24

Congress a report on the system, which report shall include
an estimate d the eosts to the Federal Government and the
States d developing and implementing such a system."".

(e} Section 110 is amended by striking out subsection
(d).

EIGHTS OF THE DEVELOPMENTALLY DISABLED

SEc. 7. Seetion 111 is amended by adding at the end
thereof the following new sentence:
"The rights d persons with developmental disabilities de-
scribed in findings made in this section are in addition to
any congtitutional or other rights otherwise afforded to all
persons.'.

PROTECTION AND ADVOCACY OF INDIVIDUAL RIGHTS
Sec. 8 (a) Section 113 (a) is amended—
(1) by striking out " The Secretary shall require”
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and all that follows through "such system will (A)”
and inserting in lieu thereof ""In order for a State tn

receive an alotment under part C, (1) the State must

have in effect n system to protect and advocate the

rights d persons with developmental disabilities, and

(2) such systemmust (A) " ;and

(2) by striking out the last sentence thereof.

(b) The second sentence d section 113 (h) (1) is
amended to read as follows: " Allotments and reallotments
d such sums shall be made on the same bass as tho
alotments and redlotments are made under the firdt.
sentence d subsections (a) (1) and (d) of section 132,
except that no State in any fiscal year shall be alloted
an amount which is less than the greater d $50,000 or the

amount d the allotment to the State for the previous fiscal

year.".

(c) Paragraph (2) d section 113(b) is amended to
read asfollows:

““(2) For alotments under paragraph (1), there are
authorized to be appropriated $9,000,000 for the fiscal year
ending September 30, 1979, $12,000,000 for the fiscd year
ending September 30, 1980, and $15,000,000 for the fiscal
year ending September 30, 1981.".
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GRANT AUTHORITY, APPLICATIONS, AND AUTRORIZATION

OF APPROPEIATIONS FOR UNIVERSITY AFFILIATED
PROGRAMS

Sec, 9. (a) Part B isamended to read as follows:
“PaRT B-—UNIVERSITY AFFILIATED PROGRAMS

""GRANT AUTHORITY
""Sec. 121. (@) From appropriations under section 123,

the Secretary shall make grants to university affiliated pro-
grams to assist in the planning, development, administration,
operation, and maintenance d the activities described in sec-
tion 102(10), and d such additional activities as the Secre-
tary determines to be appropriate to carry out the purposes
d thistitle.

“(b) The Secretary may make a grant to a university
affiliated programs receiving a grant under subsection (a) to
support one or mored thefollowing activities:

“(1) Affiligtiond the program with governmental
and nonprofit organizations, in order to promote the
provision d quality services to persons with develop-
mental disabilities who reside in geographical areas
where adeguate servicesare not available.

" (2) Expansion d the program 0 it can assess
the need for trained personnel in providing assistance
to personswith developmental disabilities or with related

handicapping conditions.
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“(3) Provison d savicerdated training to
pra titioners providing services to persons with devel-
opmental disabilities or with relinted handicapping
conditions.

“(4) Conducting a long-term applied research pro-
gram which can develop methods for applying basic
research findings to prodoce more efficient and effective
methods (A) for the delivery d services to persons
with developmenta disabilities or with related handi-
capping conditions, and (B) for the training o pro-
fessionals, para-professionas, and parents who provide
these services.

" APPLICATIONS

“Src. 122. (a) Not later than one year after the date
d the enactment d the Developmental Disabilities Act
Amendmentsd 1978, the Secretary shall establish standards
for university affiliated programs. These standards for pro-
grams shnll reflect the special needs d persons with devel-
opmental disabilities or with related bandicapping condi-
tions who are d various ages, and shall include performance
standards relating to each d the activities described in sec-
tion 102 (10) .

“(b) No grant may be made under section 121 unless
an application therefor is submitted to, and approved by,
the Secretary. Such an applicatipn sthJ be submitted in such
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Secretary may require. Such an application shal be approved
by the Secretary only if the application contains or is sup-
ported by reasonable assurances that—

“ (1) themaking d thegrant will (A) not result in
any decrease in the ue d State, locd, and other non-
Federal funds for services for persons with developmen-
tal disabilitiesand for training of personsto provide such
services, which funds would (except for such grant) be
made available to the applicant, and (B) be used to
supplement and, to the extent practicable, increase the
level d such funds; and

“(2) the applicant's program (A) isin compliance
with the standards established under subsection (a), or
(B) will, not later than three years after the date d
approval d the initid application or the date stand-
ardsare promulgated under subsection (@), whichever is
later, comply with such standards.

“(c) The Becretary shall establish such a process for
review d applicationsfor grants under section 121 as will
enaure that each Federal agency that provides funds for the
direct support d the applicant's program reviews the
application.

&)
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“AUTHORIZATION OF APPROPRIATIONS

“Sge. 123. (a) For the purpose d making grants under
section 121, there are authorized to be appropriated $15,-
000,000 for the fiscd year ending September 30, 1979,
$18,000,000 for the fiscal year ending September 30, 1980,
and $21,000,000 for the fiscal year ending September 30,
1981.

“(b) O the sums appropriated under subsection (a),
not less than—

" (1) $9,000,000 for the fiscal year ending Sep-

tember 30, 1979,

“(2) $10,000,000 for the fiscd year ending Sep-
tember 30, 1980, and
“(3) $11,000,000 for the fisca year ending Sep-

tember 30, 1981,
shall be made available for grants under seetion 121 (a) to
qudified applicants which received grants under section
121 (a) during the fiscal year ending September 30, 1978.
The remainder d the sums appropriated for such fiscal years
shall be made available as the Secretary determines, except
that not less than 40 percent d such remainder shall be
madeavailablefor grants under section 121 (b).”.

(b) Section 103(¢) isamended—



(1) by striking out "university-affiliated facility or

1
2 a satellite center™ and inserting in lieu thereof “univer-
3 sity dffiliated program'*; and
4 (2) by striking out "a project”™ and inserting in
5 lieu thereof ""a program'.
6 (c) Section 112(a) is amended by striking out “,
7 fadlity,"”.
g AUTHORIZATION AND ALLOTMENTS FOR FACTLITY GRANTS
g Seo. 10. (a) Thetext d section 131 is amended to read
10 asfollows
11 “Sgro. 131. For allotments under section 132, there are
12 authorized to be appropriated $60,000,000 for the fiscal
13 year ending September 30, 1979, $75,000,000 for the fiscal
14 year ending September 30, 1980, and $90,000,000 for the
15 fiscal year ending September 30, 1981.".
16 (b) Bection 132 (a) isamended—
17 (1) by striking out subparagraph (B) d paragraph
18 (1) and paragraphs (2), (3}, and (4);
19 (2) by striking out " (A)” in paragraph (1)(A)
20 and by redesignating clauses (i) through (iii} o such
21 paragraph as subparagraphs (A) through (C). respec-
2 tively; and
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(3) by inserting at the end thereof the following
new paragraph:

*(2) For any fisca year, the alotment under paragraph
(1)—

"(A) to each d the Virgin |dands, American
Samoa, Quam the Northern Mariana ISands, or the
Trust Territory d the Padific Ilands may not be less
than $100,000, and

" (B) to any other State may not be less than the
greater d $250,000 or the amount d the allotment
(determined without regard to subsection (d)) received
by the State for the fiscal year ending September 30,
1978.".

(c) Subsections (b) and (c) d section 132 are
amended by striking out **134"" and inserting in lieu thereof
133" each placeit appears.

STATE PLANS FOR PBOVISION OF SERVICES AND

FACILITIES

SEc. 11. (@) Subsection (b) d section 133 is amended

to reed as follows:

“(b) In order to be approved by the Secretary under

this section, a State plan for the provison d services and
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facilities for persons with developmenta disabilities must
meet the following requirements:
""Provisonfor State Planning Council and
A dministration d Plan

“(1) (A) The plan must provide for the establishment
d a State Planning Council, in accordance with section 137,
for the assignment to the Council d personnd adequate to
enable the Council to carry out its duties under that section,
and for the identification d the personnel s assigned.

“(B) The plan must designate the State agency or
agencies which shall administer or supervise the administra-
tion d the State plan and, i there is more than one such
agency, the portion of such plan which each will administer
(or the portion the administration d which each will
supervise).

" (C) The plan must provide that each State agency
designated under subparagraph (B) will make such reports,
in such form and containing such information, as the Secre-
tary may from time to time reasonably require, and Wl
keep such records and afferd such access thereto as the
Secretary finds necessary to verify such reports.

“(D) The plan must provide for such fiseal control and
fund accounting procedures as may be necessary to ‘assure the
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"Description d Objectives and Services
“(2) The plan must—

" (A) set out the specific objectives to be achieved
under the plan and a listing d the programs and re-
sources to be usad to meet such objectives,

“(B) describe (and provide for the review and
revisond the description, not less often than annually)
the extent and seope d services being provided, or to
be provided, to persons with developmental disabilities
under such other State plans for federdly assisted State
programs as the State hasrelating to education for the
handicapped, vocationa rehabilitation, public assistance,
medicd assstance, socid services, maternal and child
health, crippled children’s services, and comprehensive
health and mernital health, and under such other plansas
the Secretary may specify;

" (C) for each fiscd year, assess and describe the
extent and scope d priority services (as defined in
section 102 (8) (B)) being or to be provided under
the plan in the fisca year; and

“(D) establish a method for the periodic evaluation
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d the plan's effectiveness in meeting the objectives
described in subparagraph (A).

"Use d Funds
" (3) The plan must contain or be supported by as-

5 surances satisfactory to the Secretary that—
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" (A) the funds paid to the State under section
132 will be used to make a dgnificant contribution
toward strengthening services for persons with de-
velopmental disabilities in the various politica sub-
divisonsd the State;

“(B) part d such funds will be made available
by the State to public or nonprofit private entities,

"(C) such funds will be used to supplement
and, to the extent practicable, to increase the leve
d funds Cret would otherwise be made available for
the purposes for which Federal funds are provided
and not to supplant such non-Federal funds;, and

“(D) there will be reasonable State financial par-
ticipation in the esst d carrying out the State plan.

"Provison d Priority Services
“(4) (A) Theplan mug—

‘(i) provide for the annual examination d the
provision, and the need for the provison in the State
d thefour different areas d priority services (asdefined

insection 102 (8) (B} ) ;and
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““(ii) provide for the development, not later than
the second year in which funds are provided under the
plan after the date d enactment o this paragraph, apd
the timely review and revision & a comprehensive
statewide plan to plan, financialy sapport, coordinate,
and otherwise better address, on a statewide and com-
prebensive bass, unmet needs in the State for the
provision d at least one d the areas o priority serv-
ices, such area or areas to be specified in the plan.
“(B) (i) Except as provided in clause (iii), the plan
must provide that not less than $100,000 or 70 per centum
d the amount available to the State under section 132,
whichever is greater, will be allocated, as provided in clause
(1), to the areas d priority services specified under sub-
paragraph (A) (ii).

“(ii) For any year in which the sums appropriated
under section 131 do not exceed—

“ (1) $60,000,000, not less than $100,000 or 70
per eentum d the amount available to the State under
section 132, whichever is greater, must he alocated
to no more than two areas d priority services specified
under subparagraph (A) (ii), or

“(IT) $90,000,000, not less than $100,000 or 70
per centum d the amount available to the State under

section 132, whichever is greater, mnst he allocated to
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no more than three areas d priority services specified

under subparagraph (A) {ii) .

“(iii) A State plan, in order to comply with clause
(i) for a fisca year, is not required to reduce the amount
available to the State under section 132 which is allocated
to planning below the amount 0 alocated in the preceding
fiscal year, if substantially the remainder d the amount
available to the State, which is allocated for other than
administration, is allocated to the areas d priority services
specified under subparagraph {A) (ii).

“(D) The plan must provide that special financial and
technical assistance shall be given to agencies or entities
which are providing or are planning to provide priority
services Specified under subparagraph (A) (ii) for persons
with developmental disabilities who are residents d geo-
graphical areas designated as arban or reral poverty aress.
" Standardsfor Provision d Servicesand Protection d Rights

of Recipientsd Services

“(5) (A) The plan must provide that services furnished,
and the facilitiesin which they are furnished, under the plan
for persons with developmental disabilitieswill be in accord-
ance with standards prescribed by the Secretary in regu-
lations.

“(B) The plan must provide that services are provided
in an individualized manner consistent with the requirements

of section 112 (relating to habilitation plans).



“(C) The plan must contain or e supported by assur-

-

ances satisfactory to the Secretary that the human rights d

to

all persons with developmental disabilities (especially those

persons without familia protection) who are receiving treat-

o >~

ment, services, or habilitation under programs assisted under
thistitle will be protected consistent with section 111 (relat-
ing to rights d the developmentally disabled).

""Professional Assessment and Evaluation Systems

e 0 N o

“(6) The plan must provide for—

10 " (A) an assessment d the adequacy d the skill
11 level d professionalsand paraprofessionals serving per-
12 sons with developmental disabilities in the state and
13 the adequacy d the State programs and plans support-

14 ing training d such professionals and paraprofessionals
15 in maintaining the high quality d services provided to
16 person with developmental disabilitiesin the state; and
17 “(B) the planning and implementation d an
18 evaluation system (in accordance with section 110 (a)) .

19 " Additional Information and Assurances Required by
20 Secretary

21 " (7) The plan aso mast contain such additiona in-
22 formation and assurancesasthe Secretary may find necessary
23 {0 carry out the provisons and purposes d this part.”.

24 (b) Section 133(d) (2) is amended by striking out
25 "duringthe fiscal year ending June 30, 1975" and inserting

26 in lieu thereof “during the previous fisca year".
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STATE PLANNISG COUNCILS
Sk, 12. (a) Section 137 (a) isamended—

{1) by inserting ""higher education training facili-
ties'" after 'representatives d the principal State agen-
des™ in the third sentence; and

(2) by amending the fourth sentence to read as
follows:

"Of themembersd the Council —

“(1) at least one-sixth shall be persons with de-
velopmental disabilities or with a milder form d such
disability, and

“(2) at least one-sixth shall be immediate relatives
or guardians o persons with mentally impairing

developmental disahilities,

who are not employees d any State agency or d any other

entity which receives funds or provides services under this

(b) Section 137 (b) is amended to read as follows:
“(b) Each State Planning Council shall—

“ (1) supervise the development d and approve the
State plan required by this part, including the specifica-
tion d priority service areas under section 132 (b) (4)
(A) (i) ;

" (2) monitor, review, and evaluate, not less often

than annually, the implementation d such State plan;
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" (3) to the maximum estent feasible, review and
comment on al State plans in the State which relate to
programs affecting persons with developmenta dis-
abilities;
" (4) promote plinnning for training d personnel
needed to provide services (including advocacy and
training in consumer participation) to persons with de-
velopmental disabilities; and
" (5) submit to the Secretary, through the Gover-
nor, such periodic reports on its activities as the Secre-
tary may reasonably request, and keep such records and
afford such access thereto as the Secretary finds neces-
sary to verify such reports.
The State shall provide, to the maximum extent feasible, an
opportunity for the State Planning Council to prior review
and comment on al its State plans described in paragraph
{3).".

(c) Section 137 is amended by striking out subsection
(e).

SPECIAL PROJECT GRANTS

Se0.13. (@) Section 145is amended—

(1) by inserting “ (particularly priority services)*
after “otherwise improving services' in subsection (a)
(1};

(2) by striking out “, including programs' and ali



B W N

LI=JE v + I N = I |

10
n
12
13
14
15
16
17
18
19
20
21
22
23

32

that follows through the semicolon at the end of para-
graph (1) d subsection (a) and insertingin liea there-
d";and";

(3) by striking out "subsection (d)” in subsec-
tions (e) and (f) and insertingin lieu thereof “subsee-
tion (€)-- eachtimeit appears;

Elzlllggoy redesignating subsections (b) through (f)
as subsections (c) through (g), respectively; and

(5) by inserting after paragraph {1) d subsection
(a) thefollowing (and rcdesignating paragraphs (2)
through (9) d subsection (a) as paragraphs (1)
through (8}, respectively) :

“(2) demongtrations (and research, training, and
evauation in connection therewith) for establishing pro-
grams which hold promise d expanding or otherwise
impro protection and advocacy services related to
the statewide protection and advocacy system (described
insection113).

“(b) Grants provided under subsection (&) shall in-

clude grants for—".

(b) Section 145(e), as 0 redesignated, is amended to

read as follows,

“(e) For the purpose d making payments under grants

24 under subsection (a), thereare authorized to be appropriated
25 $25,000,000 for the fisca year ending September 30, 1979,
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1 $28,000,000 for the fiseal year ending September 30, 1980,
g and $31,000,000 for the fiscd year ending September 30,
3 1981.".

4 TECHNICAL AND CONFORMING ANENDXENTS

5 Sec. 14. (a) Section 112 isamended—

6 (1) by striking out "after September 30, 1976,”
7 in subsection (a);

(2) by striking out "'Such™ in subsection (b) (3)

©

andinsertingin lieu thereof " The'"; and

10 (3) by striking out **an'* before "' objective criteria
11 inclaw (B) d subsection (b) (3).

12 (b) Section 134 isamended—

13 (1) by striking out “coxsTRUCTION,” in itS
14 heading.

15 (2) by striking out «“ (a)” in subsection (a), and
16 (3) by striking out subsection (b).

17 (c) Section 135isamended—

18 (1) by striking out “cowstrUcTiON,” in its
19 heading;

20 (2) by striking out ** (@)" in subsection (a); and
21 (3) by striking out subsection (b).

22 EFFECTIVE DATE

23 SEc. 15. The amendments made by this Act shall apply
24 to payments under title I of the Mental Retardation Facili-
25 ties and Community Mental Health Centers Construetion
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1 Aet of 1963 for fiscal years beginning on and after
2 October 1, 1978,
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IN THE HOUSE OF REPRESENTATIVES
Januvary 4,1977

Mr. Coxnte introduced the fellowing hill; which was referred to the Com

To
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mittee on Interstate and Foreign Commerce

A BILL

provide for accelerated rescarch and development in the
care and treatment o autistic children, and for other
purposes.

Be it enacted by the Senate and House of Representa-
tives O the United States d America in Congress assembled,
That this Act may be cited as the "Autistic Chiidren
Research Act".

AMENDMENT TO THE PUBLIC HEALTH SERVICE ACT

Sec. 2. Part E o the Public Health Service Act is
amended by adding at the end thereof the following:

“RESEARCH PROGRAM ON AUTISM

“Sre. 446. (a) The Director d the National Institute

d Child Health and Human Development shall—
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“(1) plan and develop a coordinated autism re-
searclt progran encompassing the programs o the
Natioual Institutes of Iealth and pelated programs of
other vesearch insiftufes, and other Xederal and nou-
Federal programs;

" (2) collect, analvze, and disseminate al data
aseful in the preveniion, diagnosis, and treatment of
autism ; and

“(3) establish comprehensive, coordinated diag-
nostic and evalnation procedures that provide for early
detection and offective guidance for autistic children.
“(h} There are authorized o be appropriated to carry

ow the purposes of thiy section suell sums as may be
necessary.
“LEARNINQ AND CARE CENTERS

“Srec. 447. (@) The Secretary may make grants, loans,
ond loan gnarantees to any public or private nonprofit
entity operating or proposing to operate a residential or
nonresidential center with education programs for autistic
children.

“(b) A grant, loan, or loan guarantee under this sec-
tion may be made only after the Seeretary approves a
plan submitted by such entity submitted in such form and
containing such information as the Secretary may require.

113

{¢) There are anthorized to be appropriated tO carry
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out the provisions d this section $500,000 for fiscal year
1977 and $5,000,000 per annum for fisd years 1978, 1979,
1980, and 1981.

“(d) For the purposes of thix section and seetion 44G
the term ‘antistic” means, But iS not limifed to, those afflicted
with infantile autism (Kauner's syndrome), profound apha-
sin,. childhood psychosis, or any other condition character-
ized by severe deficits in language ability and behavior nnd

by the lack of ability to relate appropriately to others.”
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=255 H. R, 2151

IN THE HOUSE OF REPRESENTATIVES

Janvary 19,1977

Mr. Roe introduced the following bill; which was referred to the Committee
o Interstate and Foreign Commerce

A BILL

To provide for accelerated research and development in the
care and treatment d autistie children, and for other

PUFPOSES.
Be it enacted by the Senate and House of Representa-

tivesdf the United States of 4merica in Qongress assambled,
That this Act may be cited as the "Autistic Children Re-
search Act”,

N W N

AMENDMENT TO THE PUBLI C HEALTH SERVIOE ACT
6 f8Ego. 2. Part E d the Public Health Service Act is
7 amended by adding at the end thereof the following:
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“RESEARCH PROGRAM ON AUTISM
"Sec. 446. (@) The Director of the National Institute
d Chid Health and Human Development shal—:

"(1) plan and develop a coordinated autism re-
search program encompassing the programs d the
National Institutes  Health and related programs d
other research indtitutes, and other Federal and non-

Federal programs;

© 0 N o o W DN B

" (2) collect, andyze, and disseminate all daa
useful in the prevention, diagnoss, and treatment d

[N
<

11 autism; and

12 “(3) edablish comprehensive, coordinated diag-
13 nostic and evaluation procedures that provide for early
14 detection and effectiveguidance for autistic children.
15 “(b) There are authorized to be appropriated to carry
16 out the purposes of this section such sums as may be
17 necessary.

18 . “LEARNING AND CARE CENTERS

19 “8EC. 447. (@) The Secretary may make grants, loans,
ap- and loan guarantées to any public or private nonprofit
91 entity operating or proposing to operate a residential or
29 nonresidential center with education programs for autistic
a3 children.

24 “{b} A grant, loan, or loan guarantee under this sec-

25 tion may be made only after the Secretary approves a
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plan submitted by such entity submitted in such form and
containing suck information as the Secretary may require.

“(c) There are authorized to be appropriated to carry
out the provisions d this section 5500,000 for fiscal year
1976 and 55,000,000 per arnum for fiscd years 1977,
1978,1979, and 1980.

“(d) For the purposes d this section and section 446
the term 'autistic’ means, but is not limited to, those affficted
withinfantie autism (Kanner’s syndrome), profound apha-
sia, childhood psychods,or any other condition character-
ized by severe deficits in language ablhty and behavior
and by thelack d ability to relate appmpnately to others™*
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"5 H, R, 10059

Mr.

IN THE HOUSE OF REPRESENTATIVES

Novemeer 4, 1977
Rox (for himself, Nis. Borge of California, Mr. Joaw L. Burron, Mr.
Corman, M. Downer, M. Drmax, Mr. Gmacaw, Mr. Mazzorz, Mr. Mer-
cavre, Mr. Morrert, and Mr. ST —) introduced the following bill; which
wasreferred to the Committee on Interstate and Foreign Commerce

A BILL

To provide for accelerated research and development in the

N
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cae and treatment d autistic children, and for other
PUrpPOSES.

Be it enacted by the Saate and House of Representa-
tivesd the United Statesd America in Congress assambled,
That this Act may be cited as the " Autistic Children Re-
search Act™.

AMENDMENT TO THE PUBLIC HEALTH SERVICE ACT

Beo. 2. Part E d the Public Health Service Act is
mended by adding at the end thereof the following:

“RESEARCH PROGRAM ON AUTISM

“Sec. 446. (a) The Director d the National Institute

d Child Health and Human Development shall-—
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(1) plan and develop a coordinated autism ve-
search program encompassing the programs o the
National Institutes d Health and related programs o
other research institutes, and other Federal and non-
Federal programs;
" (2) collect, andyze, and disseminate al data
useful in the prevention, diagnosis, and treatment d
autism; and
“(3) establish comprehensive, coordinated diag-
nostic and evaluation procedures that provide for early
detection and effective guidance for autistic children.
“(b) There are authorized to be appropriated to carry
out the purposes d this section such sums as may be
necessary.
" LEARN NGAND CARE CENTERS

“Sro. 447. (a) The Secretary may make grants, loans,
and loan guarantees to any public or private nonprofit
entity operating or proposing to operate a residential or
nonresidential center with education programs for autistic
children.

“(b) A grant, loan, or loan guarantee under this see-
tion may be made only after the Secretary approves a
plan submitted by such entity submitted in such form and

containing such information as the Secretary may require.
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“(c) There are authorized to be appropriated to carry
out the provisions d this section $600,000 for fiscal year
1978 and $5,000,000 per annum for fiscal years 1979,
1980,1981, and 1982.

" (d) For the purposes d this section and section 446
the term ‘autistie’ means, but is not limited to, those afflicted
with infantile autisn (Kanner’s syndrome), profound apha-
sia, childhood psychoss, or any other condition character-
ized by severe deficits in language ability and behavior
and by thelack d ability to relate appropriately to ahad.
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Mr. Roarrs. Our first witnesses are from the Department of
Health, Education, and Welfare, Mr. Robert Humphreys, the Com-
missioner of Rehabilitation ServicesAdministration, Office of Human
Devel opment Services, and Mr. Francis Lynch, Director of the Office
of Developmenta Disabilities. We wdcome you gentlemen. Y our
statementswill be madea part of therecordin full and you may pro-
ceed asyou like.

STATEMENT OF ROBERT R. HUMPHREYS, COMMISSIONER, REHA-
BILITATION SERVICES ADXINISTRATION, OFFICE OF HUMAN
DEVELOPMENT, DEPARTMENT OF HEALTH. EDUCATION. ANRD
WELFARE, ACCOMPANIED BY FRANCIS LYNCH, DIRECTOR,
OFFICE OF DEVELOFMENTAL DISABILITIES, OFFICE OF HUMAN
DEVELOPMENT

Mr. Husearers. Thank you, Mr. Chairman and members of the
subcommittee.

I am most pleased to appear before you today, for the first time
since becoming Commissioner of the Rehabilitation Services Admin-
istration, to provide an overview of the programs under the Develop-
mental Disabilities Act, and to present our recommendation that the
program beextendedfor 2 years.

The administration believes that the developmental disabilities
program has been sueeessful in helping the States to plan, evaluate,
and implement service programs to assist the developmentally dis-
abled to achievemaximum functional skilis attainable within the least
restrictive environment.

Before I begin my testimony, | wish to reaffirm for the record a
few statements | expressed in an interview shortly after | wassworn
in as Commissioner on November 7, 1977.

INn accepting this assgnment, |1 intend to be an advocate for all
disabled populations of our Natien and for programs that are de-
signed toservethem.

All Rehabilitation Services Administration programs, including
the recently acquired developmental disabilities pro§ram, exist only
for the benefit of thosewho are disabled. | might add they do benefit
society aswell.

I am a strong believer in consumer participation in the develop-
ment of policy, planning, and programs.

I am attempting to develop the Rehabilitation Services Adminis-
tration office as a coordinative and support office which is involved
with the total needs of the disabled. It is not surprising that after
6 monthsof servicein this position, | hold these same viewstoday.

The Developmental Disabilities Act enables the Federal Govern-
m1;tc assistin 5 d 1g th coordination of services to » popula-
ti r which has a complexity [ service needs and helps t¢ marshall
and coordinate resourees, both human and finaneial, so that the most
effi(;iegéi effective service delivery and program direction may be
attalned.

This act also has enabled the States to develop a data base for un-
derstanding the disabled population's needs, develop new servicesand
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modd programs, enlist maximum consumer participation and ad-
vocacy for the protection of the rights of the disabled.

The present legislation, Public Law 94-103, was passed in October
1975 as the Developmentally Disabled Assistance and Bill of Rights
Act anditsmajor provisionsare:

It provides support to the States for a wide range of diversified
servicesin terms of lifetime human needs of persons with develop-
mental disabilities.

The basic goa dof the act is to provide for a significant improve-
ment in the guagﬁ‘ scope, and extent of services for persons with
developmental disabilitiesby meansof:

ComprehensiveState planning for the current and future needs of
the DD population; coordination and appropriate integrated util-
1Zzation oOf existing services and resources for the developmentdlly
disabled at all levels of government and in the private sector; devel-
ment and demonstration of new programs designed to fill existing
gapsin servicesand of specialized resourcesto strengthen and expand
present servicecapabilities.

The target population of Public Law 94-103 consists of children
and adults having substantial and continuing handicaps originatin
during childhood and attributable to mental retardation, cerebr
palsy, epilepsy, autism, severe dyslexia, and other conditions found
to be closaly related or requiring treatment similar to that required
for mental retardation.

It is estimated, as the chairman indicated earlier, that there are
in excessof 10 million Americanswho have developmental disabilities
and over 5 million who can be classified as substantially handicapped.
The substantially handicapped developmentally disabled population
represents almost 214 percent of the total population of our country.

At thistime, as | indicated earlier, the administration i s proposing
a 2-year extension of the existing Developmental Disabilities Act be-
cause we believethat thisimportant program should not be changed
before the completion of the studi%tgat were mandated by Congress
and are now underway. | will discuss each of these as part an
overview of the administration of the act, as well as your bill, Mr.
Chairman, H.R. 11764.

In addition, 1 might interject, we beieve it is essential to limit
the expansion of the act at this time because we feel that a number
of things areimpinging on the devlopment of services and approaches
toward meeting the needs of the disabled population, both within
HEW and without. )

We have had a White House Conference on Handicapped Indi-
viduals which made a number of recommendations. Under reorga-
nization within HEW the Rehabilitation Services Administration,
I hope, will become amajor focus for the disabled within the Federal
Government. So, there are a number of thingsthat | think we have
to take into account in developing our policy and our planning for
this population as well as the total population of disabled citizens.

The present act, Public Law 94-103, is divided into four parts.
Each of these parts contains important program eements for indi-
viduals with developmental disabilities. | would like to review each
of these parts explaining the program progress we have made and
sharewith you the plansfor thefuture.
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PART A—GENERAL PROVISIONS

This part of the act providesfor two essential State programs for
the disabled: A habilitation plan for each individual with develop-
mental disabilities, section 112, and a protection and advocacy pro-
gram, section 113, administered by each participating State.

Service programs have begun to develop and use individual habili-
tation plans. Persons with developmental disabilities are benefiting
from them. Those are taken from the concept developed under the
Rehabilitation Act of 1973, the individually written rehabilitation
program which has proved to be so successful in aiding the client.

The Department is in the process of completing instructions to
States in the assessment for client growth and development which
will aid in the standardization o habilitation plans. This effort will
he completed in the next 2 years and made avail able nationwide.

Each State participating in the program was to have in place a
protection and advocacy system by October 1, 1977. The protection
and adv program Is intended to insure that the rights of each
disabled individual are protected and that each person receives
services when and as they are needed. The protection and advocacy
program aso protects individuals from getting lost in a complex
service system, which involves severa public and private service
agenciesand from inappropriate placement.

We are proud to report that 53 of 54 States and Territories had
approved plans for their protection and advocacy system by the re-
quired date of October 1, 1977. A variety of aids, such as guidelines
and checklists, were provided by the Department, as wel’cfmas early
and continuing.training and technical assistance.

The protection and advocacy programs are now in operation and
early reportsaf their activitiesindicate that they are suceessfal. How-
ever, because the protection and advocacy programs have only been
in operation since October 1, 1977, just 6 months, we believe it is
necessary to allow these programs to mature before measurement of
their effectivenesscan berealized. We plan to do that this year.

PART B— N VERS TY AFH LI ATEDFACTLITIES

The university affiliated facilities program has developed many
modd programs of servicesto the developmentally disabled over the
years. The university affiliated facilities aso play an essentia role
in providing interdisciplinary training for personnel needed in serv-
ices for individuals with developmenta disabilities. It is important
that this program becontinued.

The Department isin the processof evaluating the university &fil-
iated facilities program, more clearly defining its relationship to and
coordinating with similar maternal and child health programs, and
will develop performancestandardsfor thisactivity.

Asyou know, TAFs are supported both through the developmental
disabilities program and maternal and child health programs. We
will help to develop program performance standards for this activity.

Upon completion of the evaluation and coordination studies, the
Department will recommend changes to help improve training
programs.
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With the introduction of the Developmental Disabilities Office to
the Rehabilitation Services Administration, We are beginning to
exami netheinterrelationshic!)s that might be established between the
UAFs and the research and training centers under that Rehabilita-
tion Act.

PART C—GRANTS FOB PLANNING, PROVISION OF SERVICER
AND CONSTRUCTION

Themajor purpose of the DD act isto provide coordinated services
by the States for individuals with developmental disabilities. This
coordination, In part, is accomplished through the development of a
comprehensive State plan. The comprehensive State plan contains
five important areas of information concerning the target popula
tion and availableservices, including: A description of the State DD
population; an identification of the service needs by age group; a
description of the existiy sarvice network including quantity of
participants and quality of service; a description of identified gaps
In services, and a comprehensiveplan containing goalsand objectives
fSor filling identified gaps utilizing existing resources within the

tate

During the past 2 years, the Department has administered a pro-
gram to help States develop guidelinesfor the implementation of the
State Plans throughout the Nation. We are pleased to say that every
State has responded this year by following the guidelines format.

As a result, the States are learning more about the developmental
disabilities popul ation, service network and the service agency objec-
tives than ever before. An analysis and additional experiencein this
comprehensive planning effort will permit the identification of legis-
| ative recommendationsi n the next few years.

One of the important program components of the Developmental
Disabilities Act is the mandated State Planning Council. This coun-
cil isoned thefew examples where consumershave actual input into
program and policy decisons. The consumer activity in program
planning is of considerableinterest to me and basic to the develop-
mental disabilitiesprogram.

The State Planning Council supervises the development of the
State plan. The act, section 137, requiresthat one-tihrd of the council
be composed of consumers. Also, the act requires State agency di-
rectorsto bemembersof the council.

I n thisway, both the receiversof services and providersof services
areinvolvedin the creation of the comprehensive State plan, itsim-
plementation and the evaluation of the service sysem. As | have
stated, | believe consumers should have input into programs which
dffect their lives. The State DD planning council, because of its re-
ouired inclusion of consumers. is a vital nart of the developmental
disabilities program.

Let me interject again to indicate that new organization of RSA
includes an Office o Advocacy and Coordination, which will adopt
for thefirst time within our agency a major focus where disabled in-
dividuals and groups and organizations of individuals can come to
have definite input and effect on the entire program of the Federal
Government with respect to the programs that affect them.
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We are aware that H.R. 11764 presents priorities to which the
developmental disabilities community should focus its attention. We
would like to have additional time to investigate the basis for these
suggested priorities, validate them, and determine the impact that
they would have on the target population. The uniqueness of each
State and its delivery of services will require careful analysisif spe-
cific priorities are to be mandated by law.

We must assure ourselves that these priorities do not duplicate
services provided under other Federal or State programs serving the
disabled such as maternal and child health. Therefore, more timeis
required to study these priorities and their impact in relation to the
needsd our population.

I might say in reviewing those priorities, at fird review, they
looked most meaningful and important and reflect in a smaller way
my directions for theentire program for the disabled.

PART D—SPECIAL PROJECT GRANTS

The Department has been activein increasing technical knowledge,
assisting State councils and service agencies and exporting model
programs for general utilization through the use o specia project
grants. Because of their sgnificance, | want to cite the following ex-
amplesd thedevelopmentd our technical knowledge:

Identification of characteristics of the residents and those indi-
viduals rdeased by long-term care facilities for the mentally retarded
and their adjustment to the community setting.

Development of modd diagnostic and training techniquesfor hear-
ingimpaired devel opmentally disabled persons.

Identification and evaluation of the quantity and quality of minor-
ity participation in the development disabilities movement.

Development of expertise and knowledge concerning the problems
of aging and theaged developmentallil disabled.

Development o  community agency capable of furnishing
an array of residential and other service/alternatives.

These research efforts have provided the Department with knowl-
edge and service models that aid the developmentally disabled. We
are particularly interested in getting these newly created models to
sarvice agenciesin an orderly and timely fashion.

The Department has also been diligent in providing information
and assistance to significant groups involved with the developmen-
tally disabled. We have developed technical assistance programsto,:

Assist Federal agencies which have the potential for expanding
or improving their services to the developmentally disabled.

Train the State DD councils or subsets or units of the councils,
State DD council plannersand other council staff.

State planning councils and voluntary agencies on the utilization
of other Federal programs.

Design and implement a national/regional strategy for training
and technical assistancein comprehensiveplanning and evaluation.

It isimportant that the special projects extend our knowledge con-
cerning our Igopulation and also develop assistance for the groups
involved with the population. We have accomplished both of these
tasksthrough thespecial projectsgrants.
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Studies and recommendations; | am happy to report to the Con-
gress that the Department has compiled with the DD Act's require-
mentsthat certain studies be conducted. We have completed a review
and evaluation o the standards and quality assurance mechanisms
applicable to individuals with developmental disabilities and devel-
oped modd standards for programs for persons with developmental
disabilities.

Also, thereis a quality assurance mechanism for implementing the
standards. At present, we are studying the feasibility and implemen-
tation strategy for the mode standards. This effort wiil be concluded
by theend of fiscal year 1980.

Also, the Department has completed the study of the definition of
developmental disabilities which was authorized by Congress in
Public Law 94-103. Congress authorized a national task force on the
definition of developmental disabilities. The majority of the task
forcerecommended a relatively significant expansion of the definition,
while a sizable minority recommended a definition closer to that of
the current law.

We bdlievethat for the timebeing, the existing definition should be
retained until we have had an opportunity to anallyze the impact
which the majority opinion would have on our population. We have
initiated a study to determine the impact such a significant
change, and the report should be available to Congress within the
next 2 years.

I might add that the Department as a whole has under considera-
tion, and it has had for some time now, the possibility of establishing
a uniform definition throughout the Department for programs on
disability. The same issue is under consideration with respect to the
Rehabilitation Act. It isavery complex kind of problem and | think
that in that context, the definition of the developmentally disabled
should alsoawait our study of that area.

Finally, we have concluded the evaluation of the socia and legal
issues of the confidentiality of records for our clients and as assess
ment instruction for client growth and develogment. We are in the
process Of developing an overall design and“specifications for an
evaluation system.

The Department has available summary results of the comprehen-
sive State plans for fiscal Iyear 1978 as compiled from the DDEIS
format. Also, we have availablethe detailed reports from the specia
studies which were mandated in the act. We have made some pre-
sentationsto your staff and would be pleased to be available for an
additional mesetings in the future. We believe that we have made
significant ﬁrogressi nthelast 3 yearsin provi ngservicesfor indi-
viduals with developmental disabilities.

I n addition to a 2-year extension, the administration is requesting
through the budget process $61.9 million for fiscal year 1979 and in
the authorization such sumsas are necessary for fisca year 1980.

Specifically, we are requesting the following amount for each of
the program components:

Section 113 (b) (2) — protectionand advocacy program, $3 million;
section 123(a)—university affiliated programs, $65 million; section
131—bedc State grants, $46.9 million—this is an increase of $16.8
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million over the appropriated amount in fiscal year 1978; section
145--specid project grants, $6.5 million.

Weintend to work closdly with the subcommitteeto improve State
servicesand the service delivery system for the benefit of individuals
with developmental disabilities. | appreciate this opportunity to
testify and look forward to assisting you in the future.

| shall behapp%/to answer any questions.

Mr. Rocers. Thank you very much. That is a helpful statement.

I mi(f;ht say it would be helpful to the committeeif you could state
a specific figure for 1980 and 1981. | realize you recommend such
sums but this committee will write in specific amounts.

Mr. Homreureys. As | indicated, Mr. Chairman, we are proposing
a 2-year extension for 1979 and 1980 and presumably the level for
1980 would reflect the budget request and we would anticipate a
level funding for that purpose of $61.9 million.

Mr. Rogers. For 1

Mr. HomrHaREYS. YES

Mr. Rocers. And for 19818

Mr. Humeareys., For 1981 we are not recommending any level be-
cause weare only asking for a 2-year extension.

Mr. Rosers. What | am saying is that it would be helpful to us
tohaveafigurefor that.

Mr. Hompareys. Wecan providethat for therecord.

Mr. Roerzs. Thank you.

[The followinginformation wasreceived for therecord:]

Because of our expectation that the nature of the act would be modified
substantially as a result of our review over the next 2 years, and assuming
that the committee will agree to a simple 2-year extension, we are not in a
position to recommend a funding level for fiseal year 1981

Mr. Roeers. Dr. Carter.

Mr. CARTER. Thank you, Mr. Chairman.

I want to compliment the gentleman on his excdllent presentation.
I am particularly impressed by the fact that you mentioned dyslexia,
which issomethlgg on which | want to focus a little bit more. What
is your estimate of how many persons would he added to the **'DD"

rogram coverageif the task force's recommended definition were to

adopted?

Mr. Humeureys. You arespeaking of the majority report?

Mr. CarTER. Yes Of course, that 1sthe recommendation. But 1 got
the impression that you did not want to follow either the majority
or theminority report accordingtowhat you said.

Mr. Homerrers. At the moment, no.

Mr. CARTER. If you adopted the majority position, which | think
would be the logical thing to do, how many more people would he
includedin the devel opmental disabilities program

Mr. Humrrreys. It is really quite difficult to know that. Right
now there are varying and different interpretations of who are in-
cluded in the DD population. The study was an attempt to realy
narrow the focus and at the same time expand it. The narrowing
would be in focusing on those in the DD population who are more
substantially disabled. The expansion then, of course, would relate
to disabilities other than mental retardation, cerebral palsy, autism,
dyslexia and epilepsy, which are developmental in nature and occur
prior totheageof themagjority.
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Mr. CarTeR. They are part of thelaw at the present time.

Mr. Humrrreys, Y es; they are.

Mr. CarTER. How successful have the State DD programs been in
generating new sources of support for persons with developmental
disabilities as compared with efforts to increase access to existing
services through better coordination at the State level? Have you
been ableto generate new sourcesof support at the State level?

Mr. Humpareys. There have been successesin that area, certainly.
As the respect at the State level for the Developmental Disabilities
Council increases and as their effectiveness increases, their capacity
also increasesto have an impact on other State programs.

Mr. CARTER. You have noticed then increasesin appropriations by
the Statesfor thesedevel opmental disabilities programs?

Mr. ITumpureys, |f | may, Dr. Carter, ask Mr. Lynch to respond
to the specifics.

Mr. LYNcH. Yes, in both instances in terms of increasesin State
general revenue dollars and access from other Federal-State pro-
grams we have noted an increase. We can provide you with an anal-
ysis based on our recent work done with the fiseal year 1978 State
plams in that area.

Of moresignificancein termsof the ability to access funds the pro-
tection and advocacy program, for example, has in a very short
period of time gathered other resourcesin terms of State general
revenue sharing and other public and private sources. In lllinois, as
an example, the protection and advocacy program got &1million from
general revenue to conduct a protection and advocacy program in
excess of the base amount available in that State to finance that
program.

Mr. CarTer. DO you follow these programs down to the State level
tosee how they work?

Mr. Lynch, Yes.

Mr. Carrer. How well are the States complying with thelaw? Are
they enacting good programs to aid the developmentally disabled?

Mr. Humreereys. Many are doing so. Some, of course, are not.
Thereisrealy no uniformity.

Mr. CARTER. Are those Which are not conducting good programs
st|II receiving funding from the Federal Government”

Mr. Homeareys. The funding that they receive through this pro-
gram is, of course, in the nature of coordinating dollars. It is not
really service delivery dollars. The expectation isthat the DD money
will aid the States in developing a recognition and a sensitivity to
the needs of this population and will, as a result of that, increase
their resources directed to the developmentally disabled. Some are
more receptivethan others, quite simply.

Mr. CARTER. There are someservicedollarsin there.

Mr. HoMrrreys, Yes, but its primary purpose is to serve as a
catalyst for bringing together the resourcesof a number of programs,
at least nine, under the law.

Mr. CARTER. We have many schoolsfor the mentally retarded. Do
servicefunds go to them or not?

Mr. Homrareys. There are funds, of course, provided under a
number of different acts. 1 do not bdieve that the service dollars
under the DD program go specifically for schools for the mentally
retarded. Mr. Lynch can answer that more specifically, | think.
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Mr. LyncH. No; not directly in terms of service. But in terms of
developing the institutionalization plan for the State, for the State
public institutions for the mentally retarded, there are DD dollars
invested in terms of planning and in terms of the identification of
that State plan. )

Mr. CarTER. But not many service dollars? Most of it is at the
planning and coordinating levels. Now, | would like to ask you how
much money you are spen  ng on osteogenetic dysplasia.

Mr. Homerreys. | think probably none, unl ess it i sassociated with
another disability covered under the aet which results in multiple
handicaps.

Mr. CarTer. We have peoplewith osteogenetic dysplasia who have
multiple handicaps. It implies multiple handicaps. Itis ver';/ difficult
for them to move around. Are we doing anything for them?

Mr. Homeureys. Yes; indeed, but not enough for any disability.
In the area of rehabilitation, departing somewhat from the purpose
of the current testimony, | cannot give you numbers. But each dis-
abled individual who has a reasonable expectation of employment
capacity may be determined dligible by a State Vocational Rehabili-
tation agency for services. There are, of course, dollars available
under title X X,

Mr. CartER. Not from thih?

Mr. Homemreys. That is correct. Unless there is a relationshiv to
the primary disorder, adevelopmental disorder.

Mr. CarTer. Of coursethere is a relationship to it. These are de-
velopmental disorders. People are born with them.

Mr. Humeareys. Yes; but under the law the only ones that are
susceptible of being provided those services and that eoordination are
thosefour major categories.

Mr. Carter, That is right. Under this legislation it does not go
very far or do very much.

Mr. Homeareys. | could not agree with you morethat we need to
do a great deal morefor all our disabled population whether through
thisact or another.

Mr. CarTER. Thank you.

Mr. Rogers. Mr. Ottinger.

Mr. Ormizger. Thank you, Mr. Chairman.

I wonder if you can give us figures on what the impact would he
of eliminating the age 22 limitation which presently exists and which
is recommended to be contmued by both the majority and minority
task force reports, what the impact would be if we specifically were
toinclude multiple sclerosis, and give ussomeidea of what programs
are available presently for multiple selerosis victims?

| have the impression that these people are particularly under-
sarved and havefrequently been underserved.

Third, if you would comment on S. 2600, the amount provided
under that legislation and whether you think the amounts there au-
thorized are adequate to take care of the expanded scope of the pro-
gram that iscontemli]ated.

Mr. Homerureys. Thank you, Mr. Ottinger. | will certainly respond
to each of those. :

First, I think I need to know with somewhat more specificity what
you mean by removing the age Imit. Do you mean that-in the context
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of the population that isincluded within the current definition or the
proposed definition?

Mr. Orrizeer. That isright. If we were to broaden the definition
s0 that the specific diseases covered mental retardation— maybe that
isnot properly defined as a disease, but a disability —mental retarda-
tion, autistic behavior, cerebral Bglsy, dydexia, if we broaden that
so0 that they would not have to be as ascertained before the age 22
but were covered at whatever a%e the person was inflicted with that
disability, what the impact would be, how much more money would
be needed to enable you to provide meaningful programs that are
directed at these problems for people who are afflicted with these
particular diseasesas adults.

Mr. Homerreys, L et me suggest that inasmuch as these categories
of disabilities are for the most part by their nature developmental,
theeffect of removingthat age limit per se would probably have very
little effect. I could perhaps get a more specific answer to that from
Mr. Lynch.

Mr. LYNcH. Yes; the question of the cutoff at 22 or 18 was ad-
dressed in our definition study. | t camethrough in S. 2600. We would
have to make an assessment of what the numbers would be by in-
creasingthe age of one's disability.

Mr. Orrizger. Can you do that for usin a fairly short time frame
s0 that we could makethat consideration knowledgeably ¢

Mr. Hompareys. We will attempt to do that quickly for the rec-
ord, Mr. Ottinger.

[The followinginformation was received for therecord:]

It does NOt that the number of individuals defined as devdopmental
s woula noreass SUDKATIATY. (-1 perent) y

Mr. Ormneer. What about adding multiple sclerosis, which | un-
derstand is a disease which is generally not apparent until an older
age!
Mr. Homprareys. | do not think the genesis of multiple sclerosisis
generaly known or when its onset begins. Certainly, | agree with
you that multiple sclerosis, along with other specific disabilities, have
been underserved by our programsin the past.

Quite recently, I concluded with the National Multiple Sclerosis
Society an agreement to provide greater emphasis on joint efforts
toward servicesfor the population who have multiple sclerosis. | can
provio_lcsah acopy of that memorandum of agreement for the record if
you wish.

Mr. Orringer. What kind of impact would it have and what addi-
tional resources would you need if we were to add multiple sclerosis
specifically tothislegislation8

Mr. Homrureys. The total "MS"* population, as | recall, is some-
thing around 500,000. If we were to mandate services coordination

for that population, assumption would be then that that would
increase the total population covered under the existing definition by
roughly 5 percent.

Therefore, the additional population would not be that great.

[Testi mony resumeson p. 71.]

Questions from Congressman Ottinger and Mr. Humphreys' re-
sponsesfollow:]
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Questions From Congressnan Ottingar and Mr. Humphrey's Responses

6] Wha would be the impact, in terms of the mmber of individuals

tneluded, of increasing the age of onset of a disability?

The National Task Force on the Definition of Developmental

Disabilities addressed thie issue at the secend and third of its

meetings and requested that a staff paper be prepared on the

issue. Attached is a copy of the issue paper. Summsrized below

are some of the maor points from the paper end the Task Force

Final Report:

The Task Force examined the issues of origination (point
at which the condition began or was caused) end manifes-
tation (point at which the condition became evident or
was detected) and decided to focus the age of od 'set on
manifestation since it is manifegéj:ation which actually
affects the development »f am individual. This isa

change frow the current definition which specifies origination.

The age of onset for most of the disorders identified in the Mott-
McDonald study is either before age 20 or after age 30 (p.1l1).

It does not appear that the number of individuals defined as
developmentally disabled would increase substantially (+5%)

with the change from age 18 to age 22. The Task Force recommended
the change to age 22 far the fellowing reasous:

1, it represents a generally accepted end point of a

primary maturational period.
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2. it is consistent with a variety of prograns (tax, Social
Security, welfare, education, ete.} which use this age

as a critical point.

"hat would be the inpact on the devel opnental disabilities program

if multiple sclerosiswere #ncluded as a devel opmental disability?

When national associations were contacted by the National Task
Force on the Definition of Devel opmental Disabilities to request
their input into the study. the Multiple Sclerosis Sociaty
responded that they £elt that nultiple sclerosis was not a

devel opnental disability. The manifestationof multiple sclerosis,
usual ly in early adulthood;generally elininated it from the

consi derationof the Task Force since there was general agreenent
that the definitionshould focus on the developmental period.

the crucial maturational period. \Wen nultiple sclerosis was

di agnosed i n the under age 22 popul ation, the Task Force
definition would include those i ndividuals within the devel op-

mental |y di sabl ed popul ati on.

The Task Force report specifically nentions multiple sclerosis

as a condition which originates early in life but which does

not generally manifest itself until adulthood. To quote frem the
report."  Persona with such conditions were considered to be
significantly different in terms of their devel opmental experiences
and service needs fromthose intended to served by the Developmental

Disabilities Program™ {(p. 13, Final Report).
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1.0 IRTRODUCTION

During t he meetings of the Mational Task #irs= onthe Definitionof
Developmental Disabilities, there has been nmuch discussion on the issue of
age on onsst Of developmental disabilities. zaps Task Fores memoecs prefer
the concept of the disability originating between 0-18 years [asz in &ns
current definition)while others feel that the cutoff point shoul d be extended
to 21 years inorder tO make the definition mors consistent with other fed-
eral programs' definitions. $till others felt thar since tha term devel op-
nental includes all shages of life no cutoff should he used.

Related t 0 this question ¢f cutoff paint. is origination of and
manifestation of disability. v origination, w= mean the POi Nt at which the
speci fic condition actually began or was: caused. MWapifestation refers o
the point at whichthis conditien tecims evident ar was d=tected.  In many
cases, 2 condition originates st birth but i S not mapifest until later in
childahood or #¥gn in adul thood. ©ften, a condition may only be manifest
when it has zseulzad in a limitation in functioning OF in a disability-—-
that is, an inability Or limitation in performing social roles and activ-
ities inrelation ta work, school, famly, of independent living. Some
Task Force membars feel that the definition should include enly these
garsons with disabilities having their originati on aml manifestation before
kha particul ar euteff point (1B/21/or whatever); athsrs feel that persans with
disabilitiesoriginating before the cutoff pi nt but not manifesting then-
selves until later in life should also o= inecluded, For example, certain
wypms Of epilepsy may originate before age 18, but seizures arc ast evident
until later in life, Or in the case of diabetes the condition may occur
early inlife; but disabilities resulting from it, such as blindness. may not

occur antil adul t hood.

In short, wo question. related tothis issue need tO be resolved by

Task Fors2 mampucs at the Septenber neeting:

(1) wnat age cutoff pint, if any, sheuld be used in the
definitionof developmental disabilities?

(2) If an age cutoff is wsed should it refsr te origination
or to manifestation?
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The Task Force i s faced with five majer options regarding thesze
i ssues. . The definition Can include persons with disabilities having:

{1} origination and manifestation pefors age 18
rakticnale: N woder tO maintain focus and intent of
original legislation;

{2} origination and manifestation before age 21
rationale: to maintain the childhood disabilities focus
yet make the age limt mors compatible with
otnher federal and Stare legislation age limits:

£{3) origination before age 18, but manifestation after that age
rationale: to include 21l persons whose disabilities
originated before 18, whether or not they
were manifested before that point;

(4) origination before age z1, but manifestation after that ags
rationale: to include all persons whaose disabilities
originate safare 21, whether Of not they
were manifested &2fore that point;

(5) originationand manifestation z: any peint inlife
rationale: to include developmental disabilities
originating or manifest at any point in
1ife in order to be consistent with the
torm "developmental® which implies a iifelonyg
process.
rhis paper addresses these options by examining some of the
underlying policy, program and political issues and by presenting. where
possible, existing @ata on technical issues such = the incidence of
disabilities by z29¢ and the prevalence of disabilities originating during
childbood but NOt manifested until adulthood. This paper | S hot intended
to serve as an exhaustive reviewof the literature, but rather, as a
resource to Task FOrce members in making their decisions.

The Task Force is faced with two rel ated decisiens which are
displayed i n the following table:

prior to specific age at any point in life

originate.

manifests

These particul ar options are presented because they represent the various
appr oaches whi ch emerge& during di scussions at the first and second meetings
of the Task Forcs.
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d ven these decisions there are three main possibilities:

Only di sabilities hoth originating ana manifesting prior to
a spacified age W |l be included.

2. Dsabilities originating prior to a specified azz but mani-
festing at any tine during a person's life will be included

3. Disabilities originating and manifesting at any time during

a person's life will be included.

This criterion (age on "anset") is ane Of the deseripktors 4o beused
inthe definition. Therefore, the Task for<e does not necessarily have to
inelude a1l disabilities which fall into one of the atcve categories. First,
we have attenpted to collect 4akz on what the size of the developmentally
disabled popul ation weuld be if different age eutoff points were used. This
information will indicate whethier the size of the total 00 populatien coul d
change substantial ly if different age cuteoff points wsre wed.

please nots that after each of rn: subheadings which follow, refer
ence 18 mads tO the options (discussed in 1.0} to which the research is

most relevant,

2.0 INCIGENCE OF CHI LDHOOD DI SABI LI TI ES (Option 1)

Information ONn the incidence of wvaricus disabilities by agz is
aifficult, if nor inpossible, toobtain. There have been some studies of
birth defects, but after birth there are fewstudi es conducted to provide

an estimate OF the sccurrence of new sases of impairments. Dempsey expl ai n*

that "such studies are of next to prohibitive cost and the feasibility of
maintaining @ highly mobile Amarican population under surveillance for two
decades is highly questionabl e {Dempssy, 19761".

2uperts i N the fizld believe that the origination of wvirtually all
chi | dhood impairments iz at birth. Hatfield (1973) found in his study of
blind children that over 80 percent wers blind from birth. In Dempsey's
studies of cerebral palsy (1974}, it was found that the tass majority of
z252: suffered brain damage NO lakzr than at the time surrounding birth.
The Xavai gtudy, | N which 1. 311 pregnancies wsre folloned until the children
were 10 years old, found the majority' of rhe sazz: of handi cappi ng conditions
occurred at birth or during infancy (Bierman et al, 1965}. Similarly, Wulf
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et al. {1966}, in their study of congenital defects in a smali, defined
Vermont population over a twel ve-year period beginning wth birth found that
38 of ths 55 cases oOf cangenital defects requiring iong-term <cars were
diagnosed in the first twe years of life. Hakosale (1973) followed a birth
cohort for 10 years: ths cumulative incidence frequencies showed a bhigh
detection rare of defects in the first year of life, a considerabl e dztes-
tion rate of defects until about a3z 8, and a low detection rate of defects
thereafter.

What ars the implications of these findings for thls study? Since
it is generally held that the origination of all childhood impaitments isS
birth or infancy, we can ass:umz that a change in cutoff peint froz 0-18
to 0-21, Oor to under 18, would have little effect on the size of the total
population included in =he definition. & change in cutoff paint frem 18
Years would only be appropriats for r2asons untelated tO sjize <f the popula-
tion. for example, some Task Force nambars favored a cutoff point of 21
years so that the definition would be compatible Wth age limits i n ot her
legislation. However, an examination <f okher f2idsral legislation (See
"analysis of Federal taws” in Background Materials) shows that thereis no
single age limit applied across the varicus programs. For example, the
Chiléhood Disability Benefits Program under the Scc¢ial Security act, uses
the cutoff point of 18; the Early and Periodic Sereening, Diagnosis and
Trzakmsnt Act includes children up to age 21; the 2ducation for ALL Randi-
sapped Individuals sovers children 3-18 years old. Task Force members
would need to identify the specific pieces of legislation with which it
wishes the definition of developmental disabilities to be compatible before
s chapnge i N age limit could c= formulated.

2.1 Incidence Of Disabilities in Adulthood

TO examine the implications of eliminating the age cutoff and
including specific disabilities originating at any point in life. informa-
tien on the incidence of these disabilitiesin adulthood would be useful .
These figures would hel p determine the size =f the nawly defined devel op-
nental |y disabled population., However, data on the incidence of disabilities
in adulthood are even more scarce than incidence studiss of chiléhood
disabilities becaus: of the logistical and financial prablems i N studying
a cohort througheut life. To our knowledge, no study has fol | oned a sample



of persons throughout |jfe to determine the incidence Of disabilities at

each age.

Conceptually, we can discuss two overall types of disabiliries of

adulthood:
1. conditions which originated in childhood, but are net
manifested until adulthood--e.g., Huntington's chorea. certain

forms Of epilepsy, other hereditary conditions, childhood
diabetes, etc.

2. conditions originating and manifesting in adulthood——
e.g., accidents. traumatic injury. senility. etc.

me latter disability group cccurs more frequently tharn those in the first
group. Because the nzture Of these groups is sc different, they shall be

discussed separately.

2.1 Disabilities Originating in Childhood/Manifesting in Adylthood
{Option 2)

Experts agree that a variety of conditions originate prenatally oOr
at the tinme of kirth but are not manifested until later in life. In apgar's
study (1968) of birth defects, she identified many conditions with delayed
manifestation, including some which are not manifested until adulthood. As
seen in Table 1, same Of the birth defects manifesting at 2p years or iater
include Huntington's chorea, Alzheimer’s presenile psychosis, and diabetes

mellectus {late type, .

In adraft "Review of the Commonalities and bifferences of Various
Neurological Disorders” (1977) presented by Mott-Mchonald Asscciates to the
Epilepsy and Huntington's Disease Commissions, the age «f onset of various
neurological disorders was examined. Takle 2 lists diserders with age of
onsgt in chil¢hood and in adulthood. The disorders with onset in adulthood
included multiple sclerosis, paraplegia, Huntington's disease¢, Parkiasonism,

amyotrophic lateral scherosis, stroke, and alzheimers dimentias.

Filynt {1972} identified the following birth dafects which do not
generally occur until later in life: hypertension, diabetes, arteriosclerasis,
gchizophrenia, and gout. Another condition in which manifestation isoften

delayed is epilepsy. Lenox (1960) (cited in Basic Statistics of the Bpilepsir:s)

estimates that only slightly more than three-fourths of people with epileps
have their first seizure before the age of 20.



We know that a aumier Of conditions exist which originate at birth
but are not manifested until adulthood. Mo study, however, has attempterd
to estimate the actual incidence or preval ence of there @elayed-manifesta-
tion conditions. The size of this group of disabilitiesis unknown but is

general |y nst considered |arge.

2.1.2 Disabilities Originating and Manifesting i N Adulthood (Cption 3)

In a report based on data from the Social Becurity Survey of the
Disabled, 1966, the age of onset Of varicus conditions wzs exanined. In
this study, the tern =inset® referred to the pai nt when the condition was
first noticed— that is, the t2rm i s synonomous vith the tern "manifesta-
tion" 85 used iN this pager., 1In Table 3, the age of manifestation of
various disabilities is presented by di agnostic eendition and functional
limitation. From this tahle, we can examne which types of disabilities
most frequently have cnsets in adul thood; they are broken down into the
following ranges: 18-14, 35-54, 55-64. Treitel summarizes the types of
disabilities mont common fOr each -t these age camgz categories:

A4 larger proportion =f those with onset of disability
between agz 18 and 34 have muscuioskeletal di sorders than
trezs with onset of disability at other stages in the life-
cycle. Many of there disorders nay t= due to injuriesin
accidents and less tO Qiseasas which are more prevaient at
early and later agss. This geoup alse had a greater propor-
tion Vith mental illness Of nerwvous troubls than those
disabl ed at ot her zg2s, aAmong the seversly di sabl ed, about
three ri ms 2z many persons disakled in early adul thood had
a mantal illness ar NErvous condition than those disahled at
other ages., Howevar, the greater proportions shown for young
disabled adults of bobth musculoskeletal disorder and mental
illness my largely be attributable tOo the lowar risk to
these young adults of degenerative di seases associated vith
aging. The prevalence of thess diagnostic categories i S not
greater for young adults than older persons wnen the entire
civilian population at risk i S considered including the
nondisabled.

bisorders among fersons age 35-54 appear to reflect a
growing proportion Of degenerative disordersrelated t¢ aging.
mereis an increased proportion with cardiovascular conditions.
Nearly hal f who have musculoskeletal discrders hare archriris
or rheumatism comparad to less than a third of those di sabl ed
before age 35.

This trend i: increased among those disabled at ages 55-64.
W th araut 40 pzrsent wth disorder. due to a cardi ovascul ar
condition. amang the ol der disabled. those vith onset of
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disability before age 55 had & smaller proportion of heart

trouble and high bleod pressure a: their prinary impairment

than did persona ot the same age with | ater onset of disa-

bility {Treital, p. &).

What are the implications «f the Treitel report for the Task
Fares’s deliberations ON the =3¢ of origination? The data show that
the types of disabilitieswth origination and manifestatien in adul t hood
are often QUi re different from those originatingin childhood, If the Task
Fores decides that the definition should inelude disabilitiesoccurring in
adulthood as wel | as chil dhood, the 00 pregram will be dealing with new
types of disabled persons--nany who became disabled due to injuries in
aceidents and te degenerative disorders related to aging. The service needs
of these groups might be quite different from those traditionally focused on
by the pp Pragram, & somparisen of service nszds follows in the next sectien.

30 camparlson OF SERVICE NEEDS OF VARI OUS GROUPS CF DI SABLED PERSONS

Thus far, we have discussed three qroups of disabled psrsons:

(1} children with disabilitiesoriginating and nanifesting
prior rs s specified age (generally 18 or 21)

(2) adul ts with disabilities originating befsrs a specified
age {sge 18 or 21) but manifesting ztfsc rhan Line

(3} adults with disabilitiesoriginatingand manifesting at
any point duringlife

The main enphasis of the oo Program has been on persons in this first
category. In some cases, Persons in this sscond group have t=en included.
Persons in the third group traditionally have been excl uded from ot
Programs. How different are the nsads of the latter tweo groups? Wouaid
the pb Program be able to plan and advecate for their needs as wel |l as
those it has traditionally served?

Many peopl € arque khak the service needs of these groups ire very
different, particularly the needs of the first Jroup a3 contrasted with the
Latksr twa groups. As Dempsey (1976) =suwnmarizes, seesdl for the adult population
the principal precipitation of disability is seen as the loss of ability
to continue ke neet | ong standing demands for the ehvironment...(this is
in contrast to} developmentally disabled children who never had certain
abilities or who lost abilitiesearly inthe devel opmental ysars before
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eatering the traditional perfornance demanding enviromment of childhiood,
such as school. For these children there is no loss of abilities which

had besn used 10O meet environmental performance demands.® TPersons who
pesoms di sabl ed in adulthood need rehabilitation services. Porsans disabled
at birth or in childhood need habilitation services—~they never had the
skillsz OF abilities to which they could then be rehabilitated,

Treitel confirms thege findings in hi* report, ¢laiming that the
naturs and consequences of disabilities are quite different for children,
working-age adults, and older persons. According to tha $SA data, 1966,
per sons di sabl ed i n chil dhood had the fol | owing characteristics (pp. 5-¢)

In terws of functicnal limitations, a greakter proportion of
the childhood disabled were so functionally limited as to ba
more physically dependent (23 percent) than those disabied
when adults {about 16 psrcent).  Arong the severely disabled
about hal f of Me chil dhood di sabl ed w=rs dependent compared
to about 30 percent of thése disabled Later inlife.

A smaller proportion of the childhood disabled had M nor and
moderate degrzes of functional limitation put @ groator pro~
pertion of the childhood disabled ware functionally depesndent
or hagd no loss. Thus. those disabled in childhood were i=-
ported to have more sxtrams ranges of functional |o0ss than
persons whe became disabled when adults.

In terms of service needs, Treitel hypobhcsizes that disabilities
oeeurring in early childhood nay |ead persons to greater dependency than those
persons with disabilities occurring at 2 later age if they meriously inter-
fere with the individual's education, 2ntry into employment, and social
relations. He stares:

From z developmental parspactivé, people may be s=2n as
passing through a series of social and economic stages in
terms of thejr age: from training for self-maintenance and
family life in childhood, to employment and child-raising

in adulthood, to retirement at an older age. Impairments

may interfere Wi th these progressions and lead to alternative
cersonal and secial arrangements. & person disabled in
childhood nay continue to be degendent on his family when
adult; a worker whe suff=rs an injury which prevenfts employ-
ment for an extended pericd of time mav need 1O establish
disability Of welfare status in an income maintenanca program;
an ol der worker with an impairment may decide on early retire-
ment. (freitei, 1972 ., pp ---1I



While some persons maintain that the service rnecds of these groups
are inherently different, others argue that their needs are functionally
similar. If an adult needs advocacy services Or job training or personal

care, it doesn't matter if s/he needs it because s/he was disabled at birth,

in adelescence, or in adulthood. The important fact remains that certain
needs exist for which services must be planned and provided. According to
this theory, the commonality Of the needs of persons i S more important than

the origin and manifestation of those needs.
SUMMARY

Based On the data of the wvariouns studies described in this report,

the follewing concluding statements can be made:

m It is generally held that the age of origination of all
childhood impairments is birth or infancy. Therefore a
change in cutoff from 18 to 21 or to below 18 would have
little effect on the total size of the population included
in the definition.

m It isuncléar whether a change from a cutoff point from 18
to 2! would make the definition more "compatible” with
other legislation since the cutoff points used in other
legislation vary considerably

B There are a variety of conditiens which originate prenatally
or at birth but are nct manifested until later in life. Mo
study. however, has attempted to estimate the sine of this
population. If this group is included in the oo definition.
it "ill be difficuit to estimate it. impact oOn the sire of the
DD populations.

E Mere is a large variety of disabilities with oriqination
and manifestation after age 18. These types of disabilities
in adulthood are quite different than those originating in
childhood=-=particularly with respect to adults becoming
disabled due to injuries in accidents and to degenerative
disorders related to aging.

& Most experts maintain that the service needs of persons disabled
in childhood are freguently quite different than thosc ot persons
disabled in adulthcood, Disabilities occurring in early child-
hood tend to interfere more with the individual's opportunities
for education, employment, and social relations thenm disabili-
ties ocourring later in life. Habilitation is the primary
epphasis of services for persons disabled in childhood; re-
habilitation is the focus of services for persons disabled later
in life



TABLE 1

Range of Victims at Oaset of Late- Appearing Birth Defects

Months

Years

Cystic fibrosl

) P
Hip dislncation!
congenital
Tay-Sachs discase
Familial goiter and cretinism

Fanconi's Syndzome {rickets)

trrmmagiobylinowla (kex-linked)
1

IsLeogmmesis fanperfecta tarda

i
t

Aurculae dystrophy (Duchenne typo)

Tuberous ScleTosis

Jeriodic pnralvsis

Mmscular dystrephy (fasciozcapuls humoral type}

Hlgon's ditease
“elyeystic kidpey (adult type)

sout {adult)

\tzheimer's presenile psychosis

Runtington's chorca
wmylofdosis (primary)

Habeles wellites (late tyvpe)

shppears In s

1958,
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TABLE 2: AGE OF ONSET AMO LIFE IXPECTANCY BY DISORNER

Approxiaate

Qild Age of Cnset fverage Vife Afrer Caset”
Spina hifida Birth Near Mormal
Tay Sachs 1st. year 3
Tuherous Sclerosis 1st. year 20
Cerebral Palsy 0-2 Near Normal
Autism -3 Near Normal
Mental Retardation mild Neur Normal
Muscular Dystroony 3-35 20

Gilles e La Torrette's 2-15 15
Dystonia 5-16 7
Myasthenia Gravis 5-20 Near Normal
Ataxias 8-15 15
Karcolepsy 12-16 Near Normal
Epilepsy Mostly Children Near Normal
Schizophrenia Early Adult Near Normal
Adult

Multiple Sclerosis 30 35
Pataplegia Mostly Adult Near Normal
Thntington's Discuse 35 12

Parkinzonism . Mid 40's 15
Amvotrophic Lateral Sclerosis 50 3
Stroke 60 Ave. % Normal (6 vr)
Mlzheingrs NDimentias Bimedal 45, 75 10

Assuming receipt of proper services

{Mott-Mchonald Associates, June 1977)



TABLE 1

astie sondition and fuael Toand Timifativa:

Ape ar et of dis Mility by o
.ntage St ioa of disabled and sevevely dizshled moe pidnlionaliwed wohntes
V136, spring 1URG ;
tagnostic cundition and funet ional Total |- ﬁuf at ﬁ“ﬂfl of diﬁ“v'1ity B
Smftation by severity of disability . - llu;I'L::- 16- 34 3554 W5 th
ISR BEE e P - . . -
- DISARLED i -
Mot Gn thansaads) ¥eees.enene.| 17,753 | 2,708 4,955 | 7,562 2,030
~s -
Mangpogtic uranp and cendit’ans
Totnl PETCENEaceseennssnreannnnes .1 100 ] 100.0) 1000 000 100.0
*sruloslelnrtn] disorders..,eccovrarvarnas 30.9 22,0 37.4 32,0 75.9
Arthritis-or rheumatism..... . 12.4 . 2.4 12.0 15.3 16.2
Back OT SPiuC..sccaneyeonen e 11.0 7.6 15.8 11.3 4.4
Tnpairment of limbs...... RPN vaes 4.9 5.1 6.5 3.3 2.6
;rdiovasculor disorders...iieascase fee 24,8 |, 11.8 16.7 30.4 £0,1
Néort trouble. .. iasiaenincianaans . .4 4.3 5.1 15.% 20,3
.Righ blood pressure..... . 5.4 1.3 2.3 7.1 10.2
-mgpiratory and related JiSOTdErsS..uroerse 11.2 20.3 2.3 8.1 .4
AStURA e ccanssrrmeannsrnssnonassssssasan 3.8 8.5 3.4 2.8 1.1
ienea) disordeve...o.... R I T 11.0 7.8 5.5 2.%
¥ental jllncss ond nervous trouble...... 4.8 3.4 7.4 4.3 1.9
Mental verardation 1.2 1.5 .1 --- .1
icyvous system disorders P 5.2 n.s 3.3 4.7 3.7
EPE1OPSYaccsoanranrananines PR 1.0 5.1 o2 .3 ---
Multiple sclevosiS.ceeaacvonss FPPTON .6 W4 1.2 R .k
1.0 2.8 1.2 6 .
7.2 2.4 8.5 7.8 6.7
eoplASME. varieeans t1.7 .5 1.6 2.1 2.3
Jrogenital conditiens,. R 2.5 2.8 3.6 2. 1.6
Vi AbOERS . e namarrnn 2.7 2.0 1.2 3.5 4,8
Visusl inpaivmenbS.ca,.ean- 2.4 5.1 1,9 1.7 2.8
other and unspecified conditions,.....u.ss 4.% 10.2 5.6 3.3 2.9
-
unctignal limitetions
Total PETCENt.assres.r-ssrsnsasnvanee] 100.0 100.0 100.0 180,0 100.0
Ho 1088 1fuucvacecrisosnnsnrssassnarnnrass 26.7 39.7 29.0 20.3 19.7
Hiner loss.. 28.7 18.2 30.2 3.7 30.5
oderate JORS.acssssnsarnes 19.5 15.8 20.0 20.2 22.7
SoveTE 1085 aesaraasass ereenn 8.8 3.9 8,7 El.4 12.3
Sunctiondlly dependent...cearr-ciiianaaeae 16,2 22,5 © 14,0 16.4 14.7

Sce footnote at end of table,

(Treitel, 1972}
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TABLE 3 {cont.)

Tereent &y

aped 1%-64, 4l

abitfiy by diagnostic condition amk functional Timiration:
Bled and severely dicabled nonfustitutionalized aduyts

Diapmostic conddlion amd fenctiounal . . A?,t% at onset of divabilit
Fivdtetion by severity of disabilit Tatal | tnder e
e g 4 15 18-34 | 35-54
.. i - matnm -
SEVERELY DISARLED ©
pumber (in thousands) veiararranses 6,100 ohB 1,406 2,00 Yhl
Dingnestic prowp 2y
TOLal PEreCulse.sssosnesgogans-aarsasd 1000 | 00,0 100,0 8.0 | 1000
Muzculoskeletal disorderS.icarcesvascenrves 25.2 13.1 30,7 0.5
Arthritis or rhewmelisn, ..o 12.3 1.8 (123 15,7
or spine, 6.9 3.9 5.0 7.9
sent of ceae 2.3 5.k 3.6 3.3
asrular dizarders . ?5.8 1.8 14,5 a7
trouble, I1.5 2.6 6.7 13.3
Blood pre . 6.7 . 3.4 7.5
atory and related digorders.,..,. 8.7 7.6 3.4 10,1
. 2.7 3.3 1.5 270
. 4.9 24.73 307 4,9 |
. £, 5. 142 L
27 b el T2 a
lervous system diserders, . i 2.6 24.0 6.2 8.1
Fpilopsyireiearan 1.6 9.4 .5 .3
Holtinie sclerosis... -6, ) .3 .8
Paralysis. Wiaa 1.6 3.8 2.5 1,1
Digestive disorders.... 5.5 - B 8.7 5.0
Beaplasins sy eveusrncioas 2.7 14 2.6 3
Uropenital eonditicns..... 2.8 2.1 3.5 2.3
Piabebes v variasranenne N 3.0 .9 1.5 _ 3.2
Visual npaimuents.eiecarnss 2.5 3.0 3.6 1.8
Other and unspecificd couditions. ivuacuens h.3 11.1 5.6 2.8
Functiona) limitetious
Totol percesilasssssssssnsnsnnnnnnnnafs 100.0 106.0 100.0 100.0 jeo.0
HO 1055 1/ avrarrecrcnsasararonarancerarand 137 18.8 18,1 93 13.9
Hinor 1686, ..0ves 25.1 16.7 21.0 26, % 5.0
MHaderate koss... 19.4 9.9 7. 21.2 245
SeVOTC 10SSesensaniree 12.2 6.8 9.8 14,9 13.2
Yunctionelly dependent. 29.6 A1.7 27.2 27.7 3.6

17 No loss in enpacities |or physical activiey,

13

mobility, o1 If-rare.
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I '\élléd OzrringeEr, Would you have any objection to having that in-
cluded?

Mr. Humeazreys. My preference would be, Mr. Ottinger, to at this
timeto hold theline, as 1 suggested in my testimony, on either includ-
ing any specific disability or in broadly expanding it to include all
disability categories, becausel think that we, at least from my stand-
point in the Rehabilitation Services Administration, are only begin-
ning to really look at the policy implications of doing that sort of
thing in the context of our entire effort on behalf the disabled
population and coordinating all programs for the disabled.

Mr. Orrmveer. So that you do not feel you can support at the pres-
ent time S 2600.

Mr. Bumeazreys., At the present time, no.

Mr. Orringer. S. 2600 does provide amost double the resources,
however. | f we were to adopt S. 2600, do you have any feeling as to
the adequacy of these resourceswhich are authorized?

Mr. Hoxpareys. | can only suggest to you the scope of the prob-
lem that we encounter in providing services to the disabled popula
tion1in10or1in 20. A doubling thedollar amounts could, of course,
double the populstion served, presumably. The need is very great.
I cannot say it is a bottomless pit but there is a grest demand and
great need for servicesto servicethe disabled population.

Mr. Ortiveer. Thank you, Mr. Chairman.

Mr. Rocers. As | understand it, you are supporting a 2-year ex-
tension.

Mr. HoMreREYS. YES

Mr. Rogers, You say you do not want too many changes right
now until you see how things work out. I am wondering, should we
not consider something about planning requirements on a longer
cyclethan annually? i

Mr. Huareareys. We have under consideration, and hopefully will
have successfully concluded within the Department, a request to limit
the need for annual State plans.

Mr. Rocers. Incorporating i tin theoverall plan.

Mr. Homerareys. The overall plan for the Department now in con-
junction with the hoped-for limitation on reporting requirementsis
to provide for State ﬁlan submission once every 3 years. Hopefully,
wewill be ableto do that within HEW for all programsand provide
only annual updating whereit isneeded.

Mr. Rosgrs. Why don't we just provideit in the legidlation?

Mr. Humeareys. That, of course, would be your prerogative. 1 do
not think the Department would object tothat.

Mr. Rocers. What about encouraging deinstitutionalization?

Mr. Homprerers. We are currently within the Department very
seriously and very energetically looking at problems of deinstitu-
tionalization.

Mr. Rocers. Havewestudieson i t? )

Mr. Homerreys. There havebeen many studiesonit, sir.

Mr. Rocers. Thousands probably. What isthe conclusion?

Mr. Hezeprreys. We definitely onght to encourageit. At the same
time we need to provide for alternatives in community living. We
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arein the process now of developing agreementswith the Department
of Housing and Urban Development on community-based facilities
and transitional living arrangements, congregate living. .

Mr. Room. Then you support doing more about deinstitutional-
ization.

Mr. HompezEYS. |Ndeed, yes

Mr. Rocess. We may wnte somethine there. Should we require
somestandardsf or university affiliated universities?

Mr. Houerreys. We do have performance criteria which we are
studying now. Specific standards | would recommend against until
we have the study on performance standards established.

Mr. Room. How longisthat goingtotake?

Mr. Homerreys. We expect to havethat by 1980.

Mr. Roeers. We cannot wait that long. Suppose we direct you to
issue standards in 6 months, could you do it? You have done the
study.

Mr. Homerreys. The study has begun.

Mr. Room. Don't we know generally what the standards ought to
be? You have been working on this program for how long?

Mr. HumPHREY~I think probablv in general we know what the
standardsneedto be

Mr. Room. Do yon have to prolong this until 19807 We haveto
get thisprogram moving. Could you do it in 6 months?

Mr. Hoaesreys. L et mehaveMr. Lynch respond to that.

Mr. Room. It probably could bedone, couldit not?

Mr. LyNcH. It could be done better in 2 years.

Mr. Rogers. Of course. Thank you.

Now, in your budget, I notice you increased the amount requested
for State formula grants, but you have kind of offset that with a
decreasein project grants. Why ?

Mr. Humreareys. T hat was done on the basisthat many of our spe-
cia project grants can realy better be translated to the basic State
grant program and the funds can be better used on a formula bass.

Mr. Roeers. Will you let us have for the record specific examples
of what you plan to transfer and why you should have a decreasein
thespecia project budget?

Mr. Hoyearers. Wewill, yes.

[The followinginformation was receivedfor the record:]

In FY 1979 DDO will increase the formula grant allocation by $16.822M.
{$14.010M from the Special Projects Section and $2.812 new money)

The rationale for this is that since special projects have been largely loeal
service demonstrations they could just as easily be done through the State

Councils. The DDO has received negative comments on the relative imbalance
of the special project allocation.

In fiscal year 1977 : o Mitlions
Projects of national significance - - $£5.9
Special Frojects-- - - - 12.5
While all States totaled - — --——- 30.0

Thismoveredressesthe balance.
Mr. Roeers. Asto your expansion of definition, 1 understand the

Commission wrote majority and minority reports on this.
Mr. HoymparEYS. YES
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Mr. Rogers. How many additional personsis it estimated would
beaddedtothecoverageif itis broadened?

Mr. Hompareys. Depend_Qgn how it was broadened —

Mr. Room. Asrepresented /fthe Commission.

Mr. Homeareys. | understand it would be somewhereon the order
of onethird.

Mr. Roeers. A 50-percent increase? And what would be the char-
acteristicsof these persons generally ? .

Mr. Humerrevs. They would be individuals who had substantial
impairments to their functioning in three or more mafj or life activi-
ties. They would be people whose disability was manifested prior to
age 2.

Mr. Rogers. Both of them recommended goingto age 22.

Mr. HoMpHagEYs, YeEs

Mr. Rogers. Minority and majority.

Mr. Homrareys. That isright.

Mr. Roeers. Do you disagreewith that?

Mr. Humerreys, | personally have not reallv come to a conclu-
siononthat yet.

Mr. Rosers. | t must be pretty good if both majority and minority
think itispretty good. | do not see any disagreement.

Mr. Bomparers. Not among those——

Mr. Orringer. | do not seeany logicto that. 1t apparently was not
addressed. | t was just assumed.

Mr. Humerreys. | t hi iitismorethan an assumption. The under-
lying reason behind that is that the concept of developmental disa-
bilities is one which occurs during the developing years. Presumably
those years go up to the age of 21, the majority. But physiologically
and every other way, at least to our knowledge, that year is 21 or 22.

Mr. Rocers. Are their service needs similar to those of the cur-
rently covered population ?

Mr. HompHREYS. YES

Mr. RoceRrs. S0 you do not have any problemwith that.

Mr. Humperreys. We do not have differentiation in services.

Mr. Orrineer. As | understand it. cerebral palsy can be contracted
as a result of an accident during adult years. You said before there
would not be a substantial population added but for those people
who are affected, it would be extremely important. Would them be
any problem with our eliminating that age 22 limitation ¢

Mr. Huarareys. Y ou do makea good point. Of course, there could
be other cases wherethe traumatic result of an accident, for example,
results in a manifestation of epilepsy or mental retardation, or at
least diminished mental capacity from brain injury. SO your point is
wdll taken.

This population under this definition where there is an age limit
évgjglj eélot be considered within the scope of the developmentally

[ .

That raises another policy issuewhich, | think, we need to address
and why, among other things, we are asking for an additional 2 years
to study it. We need to know precisely what must be done for ocur
severdly disabled population in the overall context -of eur service
delivery system.
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I think that the ideas behind the developmental disabilities pro-
gram have been excellent for that population. I think that it certainly
coincides with my own idea of the need for better coordination and
for themarshaling of resourcesto focuson the needs of this targeted
population.

But I think we need to reflect on what DD has done over the past
severa years and where we are going in the future and what needs
to bedonein thisarea

Oneof the magjor effortsthat 1 think is absolutely necessary isthe
development of a national policy on disability: What do we need as
a Nation in developing a program for our disabled population?.

Mr. Rocers. Let me ask you to comment on the approach which is
an alternative approach being considered by the Senate, which would
establish service programs for the severely disabled. Would the inter-
ests of the developmentally disabled population receive sufficient
attention under a general program for the disabled as proposed there
or wouldthey tend to be overlooked?

Mr. Humrrrers. My assumptionis, and | do not know if itisa
valid assumption or not, that the State DD councils and the mecha
nismsthat are already in place would continue. Having been estab-
lished, the¥1 would continue to be supported, by virtue of the fact
that they have enjoyed in many cases a good reputation. | n some
sufcmf they have not, however, and in those cases, possibly they would

er.

Again, | point out that S. 2600 would no longer fund or specifically
recognizein the legidlation State planning councils.

Mr. Frorio. | want to amplify on that point. Should the Senate
approach be enacted, would we not find the developmentally disabled
competing among themselvesfor money sincefunds would not be ear-
marked specifically for them? That sounds very much like the old
block grant approach. We provide the moneys and then we have
everyone scurryingf around to grab df as much as they can and, un-
fortunately, we will find some ﬁeoplewho are left out.

| have some apprehensionsthat it will bethe developmentally dis-
abled whowill beleft out.

Mr. Humeareys, That, of course, i s potentialy the case. We are
in the process of developing somelegislative initiatives in some other
areas. Among those are independent living rehabilitation services.
Wearealso developing an initiative with respect to community-based
technical assistance to provide information through technical infor-
mation resource centers, which wouldin turn be aresourcein a region
to individual communities to develop their own capacity to serve
their disabled residentsin many ways.

Those are two thingsthat are in some ways reflected in title IT of
S. 2600. We think those are good ideas but we can not at this point
support the whole approach o title IT.

Mr. Rocers. Do you feel comfortable that we know what a service
program for the disabled, as so proposed, should look like ?

Mr. Hoxemreys. | do not think we know that wholly yet. We
have developed a conceptual framework —xcuse meif 1 am too long-
winded—we have developed a conceptual framework for at least the
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beginning of a national policy on disability, which considers a con-
tinuum of care, from the least severely disabled to the most severely
disabled, from community-based services through independent living
rehabilitation services, to vocational rehabilitation, to institutional-
ization.

We also need to impact on fivelevels of concern, from ?re\/ention,
to amelioration, to maintenance, to habilitation, to rehabilitation.

Mr. Rosers. When will you present that to the Congress?

Mr. Humerreys. | cannot guarantee that as a concept | can pre-
sent to the Congress. | have, myself, developed a concept paper inter-
nally, which 1 would be happy to share with you.

Mr. Rocers. | think that would he helwful if vou could furnish that
tothe committee.

I think the point you make, Mr. Florio, is very good. We need to
look at thiscarefully.

Now, as | recall, you praised the DD councils and feel that they
do play animportant role.

Mr. Humerreys. | bdieveso.

Mr. Rocers. Have you any suggestion on how we can make them
more effective? Are they adequately staffed now or should we set
someminimumstandards?

Mr. Humreazrzys. Quite frequently they are not adequately staffed.
Of coursetheamount of money availableto the State councilsis quite
limited, and the amounts appropriated have been considerably bdow
the amount authorized.

Mr. Rogers. Can you give us alist of those who are not adequately
staffed? i

Mr. HomearEYS. WeVill dothat.

[The following materal was received for therecord: ]



Full-tinme or Part-tine Professional Positions Funded by DD

STAGE AUy

Contract Personnel
[ [
Personnel on Loan

Figure 1: Continuwn showing polar extremes of
employment configurations of DI profcssionals.

On the one extreme to the left, the Council hires the DD
professional(s) on contract. The professional is hired by
the Council and reports selely to the Council.. The other end
of the spectrum on the right, is the situation in which the
Administrative Agency employs the professional and "loans"
himor her to the Council. The prefessional reports to the
agency but-server. the needs of the Council. There are various
employment configurations along this continuun and some are
still bring worked out.

Table 1 shows that at present thexe are 137 full-time or
part-time professional positions.funded in Developmental Dis-
abilities in the United States at the present time. There
are 14 states which have only one professional staff position.
There are 17 states which have two professionals reporting to
the DD Council. The majority of these states have a Director
or Coordinator and a Planner. Therg are 34 states that have
one or more Planners on staff.

There is a great variety of professionals with specific
skills reporting to DD Councils ihroughout the country. The
titles of the individuals are recorded on Table 1.
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Mr. Roam. Do we need to clarify the relationship and responsi-
bilitiesof the Statecouncilsand State agenciest

Mr. HumrerrEYs, | do not quite know how to answer that question,
Let mehaveMr. Lynch speak to that.

Mr. LyncH. Thequestion is: Do we need to clarify the role between
the State agenciesand State councils?

Mr. Rocers. The relationship and the responsibilitiesof the State
councilsand the State agencies.

Mr. Lexca. | think they were clarified in the last legislative go-
round where the responsibility for design implementation rests with
the State agency personnel and staff.

Mr. Roeers. Do you think that issufficient?

Mr. LyncH. | think itisworking out well, Sr.

Mr. Frorro. Would the gentleman vield on the auestion?

Mr. Rogers. Certainly.

Mr. FLorio. It is my understanding that the result in a number of
States varies tremendously; and in some instances, my own State,
the council —we think it is desirable—has gotten to the point where
it has becometheleader. )

In other States, the council is an advisory body, and the agency
makes policy after they consult with the council. So, although the
rules arefairly standard, what happens in effect may very wel gravi-
tate to the personalitiesinvolved. Maybethat is desirable.

Could | ask for some verification as to whether my understanding
iS correct, that in some States it is the agency that is determining
policy, and in other States the council, notwithstanding the advisory
role of the council to determine policy?

Mr. Homrareys. | think your perception is correct, Mr. Florio, |
agreethat probably in many casssitisamatter of personalitiesrather
than the specificsd thelaw.

Mr. Frorzo. Isit desirableor not desirable?

Mr. Homrrareys. | think we have to determine that. | think we
have to determine on a State-by-State basis how these programs are
being effectuated, and where there are deficiencies we should target
our resources and attention on those that are not working the way
we hopethey would.

Mr. FLorio. Thank you.

Mr. Rosers. Now, you seem very supportive of protection and ad-
vocacy systems.

Mr. Hometreys, Very much so.

Mr. Roeers. Already we are at the authorized level. Do we need
any increasse.in authorization?

. Hoveareys. As | stated, Mr. Chairman, we have only just
begun to put those systems into operation. The $3 million was a
starting point. | think that probably as States develop their capacity,
assuming that there is an interest on the part of the States in doing
—ad | think there will be, not only for the developmentaly dis-
abled population but for all disabled individuals—there will be a
great interest in expanding and improving and strengthening.

Mr. Rocera. You say you need additional authorization, in effect.

Mr. Homeareys. | think the States could very well use additional
fundsfrom somesource.
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Mr. Roezrs. On the deingtitutionalization effort, what are your
plans on this, and can we strengthen our legisation to address this
Issuemoreeffectively?

Mr. Humerreys. Thedeinstitutionalization?

Mr. Roam. Yes.

Mr. HumpHREY-€f coursethe role of the developmental disabili-
ties program in deingtitutionalization is relatively smal. We have a
panoply of HEW pro%;rams that are involved and concerned with
deinstitutionalization, the problemsadf long-term care, nursing homes
and intermediate care facilities, a wide range of people who are
institutionalized who are not directly and specifically related to the
DD program but which we must definitely address. both as a denart-
ment and asa government.

Mr. Roam. Have we not specifically tried to tar?et in on the DD
population? As recall, that was the thrust of thelast legislation.

Mr. HoMrerEYS. YEs Thereisa ret?uirement for 30 percent of the
funding in the developmental disabilities program to be directed
toward deinstitutionalization,

Mr. Roam.What hashappened?

Mr. HoueerEYs. There have been efforts toward deinstitution-
alization,

Mr. Roerrs. How successful havethey been?

Mr. Homprareys. | think in some cases they have been more suc-
cessful than they perhaps should have bean. The reason | say that IS
that there are in many cases no alternatives for the people who have
been released from institutions. They have been actually dumped on
thestreetsin somecases.

Mr. Rocers. What will yon propose on deinstitutionalization?

Mr. Hompurrys, | cannot proj ect it at thispoint.

Mr.Roam.What i syour own thinking ¢

Mr. HumprrEYS, MY OWn thinking ismost tentative at the moment.

Mr. Rogers. | understand that. Whatisit?

Mr. Humerreys. | certainly believe that for mysaf we need to
develop a greater resource capability in the development of residen-
tial housing.

Mr. Rogers. How will wedo that ? _

Mr. Humpareys, We can do it through, | think, joint agreement
between HUD and HEW. .

Mr. ﬁoam : Have%ou had negotiations with HUD onthis?

Mr. HourHREYS. YES.

Mr. Rogers. Arethey agreeable?

Mr. Homreareys, On a tentative basis they are setting aside some
$5 million in section 202, and using section 8 funds which will pro-
vide for transitional living arrangements. We are coordinating with
the Department in providing services to the population that are
released.

Mr. Frorio. Would thegentleman yield?

Mr. Rocers. Yes.

Mr. Frorio. You say they are setting aside that amount of money.
Is that set-aside over and above the moneys that already have been
allocated in the budget area allocations for sections 8 and 202¢
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Mr. Homrareys. | frankly do not know the source of that. 1 can
providethat for the record.

Mr. FLorio. Well, 1 think that it is very significant. The moneys
set forth for sections 202 and 8 already are deficient for existing
needs. If weare going to set aside a portion of that allocation, we are
not really saying anything at al. If there is a contemplation that
we are going to ask for and request additional moneysover and above
what we have now, that isonething. |f we are just going to get the
statement that we are going to set aside moneys from an aready de-
ficient amount, then | regard that as a non-answer from HUD.

Mr. HomerrEYS. | cannot at the moment give you a better answer
but I will attem}ilt to provideonefor the record.

Mr. Frorto. Thank you very much.

[The following information was received for the record:]

HUD 202 ProcRaM®

Fiscal Year 1979—8730 was originally required for new starts in construe-
%Ii’]oggalé?ration of group homes for handicapped and congregate housing for

In Iightyof HUD's conecern for the deinstitutionalization of the developmental
disabled and the mentally ill, and the need for community based alter natives
for the physically handicapped (nen DD $50 million more was added to fiseal
gear 1979's 202 p&%;ram_requeﬂ. $5 million is earmarked In for use by the
Mentally 111 and million in fiseal year —— will be for DD and physically
handicapped. None of the above has been finally approved.

Mr. Rocers. This would be one approach, to go through HUD.
What elseare you planning on deinstitutionalization?

Mr. Hosmpargys. | think that certainly weneed to provide a “gate-
keeping' function.

Mr. Rocers. What?

Mr. Homeureys. “Gate-keeping™ to insure that people are appro-
priately placed and those who are inappropriately placed are re-
leased. That is another area that we are beginning to develop in con-
junetion with our whole deinstitutionalization process.

I think it is a vital capacity which the States and sub-State units
do not have, to be able to have an impact on institutions within their
localities.

Mr. Roeers. Do yon expect to present any legislation before the
May 15 deadline?

Mr. Humparers. We will have legislation to amend the Rehabili-
tation Act. We will also have, as | suggested, a proposed hill to
extend for 2 yearsthe Developmental Disabilities Act.

Mr. Rogers. To dowhat?

Mr. Hompureys. Toextend theD D Act.

Mr. Rosers. What are you recommendingin the other area?

Mr. Huymeareys, | N the Rehabilitation Act? | alluded to two of
the major initiatives that we had proposed. The third isan expansion
of employment opportunities for the severely disabled. There are
several areaswithin that.

We would provide an expanded proi ect with an industry program,
which is a cooperative arrangement een RSA and industry to

‘Information from Dave Willilamson’s office, Office of Independent Living. HUD.

1)
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provide for a specific number of jobs and job placements and job
training for disabled individuals.

Mr. Rocers. Why aren't you recommending the HUD program, in
this program and why aren't you recommending the gatekeeping
approach heretoo?

Mr. Humeswzes. We had initially thought o bringing forward
the gatekeeping concept within this legislation or within the com-
munity-based services part of the Rehabilitation Act extension
amendments. We bdieved, however, that it was perhaﬁs premature
to do that, thinking that we best have the entire package and the
entire departmental approach to the whole matter of deinstitution-
alization rather than approachingit piecemed.

Mr. Rogers. You havethat for thevocational programing?

Mr. Humerareys, No. .

Mr. RoGers. But you aregoing to recommend it for that?

Mr. Humpaseys. We may. | cannot say that with certainty yet.

Mr. Rogers. Y ou arethinking about doing it, | understand.

Mr. Homerreys. We in RSA are. | am not sure we can get it
through the Office of M anagementand Budget.

Mr. RocErs. Why is it you want to pick out the vocational program
and not helpthe DD on gatekeeping and on the deinstitutionaliiation
by the HUD program?

Mr. Humerreys. | perhaps misspoke myself. What | meant was

* that in establishing this gatekeeping function, it would be an amend-

ment to the Rehabilitation Act. Asl am suggesting, rehabilitation is
expanding in concept. It is no longer just vocational rehabilitation,
but hopefully we will include independent living rehabilitation serv-
ices as wdl. We are bringing the Developmental Disabilities Office
within the organizational structure of RSA.

That expands it yet to another dimension in terms of both age
and .igecrlange of disabilities and kinds of services that should be

rovided.

P Mr. Rocers. Why should that not be enacted within this program
asweéll,iswhat | am asking?Why should wewait?

Mr. Humerreys. | do not know that it matters which act is
amended to provide for that.

Mr. Rocers. Will you let us have your recommendationson that, the
legislative recommendations, so that we can consider whether to put
themin this?That will be helpful.

Mr. HoMpHREYS. Y €S,

[The followinginformation wasreceivedfor the record:]

Mr. Humphreys has i nfor med the Committee that a eopy of the administra-
tion’s proposalson independent living will he furnished assoon asall clearances
have been made.

Mr. Rocers. Now, on this evaluation system, as | recal in the
1975 legidation, we required the administration to develop a system
for evaluation of services provided to the developmentally disabled.
| t was supposed to be available in 1977 so that the States could begin
implementingit.

Now, in the legidation we are considering today, you have had to
postpone that time table evidently. You have indicated, though, that
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you are now substantially completein the consideration of this. What
have the results of the study been and what particular problems
would there be?

Mr. Hemperreys, The approach has been one of several segments.
We bdieve that perhaps the Congress was a bit ambitious on our
behalf in Eroviding such a stringent time table for us to keep in de-
veloping that.

Mr. Roaers. TwoO years?

Mr. Homeereys. Yes. A number of different steps had to be taken
in sequencein order tofully develop the evaluation system, theinitial
part of which wasthe determination of what was required in terms
of privacy and confidentiality. At the time that was adopted, the
Privacy Act was only in its beginning stages of imulementation and
we had no precedent and not much assistance to determine how we
shcl)u(lacji proceed in protecting the confidentiality of the clients in-
volved.

So, a study was undertaken to determine the parameters of what
could and should be done, through asurvey o the socio-legal aspects
of confidentiality and privacy. Subsequent to that then—and that
was completed, as | recall in 1976—the effort was underway to pro-
vide a model State code and development of regulations on the part
of the Federal Government in reaction to that study that was done
on privacy and confidentiality.

That was completed in September of last year. Then, specifications
had to be developed on the developmental disability assessment in-
struments to be used in such an evaluation system and design specifi-
cations for a comprehensive evaluation system.

T would commend those who preceded me on the thoroughness with
which they approached the task' here. Tt appears to me that with the
carefulness and the consideration of all the various factors involved,
the comprehensive evaluation system will be a good and complete
system, onceitisin place.

Mr. Rogers. When will that be?

Mr. Houerarers. MY understanding is that in October of 1979,
the study and moded will have been completed so that the States may
imulement it by October 1982. That seems a long way away.

Mr. Rocers. | n other words, you are taking this study and now are
studying how to usethestudy?I sthat about it?

Mr. HumpHREY~L et me undertake, Mr. Chairman, to determine
whether and in what ways that time schedule might be compressed.
| agree it doesseem overly long.

Mr. Rocers. Would You let ushavethat for therecord.

Mr. Homerareys. | WL

Mr. Rocers | think it needsto be speeded up.

[The following information was received for the record:]

TIMETABLE FOR COMPEEHENSIVE EVALUATION STSTEM

Under our present schedule, the specifications for the system will be ready
for dissemination to the states by October, 1979. The timetable we have been
following subsetwent to that is the one prescribed in Public Law 34-103. That is,
that the states have six months to develop plans for implementing the system
and, based on the approval o those plans, two YE'S to implement and opera-
tionalize the system.
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. 8ix months to devdop plansis a reasonable expectation, and jmportant, since
itis th%h the plags that we can ensure that the systems devdoped by the
states med the specificationswe have o carefully d%s;\%ned The two-year jm-
plementation may he somewha mideadifng. have prol ed that
within tWO years the evaluation system will have reached every developmentally
dissbled persons in the sySem. including initial individua” assessments and

subgequent resof developmental progress. | het | ithin two years, the
/S would Le fully ODErAion e Tt ot e that the w&%lan wont
ke emented until 1982,

|
sjlogri%t I\A%f k e&mmaed_r}gat in mostfcasasth the sysems will beopgetmg
er . poe e ear ISt uae the
Sates e}#cyns aw_dogr%v%_techniplcg assls?mce inr \% anyopr%ems they
ey be oorrfrontlnq. Snce implementation is required for the &tates to. recave
thar formula grants, the intent was_to ensure that deadlinesin initiating this
entirely new activity were not punitive.

Projected Implementation Schedule

October, 1979 . ________ Sptedfri]catsit%tpsand guiddines disseminated
. the States.
ﬁPﬂI’ 1980, .. Implementatjon plans due from the states.
ne 1980 ... ... States hegin Implementing gpproved plans.
Apnl, 1982-. _______________ Evauation sysems are fully operationd in

all states territories.

Mr. FLorio.Mr. Chairman, | have just one or two questions.

With regard to the Senate approach including generally disabled
people in a larger category, what are the major groups that would
then be encompassed in the category of generally disabled who would
not bein thecategory of developmentally disabled?

Mr. HumperEYs. T he intent, as 1 understand it, of title IT of the
Senate Bill is to include all individuals who are severely disabled.
That, of course, ranges throughout all disabilities, mental illness,
physical disabilities of many and various kinds. We could, of course,
go through thelist.

Mr. Frorro. Can you %ieve me some rough numbers asto what the
category of DD would be as contrasted with what this new, larger
classification would entail?

Mr. Houeareys. As | indicated and as the chairman indicated,
the total DD population from the least severely disabled to the most
is about 10 million. The substantially handicapped development dis-
abled are about 2 million.

Now, the best estimate we have of the total Population of disabled
citizensin the United States is roughly 35 million from least severe
tomost severe. Thetotal number of severdlv disabled personsof what-
ever categorvissomewhat morethan 10 million.

So, the DD population in that construction, who are most severely
disabled, would be roughly one-fifth of thetotal disabled population.
So. we have expanded the construction of that sum fivetimes.

Mr. Frorto. What are the corresponding amounts of money that
have been talked about for expanding this wowulation to be serviced?
Do vou havefivetimestheamount of money being authorized?

Mr. Homrerareys, Not initially, as | recall. The firgt year's author-
ization is something on the order of $100 or $110 million under
title II. There are a couple of categories that provide for separate
authorizationsbut thatis, 1 think, the primary program.

Mr. Frorio. My apprehension seems to be well founded, that we
are going to expand the group service but we are not going to expand
the money comparably. and, as a result, we are going to have more
intensive competition for thelesser amountsof money.
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Mr. Hoamerureys. T hat could very well be theresult.

Mr. Frorto. On the housing question, you represented to me that
in 1977 HUD provided moneys for only 56 group homes for handi-
capped people under the 202 foan program. Has there been any dis-
cussion in these conferences between HEW and HUD as to the
number of homes that could be financed under the sums that are
being talked about8

Mr. Humpnreys. They probably have gotten into that kind of
detail. 1 have not been a party to that particular discussion. | do
know that there are plans underway on a demonstration basiste pro-
vide housing from HUD and servicesfrom HEW for 400 chronically
disabled, mentally ill individuals. to deinstitutionalize those indi-
vidualsin group homes.

Mr. Frorro. Under the 202 program, it is my understanding that
the applicants would for the most part be nonprofit corporations.

Mr. HomrarEYs. | cannot speak tothat.

Mr. Frorio. | have nofurther questions.

Mr. Roerrs. Thank you very much. We appreciate your presence
here today. If you could let us have the information that members
have requested, It would be appreciated.

Mr. HomrearEYs. We will doso.

Mr. Rocers. Do you havefurther questions, Dr. Carter?

Mr. CARTER. Yes, Mr. Chairman.

Has there been useful research in connection with activities of
university-affiliatedfacilities?

Mr. Humeareys. Excuse me, Sir. | did not hear thefirst part of
the question.

Mr. Carrer. Has there been much useful research in connection
with activitiesof university-affiliated facilities?

Mr. Humpareys. Much of what the UAF doesis training of pro-
fessionals, parentsand consumers. The research effort, at least asfar
asthe developmental disabilities portion of the funding is concerned,
I cannot speak to. DD funds are a relatively small proportion of the
total supportfor UAF’s.

Mr. CarTER. Haveyou seen one?

Mr. Homrareys. Yes, | have.

Mr. CarTER. HOw many dowehave?

Mr. Homerreys. There is a total of 37 university-affiliated pro-
grams which are supported in part by DD and 46 overall.

Mr. CartEr. What was unusual about your observation of the
University-Aflitiated Facilities?

Mr. Homeareys, | do not know that anything was particularly
unusual about it.

Mr. CARTER. Definitely unusual.

Mr. Humerreys. They did not have any dyslectics.

Mr. CarTER. You could see them but they could not see you when
you were observing.

Mr. Humrareys. | see | n thetraining process.

Mr. CarTer. Thank you.

Mr. Rogers. Thank you very much.

[Testimony resumeson p. 104.] _

[ The following concept paper was received for the record:]

fﬁ;
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A CONCEPT PAPER BY ROBERT R. HUMPHREYS

Bei ng Disabled in America

A short overview of the problems and needs of

disabled citizens, and same approaches to

solutions.

I. Introduction

Disabled individuals represent 2 sizeable minority of the Nation's rotal
population. The needs of this population have been addressed in an ad hee,
piecemeal fashion, witheut an overall strategy, poliey, ¢r plan to use

as the basis for service delivery to meet all or a large percentage of
those needa. &3 a result there are huge service gaps and urmet needs,

and there is no coordinated eomprshensive metwork for the provision of
services.

This paper does mot purport to address all the needs of this important
segment of our society, for they are maa¥ and complex. It does indicate,
to the extent that such informatien is currently available, the scope of
the problemes and ummer needs. |t strongly recommends some bold new
approaches in legislation and administrative action that can bring nore
rationality, coherence, and efficiency to the Federal government's
efforts to impact favorably on the lives of the handicapped citizens

of this ecountry, and begin to build the eapacity far providing a natiomn-—
vide service netwerk for disabled people.

The immediate purpose of this paper is to provide justification for a
series of majsr legislative initiatives and possible administrative
charzes.
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II. Summary of Facts and Conclusions

The population of chronically disabled people in America is estimated
variously at 25 to 35 million, Or between 10 and 15% of the total
united Stateg population. Cf these. =mere than 10 million may be
categorized as severaly disabled.

Disability may be defined as an inability to perform some key |ife
functions, as contrasted with an impairment (& residual limitation
resulting from congenital defect, disease, or injury}, or a handicap
(envirommentally imposed impediment zo an individual's ability to
woTk Or travel}.

The population with whom we assoclate the term disability include
those Who are mentally retarded, mentally ill. ead physically
disabled. People ip the latter category have wide and varying types
of disability, including paraplegia, arthritis, seunsory deficits
(blind, deaf, deaf-blind). epilepsy, heart disease, caucer, stroke,
amputatiocng, multiple sclerosis, palsy, muscular dystrophy,
osteogenesis imperfecta, spipa bifida, cystic fibrosis, ehrecic
respiratory dysfunction, and many ochers.

There is a total spectrum of disability levels. People with
disabilities nay live and function with relative sase znd normalicy,
or they may be homebound or institutionalized.

Service programs exist for the benefit of disabled individuals. S—
of these, such as vocational rehabilitation and semprehensive medical
rehabilitation ceénters, attempt . meet many of the needs through
direct and indirect means. OQther programs such as developmental
disabilities, attempt to leverage a fairly broad range of services for
a diserete segment of the disabled population. Others provide serviaes
for gpeeific purposes but are not specific te disabled people. These
include food atamps, income maintenance, and medical service programs,
for example.

Community based services especizlly tailored to the nesds of disabled
individusla are badly needed, but are not widely available.

Comprehensive sarvices to individuals who are severely disabled and
do not have a vocational goal Or anticipated vocational putcome,
exisr only in widely scattered demonstration programs.

Thete iS no comprehensive program to provide employment for disabled
people who wish to work. Training services and preparation for
employment are provided, along with other specially tailored services,
through vocational rehabilitation programs, but placement sstviczs are
inadequate, and followup for job adjustment and satisfaction are
almost nonexistent.

i}
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10.

12,

There 1s no nationwide network of comprehensive services to mset the
vide range of needs of all disabled citizens. Without sueh a network.
these needs will cot be fully met; deinstitucionalization zannot be
accomplished on a large scale; serrces cannot be delivered with
aaximm efficiency, daximm effectiveness to disabled individuals,
oot Will the economic impact of providing sarvices be reduced to the
minimm.

We propose that planing be initiated for the construction of such a
natiomwide network of comprehensive services. A National Policy

ont Disability must be developed to eliminate conflicts in Federal
programs and to ceerdimate pelicy amd planning for those programs.

With the reorganization of the Office Of Human Development Services
and within it, the Rehabiliratfon Services Administration, a structural
framework iS established tO begin to ratignalize Faderal nreograms for
the disabled. 284 mow include. the developmental disabilities

program, will zrezre an office ef advocacy and coordination into

which the Departmental coordinating unit, the Office for Handicapped
Individuals vill be placed. A bmad new consumer oriented Natiomal
Disabilities advissry Council will be established, and a special

unit to analyze and assess the cross-govermment recommendations of

the White House Conference on Handicapped Individuals.

The proposals to smend and extend the Rehabilitation Act and the
Developmental Disabilities Act and the Developmental Disabilities
Act will fill four majaz gaps in the provision of services to people
with disabilities, and will build capacities i n communities, States.
and the Federal goverament for developing a comprehensive service
network:

Independent living rehabilitation services vill be established,
first on a limited scale through prsject grants, then compre-
hensively through a formula grant program.

. Community-based information and technical assistance centers will
be eatablished in each region to assist local gevermment in
meeting the needs of disabled residents.

An expanded system Of govermment-industry interaction to provide
jobs to disabled people will be initiated, with national guidance
and direction provided by RSA, which will plan and build a web of
such interactions across the nation.

States will be given an opportunity tO develop a gatekeeping capaclty
te prevent inappropriate institutionalization, to remove individuals
from imstitutions, and to improve those imstitutioms which continue
to be required.
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These legislative proposals are quite modest, and will not begin to
meet the total need. They do represent a beginning, and a national
commitment to provide a contimuum of care for our disabled eitizens.
The network of services will be developed, through policy develop-
ment, long range planning, and carefully monitored program expansion
in future vears.



III. Scope Of the Problem: The Universe Of Needs

Although =mumercus Federal programs are designed to provide services to
disabled people, md though memy of these are eminently sueceasful in
addressing a portiom of the total need, there iS NO oversll direction
and ne plan to meet the complex and interrelated needs of the disabled
persen as a total individual.

Wao are the disabled? #ow are they defined, ‘and how many people can be
characterized as disabled?

Total population figures on the disabled have never been compiled,
Questions included in the 1970 US Census have provided :see answer,, as
have various demographie studies. But ac fully reliable data base aow
axists.

« Projections based on a Few Totk study indicate that there are over
2,000,000 severely disabled individuals vhe are homebound.

. About 26,000,000 Americans have arthritis, of which some 5,000,000
are disabled, '}33 of whom 475,000 are receiving Soeial Security Disability
benefits.

» Thers g+ 250,000 to 500,000 adule Americams with multiple sclsresis.

. Some 12,000,000 Americans are hard of hearing, of which 1,800,000 axe
severaly diuﬁred By deafness, and of which an estimated 130,300 are law=
functioning deaf,

Over 5,500,000 individusls are mentally retarded. O those, sbout
3,500,000 are uugs:mtiany handicapped by retardatiom.

. Here tham 4,000,000 Americans have epilepsy, amd 1,400,000 of thesae
irs substantially Esnj:l.capped by this condition.

« At lesst 2,000,000 adults with savers, persistent paychiaerie
disabilities reside it their communities. ,

The following chart provides m estimate of the severely disabled pepulation
in America*:

Age Number,
Under 18 180,000
18 = &4 4.200.000
65 aad over 3,900,000
Institutionalized (all zgs4) 1,787,000

Total 10,067,000

*3ource: Urban Institute. July 1975



The Urban lnstitura, iN a study conducted pursuant to sectiom 130 of
the Rehabilitation Act of 1973 (entitled "Comprehensive Needs Study of
Individuals with the Most Severs Handicaps") alluded to tx: many
definitions in use t2 describe the population at risk. The atudy
recommended that the term impalrment be used to describe 6 rasidual
limjration resulting from <ongenitzl defect, disezss, Or injury.
Disabiliry describes an inability co perform some ey |ife functioms.
A nandicap oCCUrsS whes the envirorment imposes impediments to the
individual's ability co travel or ck

Ovezxall, the total pepulaticm of disabled individuals in Amexica has bean
variously estimated at 25,000,000 to 35,000,000, waich figurss include
varying degrees <f chronlc disabilicy. AN accuraze database is essential
to our efforts to desigm the scope ¢f a sservice delivery system for this
population.

Thara 2re many parallels between the conditioms and attitudes faced by
dizabled Americans today and thosa confronting the racial mineorities in
tha 1960s. Inability to obtain employment, public attitudes toward
disability, poverty, inadequate health <z2re, and other forms of discrimi-
nation ars &3 relevant to disabled people now as they wers I3 blacks in
decades put. It is hHardly necessary to mce that discriminazion against
racial minorities conmtinues, although dramatic advances hove been zade

iNn recent veats,

Some statistical iaformation compiled by the Social Security Administration
isS useful iN begianiag to periray a profile of disability in Americs.

The following ratilas apply to totally disabled individuals in .relation
to non-disabled individuals:

. Bogpitalization (men) = —M as often as non~disabled
. Days hospitalized = R mimes loager than non-disabled
« Cost Of medical care = 3 times higher than ncn-disabled
+ Madian cost of care as 5 times ag high as pon-disahled

percesnt of income
» Average income - =~ half that of non-disabled

Thera are octher gxpenses freed by disabled people that the "able-bodied" do
not have. iz alectric wheelchair costs ssme $3,000 to $4.000, with annual
maintenance cosats of $1,200 te 61,600 - more rhan most automchiles. InZst-
praters for the dart, readers for the blind, attendants for severe
paraplagics, home health czre, all represent continuing expensas for
disabled people.

44



Other data help =» f£ill out this disparaging picture. Omly 50%o0f
totally disabled man and 60% of totally disabled wumen have health
insurancg protection. compared with 90% of those who are not disabled.
Fully 3/8 of totally disabled peopla = 37,3% have imcomes, sarned

ani unearned, below the poverty level. Saventy-six perceant of totally
disabled zen 2nd 87% Of totally disabled womea are not in the labor
fore; only 12% and 2%, respectively, wortk full time.

Education and disability are also interrelated. Nine percent of totally
disabled persons have attended college, as opposed {0 30% of those who
are not dissbled, while fully 44%o0f the totally disabied have o
elementary school education or Less, zmd only L3% of zae non-disabled
are in this category.

Although vatas of marriage ars comparable for totally disabled and nou~
disabled persons, ons who |a totally disabled is w©irice as likely as his
nea-~disabled counterpart to be divorced Or separated.

This information assists US in recognizing the devastating fmpact of
disability on the individual and his Or her family. Without najer
efforts to improve services and coordinate them, it is unlikely that
thess sad scatistics vili change dramatically in the futurs.



I &2x. Pressures for Change

Because Of tha recogniticn of the massive deficits in meeting the needs
of disabled people, the Congress took some positive initial steps o
correcr past deficiancies through emactmeat of Public Law 93-112,

the Rehabilitatiom Act of 1973. Two earlier, more ambitious zeasurss
were vetoed by President Yixou,

Several of the provisions of that law ke—  catalyst for change.

TitleVv of the Rehabilitation Act contains fuur sections which are only
now begimming to have nationwide impact. Section 501 requires affirmative
action by the Federal government to air:, placa, and advance in employment
handicapped individuals. Section 502 established m Architectural and
Transportation Barriers Compliance Board o monmitor and snist:e Federal
agency and grantae adherence z¢ standards established uwnder the Avchi-
tectyral Barriers Act of 1968. Sectiocn 503 requirss government conCractors
to have affirmative action programs to hire disabled individuals. Finally,
section 504 prohibits discrimination solely on #he basis of handicap by
any individual Or institution receiving Fedaral fimaneial asaistance.

With the 1974 amendments to the Rehabilitatiom Act came enabling |egis-
lation for the egtablishment of 2 White Housa Conference on Handicapped
Individuals. That conference, held in May ¢f 1977, attracted nationwide
interast on tha sarz of disabled individuals and generated the hope and
expectation chat govermment = Federal, State, and local = would become

more responsive to their needs. Hundrads of recommendations for legislative
and administrative change emanated from the White House Conference. Review
and appropriate implementation of those recommandatioms are agbout to begin.

Public Law 94-142, che Education for Al | Handicapped Children Act requires
that all handicapped children be provided a free, appropriate,.public
education. UDz:adlismes for meeting this rvsquirsment ave imposed.

Thzse devalopments have genarated new cousumer involvement, advoczey, and
even militancy. Public awaremess of the need. of the disabled has been
heightened. Cirations are being issued by the Azchitectural and Transpor-
tation Barriars Complianca Board. A new Administration committed te
inguring the rights of handicapped imericans, has taken office. Dein-
stitutionalization of mentally retarded and mentally ill Fersons js undet
active revizw, Court decisions expanding <oe Tights of institutionalized
persons are being rendered.

idding to whe complexity and the challemge of these factors ice advances
in medical and bicwedical knowledge and techmology. Fersons with con-
genital defects Or traumatic injury <r disabling disazses who would have
died a generation Or two age, ir: through these advances baing sustained.
sz imavsasing mmbar Of older parsons, with attendant disabilitiesin
many casa2s, including arthritls, renal disease, retinitis pigmantesa,



and may others, are adding to the problem. Racreatiomal accidents and
disabling automobile and motorcycle accidents are increasing the number
of parsons with spinal cord injuries and traumatic brain dsmage. Cancer,
stroke, and heart disease comtinue imexorably to add to the list of
disabled individuals.

It {s clear that the pressures for change in our way of dealing with
the disabled are increasing. How can we begin to deal with thosa

increasing pressures, which are in the fimal analysis, merely reflections
of need?



V|  Proposed Structure for a Comprehensive Service -System
for Disabled Individuals

There is no systzm for the delivery of a c¢ontimumm of services to
disabled people in America.

There are scattered programs which, with varying levels of adequacy,
address different needs of these individuals. Sore of nmesa are
directed to the special needs of the disabled, such az rehabilitation
services and SSDI. (Qthers are not disability related, such as title X=X
and fwd stamps. Since there is no coherence, pattern, or plan
relaring zo the provision of services the needs of the whale individual
are nowhare considered, and 2= a result there are both major gaps in
sarvices and pervasive ummet needs.

In the absence of a comprehensive plam to meet those needs, it is a
logical ¢enssquence that zapacity is also lacking on the part of
Federal, State, and local guvermment, and in the private sector, to
provide a full range of services to disabled individuals. Iz addition
to the |ack of ecapaciry tO meet needs, govermment and private funds
have in past years been spent ¢u facilities that are now perceived

to be tnappropriate. (her funds have been spent On services that
are misdirected.

These deficiencies in policy, plamming, services, and facilities all
represent barriers to the full integration of the disabled into the
mainstream Of Americam society. Since these deficiencies have existed
since the beginning «£ our nationhood, disabled individuals for the
most part have been sheltered, and instituzionalized. Because they
are "different” frem the able-bodied. they are all too often misunder-
stoed and even feared.

Pear, misumderstandiag, and a sheltered environment have resulted in
a sociaty that igmores the needs of this populacion. Barriers, not
only physical bur alse attirudinal, are the legacy of these long
generations Of neglect.

The task for gsciety, them, is to begin to correct these long standing
inadequacies. Our mission iS to provide a somceprual framework for
their correction through a planned, comprehensive netwerk fOr Service
qailwecy, and to begin to fill seme of the gaps in services, service
delivery capaecity, and public awareness and attitudes.

The ideal structure for comprehensive service delivery would insure a
continuum of service for all disabled isdividuals ranging from

preconception through senescence.

This implies the coordinated development of a eapaeicy to provide five
levels of care and service:




C.

In ovder to imsure continuity of services in a holistic f{raewory it
iS necessary to provide & focal point in government to coordinate

both the activities of service providers and the programs under which
services are provided. 4s the principal Federal agency wich responsi-
bilicy for meeting mauy of the needs of people ¢ver afull range of
disabilities and levels of disability for people of all agar, it is
logical to place this coordinative responsibility in the Rehabilitation
Services Administration. 4s a point of departure. REa should be given
lead zgemncy responsibility for the development of a natiounal Federal
policy on disability.

Panding the development of a astional policy we csn offer a conceptual
framework for the building of & comprehensive service delivery network
for pecple with digabilities.

Such a setwork would necessarily inelude (1) institutionalization for
these who are so profoundly disabled that no alternative living
arrangements are feasible. (2) independent living rehabilitatiom,
ineluding tramsitiomal living, congregate living, and halfway house
accommodations, and & bread range of services to develop in disabled
individuals who have ac weeaticonmal goal the capacicy to live
independently and nermally in their homes and communities, (3} voca-
tional rehabilitation for persoms, both severely and less severely
disabled, who reasonably =2z be expected to develop vocational goals,
(4) community-based Services, to insure that a continuum of services
is available for all disabled people whe are not in fnstituticas.

The level of services and the intensiveness of such gervices would
depend on the needs of the individual. ®axy disabled people will need
gome gervices throughout their lifetime, which may net directly relate
ro the level of their disability. The following schematic portrays
in broad terms the scope of this network:




I't would %e useful ta indicate the range af services under these
programs:

Qumennity based services (all disabiliry levels, ail ages)

equal employment/affirmative action transportation
architectural barrier removal recreation
tax abatements/financial incentives public gafery

local information and referral, outreach public avareness and education
public health-prenatal, postpartumn testing, immmization

integrative govermment/social service agemcy programs

technical asaistance to school systems/appropriate education assurancs

Vocational rehabilitation serndices (working age population, vocatfonal

Evals)
coungeling and guidance restoration services
evaluation Of rehabilitation potential extended evaluarion
provision of aide and devices family services
maintenance during rehabilitation placement and followup
interpreter and reader gervices recruitment and traiaing services

vocational and other trzining services and materials
transportation related to vocational rehabllitationm servicas

Independent living services (severely disabled, no wocatiemal gosls)

attendant management, attendant care financial management

mobility and transportation recreation

home management, chore services peer counseling

medical maintenance and self-care sexual and personal adjustment

tranditional living arrangements
secial skills and problem solving

Instirutions (all azes, most severely digabled)

activities of daily living physical exercise
educaticnal development social development
wedical care, other life sustzining services

Survey of services currently provided.

What servizes ate mow being provided, and by whom? The vocational
rehabilitarion program has provided services through a State zgency
system for many yearn. Rehabilitatiom counselors, employed by the
State, secure educatfen, training, work experience, diagnosis,
evaluation and restoratiom Services for their clieats. Much of this
is done through purchasa of sarvices feom publie or private rehabili-
tation facilities, manufacturere of aids and devices. physiatrists,
pgychologists, and businesses. Education and training and medical care
can be coordinated through ather programs. such as CETA, title Zt;
Medicare/Medicaid.



State developmental disabilities ecouncils attempt to leverage and
coordinate a wide range of rescurces tor mentally retarded persons
and those with cerebral palsy, epilepsy, and autism, without regard
to age or employability.

Comprehensive medical rehabilitation centers provide rehabilitation
services, primarily with a medical emphasis, to individuals outride
the vocatienal rehabilitation system. Thsse centers are located
chiafly in hospital settings and may be supported through fowndaticns,

as publicly supported entities, Or as private for profit or net for
profit opetations. :

Ingtitutions for mentally retarded. memtally 111, or profoundly
physically handicapped individuals are provided by Stares, city or
county rescurces, and other public and private for prefit and not
for profit agencies.

Community services and independent living services generally are not
provided in a coordinated way. Larger cities may give attention to
the specific needs of the disabled, and Stateas have in s few cases
established independent living services through vocational rehabili-
tation agencies with State funds.

The link between vocatiomal rehabilitation services and employment for
those who bave been rehabilitated has not been addressed in a maj or
way. Traditionally, vocational rehabilitation agencies have viewed
their role as one of preparation of the individual tor employment.

To create g nationwide network of comprehensive . to disabled
individuals, mecbanisms and de: systems and coordinstion points

must be established.

For community-based services, capacity building vill ha accomplished
through regional, intergovernmental [eSOUrCe centers which will
provide technical azsistance, guidance on integrative programming,
model ordinances, public information matarials. These centers will
aid communities in their regions in developing community service
mechanisme. Monitoring of center activities and accomplishments
will be done through the Reglonal Offices of USA.

For independent living rehabilitatiom, grants will be provided to
State wocational rehabilitation agencies, to community-based
organizarions, to private nonprofit and possibly profit-making
organizations, and to consimer ovganizations and cooperatives.
Coordination with wocaticnal rehabilitation agsnciss will be

effect to transfer to the vocaticnal rehabilitation program
individuals whe develop vocational goals as a result of their
indspendent living rehabilitation. Information and referral
mechanisms will be expanded at the State and local levels. Guidance
and monitoring #ill be dome by USA.



« The link between vocational rehabilitation and emplovment will be
forged through a major new cooperative effort with busineas and
industry. Vecatiomal rehabilitation agencies wiil work on a
continuing basis with industry councils in major cities and
industrial 2rszs to match Jobs and vocational rehabilitation
clients, including job modification by employers tO accommodate
individual reeds. Field testing, marketing and distridution
of mew technology aids and devices will be developed through Rsa.
Cooperative commercial enterprises comprised of handicapped persons
will be supported for the purpose of developing and marketing
products and services.

States will be given an oppertunity te develop a gatekeeping
capacity to prevent institutionmalization of individuals whers such
placement i3 imappropriate, to remove individuals from imstitutional
sectings, and to fmsure that for individuals for whoz instituticnali-
zation is required, ths best pessible conditions are maintained.

To insure that the rights of disabled individuals are safeguarded,
and chat voluntary compliance with laws protecting those rights
is fully accomplished, technical assistance to States, govermmeat
contractors, and recipients of Federal financisl ssgistance wiil
be provided. Protection and advocacy systems will be expanded in
each State. Commumity-based officeswill provide counseling to
the disabled on their rights under law, and on zmeans to break down
barriers that confremt them in the environment. A natiomride
client assistance program will provide ombudsmen for insuring
that vocational rehabilitation clients receive appropriate attemtion
to their needs.

. To eliminate fear, mistrust and misunderstanding in the community
so that attitudinal barriers and impedimeats to cemmunity support
can be removed, community advocacy and information functions will
be established through the regional cenrers described above. Public
ferums and discussioms will be encouraged.

Conclusion.

Manmy additional chal | enges fzc& o m govermmeat and our society in the
effort to provide full quality and equality of |ife far America’s
digabled people. Among thesa are full utilization of technology,
medical and blomedical advances in disability prevention and resteration;
creation Of a coordinated, natiomwide program of deinstitutionalizatiom;
providing the fullest educational opportunity for disabled children
through a fully coordinated Head Start - special education - wecational
education ~ vocacionazl rehzbilitation program.



It is clear that the legislative proposals w& are presenting are
modest but affirmative steps toward building a comprehensive
service natwetk for our disabled citizens. They are initial steps
but important enes, and they must be adopted if we are to realize
asur goal of filling the major gaps in services and the mechanisms
to deliver them. The momentum £or making truly great strides in
bringing t he disabled into the mai nstreamof America must not be

lost.



I . Plans for the Future: A Tentative igzenda

As indicated earlier in this paper, the design of a pamoply Of new approaches
to address the comprehensive needs of the disabled in cur society must

awalt the development of a natiomal, coordinated policy. Further, wich
raspect to additional major program initiatives for the Hehapilitation
Sarvices Administratfon, the creatlom #f a policy development, analysis,

and lemg rang: planning capacity will greatly improve our ability to
resomaead new directions,

Tentatively, however, wa are looking toward implementation of new concepts
in & oumber of areas. Three of those have heec presented to the Sacretary
as pajor Lagislacive inirfarives -- an indspendent living rshabilitation
program, i accelerated employmeat and trafining progre®, od a communicy
assistance and public awareness program. The authorization levels for
these three proposals total $96 miilion. That modest funding level will
not, Of seurse, take cara of all the needs. But it will maks a differsace
ta thousands of disabled people, aod the amoun: expended will be refurned
magyfold in tezma Of cold ecomomic justificacion. There is no way o
place a quantifigble valus oOn improved qualicy of life, improved self-imagse,
social acceptance, Or Job satizfaction.

3¢me additional aew directions we will be exploring include:

Working toward a fully coordinated Head Szazt = special educatiom ™
voeational education = vocational rehabiliration program, naticuwide.

Undertaking i comprehanaive national survey of disabilircy and
sarvice needs, with consequent develop of a national data
systam ON disability.

. Mounting & major guzreach and refarral program with respect to
disabled individuals who ire mest egregiously wmderserved =
those With multiple handicaps of physical or mental disability
combined with sulfuzal and zsonemic deprivation.

.

Creating a. coordingred program of deinstitutiomalizationm involving
transiticoal living, group homes, and habilitation and rehabili-
tation services. . :

. Elimimating disinesntives o rehabilitation, including the
retention of Medicare/Medicaid benefits and food stzmpe after

employuent.

Supporting legal sssistance centers fOr the disabled ta protest
their rights undar title V of the Rehabilitatdon act.

Establishing a pariocuwide svetem of client assistamce programs so
that, through ombudsmen, disabled iandividuals will be able to
Wejght the system” tO obtain the fullest possible service benefits.



» Demonstrating new approaches to nutting the transportatiom <
residential nesds of disabled people.

+ Ipditfiating a cooparative raesearch effort in central nervous
g7et= (spinal cord) regeneratiom, zad in arsas of disabiliry
prevensicd, amelioracion, and treatment.

« Adapting 2 new focus for inteznational rehabilitation intarchanges
to take advantage Of technological and service delivery inmovations
of developed nacions.

Exploring wxys to meet ke need for new Or renovated rehabilitacion
facilities and physical improvements in institutions which house
physically and mentally disabled people.

These 37e exciting times for disablad Americans because the potential
axists for dramatic breakthroughs in thelr wall-being. ¥e must have

the will and the determination %2 sae to it that being disabled in
imerica IS not & contimmation Of that which has goue on beform. ¥We muat,
as & government,reinforce OUr commitment tO meet head~om one of the major
challenges Of our day — bringing into the mainstresm of i‘merisan soclety
a vulnerable and precious humlan c:sourcs ™ the millions of disabled
cieizens dn OUr i d.
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We now have a E)anel on the task force report on definition of de-
velopmental disability, Mr. Norman V. Lourie, chairman of the task
forceon definitionof developmental disabilities and executive deputy
secretary, Pennsylvania Department of Pubiic Health. We welcome
you.

Dr. Louis Z. Cooper, whois professor of pediatrics, Columbia Uni-
versity, former vice chairman of the National Advisory Council on
Developmental Disabilities who represents the majority report, and
Hon. Mary Lou Munts, State representative from Wisconsin, who is
amember of thetask force on definitionof developmental disabilities,
representing the minority report, and Dr. Elinor Gollay, project di-
rector, ABT study o definition of developmental disabilities.

We welcome each of you here. We appreciate your presence. Y our
statements will be made part of the record in full. If you can high-
liiht your statement for us, i t will be helpful.

STATEMENTS OF NORMAN V. LOURIE, CHAIRMARN, NATIONAL TAX
FORCE ON DEVELOPMENTAL DISABILITIES, ELINOR GOLIAY,
Ph, D., PROJECT DIRECTOR, STAFF DIRECTOR (®D); LOUIS Z
COOPER, M.D.,, PROFESSOR OF PEDIATRICS, COLUMBIA, CH
BEHALF OF MAJORITY VI EW HON. MARY LOU MUNTS, WISCON-
SIN STATE REPRESENTATIVE, ON BEHALF OF MINORITY
REPORT

Mr. Lovzme. Thank ggu very much.

We are pleased to be here. We suggest that | open briefly with a
summary; then Dr. Gollay, who wasstaff director, will talk about the
processes; Dr. Cooper will describe the mgjority report and Mary
Lou Munts the minority. Then we will be available for questioning.

Mr. Rocers. That will be fine.

Mr. Lourte. You do havea copy of the report and | have provided
for today, what amounts ot a brief overall summary [see p. 1061.

I would like to say alittle about the Task Forceand the report. 1t
was a wide open process. The way members of the task force were
chosen; aceess to the documentsand the task forces work on a day-
by-day basis were also wide open to hundreds of individuals and or-
ganizations who had relevance and interest in the work. A newsletter
and other material weredistributed.

I would also point out that our single task was, at the request of
Congress, to study the definition. In order to study the definition and
its relevance, however, we did have to look at what surrounded the
definition,

| n our meetings we were presented with staff documentsand docu-
mentsfrom the fidd which dealt with such issuesasthe nature of the
population group and the criteria that should be applied in order to
determine who is included within the term. We studied documents
that defined the main issuesthat derived from the nature of the cur-
rent definition and program asit is legislatively mandated and asit
isoperated, particularly at the Statelevd.

We looked at concernsthat were derived from the broader context
in which the developmental disabilities program operated at the
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Federal and State levds. We looked at implications for the various
populations that might be excluded or included in the definition,
depending on which kind of definition we would come up with.

Finally, while it was not our task to evaluatethis program, to look
at what 1t was doing, how well it was doing, and whether or not we
thought the program was effective or not effective, it was inevitable
that we should have come acrosssome of these questions. We debated
some of them but without coming to a conclusion. I n the report we
stated what seemed to us to be some of the major policy issues.

I't isquite clear from your questioning earlier today that these are
policy issues and dilemmas that face Congress, the people in the
program and the people in the fidd. We summarized four of them.
I would liketo repeat them beforewe go on.

Oneisthat there isa lack of clear responsibility at the State and
apparently at the local level for care of the developmentally disabled
population and for all the severely handicapped, ne matter how de-
fined, and alack of direct link between the State service pro?gram and
a Federal service agency for the total developmental disabled popu-
lation, and for its largest group, the mentally retarded.

Second, there is a lack of clear responsibility at the individual
client level for coordination and case management of the many serv-
i which developmentally disabled divid require as well as
al o thehandicapped.

Third, there isa lack of coordination between the major missions
of the developmental disabilities program and its actual authority,
both at the national and Statelevels.

Finaly, there is a genera lack of clarity concerningthe purpose
d the developmental disabilities program. People vary in their opin-
ionsastowhat it i ssupposed to accomplish.

With that, | will ask Dr. Gollay to describethe process of how we
got the'report and recommendationbeforeyou.

Mr. Rosgers. Thank you very much, Mr. Lourie.

{Testi mony resumeson p. 129.1

Mr. Lourie’s prepared statement and attachment follow :]
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INTRGDUCT 10K

I VERY MUCH APPRECIATE THE INVITATION TO REPORT
TO YOUR COMMITTEE THE RECOMMENDATIONS OF THE NATNONAL TAsk
ForceE oN THE DEFINITION OF DEVELOPMENTAL DisaBILITIES. THIS
Task Force-carRIED ouT THE CONGRESSEIONAL MANDATE TO THE
DEPARTMENT OF HEALTH, EDucATION AND WELFARE FOR A SPECHAL
STUDY ON THE DEFENITION oF DEVELOPMENTAL DISABILITIES

THE TASK FORCE REPRESENTED A WIDE RANGE OF.EXPERTS
AND EINTERESTS. A COPY OF THE REPORT WAS TRANSMITTED TO THE
CommiTTEE, ON NOVEMBER 3RD, AND WE HOPE THAT THE COMMITTEE
WILL SEE FIT TO INCLUDE THE REPORT IN ITS RECORD. FOLLOWING
THE AcT oF CoNGRess, IN SEcTiON 301() oF PusLic Law 93-104,
THE DEVELOPMENTAL DisaBILITIES OFFICE, OF THE DEPARTMENT OF
HEALTH, EDucAaTiON AND WELFARE AWARDED A CONTRACT TO ABT Assoc-
1ATES, INC., TO coNDUCT THE "INDEPENDENT STUDY OF THE DEFIN-
ITION OF DEVELOPHENTAL DisaBiLiTiES". A NaTionaL TaAsk Force
WAS ESTABLEISHED, UNDER MY CHUEARMANSHIP. THE ENTIRE TAsk
FORCE, AS WELL AS MANY INDIVIDUALS AND ORGANIZATIONS THROUGH-
OUT THE COUNTRY, WORKED HARD TO CONTRIBUTE TO THE REPORT
THE LIST OF ITS MEMBERS IS ATTACHED. T

THE DEVELOPMENTAL DISABILITIES OFFICE Now IN THE
HumAN DEVELOPMENT SERVICES ADMINISTRATION, OF HEW, WAS MOST
COOPERATIVE IN THIS EFFORT. LARGE NUMBERS OF ENDIVIDUALS



AND ORGANIZATIONS RESPONDED TO LETTERS AND DOCUMENTS, RE-
SPONSES WERE THOUGHTFUL AND USEFUL.
THE TASK FORCE WAS CHOSEN THROUGH A CAREFUL PROCESS
AFTER SOLICITING NOMINATIONS FROM OVER TWO HUNDRED ORGANIZA-
TIONS, AS WELL AS FROM FEDERAL AND STATE PROGRAM OFFICIALS.
THE TAsk FORCE MET FOR THREE EXTENDED WORKING SES-
SIONS. SUB-GROUPS WORKED BETWEEN SESSIONS, ABT ASSOCIATES
PROVIDED COMPETENT AND DEDICATED STAFF WORK. THE PROCESS WAS
OPEN, THOUGHT-OUT, OPINIONS AND FEEDBACK CAME FROM oVER 500
PERSONS AND ORGANIZATIONS WHO WERE KEPT INFORMED THROUGH
NEWSLETTERS, MINUTES, RESEARCH AND BACKGROUND PAPERS. FoR
THE WORKING SESSIONS PAPERS ON THE FOLLOWING TOPICS WERE PRE-
PARED:
1. IssUEs SURROUNDING THE NATURE OF THE TARGET
GROUP;, DEFINING THE CRITERIA THAT SHOULD BE
APPLIED IN ORDER TO DETERMINE WHO IS INCLUDED
WEITHIN THE RUBRIC "DEVELOPMENTAL DISABILITIES;"
2. DEFINITIONS OF THE MAIN ISSUES THAT DERIVE FROM
THE NATURE OF THE CURRENT DEVELOPMENTAL DISABIL-
ITIES PROGRAM BOTH AS I T IS LEGISLATIVELY MANDATED
AND AS | T IS ACTUALLY OPERATED, PARTICULARLY AT
THE STATE LEVEL;
3. CONCERNS DEREVING FROM THE BROADER CONTEXT IN
WHICH THE DEVELOPMENTAL DISABILETEES PROGRAM

bt



OPERATES AT THE FEDERAL AND THE STATE LEVELS;
AND
4, | MPLICATIONS FOR POPULATIONS INCLUDED OR EX-
CLUDED FROM THE DEFI NI TI ON.
RECOMMENDED DEFI N TI QN
THE RECOVMENDATI ON OF THE TASK FORCE FOR THE APPRO
PRI ATE BASI S OF A DEFI NI TI ON STATES:
FOR PURPOSES OF THE DEVELOPMENTAL DisSABILITIES AcT,
A DEVELOPMVENTAL DI SABILITY IS A SEVERE, CHRONIC DISABILITY CF A
PERSON VH CH
1) IS ATTR BUTABLE TO A MENTAL QR PHYSI CAL | MPAI RVENT
OR COVBI NATI ON OF MENTAL AND PHYSI CAL | MPAI RVENTS;
2) 1S MANI FEST BEFORE AGE 22;
3) IS LIKELY TO CONTI NUE | NDEFI NI TELY;
4) RESULTS 1N SUBSTANTI AL FUNCTI ONAL LI M TATI ONS In THREE
OR MORE OF THE FOLLOWNG AREAS OF MAJOR LIFE ACTIVITY:
A) SELF- CARE,
B) RECEPTIVE AND EXPRESSI VE LANGUAGE,
¢) LEARNI NG
D) NOBILITY,
£) SELF- DI RECTI ON,
F} CAPACI TY FCR | NDEPENDENT LIVING (R
6) ECONOM C SELF- SUFFI G ENCY;  AND



5) REFLECTS THE NEED FCR A COVBI NATI ON AND SEQUENCE CF
SPECI AL | NTERDI SCI PLI NARY, OR GENERI C CARE, TREATMENT, R
OTHER SERVI CES WH CH ARE

A} CF LI FELONG (R EXTENDED DURATI ON, AND

B) | NDI VI DUALLY PLANNED AND COORDI NATED:

TH'S FINAL RECOMVENDATION REFLECTS THE MAJORITY OPIN-
ION.  EACH ELEMENT OF THE DEFINI TION WAS VOTED ON SEPARATELY.
IN VIRTUALLY NO INSTANCE WAS THERE A UNANMTY. SOME DIF-
FERENCES WERE HELD MORE STRONGLY THAN OTHERS. MosT STRoNGLY
EXPRESSED WERE THE DI FFERENCES CENTERI NG AROUND SPECI FI CATI ON
CR | MPAI RVENTS AND CATEGORI ES CF CONDI Tl ONS.
MINORITY REPGRT

THERE IS A MNORITY REPORT WHICH DIFFERS FROM THE
MAJORI TY REPORT auLly IN THE RESPECT CF NAM NG SOMVE CATEGORI ES
IN THE DEFINITION. THE MAJORITY REPORT DEFINES A SEVERE,
CHRONI C DI SABI LI TY CF A PERSON WH CH “I5 ATTRI BUTABIE TO MENTAL
QR _PHYS (CAL [MPAIRMENT PHYS]
IMPAIRMENTS".

THE MINORITY REPORT PROPOSES THAT THE SEVERE, CHRONIC
DI SABILITY IS "ATTRBUTABLE TO MENTAL RETARDATI ON, CEREBRAL
PALSY, EPILEPSY CR AUTISM OR |S ATTRI BUTABLE TO ANY OTHER
CONDITION OF A PERSON SIM LAR TO MENTAL RETARDATI ON. CEREBRAL

PALSY, EPILEPSY, (R AUTI SM BECAUSE SUCH CONDI TI ON RESULTS IN




SIMILAR IMPAIRMENT OF GENERAL INTELLECTUAL FUNCTIONING AND
ADAPTIVE BEHAVIOR AND REQUIRES TREATMENT AND SERVICES SIMILAR
[0 THOSE REQUIRED FOR SUCH PERSON&."
LIMITATIONS OF THE MINORITY REPORT

TRANSLATED INTO OPERATIONAL TERMS BOTH PROPOSED DE-
FINITIONS PROBABLY COULD BE SAID TO COVER THE SAME POPULATIONS,
HOWEVER, THE MAJORITY REPORT §S MUCH MORE CLEAR IN THAT IT
SPECIFIES ALL OF THE MENTALLY AND PHYSICALLY SEVERELY HANDI-
CAPPED. THE MINORITY REPORT, IN SPECIFYING SEVERAL CATEGOR-
ICAL CONDITIONS, DOES NOT DEAL WITH THE OBJECTIONS OF INTEREST
GROUPS WHOSE CATEGORIES ARE NOT MENTIONED. AND, PRESUMABLY,
THE STUDY WAS DIRECTED BY CONGRESS, IN PART, BECAUSE THESE
CATEGORIES WERE UNHAPPY ABOUT NOT BEING MENTIONED. ONE NEEDS
TO QUESTION WHETHER THE NON-MENTIONED CATEGORICAL INTERESTS
WILL BE SATISFIED WITH THE PHRASE, "SIMILAR TC MENTAL RETARDA-
TION, CEREBRAL PALSY, EPILEPSY OR AUTISM BECAUSE SUCH CONDI-
TION RESULTS IN SIMILAR IMPAIRMENT OF GENERAL INTELLECTUAL
FUNCTIONING AND ADAPTIVE BEHAVIOR AND REQUIRES TREATMENT AND
SERVICES SIMILAR TO THOSE REQUIRED FOR SUCH PERSONS'".

ON THIS GROUND, THE MAJORITY REPORT, WHICH IN EFFECT
IS THE RECOMMENDATION OF THE TASK FORCE, 1S BROAD ENOUGH TO
COVER ALL CATEGORIES OF MENTAL AND PHYSICAL DISABILITY.

FEICULTIES IN CATEGORIZING THE SEVERELY HANDICAP
[N CONSIDERING THE ISSUE OF CATEGORIES WHICH COULD



POTENTI ALLY BE LI STED IN A DEFI NI TI ON- - TERVS APPLI ED TO
CONDI TI ONS THAT REQUI RE SI M LAR SERVI CES TO MENTAL RETARDA-
TION, CEREBRAL PALSY, EPILEPSY, AND AUTISM - THE TAsK FORCE
LOOKED AT LONG LI STS OF TERVE APPLI ED BY PRACTI TI ONERS TO
SEVERELY HANDI CAPPED PERSONS.  THE LIST INCLUDED:
Association DEFICIT PatHoLoey  ATTENTION Di SORDERS

BLIND BRAIN |NJURED

CENTRAL NERvous SYSTEM DisoRDER  CEREBRAL DYSFUNCTION
CONCEPTUALLY HANDI CAPPED CONGENI TAL ALEXI A

CONGENI TAL  STREPHOSYMBOLI A CysTic FIBRosIS

Dear DEAF AND BLIND

DiFFUSE BRAIN DamaGE DISGRAPHIA

DYSCALCULIA DYSLEX A

EDUCATI ONALLY  HANDI CAPPED HYPERKINETI ¢ BEHAVIOR SYNDROVE
HypoKINETIC SYNDROVE LANGUAGE DisABILITY

[ancuace DI SORDERED CHILD LEARNING Di SABILITIES
MaTuRATION LAG M N MAL BRAIN DawvaGe

Minima BRAIN DysrUNCTIoN (MBDY MNMAL CEREBRAL DYsFuNCTION
MNivaL CEREBRAL PALsY M NI MAL CHRONIC BRAIN SYNDROVE
MLTIPLE HAaNDI cAPPED NULTI - SENSoRY D FFI CULTIES
MuscuLar DYSTROPHY NEUROLOGICAL IMMATURITY
HEURDPHRENIA NEUROLOGICALLY HANDICAPPED

NeEuropHYsIoLogICAL DysyNcHrRONY  OrGANic BrRAIN DySFuNCTION
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ORGANI CI TY OsTeosENESIS | MPERFECTION
PERCEPTUALLY HANDI CAPPED PrIMARY READING RETARDATION
PsycroLineuIsTrc DISABILITIES — PsYCHONEUROLOG CAL D SORDERS
ReaDING DisABILITY S

SpEciFIC LEARNING DIFFICULTIES  Spina BiFIDA

STREPHOSYMBOLI A STRAUSS SYNDROVE

ToureTTE's SYNDROVE o

WorD BLINDNESS

THE MAJORITY REPCRT, |N EFFECT, SAYS THAT IT WOULD
BE | MPRACTI CAL AND ADM NI STRATI VELY CONFUSI NG TO TRY AND SORT
OUT A USEFUL AND UNI VERSALLY ACCEPTABLE LI ST CF CATEGORI CAL
TERME.

DEVELOPMENTAL DISABILITIES PAICY | SSES

IN PLANNI NG ANY PROGRAM FOR GROUPS DI FFERENTI ATED BY
DI AGNCSI S (R CATEGCRY ONE 18 ALVAYS FACED WTH A TR ANGULAR
DI LEMVA: PLANNING ON THE BASI'S CF FUNCTI ONAL CAPACI TY ON THE
ONE HAND, ON THE BASI S OF CATEGOR! CAL CONDI TI ONS ON THE OTHER
AND ON THE THI RD SI DE THE BASI C OPERATI ONAL | SSUES OF HOWTO
COORDI NATE SERVI CES IN THE BEST | NTEREST OF PERSONS TO BE
SERVED,

THE TASK FORCE WAS NOT CHARGED W TH ANY RESPONSI BI LI TY
FOR EVALUATING THE DEVELOPMENTAL DiSABILITIES LEG SLATION OR
ITS OPERATIONS, HOWEVER, I N DEALING WTH DEFIN TIONAL |SSUES
| T WAS DI FFI CULT TO AVO D CONTACT W TH THE BROAD POLI CY | SSUES
I NVOLVED IN SERVI NG THE R SK POPULATI ON UNDER CONSIDERATION,



WHILE NOT MAKING RECOMMENDATIONS ON THESE POLICY ESSUES, THE
TAsk FORCE ADDRESSED FOUR MAJOR POLICY MATTERS AND MADE OB-
SERVATIONS ABOUT THEM:

1. THERE IS A LACK OF CLEAR RESPONSIBILITY AT THE STATE
LEVEL FOR CARE OF THE DEVELOPMENTALLY DISABLED POPULATION AND
LACK OF A DIRECT LINK BETWEEN A STATE SERVICE PROGRAM AND A
FEDERAL SERVICE AGENCY FOR THE TOTAL DEVELOPMENTAL [11SABILITIES
POPULATION AND FOR ITS LARGEST GROUP, THE MENTALLY RETARDED.

2, THERE IS A LACK OF CLEAR RESPONSIBILITY AT THE INDIV-
IDUAL CLIENT LEVEL FOR COORDINATION AND CASE MANAGEMENT OF THE
MANY SERVICES WHICH DEVELOPMENTALLY DISABLED INDIVIDUALS REQUIRE.

3, THERE 1S A LACK OF CORRESPONDENCE BETWEEN THE MAJOR
MISS IONS OF THE DEVELOPMENTAL DISABILETIES PROGRAM AND ITS
ACTUAL AUTHORITY, BOTH AT THE NATIONAL AND AT THE STATE LEVELS.

4, THERE IS A GENERAL LACK OF CLARITY CONCERNING THE
PURPOSES OF THE DEVELOPMENTAL DISABILETIES PROGRAM.



i, There is a lack of clear resronsibility-ar the state devel
for care of the.deveiopmentaily disabled populaticn and a
lack of a direct link between a state sorvice program and
a_fedaral service agency for the DD population and its
largest group, the mentally retarded.

‘In most states there is ne single state operating agency with the
clear responsibility for the care of the developmentally disabled populaticn.
In sane states the Mental Retardation Agency has been retitled a "Develop-
mental Disabilities Agency." 1In a few of these states the change in title has
represented an actual change in the target population for the agency: that
is. the agency now serves individuals with epilepsy, cerebral palsy, or
autism who are nor retarded: However, in virtually all ether states the
mental retardation agency cannot legally serve this population. [Individuals
with epilepsy cor cerebral palsy, for example, will unfortunately find that
many retitled "developmental disabilities” programs in reality are agencies
whose primary orientation is still towards mental retardation. Oftan non-
mentally retarded persons are called mentally retarded in order to receive

services

In states which have not changed the target population for their nen-
tal retardation program, individuals who have cerebral palsy kut who are not
retarded ({(for example) are virtually unable to locate any community residence
programs conparabl e to those which are being established for mentally retarded
persons. States which have changed their mandates are finding themselves
faced with the problem of retraining staff, adding new stafi with new skills,
difficulties of changing the image and oxientation of existing services while
astablishing new services for a previously unserved and fregquently mis-
understood population, expanding mandates but not necessarily expanding bud-
get~gte. ks these agencies have expanded their target population o
include developmental disabilities other than mental retardation, individuals
with other similar disabilities exhibiting me need for similar services
{such as spina bifida or muscular dystrophy) increase their demands feor

ACE288 L0 Programs.

The state mental retardaticn agency CONBS closest in mest states to
being the main service provider for a large segment of the developmental
disabilities population. It is interesting to note that the state mental
retardation agency is the one major state service agency wnich does not have
a direct counterpart at the federal level. There is no single federal agency
which i s the counterpart ta the state mental retardation service svstem as

there are, for example, for the stats education, (including special education)



departiment, vocational rehabilitation, public assistance (including 5317,

secial service, health, mental health and heousing preograms. Increasingly the

federal Title %1¥ {Social Security act) program ({f5r expenditure of monies
under Medicaid for a wide range of health care including Intermediate Care
Facilities for the mentally retarded and cther developmentally disabled)
is having an extremely strong influence on the shape of state menrcal retar-
dation programs because many states are putting |arge amounts of their MR
funds 1nto institutions to bring them up to ICF/MR standards, and are:here-

fare having a limiting effect on community programs.

In sum thera are many disabled individuals who carnot now turn to
any single stare agency as their primary sourcs to provide or secure the
total range of services which they need; as the case management link between
them and an array of services from multiple agencies. Developmentally
disabled parsens, as those individuals frequently mast in need of multiple

services and advocacy, are in a particularly vulnsrable positicon as a result.

e Js a lack of clear
el for cocrdin2tion and
which deveiopmentallu disa

The discussien so far has painted out .one inadezuacies at the ™ “road
systems level in serving developmentally disabled persons. Task rorce mem—
bers sxpressed the concern that at the individual client lewve]l there tends
te be a major case responsibility vacuum. Developmentally disabled persons
require services from different agencies and from different disciplines,
The lack of a single state agency with responsibility for their care mani-
fests ivself at the client level with a widespread lack of adezuate cas*
managerent., While many (federal} entitlemsnts exist for tne population
(such ag 94-142, the Educaticn of ALl Handicapped <hildren Act, and Supple-
mental Security Income), individuals rho have multipla ne2ds on a lomg-terwm
basis are likely & fall through ths cracks. At the individual level some
type of "placement” agency Or case management structure is needed. This
agency, in order to be effective, must have the capacity and authority to
access services for the OD population. Some expsrinents Ln Pennsylvania
and Wiscaasin should be watched cleosely. The pD Program, throwan the OO
Council's grants, could be used to fund model service integration projects
on behdlf of the developmentally disabled population. 3But this does not in
the long run substitute for an operating level entitlemsnz system. ¥hile

the developmentally disabled population is Ear from heing the only population



reguiring such service integration, the DD population need for multiple
services tends tO be greater than for most populations and the ability to

access these multiple services tends to has less.

3. There is a lack of corresronisnce between ths najor missionsg
of the Developmental Disabilities Program undscr ® present Act
and 1ts actual authority, beth at ths naticnal and state Zewveis.

Currently the intended focus of the DD Program las articulated for
example in the statement by Warjorie Kirkland, which appears at the end of

Section 4.3) is planning and advocacy at the systems and individual levels.

Interest groups have mainktained that only if the 0D Councils have
approval power over federal program expenditure and state planaing will
the DD Councils be effective in their systems adwvocacy and planning roles
Howewver, existing agencies point out that it is neot reasonable to expect
a cowncil a individuals ssrving in an advisory capasity outside of the Stace
sperating systems, tO provide an adequate and efiective review of & complax
state plan such as that which is required in special education. This si*ua-
tion becomes esvan clearer when the target population of the oD Frogram is
relatively narrowly defined and not necessarily seen as descriding a popula-
tion which warrants DD Council veto power over stats plans intended for mucn

larger grourps of individuals.

L3}

It seems unrealistic and perhaps inappropriate to e:spect that the CD
Councils as currently censtructed will cptain approval power over all state
plans for operating agencies affecting the developmentally disabled popula-
tion. ©n the other hand, if the program is to be effective as a Systems
advocacy force, better mechanisms than currently exist will have o be
developed and implemented.

In addition, at the individual 1le<el, the newly estapiished Protec-
tion and Advocazy Systems tould provide greatly enhanced access to s=rvices.
If the Protection and Advocacy programs are truly effectiwve, they rill begin
to accumulate a history of cases, the decumentition of wnich could sezve
as a powerful tool for the systems advocasy undertakan by the DD Counclils,
However, the Frotection and ARdvocacy systenm 15 currently inadequately funded
and will need a few years of operations before its true poteantial can be
realized, In addition, because it could be seen as threatening teo exisiing

generic agencies, spacial care will nesd to be -aken to 2nsure thas its



rele is maintained and enhanced rather than dampened. aniother major Factor
is that inherent in most Federal program Mandatss and i1n the charge <o

state operating agencies, there do exist Othar advocacy functions including

ooraticns funded oy

those carried by publiz jervice and legal services o

Federal, state and local tax funds and by private funds.

J. There I3 31 guoneral lack of ciarity
of the Pevelopmental Disadilitles ©

A recurring theme throughout the conduct of the Spezcial Study. both
from Task Force members.and other interested individuals, was the lack of
clarity which exists concerning the purposes of the Develapmental Disabilitizs
Program as currently structured. A mMaor confusion exists arocund the 1ssue
of service delivery: many persons see the primary mission of the DD Program
as being the provision of services to the target populaticn, For these
persons, the small amount 2f money currently in the 0D Proqgram 1s keing
spread thin enough now and the potential additicn of other grougs would
endanger those individuals currently covered. The belief *hat the DD Proaram
iS a major service program far the population 1s reinferced by the situation
described atove: despite the proliferation of funding sources a the fsderal
level and of operating agencies at the state level, thers generally is nc
single state agency responsible for delivery of services %o the disabled

population.

Nther persons see the DD Program primarily as a plaining and adwocacy
system, They se2 itS primary mission as mobilizing the resources whiegh
exist in other sta%s agencies towards meeting the needs of the target coo-
ulation. Az an advocacy force within the stats, the progran could =xpand
its target population without seriously jeopardizing its effectiveness.
Indeed, it could be argued thar with a larger censtituengy :r could ne more
rather than less affective. Proponents of this position point out how small
the total amount of money is within the ©D Prouram, bHub how =ffsctive thas
money can be when used to leverage additional sources and to demonstrate the
effectivenass of medel pregrams which generic amencies ars relectant at

first to try.

The DD Program, regardless of wnetner it 15 =

FEIMLIe DroUram cr an
advecacy and glanning program, IS nor clszarxly understoed. As a result, inap-
propriate expectations are widespread, with the resultant widsspread dissatis-

Faction of unmet expectations. ilany disabled individuals mnd groups sf



119

individuals, as evidenced by their sirong desire LO be included as “"dsvelop~-
mental disabilities,"” see the DD Program as an important one for meeting

their needs, Indesd, the program has been important in farthering the c

of the individuals included beoth directly through the funding of specific pro
grams and indirectly through increased visibility. infortunately, the
precise benefits to be derived by inclusion ere not clearly uaderstood by

many individuals.

In sum, an effort needs to be made to clarify the purpose of the
DD Program. As this effort is made, careful consideration should be made of
the varicus purpeses vhich it could ¢r should fulfill £sr a group of dis-
abled individuals, and consideration should then perhaps be given te a new
focus for the program. At the current time it iS not adeguately funded eor
structured to be a true service delivery program, yet it has not peen suc-
cessful at convinecing people that it is primarily a planning and advecacy

program primarily because all other programs have no legal instruction that
the ph program is their coordinator.

A statement reflecting the official policy of the program, made to
the Task Force by HMarjorie Xirkland, Deputy Director of the DIC, is attached

at the end of this chapter.

4.3 Imolicaticons of the Proposed Definition of Develeopmental Disabilitizs
for Individuals with Other Disabilities

Pzrt (B} of the section of the Develeopmental Disabilizies Act whizh
mandated the conduct of the study of the definition of developmental disabii-
ities calls for an sxamination of "the nature and adeguacy of the services
provided under cother federal programs for persons with disakilities not

included in. . .[the recommended] definition.”

Although it was not possible within the score of the study to conduct
an in-decth analysis of the services, a number of spagific efforts were mads
to obtain informakion about the nature and scope of current federal efforts
to serve persons with all types of disabilities, Until the final re=commsn-
dation was mad? by the Task Force if was nob possible to identify rho was to
be excluded from the proposed definition. The excluded porulation is dis-

cussad 13 Secticn 2.4 above.  Som2 of tha impll




programs serving disabled persons are analyzed in Section 3,2 which iden-
tifies who is covered.

Although ne in-desth study was feasible, an effort was made within
the Special Stud- ko determine the extent teo which digwled individuals not
included in a peotential éefinition of develowmontal disabilities are eligible
for services similar to those which are provided through the Develcpmental
Disabilities Program. It seemed most logical to focus On those specific bene-
fits which disabled individuals are likelvy to receive through the DD Pro-
gram:

I. Ccmprehensive state planning which ids=ntifies the service nesis of
disabled 1ndividuals acress all states agencies.

2. peview Of state plans for use Of fzderal monies to determine
their utility to the developmentally disabled ropulation.

3. Estabpliskment Of specialized pretestion and zdvocacy Sarvices
within each state for the developmentally disabled popuiation.

4. The davelopment of individualized habilitation plans Ipcernded
to Ifentify the total rahge of an indiuvidval's neeas across
agencies and, petentially, tiaroughout life.

5. Flexible monies for £illing gaps and
programs at the state and faderal levels.

tratlrng 1anovazive

%, State councils with mandated consurer rer2sentaticn which 2re
intended to be the man mechanism fOr ensuring that the above
purposes are carried out at the state level,

virtually all these program e¢lements are available in ons Zorm or
another through other federal programs which serwe non-developmentally
disabled handicapped individuals. However, therz ave sorme anigue aspects of
“he Develapmsntal Disabilitiss Program which ere nor available through any
ather program. These unique aspects jncluds:
1. focus ON a specific population w:ta ar orphasis on 4n examina~
tion of the total needs both of specific individuals and of the
totz! population. This focus on the total range of resds acriss

acencles amd aCr0SS @ specific #:2¢ of saervices Jdirferantiates
the DD Program from most of tae otier federal prograns.

2. A Ffocus on A specific pepulation for 1ts
just for childhood, or for its empiouval
as do most othAer federal gregrems
individuals.

3. A focus on accessing generic ser
services rather tihan on the astidais
providing a ldarge amount Of Girect sor:

)



. A special mechanism fOr previdiac protecticn and advocacy ser-
vices.

Thers does not now 2xXi5t a comparable program for the remainder of
the handicapped population which can act as the focus at tne state level for
their interests iN the way the Develcpmental Disabilities Program is intsnded
te funetion. It is, howewsr, difficult to assess the extent to which the
non-developmentally disabled population of persons with disabilities require
this type Of program. It is precisely because of their unigue characteris-
tics that the developmentally disabled persens arc sesn as being mere likely
than other disabled individuals to require comprehensive servicss through-
out lifa; are most likely to be excluded from existing service programs
including those intended to serve handicapped persons; and are least likely
to be able to advocate on their own behalf to enzurs that their needs ars

net.
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THE REPORT ALSO | NCLUDES A SERIES OF BACKGROUND PAPERS
PREPARED BY THE STAFF FCR USE BY THE TASK FORCE DURING THE
STUDY. ABSTRACTS OF SOME OF THE PAPERS ARE | NCLUDED IN THE
REPORT.  FULL VAR ATIONS OF THESE AND OTHER RELATED BACKGROUND
MATER ALS ARE AVAILABLE IN VOLUME 1T OF THE FINAL REPCRT. THE
TOPI CS COVERED ARE:

5.1 History AND BACKGROUND OF THE DEVELOPMENTALLY
D sABLED AssISTANCE AND BILL oF RiaHTs AcT (PL 94-108);

5.2 ANALYSIS of FEDERAL Laws AND COWPILATION OF
DerrniTions PERTAINING TO THE HANDI CAPPED AND THE D SABLED IN
FEDERAL STATUES AND REGULATIONS;

5.3 AN OVERVIEW OF THE | MPLEMENTATION oF THE DEVELOP-
MENTAL DiSABILITIES PROGRAM

5.4 A FRAVEWORK FOR THE Basis For A DEFINITION OF
DEVELOPMENTAL DI SABI LI TIES:  SOVE OPTI ONS;

5.5 THe DeMocraPH CS OF DEVELOPMENTAL DI SABI LI TI ES;

5.6 BREF DESCRPTIONS OF SPECFIC | MPAIRVENTS:

5.7 AN ANALYSIs oF A FUNCTI ONAL APPROACH TO THE
DEFINTION OF DEVELOPMENTAL DI SABI LI TI ES;

5.8 Ace oF ONSET:  SoME |SSUES,

5,9 ALTERNATIVE APPROACHES To A DeriniTion OF DEVEL-
OPMVENTAL DISABILITIES.  POTENTI AL | MPACTS ON THE STATE DEVEL-
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oPMENTAL DISABILITIES PROGRAM

5.10 Sowme FEDERAL EMPLICATIONS OF CHANGES IN THE
DEFENITION OF DEVELOPMENTAL DISABILITIES:

5.11 BwmPLICATIONS OF THE DEFINITEON OF DEVELOPMENTAL

DisaBiLITIES FOR NonN-FEDERAL UsErs OuTsIDE THE DEVELOPMENTAL
Di1saBILITIES PROGRAM,

PERSONAL OBSERVATiQMS

My RESPONSIBILITY AS CHAIRMAN OF THE NATIONAL TAsK
FORCE IS To REPORT TO YOU ON THE RECOMMENDED DEFINITEON, |
HAVE DONE SO. [ TAKE THIS OPPORTUNITY TO MAKE SOME PERSONAL
OBSERVATIONS.

As THE RESULT OF MANY ACTEONS BY CONGRESS AND THE
STATES, WE ARE ON THE THRESHOLD, AND AT LONG LAST, ARE ALREADY
ENGAGED IN A MAJOR REVOLUTION IN THE WAYS WE SERVE THE HANDI-
CAPPED AND, PARTICULARLY, THE SEVERELY HANDICAPPED IN THE UNITED
STATEs. THis COMMITTEE IS WELL AWARE-OF THE NEW MAJOR THRUSTS
IN THE SSI, EDUCATION FOR THE HANDECAPPED, AND SOCHIAL SERVICES
PROGRAMS, AS WELL AS THE CONTINUATION AND SOMETIMES EXPANSION
OF SUCH PROGRAMS AS CHILD WELFARE, (RIPPLED CHILDREN, VOCATIONAL
REHABILITATION, MATERMAL AND CHILD HEALTH, MEDICAID, INCLUDING
EPSDT, CommuniTy MENTAL HEALTH, DEVELOPMENTAL DISABILITIES
ETc, WE ARE INDEED ON OUR WAY TO CARRYING OUT THE COMMITMENT

OF A CIVILIZED NATION TO ITS MOST SUFFERING-
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HOWEVER, THE MATTER 1S COMPLICATED BY FACTS ALREADY
KNOWN TO YOU, AT STATE AND LOCAL LEVELS, AT POINTS WHERE
WE MEET AND SERVE THE HANDICAPPED AND THE SEVERELY HANDICAPPED,
THERE |'S NOTHING RATIONAL ABOUT THE MANNER | N WHICH WE ARE
ORGANIZED TO CARRY OUT THE SERVICE NEEDS, RESPONSIBILITY FOR
BITS AND PIECES ARE CLEAR, BUT ONE IS UNABLE TO DISCOVER ANY
REAL RESPONSIBILITY FOR TOTAL SERVICES RESPONSIBILITY IN ANY
ONE CASE. [F ONE LOOKS AT THE RELATIVE RATIONALITY OF A
GENERAL HOSPITAL OR AT A VARIETY OF PUBLIC UTILITES--TELEPHONE,
WATER, SEWER, ELECTRICITY- - AND COMPARES THEM WITH OUR GENERAL
HEALTH AND SOCIAL SERVICES ARRANGEMENTS, THE LATTER ARE UN-
KEMPT AT THE VERY LEAST.

ONCE OUR SOCIETY IS AGREED UPON THE NATURE OF A PRO-
BLEM I T WISHES TO SOLVE, 1 BELIEVE IT HAS THREE OBLIGATIONS:
TO DETERMINE WHO |'S AT RISK; TO DETERMINE WHAT ARE THE NEEDS
OF THOSE AT RISK; AND FINALLY TO PUT INTO PLACE WHATEVER AR-
RANGEMENTS ARE NECESSARY TO GUARANTEE THAT THE NEEDS ARE MET.

WE KNOW THAT THERE ARE APPROXIMATELY TWO MILLION
SEVERELY HANDICAPPED PERSONS, WHO COULD FIT WITHIN THE DEFIN-
ITION OF DEVELOPMENTAL DISABILITIES--NO MATTER HOW IT COMES
ouT. WE ARE ALSO QUITE CLEAR ABOUT THEIR NEEDS, BUT THE
ARRANGEMENTS FOR SERVICES IN NO WAY CAN BE DESCRIBED AS PRO-
VIDING GUARANTEES THAT NEEDS ARE MET.
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As oUR Task FORCE AND MANY OTHERS HAVE SO WELL
POINTED OUT, AN ENSTRUMENT AT THE GOVERNOR'S OFFICE LEVEL FOR
ALL OF THE HANDICAPPED OR FOR SOME OF THE HANDICAPPED, UNDER
PRESENT FEDERAL LEGESLATEON, CAN ONLY HAVE AN ADVISORY OR A
PRODDING FUNCTION, SUCH BODIES, EVEN WHEN WRITTEN INTO LAW,
AS IN THE DEVELOPMENTAL DSABILITIES LEGESLATION, HAVE NO
POWER BECAUSE OTHER MYRIAD FEDERAL LEGISLATION DO NOT GIVE
THEM POWER.

ONE ALSO HAS TO BE CONCERNED ABOUT HOW MANY COORDIN-
ATING BODIES AND FUNCTIONS ARE CREATED TO IMPROVE SERVICES.
THE DEVELOPMENTAL DISABRILITIES LEGISLATION DEALS WITH THE
SEVERELY HANDICAPPED. THE DEVELOPMENTAL Di1SABILITIES COUNCEL
INTERACTS WITH MANY SERVICE PROGRAMS I|N DEPARTMENTS OF STATE
GOVERNMENT WHICH DEAL WITH A WIDE RANGE OF THE HANDICAPPED-
SHOULD THERE ALSO BE STATE COUNCILS FOR THE HANDICAPPED IN
GENERAL? IF THESE HAD THE SAME FUNCTHEONS AT THE STATE LEVEL
THERE WOULD THEN BE AT LEAST TWO BODIES DEALING WITH OPERATING

LEVEL AGENCIES ON SIMILAR GROUNDS, AND |F ONE TALKS TO ADHERENTS

OF OTHER PROGRAMS WHICH CROSS OPERATING PROGRAM LINES, A VERI-
TABLE CACOPHONY OF COORDINATING MECHANISMS COULD EASILY BE THE
RESULT.

[T wouLD PERHAPS BE IDEAL I|F EACH PIECE OF FEDERAL
LEGISLATION PROVIDING MONEY TO STATES FOR THE HANDICAPPED AND



AND SEVERELY HANDICAPPED WOULD MANDATE PARTICIPATION IN
INTEGRATIVE PROGRAMMING AND SERVICES ARRANGEMENTS. AS IT
1S NOW, EACH CATEGORICAL PROGRAM |S RESPONSIBLE ONLY WITHIN
ITS LIMITS AND NO ONE PROGRAM IS SUFFICIENT ENOUGH TO MEET
ALL OF THE NEEDS OF THE HANDICAPPED AND SEVERELY HANDICAPPED
PERSONS, [T WOULD PERHAPS BE IDEAL IF, AT THE OPERATING
LEVEL, THERE WOULD BE SOMETHING AS RATIONAL AS THE GENERAL
HOSPITAL WHICH ACCEPTS CONDITIONS OF ALL DEGREES, FROM
INTENSIVE CARE TO AMBULATORY CARE, AND HAS ITS SPECIALTIES
OPERATING EFFECTIVELY AROUND A PERSONS NEEDS WITH A CASE
MANAGEMENT AND RESPONSIBILITY FACTOR WRITTEN IN.

OBviousLY, No ONE CoMMITTEE OF CONGRESS CAN DO THIS
BY ITSELF, THERE ARE CLEARLY SOME MAJOR GAPS IN FEDERAL
PROGRAMS FOR SERVECES TO THE SEVERELY HANDECAPPED. WHILE
SST, VocaTioNAL REHABILITATION, SoclAL SERVICES, MEDICAID,
PuBLTC AssiSTANCE, HousING PROGRAMS, ETC,ALL OFFER SOME SER-
VICE BENEFITS, THERE STILL IS NO PROVASIVE FEDERAL PROGRAM
WHICH PROVIDES FUNDS FOR SOME OF THE LONG TIME COMMUNITY
LIVING NEEDS OF THE SEVERELY HANDICAPPED, FOR INSTANCE. SOME
STATES HAVE DEVELOPED PROGRAMS OF THEIR OWN AND IN THE PROCESS
OF BEINSTITUTIONALIZATION HAVE INVESTED CONSIDERABLE SUMS IN
CoMmuNITY LIVING ARRANGEMENTS, RESPITE SERVECES, AND SIMILAR
SERVICES WHICH ARE DESIGNED TO KEEP THE SEVERELY HANDICAPPED
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LIVING AT THEIR HIGHEST POSSIBLE POTENTIAL IN THE LEAST RE-
STRICTIVE ENVIRONMENTS. IN SOME INSTANCES THE COUNTIES HAVE
BEEN INSTRUMENTAL IN PUSHING THE STATES TO ACCOMPLISH THESE
TASKS,

FINALLY, ON ADVOCACY. THOSE WITHOUT POWER NEED
SPOKESMEN.  ANYBODY OR FORCE WHICH TAKES ACTION IN BEHALF OF
A CAUSE IS PRACTICING ADVOCACY. IN MY VIEW, THE HIGHEST EX-
PRESSION OF ADVOCACY IS NOT ALONE IN THE FLAG RAISING OR
FLAG CARRYING. IT IS IN THE ULTIMATE TRANSLATION OF RESULT
-—THE GUARANTEE THAT THERE ARE SYSTEMS IN PLACE WHICH GUARANTEE
THAT NEEDS ARE MET.

THE DILEMMAS ARE COMPLEX AND CLEAR AT THE SAME TIME.
I KNow THAT YOUR COMMETTEE WILL CONTINUE TO GIVE ATTENTION
To THEM. | HOPE VERY MUcH THAT THE NATIONAL TAsk FORCE HAs
MADE A CONTRIBUTION TO YOUR THINKING AND | T WILL BE USEFUL IN

YOUR WORK.
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STATEMERT (- ELINOR GOLLAY, Fh. D

Dr. Gowray. My thanks aso for the opportunity to present our
thoughtsto ?/ou. I will briefly review the history and outcomes of the
study. 1 will not go into detail on the recommendations. 1 will leave
that to the task force members, but I am available for any further
questions %ou might have on the conduct of the project.

I was the project director, taff director, for the task force. The
project began at the end of September 1976 and was completed at
the end of October 1977. The first major activity was the sdection
of the membership of the task force and, as Norman indicated, we
solicited nominationsfrom over 200 organizations, reviewed exlstmg
listsand in general, | think, ended up with a final task force that was
broadly representative along many dimensions, geographic, specific
disability groups, professional competence.

The task force met normally three times, in February, May, and
September. It also met normally with a variety of related organiza-
tions, the National Advisory Council on Developmenta Disabilities,
the National Conferenceon DD, the Coalition Consumerson DD, and
with Federal representativesaof relevant agencies.

I n addition, there were many other meetings conducted through-
out the project. As Norman indicated, materials were sent out and
i t wasin general intended to bea very open process.

The purpose of the project, as we saw it, was to take the DD pro-
gram asitiscurrently operating and determinethe most appropriate
way of describing or defining its tar% et population; that is, who
should be included or excluded, given the current DD program. This
is primarily a auestion of V0|ICV a program auestion. and to some
extent a political question.

Second. looking bevond the current structure of the DD program,
what grouping of handicapped people makes the most sense in ‘terms
of common characteristics and common needs. This was more of a
technical question. Both purposes were important throughout the
conduct of the project.

The process, as Norm has briefly reviewed it, was that the staff
srovided the task force with a variety of background terms. The
first meetingwasintended toidentify issuesassociated with definition.

The second meeting generated alternative definitions which were
then circulated widely to obtain reactions. At the third meeting
recommendati onswere made.

The votes at that final meeting were taken on each element of the
definition to determine whether or not it was an important aspect
of developmenta disabilities; if it should be included, in what way
should it be included. Those aspects, including two categories o dis-
abilities mentioned, severely or substantially handicapped, age at
onset, serviceneedsand chronicity.

Although there was not universal agreement on any oneelement in
the definition, there was general agreement with the major compo-
nents and only one gJecuflc element resulted in a minority r%r)ort and
that was the |ssue hether or not specific categoriesof disability
shoud be explicitly mentioned in the definition. You will be hearing
about the two recommendationsshortly.
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In terms of findings and recommendations, | would say that the
introductory statement to House bill 11764 quite accurately reflects
most of the general concerns and findings of the task force with
respect to the general quality of the DD population and its need for
visibility. If you will pardon me, the DD population is by definition
that group of individuals who are most likely to have many needs and
|east likely to have them be met.

The task force found that the current definition no longer ade-
quately conveysthe concept of developmental disabilities. It is easily
misinterpreted, both too broadly and too narrowly. There is not
enough emphasis on the pervasivenessand substantiality o the dis-
ability, that clarification of the age at onset issue as a very important
manifestation isdifferent and important as contrasted with organiza-
tion during childhood or the developmental years. The task force in
genera agrees with the concept underlying the current definition.

The desire df the task force—I am Sﬂeaklng in general; obviously
there were some disagreementswithin the group—was not to broaden
it to the point of losingits focus or overburdening a relatively small
program, but the desire was adso to reduce the apparent arbitrary
nature of the current grouping by emphasizing common needs and
characteristics.

There was a general recognition that the definition question is
extremely complex and | would not in any way claim that the study
that was conducted examined thoroughly all the issues or repercus-
sons o a definition such as that. Many of the repercussions are not
easily anticipated. The data are poor in large measure because the
DD population cuts the handicapped population 1n a different way
from the way dataare gathered.

It is very hard to come up with accurate estimates, as | think you
could tell from the earlier discussion. In many ways a lot of the
decisions about specific criteria are as much questions of politics or
programmatic orientation as thev are a technical issue of who oueht
to be grouped together.

Very briefly, the task force did try to anticipate what might be
some of the major areas of impact of altering the definition. It
should be recognized it was at the final meeting that the actual shape
of the definition emerged, so it was hard to come up with all of the
implicationsprior tothat.

I'n terms of the impact, first on other Federal programs, there are
relatively few that exclusively mentioned DD but the intent wasthat
the DD population retain its visibility and its priority. There are
some State agencies that have changed their MRA agency to DD
and they would clearly haveto copewith any changes.

The intent was not to change dramatically the size and the nature
of the tgre?et population. The implications, in terms of the DD pro-
gram itself, of changing the definition have been the most contro-
versia and are extremely difficult to determine.

I would just say, if | could summarize the task force's feeling,
that the definition is intended to facilitate identifying and focusing
on a specific population and retain the visibility of this population
with its extraordinary needs and it not intended then, you know,

%
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through the recommendation to result in a merging of this popula
tion with the handicapped population at large. 1t was intended to
retain the differences.

Mr. Rocers. Thank you very much.

Dr. Cooper.

STATEMENT OF LOUIS 2. COOPER, M.D.

Dr. Coorer. Mr. Rogers, thank you very much for allowing me to
participate. 1 am certainly most aware of your long concern and
contribution and certainly Dr. Carter's as wdl. | am most grateful
to you for your support, which was most af)parent to me during my
tenure on the National Advisory Council on Developmental Dis-
abilities.

| was asked to comment on the definition from the point of view
o the majority. I will restrict myself as best | can to just that com-
ponent, although as | heard the previous discusmon about who 1s
included and who is excluded and the impact numbers, it was hard
to constrain mysdlf from gettinginvolved.

You should know that 1 speak out of 153/ears of experience of
listening to and living with my children and adolescents and their
families who are the unfortunate victims of a whole host of serious
and incapacitating conditions. My posture really is one of a human
sarvices professional concerned with dll children and all families, but,
becausedf the special experience with the developmentally disabled, |
have a particular commitment to seeing that this most needy popu-
lation isnot ignored.

| try to put that commitment in the perspective of the roughly
10,000 abandoned or nomadic children wandering around 42d Street
in New York City where | work and the millien plus ordinary chil-
dren in our public schoolsin New York City who are underserved.
But inspite of all that, there still has to be a group whose needs just
aredf another magnitudethan these very needy people. .

I have to put some basics on the table. From my perspective as a
deliverer of service and listener to families, the DD legislation has
helped people. It has helped people whose needs are redly hard to
comprehend, especialy hard to comprehend from the outside. The
DD legidation has proven that the Federal Government can play an
imoortant rolein the process.

I know that you are involved in trying to review the experience
o thelast decade to see how you can take it the next next steps be-
cause we will not solve these problems, but hopeful we can move to
some next steps.

The uses df the definition of developmental disabilities have been
well established the literature of the task force and | think it
would be wasteful to rehash material which is available in written
form to everyonein this room.

I was asked to talk from the position of the matority. What is
most remarkableto me is the degree o agreement of 50 committed,
hard-bitten, heterogeneous people who got down and argued and
hassed for atotal of about 9 days over what the definition of devel-
opmental disabilitiesshould be.
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When we got through, the definitions, both majority and minority,
werebasically the same. | think that the disagreement in the language
is really wiped out from an operational point of view. | am talking
from the persona perspective of a ?round level provider, working
with State and local agencies, and families. The differencesin the
language are trivial. Weare talking about the same people and, there-
fore, the numbersare no different.

The minority has been concerned about successful administration
of the program and felt they had to hang onto some labels in order
to make life easier for program administrators and legidators. |
think successful administration of the program is important but
convenienceand ease of administration to me is secondary to getting
serviceto people who need it. | feel as a program administrator that
I do not need tight and inadequate labels to know who it is 1 am
supposed to serve. The functional language as expressed in the.ma
jority report will provide any legislator and any program adminis-
trator with all he needsto know about, who 1s in and who 1s out.

There certainly is a value to continuity of labels. Nevertheless,
that continuity which hasreally brought us to where we are, through
the efforts of people concerned with the mentally retarded, the cere-
bral palsy, and o forth, can be preserved. | do not think it hasto be
preservedin thelan%uage of the definition.

What about the business of who gets in and who gets out? If a
service program looks at the definition with honesty, and no service
ﬁrogram has the resources to take care of everybody who comes for

elp, aservice program with integrity can utilize the definition to es-
tablish priorities so that those who are most in need are first to re-
ceivethe appropriate services.

Regardless of the language of the definition, any agency that
wishesto skim or cream, to take the easy-to-serve, can keep its num-
bersup. Infact categoriesmakesit easier because there are plenty of
people with epilepsy, cerebral palsy, or some degree of mental retard-
ation who do not need the bmad range of services that the substan-
tially handicapped, as defined by functional disability need.

It is most attractive to a program administrator, especially one
concerned with turnstiles and numbers, to de just that., Retaining
labelsin my judgment does not provide integrity where it does not
exist.

Another issue with regard to labels and definitions and who isin
and who is out and the numbers—-in fact the definition with all the
elementsincluded may very well decrease the number of people who
are the concern of this particular legislation. When individuals with
some degree of cerebral palsy, mental retardation or epilepsy no
longer need service, they can opt out.

The DD legidation, sinceits inception, has really been nothing but
abroad set of regularly underfunded goal statements. | t would bethe
wildest fantasy, that 1 know you do not indulge in, to think that
moneys that come from the Federal Government for this program
can meet the service needs of this tremendous population. In per-
spective, oneinstitution that we try to work with, the Willow Brook
State School, has an annual operating budget that is about the same
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as the national budget for the whole developmental disabilities
program.

Therefore, if developmental disabilities legislation, is to have
impact it has to hethe kind of planning and accessing and adv
pro%;ram which you, by your language, have attempted to create.
would hope that you continue to create it. It is just as easy to plan
and advocate for people with multiple sclerosis, osteogenes's imper-
fecta, and spina hifidaasit is for those with severe mental retarda-
tion, cerebral palsy autism, and epilepsy.

I am concerned about an enormous demand for additional moneys
caused by a definition which realy focuses on the substantially
handicapped. | think we have to have such a definition. | cannot, as
a provider, say to one family, "You may come into our program,"
and to another family, "You cannot," because of this redly trivial
differencein their diagnostic labels.

I think the sooner we get rid of these trivial excluding labels, the
better off weare. | nterms of being t00 inclusionary, | never saw any-
one stay in a group home who did not want to. We are not going to
have people striving for service which is inappropriate for them.
Thiswholething has been an experiment.

The age of onset issue is a complex one and we struggled with it
a great deal. No one would question that a 30-year old who as are-
sult of an automobile accident or a stroke while on birth control pills
or with increasingly severe multiple sclerosis may have enormous
serviceneeds.

Whether or not we decide legislatively to provide for their service
needs at the same time we are providing for service needs of people
whose imﬁairment begins during an entirely different period is a
question that |1 think you have to address. We as providers can live
with what you come out with if you give us the wherewithal.

I was thinking, as Elinor was talking, about grouping of people.
Have you ever tried to take eight people at a committee meeting in
New Y ork and move them across town to a restaurant? Y ou have to
get threetaxis, and seehow longit takes to decidewho pairs df with
whom in which taxis.

Certainly to decide to put a 30-year old stroke victim or a quadri-
plegic victim of a driving accident in the same service system with
someone who is three and who has never learned to talk is complex
and difficult. Our task force took the term developmental disability
as we understood it, and as we thought our professional colleagues
understood it, and as we thought we could teach it to others, and
gaveit hack to you in a way we thought would he inclusory.

I n summary, we have a long way to go before we will adequately
meet the human service needs of all of our citizens. 1 think in the
wrocess of focusing on thesewho are so substantially impaired, we are
learning some lessons that hopefully we can feed hack to you and to
other people who provide us with the wherewithal so that we can
improve our human servicesystemsall around.

Thank you very much.

Mr. Rocers. Thank you very much.

Representative Munts.
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STATEMENT OF HON, MARY LOU MUNTS

Ms Muxts. | tisapleasuretobehere, Mr. Chairman.

I speak from quite a different vantage point. I think I was one of
the few people on the task force who was a public policymaker who
was not a specialist in developmental disabilities. 1 have carried
major responsibility in legisation related to the area. Recently, |
chaired a committeeon alternate care that examined the whole pack-
age on deinstitutionlization in Wisconsin. | am not a full timer in
this. So | found mysdlf involved with a group o peoplethat | mar-
veled at.

Dr. Cooper is right. There was complete agreement on values but
some disagreement on how you get there and the operational side.

In our case—the minority —more came from the State level where
programs grow, and we asked ourselves questions about what would
betheresult of changes.

I wasnot just on the task force thinking as a legislator with inter-
estin thisarea. | consulted with our Governor, with our secretary of
health and socia services, with our development disabilities council
and with the various disabilities groups | was acquainted with in the
State to reach some judgment asto the direction in which to go.

| reflected back to them what 1 was hearing from our first two
meetings before | decided to join the friendly minority.

I would say that everyone agreed that there should be some fine
tuning of the definition to place greater emphasis on severity and
also to emphasize that the program is to be more inclusive in that
criteria of similar impairment can be used as a way of grouping
people who do not come under the four categories named. We came
to the minority view for reasons| will summarize briefly.

It is really unfair and unreasonable to raise expectations about
available services unless there is sufficient funding to implement the
legidation. This is true repeatedly with federally mandated pro-
grams. We are not thinking, however, of congressional dollars aone.

Asyou are aware, congressional dollarsin the developmental dis
abilities program come largely through other funding, title XIX
and title XX. Your fundingis a very small fraction. I n Wisconsin
I would esitmate it asfive-tenthsof a percent of the amount allocated
to developmental disabilities through general purpose revenues and
Federal funding.

To expand the existing definition without the guarantee of addi-
tional dollars, not only on the Federal level in terms of the kind of
accessing and advocacy that you want to build into a planning strue-
ture, 1 think would leave great room for more gapsthan we now have.

The existing definition has had real value simply because there are
categories and there is visibility. 1 think identifying the specific
categoriesaf disabilities as an umbrella has given a kind of visibility
to move toward mandated services where previously none existed.

The addition of autism led to greater awareness about what we
can do to help the individual with autism. This is not to say that
addi ng a very small category does not give such a category a boost.
I think what we are concerned about is adding very broad categories
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of which the severely disabled population is a very small fraction of
that group and yet peoplein a sensefed they arein.

You have a broad group then that think of themselves as under
developmental disabilities and it is very difficult to narrow the tar-
get population to a very small sub-group in need of services.

From my perspective, probably the most serious concern that |
continually struggled with was that a major change in the Federal
definition would have a very unfortunate impact both on our State's
legislative and service framework. We happen to be a State that saw
the Federal Developmental Disabilities Act as areal opportunity. We
passed the State Developmental Disabilities Act right after the Fed-
eral law. We built in everything. It isin our civil rights legislation;
itisin our civil commitment laws; it is in anyplace that we could
putit.

For example, we had a task force on the physically handicapped
that came through a wholeseriesaf billsand the Developmental Dis-
abilities Council became interested in those bills with the result that
developmental disabilities was added to all the physically handi-
cap?led legidlation.

Thereisalot of integration occurring at the State and local level.
as people do work together. 1 think it isa mistake to think that Con-
gress has to group everything because in a sense both at the State
and local levels, where It is appropriate, services do get integrated
and there are other forcesthat causethat to happen.

If you changethe definitionit would automatically ripple through-
out our system. We would have to review our statutes as we did on
equal rights. We would have to do a title search on developmental
disabilities. We aready have to some extent been changing the law
as you have been changing it. This would be a change that would
leave a great deal of uncertainty and confusion, particularly for the
local delivery system because we have mandated services through
statewide developmental disabilities boards in Wisconsin.

Thereiseither a separate DD board or a combined board that also
provides mental health services, alcoholism and drug dependency
services. At the local level, people know what they are supposed to
do with their fledging delivery system. There is, inadequate funding
because of the rapid deingtitutionalization in our State just as in
many other states.

We are attempting at the State legidative level to meet this gap.
I think any dramatic increasesin the target group of developmental
disabilities that is not well understood and defined would create a
disruption and confusion that would ill-serve a program that has
accomplished a great deal.

I submitted some additional testimony and do not want to digress
from the subject of the definition except to say in a related way, as
I looked at your legislation that | received on Friday, | was quite
distressed that in effect you are putting the Developmental Disabili-
ties Council back in theservicebusiness.

I think this would be a terrible mistake. Our State has moved out
of that. It isa planningarm and that isitsreal vaue. It cuts across
the lines between Health and Social Services and the Department of
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Public Instruction. It isinvolved in planning at the local level as
people review the plan and budget of each o our boards. The Devd-
opmental Disabilities Council has access to the planning process
before it comesout of the pipeline, before budgets are made up both
at the local and State level. That is where they have impact.

To giveyou an example, in our budget review bill, which we just
pa&eéJ on Friday —we have a biennia budget and our second year
Isafine tuning of the firs—we gaveonly 4 percent State funds with
a4 ﬁercent county match toall our human servicef undi ng.

The Developmental Disabilities Council demonstrated the need for
$25 million additional dollars. Actually, we increased that to $3
million. | want to compare that amount to the $670,000 you provided
our council.

I t isimportant to keep the council working on this multiplier ef-
fect rather than placing it in a position where its limited dollars
must go for Federal mandate. With direct services, you know, it is
easy to start saying at the State levd, "' The Feds are going to do it
for us But unfortunately you are not providing the kind of dollars
that makethisredidic."

We would rather see you put the dollars where they count and can
he used to increase our State dollars to meet the real problems, rather
than establishing a funding formula that makes us do thingsin frag-
mented ways. | t would be my hopethat you would in effect keep the
ship steady and improve the program rather than changeit in wags
that | think States which have gone a distance with your help would
heill-served.

[Ms Munt's prepared statement follows:]

)
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Good morning, Mg—. Chairman, and members of the House Subcommittee on Health
and the Environment. B an Wiscensin State Representative Mary Lou Munts and a
member of the National Task Farce an the Definition of the Developmental
Disabilities. Far many years 0 have been involved in our state legislature in
the drafting and passage of several major pieces of legislation affecting persons
with developmental disabilities.

1 certainly wish to thank the committee for inviting me to testify representi
the views of the members of the Minority Task Force. In my testimony I will be
presenting the arguments far our position that the disability categories included
in the definition oi developnental disabilities remain essentially vnchanged in

the extension of P L.%4-103,
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| also want to say that in my work on the Task Force | stayed in touch with
our Governor, the Secretary of Health and Social Services, and the Council on
Developmental Disabilities, who also supported the retention of the existing
categorical disabilities named in P.L.94-103 and HR 11746. They also liked
increasing the emphasis in the definition on severity of the disability and on
serving other persons whe meet the criteria of similar impairment requiring
services or treatment similar to those required by the disabilities named in the
law.

The minority position has been taken for the following reasons:

1. It is unfair and unreasonable to raise expectations about available
services unless sufficient funding implements the legislation. If
Congressional mandates are not supported by adequate dollars, a real
disservice i s worked to disability groups who will have to compete for
the limited monies available. To expand the existing definition without
a guarantee of additional dollars would spread the very limited federal
funds among many areas of need, leaving any one area of need inadequately

served.



The existing definition. as contained in P.L. 94-103 and HR 11746. has
resulted in significant benefits for our developmentally disabled popula-
tion. The identifying of specific categorical disabilities within an
umbrella developmental disabilities concept has provided visibility and
mandated services, where previously none existed.

Fop example, with the addition of "autism" to the definition, an
awareness evolved of the needs of autistic individuals that might nat
have occurred under a completely functional definition.

Finally, a major change in the federal definition would have an

unfortunate impact on the legislative and service framework of many

states. Developmental disabilities has become a term which is now rela-

tively well understood and has been incorporated in Wisconsin statutes,

ranging from civil rights to mental commitment. At the local level.
county

Wisconsin has mandatedAdeve1opmenta1 disabilities boards, which gperate

separately or in a combined board which also provides mental health,

alcoholism and drug abuse services.
A change in the federal definition would automatically ripple

throughout our system, requiring innumerable statutory changes



and disrupting a fledgling delivery system at the local level. The
inclusion of many new disability groups who think they should be served
under a functional definition would create conflict and confusion and
put strains on a system which is under-funded because of rapid
deinstitutionalization.

We would urge you not to change the definition except for the
fine tuning suggested by the Minority Task Force. A dramatic increase
in the target group of the developmental disability definition
unaccompanied by a corresponding increase in federal and state
funding would jeopardize the progress made i n our state and many

others in the last few years.
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Mr. Rogers. Thank you wry much.

Dr. Carter.

Mr. CarTer. Thank you, Mr. Chairman.

How many of you voted for the majority recommendation? Dr.
Gollay, you were one.

Mr. Lourte. She was the staff. | was chairman. They did not have
atie and | did not have to vote. | would have voted with the ma-
jority, however.

Mr. CARTER. Y ou would have voted with the majority?

Dr. Coorer. | waswith the magjority.

Mr. CarTER. Of course, thereis a great difference between the ma
jority definition and that which we have had over the years. The
majority definition is quite inclusive as | see it. Certainly, | think
that all these different physical disabilities need attention. | hope
they receiveit.

Did your task force consider the approach which Senator Randolph
has proposed—to establish a service program for the severely handi-
capped with no specificmentionof the DD population?

Mr. Lourze. We did not look at the services program in an evalua
tive sense. We did look at the service program for the DD popula
tion to see how they were being served seof theimplications of
definition, who would be in and who would be out. We were very
much aware of the fact that this population, no matter how defined,
has some service relationship to a great many programs, to the med-
icaid program, to the educational program, the maternal and child
health, crippled children, social security, SSI, socia services and
s0 on.

We were aware of the fact that none provides adequate, full cov-
erage serviceto his population.

Mr. Carter. That is what 1 wanted to learn. Are those people who
have developmental disabilities receiving the services which they
should?Y ou say they are not. | sthat correct?

Mr. Lowrre, Yes Therearelotsof gaPs.

Dr. Coorer. S. 2600 was not available to our task force, so, we did
not consider its provisions.

Dr. Gorray, One fina comment. The task force did explicitly feel
that an age of onset or an age of manifestation cutoff point was an
important aspect of the population and that to eliminate an age of
onset entirely and include all severely handicapped would open the
nopulation up to many other kinds of people with very different
kinds of needs.

Mr. Carter. | believe you both had an age limit of 22. |s that
correct?

What cost implications would the recommended definitions haw
in both the short-term and long-term?

Dr. Gorray. We did not work out specific cost implications. How-
ever, we do not estimate that under either recommended definition
there would be dramatic changes either in the nature of the needs
o the population or in the size of the population that would he of
concern for the program.

So, aside from the fact that the population needs more services
than it is getting now, the changes would not radically alter——
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Mr. CarTER. Excuse me You are including both the mentally
handicapped and the physically handicapped in your definition. It
seems to me that there would be a tremendously increased number
i nthiscasethat would require more planning.

Dr. Coorer. Dr. Carter, if you just use that first set of qualifiers,
mentally and physically impaired, you are absolutely right. | n order
to beincluded for purposes of the Act, which is what our focus was,
thereisawholeset o qualifiersthat go after that. So, that if you are
talking about, first, children and adolescents, it really would not in-
c&e@ the number who would be €eligible under the provisions of
theact.

Mr. Lourie. | would like to comment on the service need auestion.

Mr. CARTER. Ye€s.

Mr. Lourme. When you are out there running a school system or a
health or social services or care program and you say, "'l want to do
something. | want to give servicesto those who are severely disabled,”
the place where and the time when the disability arose isless impor-
tant than the needsof the people at the time they need the service.

Someone mentioned the fact that a 30-year old who had an acci-
dent obvioudly has to be served differently than a 3-year old, even
though they both may need the same kind of care. But when that
3-year old 1s 30, the physical care problem is going to be the same
as anewly-ailing 30 year old person and presumably even though we
advocate for tne early-on manifestation group, seving them in the
same living arrangement would probably be quite logical. |t would
be uneconomical and illogical aways to have two different sets o
living arrangements bhased on when the condition was first manifest.

Mr. CARTER. | do not believethat always follows. | have ssen some
developmentally disabled youngsters | thought would never care for
themsalves or never talk or never be able to distinguish letters or
words who have been taught todo so.

I think it isvery, very important that we follow these things up
more than we have in our committee. Oversight is a very important
part of legislation.

Mr. Lowrie. Isn't that one of the functions of thiskind of mecha-
nism? as Dr, Cooper and Marv Lou Munts pointed out. the devel-
opmental disabilities machinery that mas set up in State government,
hasas part of itsresponsibility as an advocate is to say to the educa
tion system, ""Now don't you dare give up on some of these learn-
ingk disabled children because if you give up they are not going to
makeit."

Mr. Carter. That is part of it. As an advocate you have to take
caredf that youngster. Thechairmanis alawyer and he would under-
stand that. | think that whatever inheritances those youngsters have
should be protected under this program.

How many children with dyslexia fit under the existing definition
of developmental disabilities?

Dr. Coorer. Dr. Carter, | do not think anyone knows but my guess
isthat thenumber isrelatively small, Sir.

Mr. Carter. | disagreewith that.

Thank you, Mr. Chairman.
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Dr. Coorer. | guessrelatively small depends on whether it isyour
child or somebody dsg's. Certainly, the figures for dyslexia in the
broadest sense, which involve a substantial minority of children in
certain school systems, would not be included because they do not
have the severity of handicap as described in terms of self-care
ability and expressivelanguage.

Mr. Carter. Dyslectic comprise 10 percent of our %I’ISOI’] popul &
tion. By not training these youngsters properly at the right time,
or by not teaching them to read, they become stubborn and they drop
out of schoal. The first thing you know they do things such as break
the law, and they end up being sentenced and sent to prison.

Dr. Coorer. Dr. Carter. | am not an authoritv on dysexia.

Mr. CARTER. | wish you were.

Dr. Coorer. Yes, | wish there were more authorities. But | suspect
that if the average person who you and | would call dyslectic re-
ceived appropriate educational services at the appropriate time, then
all of those other conseauencesthat you just described might be pre-
ventable.

Mr. Carter. | think they are but it is very difficult. Some very
prominent people have been dyslectic.

Dr. Coorer. Somedf my associatesare dyslectic.

Mr. CarTer. Qur last Vice President is supposed to be dyslectic.
Leonardo da Vinei was supposed to have been dydlectic as well as
other people.

Thank you, Mr. Chairman.

Mr. Rocers. | think it certainly has been helpful to the committee
to have your recommendations.

Mr. Chairman, you must have done a good job. You know, Abra-
ham Lincoln tried to decide a question onetime. He had it before his
Cabinet. He went around; the Secretary of State asked how they
voted. Each said “no, no, no, o' Then, Lincoln said "yes' and he
said, “The yeshasit

I do not guessyou handled them that way. Yon have the majority
and the minority, both reports.

Mr. Lourze. | t was a pleasureto chair a group of people with that
Bind of devotion.

Mr. Rocers. You have done a fine job. We are grateful to all of
you. Let me ask this: Aswe say, we are thinking mainly about the
program. What is the best way to get it to work, definitions and all ?
I guess what we are really concerned about is helping people who
need help toget it. Do you have any particular suggestion on the best
way to makethis program work?

Mr. Looree. | suppose that each one d us might have a different
view of this. My own view, and I have commented briefly at the end
of my written testimony, made some personal observations, my own
view, is that these persons we are describing who represent the most
se\/ereof the handicapped that we need to serve, kind of suffer in

%?amst a much larger other population who aso face the
ef|C|ts both the resources and the arrangements for service.

I do think that under any arrangement at the State level, this
group needs special attention. |f someone asked me if | would want
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to give this group specia attention as against all other groups, |
think 1 would havetosay "'no’™ | want to give specia attention to all
who suffer and need service but that within it or side-by-side with it
I want Sﬁecial attention for this group, like the intensive care we

ive in the general hospital. They are more expensive to care for;
they cannot talk for themselvesand so on.

I would like to also say to you that the service programs that serve
this group are the same service programs, and you know the history
of them, which serve the lesssevere who aso are handicapped. Hope-
fully whatever is done machinery-wisefor this severe group ought to
be consistent with what we do machinery-wise for the other groups.

Mr. Roeers. Thank you so much.

The committeeisgrateful to each of you and your information has
been most helpful to us. The committee will stand in recess until 2
odock thisafternoon.

[Whereupon at 12 noon, the committee recessed, to reconvene at
2 p.m., thesameday.]

AFTER RECESS

[ The committee reconvened at 2 p.m., Hon. Paul G. Rogers, chair-
man, presiding.]

Mr. Roaers. The subcommittee will come to order, please.

We are continuing our hearings on the Developmental Disabilities
Act Amendmentsof 1978.

The next witness will be Dr. Elizabeth Boggs, who is past chair-
person for the National Association for Retarded Citizens. We
welcome you, Dr. Boggs. We are glad to see you back before the
committee.

STATEMENT OF ELIZABETH M. EOGGS Ph. D., HAMPTON, N.7.

Dr. Boses. | tisreally a pleasureto be back. I am very appreciative
of your invitation to appear. | am appearing as an individual since,
as past chairperson of the National Advisory Council on Develop-
mental Disabilities, | have no status to speak for them now.

It istrue that | also have ongoing associations with NARC, the
National Association for Retarded Citizens. They will havetheir own
spokesmanlater. | am happy toconcur intheir testimony.

| am adso vice-chairperson of the New Jersey Council on Develop-
mental Disabilities and | was a member of the task force on the
definition that yon heard from this morning.

I am currently also having very interesting experiencesas a mem-
ber of the technical consultant pand to develop a minimum long-
term caredataset for the National Center for Health Statistics. Mogt
membersof the TCP are more familiar with problemsd aging than
with people who were disabled prior to age 40. | t has been very inter-
esting to discuss with them the concept of long-term care applied to
people who were disabled earlier in life. We hope the long-term care
statistics will begin to reflect needs of developmentally disabled per-
sonsalong with theelderly.

Mr. Rocers. Thank you. Your statement will be made part of the
recordin full [see p. 151].
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Dr. Boaas. Thank you very much. I will try to highlight it.

There is one other activity | have been engaged in that 1 would
like to allude to quickly because of its relevance. | was asked by the
Secretary of Health in Pennsylvaniato chair a special planning and
evaluation committee for the Elizabethtown Hospital for Children
and Y outh, which is a State-operated orthopedichospital for children.

| want to tell you two things.

First, the children are admitted to that hospital only because they
have orth edl%tp(){eé)lems Nevertheless, half of the children there
arement R}

Second, when our ad hoe committee examined the statistics on their
outpatient clinic, we found that the most common reason for termina-
tion of serviceswas that the patient reached age 21.

They reached age 21 and were no longer served because that pro-
gram is dominated by the Federal crippled children's criteria. It is
exactly that kind of abrupt interruption of service that is at the
core of the thrust of the DD Act to stay away from age limits and
to deal with the lifetime continuum acrossany arbitrary age limiting
boundaries.

I do want to congratulate you on the bill. 1 think the Act as a
whole isexcellent. Once again we owe many thanksto this committee.

Going back to 1963, the committee was responsiblefor the Kennedy
legislation relative to the construction of MR facilities; then again
in 1969 you, yourself, Mr. Chairman, introduced the successor legis-
lation that created the developmentally disabilities program.

I certainly appreciate the consstency with which you have ad-
dressed the problem and the depth with which it has been consid-
ered by the wmmittee.

I want to concur with the sentimentsof Mrs. Jane Belau, who was
in the audience this morning. She is the current chairperson o the
National Advisory Council on Developmental Disabilities. I n her
letter of transmittal to the Speaker o the House, dated December 31,
1977, shesaid:

Gon ress cregled an excdlent concept of a comprehadve man

of . coordination , ad o [Vice plrjo\/lsorplls tor[]Jger with devdopmental
dlsehlltles Ths , fird introduced in Public Law 91617, Was reinforced
thr Public Lav 94-108

I think it isour task and your task to assurethe further viability
o thisconcept to adapt it to changing timesby building on what has
cone before. The text of the bill you introduced gives evidence of a
thorough review during which much of the obsoletelanguage has been
stricken, somesuperflucus, somedeliberately substantive.

We must be sure that in seeking to remedy any wesknessesin the
act we do not inadvertently undercut the present act's sources of
strength.

Concurrently with the task of examining the actual text of the
bill, our activitiesheretoday and tomorrow and yours during markup
should serveto clarify intents and strengthen consensus about where
we are all going to go from here, not in lock step, hut freely within
the bounds and parameters appropriate to commonly agreed upon
overriding goals,
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Tomeitisimportant to respect the pluralism of methods by which
these goals may be legitimately pursued in different States and in
different settings.

I cannot emphasize too strongly we need concurrence on the goals
themselves and a clear articulation bv Congress as to what is ex-
pected of all of us

I am enthusiastic about what you are doing with UAF. | was on
the task force that examined the UAF as a result of a grant from
the assistant secretary for planning and evaluation. | have to say
that it was discouraging to hear Mr. Humphreys say they were just
starting to evalaute UAF because evaluation was begun 3 years ago.

| am enthusiastic about the Pand A system.

I would like to focus on several issues impacting on the formula
grants. Long-term disability is a persistent problem. It does not go
away. There are noea%/ answers.

In hisinaugural address, President Kennedy spoke of being called
upon “to bear the burden of a long twilight struggle, year in and
year out, 'rgjoicing in hope, patient in tribulation.’ ”* That is the lot
of the people who are developmentally disabled and those of us who
livefor them and who live with them.

The 1970 legislation which you introduced and which was even-
tually passed, reflected the complexity of this problem and laid the
basis for States to build infrastructures which would be required in
order to replace the single agency approach, which had in the past
segregated those with chronic disabilities from the open system with
multiple linkages to other societal enterprises,

In this context seven years is a short time. and three very short in-
deed. In fact, the changes wrought by the 1975 amendments have
barely borne visible fruit in thisinterval. Thisis not due to any foot
dragging, but to the nature of the problem and the nature of the
process.

We have 54 constituenciesworking out there on this problem. Like
the sailor, each can lose weigh by too much tacking in response to
erratic commands from a distant admiral. For thisreason | urge you
to review the current amendmentsas a chance to correct course with-
out changing the basic direction or the expected landfall.

I might point out in this connection that during the past 7 years,
we have had no less than three administrations and that during this
period, Mr. Lynch, the Director of the program, has had no less than
six bosses and Mr. Humphreys is the latest. Each one of them comes
to us and says, "'Give me time to examine the program.”

In the meanwhile, the program is proceeding on its own and |
might say with remarkable success, although clearly that successis
not equally evident in all partsaf the country.

To me, the proposed addition of a set of national priorities repre-
sentative of real needswith new funding and sufficient flexibility not
to stifle State level creativity can add momentum, but to many back
therein the State capitols and in the communities where the disabled
are served, these changes may be seen as a crosscurrent, destructive
of progressto date and of the positioning which has been achieved
for the next tack.

[1}
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Depending on their present posture, some States will he more dis-
advantaged than others by the mandate contained in section 133(b)
(4) o the bill, which has to do with percentages to be spent on the
new proposed priorities. It does not necessarily follow that the most
atypical Stateisdeviatingin the wrong direction. |t may be the one
that isahead of the crowd. Perhapswe should honor the ISP, namely,
theindividual State plan, as much as we honor the IHP, that is, the
individual habilitation plan.

Specifically, we should be surethat the new priorities serve to aug-
ment and not to divert resources from the present misson. | agree
with those who hold that the comprehensiveplanning activity should
be allowed to continue and that the capacity of the councilsto exert
leverage on other funding sources must be further enhanced.

I think this is particularly true with respect to the anticipated
amendments to the Rehabilitation Act. Even if title I1 does not sur-
vive, itisquite clear that there will be major changesin the mission
of State renabilitation agenciesand that they will increasingly move
todeal with peoplewho do not have a primarily vocational goa. DD
Councils must address these new resources.

Our population isclearly within that context. It is also clear that
although the State rehabilitation agencies can and should now bite
of some new mission, they cannot bite of the whole DD mission,
and they do not want it. | might add the VR State directors have
endorsed theextension of the DD Act.

One way to make clear the intent to maintain momentum to rein-
state the emphasis on State level planning in the statement of spe-
cific purposesin your act. | n my written statement, | have suggested
how that might bedone. I will not go into that here.

I want to address, second, the issue of comprehensivenessand how
that is defined. Like yourself, | have lived under several Presidents
and they all have come into office saying they want to be President of
all the people. Congress doesnot enact lawsthat tend to be all things
to al people. No President sends up a program, even a big package
like energy, that can beall thingsto all people.

So, programs have to have limits, and we have to have some ra-
tionale for setting those limits. | n the human services field, those
limits are usually expressed by specifying either the type of service
or the classes of the peopleto be benefited. Y our committee deals with
health legidlation. You have brought out a very useful initiative in
the National Health Planning and ResourcesAct and you have had a
broad target population. That is something for all the people but it
is restricted to the domain of health services, and properly so.

Similarly, however, we may have legidation which is defined
primarily by the target population and is not limited by the service
system. TheDD Act issuch an act. It isdefined by limiting the target
population and alowing the service systems to be inclusive. It isin
that sense a comprehensiveact.

Now, one thing that became clear to me at the White House con-
ference on handicapped individuals, to which I was a delegate from
my State, is that the disabled themselves are as diverse as society
itself and that there really are limits to ecumenism when practical
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problems are to be addressed. Because | believe the DD Act should
encompass the full range of needed services, | aso beieve that the
target population must be limited by criteria related to common
needs.

Both the magjority and the minority report of the task force on
definition met this criteria, but the definition of severely handicapped
in S 2600, in my opinion, does not. | think that it isimportant to
recognize that that definitionin S 2600, although it might look at
first blush to be similar to the DD definition, relaxes four to five of
the criteria which now limit the DD definitions, in addition it re-
moves the limit on age of onset, thus admitting to that population
many people with cardiac disorders, emphysema, chronical mental
illness, and all the disorders and deficienciesthat first appear usually
:n middleand late Life. All these would he added to the target popu-
ation.

In addition to doing that, the criteria of functional impairment
are very much relaxed in S. 2600 with the result that | would say,
just on substantiality alone, the S 2600 definition have double the
population compared to the Abt definitions.

Mr. Humphreys finally got around this morning to suggest that
maybe the DD population was a fifth of the population defined by
S. 2600. Yet there is only twice the authorization, not five times the
authorization. If one takes into account the differences in substan-
tialit?/, as well as age at onset the DD population is a tenth of the
population defined in S. 2600.

The Senate€'s proposed legislation made no apologiesfor not know-
ing how many people they were counting. I might add, (andt s I
address particularly to Dr. Carter with reﬁ)ect to your question this
morning, Sir, about the impact of including physical and mental
impairments without diagnostic categories) that, as Dr. Cooper sug-
gested, if one imposes the other restriction, called for in the A%t
study, particularly those relating to age at onset, we do have a cri-
teriato measurewhoisleft out.

If you assume that adults meet the test of substantiality, if they
areso disabled as to qualify for social security, then we do have data
on adults who were disabled in childhood and who have qualified for
socia security. We have data on the diagnoses that contribute to
most of that group [seep. 183].

More than half of the peoplein that population are mentally re-
tarded. Another 6 percent or so suffer from mental disorders other
than mental retardation. If you add up the disabilities that are cur-
rently named in the DD Act, you come to somewhere between 75
and 80 percent of adult disabled in childhood, using the socia se
curity test of disability.

I think that givesyou someidea about where we are coming from.

Now, | mi?ht add, however, that the notion that has been bandied
about that planning for two disabilities can be done as cheaply as
for oneisfallacious. Thelast time around, you, wisdly, in my opinion,
added autism to the list of developmental disabilities. |1 can tdl you
as a member of a State planning council | have spent more time
grappling with autism in thelast few monthsthan with all the other
disahilitiescombined.

€



149

So, the notion that it does not take any more to plan for a new

roup is not quite correct. That is not a reason for suggesting that
the group should not be redefined. My own preference is for the
so-caled functional approach but one that is limited by multiple
functional impairments, by substantiality and by the age of onset.

People who are disabled from age 3 are different at age 30 than
people who become disabled at age 30. Their life history has some-
thing todo withiit.

Now, | want to say a word or two about the issue of laying on
national priorities versus the question of State self-determination. |
think that you should know that those priority areas which you set
forth in H.R. 11764 were indeed identified last summer by the na-
tional organizations who represent consumers, providers, and State
agencies, and this is based on informal messages that the members of
CCDD were receiving from the fidd, from consumers back home.

This identification occurred before the 1978 State plans were sub-
mitted by the State councils. Interestingly enough, however, when
the gaps in services which were identified by the more formal plan-
ning processes used the State councils were tabulated, the same
four areas surged to thetop of thelist of types of service gaps most
frequently cited.

More than half of the States identified each of the four areas as
beingahigh priority in that sense.

There is reason to believe that this ranking of those areas reflects
in part thedifficulty of putting together a package from the so-caled

eneric funding stream, uwall)(lbecajsethere issome missing part of
the package. For example, it has been hard to get funding for the
startup costs for group homes. You may be able to get HUUD to
guarantee your mortgage money and you may be able to get SSI to
pay the operating costs, but you have to have startup cos. If that
is not there the other things do not come together. So, it is fairl
clear to me that there are missing pieces of money and that some D

ap filling money must gointothe services. And there must be enough
there so that that can happen. That is not to say that DD should
become a major component of the funding stream.

Moreover, it isimportant to bear in mind that there is considerable
diversity among the States which is disguised when we get only na-
tional averages. You will get a statement that on the average the
States expend 30 percent of DDfunds on planning.

| have appended to written statement a chart which you prob-
ably can see, and that showsthat one State egr)ends 100 percent on
planning; another one 95 percent, but several States expend only
5 percent or at most 10 percent. It is all over thelot.

I am not here to say that one is doing right and the other is do-
ing wrong. On the contrary, what you have to do is to look at that
scatter in the context of what elseisavailable in each State. To some
States planning money is easy to come by in State government. To
othersit is not there at all. 1 n some States you can get construction
funds from State government to pass on to private agencies. In
Massachusetts, that Is prohibited by law.
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So, thereis a need to recognize the [IJIuraIism, the honest pluralism,
the real diversity among the States. | bdieve that the laying on of
some national goals, which | support in principle and indeed m prac-
tice, has to be done in such a way that it meets current needs and
supports what is under way when what is under way looks good.

We cannot just mandate and pick up something that you have
asked the States to do and which is good and say, ""Stop and do
something d=" That would strongly contradict the whole notion of
long-range planning. States are now being asked to engage in a 3-
year planning cycle but they have never been able to see more than
2yearsahead.

I know that you are pressed for time, Mr. Chairman, and | will
therefore stop this presentation, submit a completestatement for the
record.

| thank you very much for sponsoring the legidation,,you and Mr.
Carter together, and for holding these extended hearings which |
think will help very much.

[T&ti mony resumesp. 184.1

Dr. Boggs’ prepared statement and attachments follow:]
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M. Chairnman,

I am nost appreciative of your invitation to appear today in
support of HR 11764, to extend and anend the Devel opnental D s-
abilities Act. This Act owss nany of its virtues to this Committee;
over the years since 1963, and especially since 1969, you have =x-
ercized a consistently constructive influence on the evol ution of
thi s multicompenent program a programwhich is in many respects
unigue andNg Federal activities in support of those m ssions which,
constitutionally, belong to the respective states. ¥our action in
formulating and i ntroducing HR 11764 carries forward this tradi-
tion.

| eoncur with the sentinments of Mrs. Jane Belau, chairman of
the wational Adivosry council on Devel opnental Disabilities, as ex-
pressed in her letter of transmttal to the Speaker of the House,
dat ed Decenber 13, 1977:

-Congress created an excel | ent concept of planning in

a conpr ehensi ve manner, of coordination, and of service pro-

Vi si ons t0 persons with devel opmental disabilities. This

concept, first introduced in Public Law 91-517, was rein-

forced and i nproved through Public Law 94-103."

our task. your task, is to assure the further viability of
this concept, to adapt it to changi ng times by buil di ng on what

has gone before. Your text gives evidence of a thorough review,
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during which much obsolete | anguage has bheen stricken, sone super-
fluous, sone deliberately substantive. VW& must he sure that in
seeking to renedy any weaknesses, we do not inadvertently undercut
the present act's sources of strength.

concuryently with the task of examining the actual text of
the bill, our activities here today and tonorrow, -- and yours gur-
ing mark-up -- should serve to clarify intents and strengthen con-
sensus about where we are all going to go fromhere, not in |ock
step, but freely within the hounds and parameters appropriate to
commonly agreed upon overriding goals. To ne it is inportant to
respect the pluralismof nethods by which these goals may he |egi-
timately pursued in different states and in different settings.

I ament husi asti c about the progress whi ch has been nade with-
in the past tw years, progress which is all the nore renarkabl e
when one considers that =o little fiscal growth has been all oned.
Your biil reflects a confidence we share in the new Protection and
Advocacy Systens; your hill reflects a thoughtful process which has
been applied to an overdue renodel i ng of the statutory base for the
university affiliated prograns; your bill places the special pro-
jects authority nore clearly in support of the other three prograns,
vhich are thensel ves nore clearly conpl enentary. | have chosen,
however, to devote ny tine today to several issues pertaining to
the state formula grant pregram, hecause the satisfactory resol u-

tion of these issuer is critical.
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Issue #i

continuity in Pursuit of Long Term Goals: The Need for

Constancy in Mission.

long term disability (and what is longer term than a disabil -
ity which begins with life itself) is a tedious problem. It won't
go away; there are no easy answers. Its victims, and we who work
on their behalf and share their lives, are called, in President
Kennedy's words, *to bear the burden of a long twilight struggle,
year in year out, ‘rejeicing in hope, patient in tribulation...'”
The 1970 legislation reflected the complexity of our problem and
laid the bhasis for states to build the intricate structures which
would be required in erder to replace the isolated single agency
systems which have segregated those with chronic disabilities in
the past, with open systems with multiple linkages to other societal
enterprises. This was not a trivial undertaking.

In this context seven years is a short time, and three very
short indeed. In fact, the changes wrought by the 1975 amendments
have barely borne wisible fruit in this interval. This is not due
to any foot dragging, but to the nature of the problem and the
nature of the process.. The states have now entered on a rolling
five year planning cycle, yet, in effect, they have never had more
than two years of visibility ahead. Like the sailor, we can lore
weigh by too much tacking in response to erratic commands from a

distant admiral. For this reason 1 urge you to view the current
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amendnments as a chance to correct course without changing basic
direction or the expected landfall.

To me, the addition of a set of national priorities represen—
tative of real needs, with new funding, and sufficient flexibility
not to stifle state level creativity f{oxr prevent unconstrained
needs assessments) can add nonentum but to many back there in the
state capitals, and in the communities where the disabled are served,
these changes may be seen as a cross curremt, destructive of pro-
gress to date, and of the positioning which has been achieved for
the next tack.

Dependi ng on their present pasture, sonme states will be nore
di sadvant aged than cthers by the mandates contained in section
133(b)(4) of the bill. It does not necessarily followthat the
nost atypical state is deviating in the wong direction. It may
he ahead of the crowd. Per haps we shoul d honor the Individual State
Pl an (IsP) as nuch as we honor the Individual Habilitation Plan (Iyp).

Specifically, we should he sure that the new priorities serve
to augnent, not to divert resources fromthe present nmission. |
agree with those who hold that the conprehensive planning activity
should be allowed to continue; the capacity of the councils to ex-
ert leverage on other funding sources nust he farther enhanced,
particularly vis-a-vis the anticipated amendments to the Rehabilita-
tion Act. If this is your intent, as | believe it is, there is
need for more explicit assurance to that effect in the bill. As

far as possibl e new mandates should be laid on in an orderly manner
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and primarily wi th new noney.
one way to make clear the intent, is to reinstate the enphasis
on state level planning in the statement of specific purposes in
section 100. The 1970 Act contai ned | anguage which was |eft out
in the 1975 anendnents, | believe inadvertently. The text is "...
to assist the several states in devel oping and inplenmenting a com-
prehensive and continuing plan for meeting the current and future
needs for services to persons with devel opnental disabilities.= |
recommend that this | anguage be restored as the | ead clause in
section 100{}{2) with the addition of the phrase "with priority
to those persons whose needs cannot be conprehensively covered, etc...®
I'n ny opinion this change woul d acconplish three things:
1 1t would flag congressional intent to maintain nomentum
2 1t would make clear that the overall goal is services for
the devel opnental |y disabled with state | evel conprehen-
sive planning as a vehicle.
3 1t would reaffirmthat the core group anong the devel opnen-
tally disabled in conposed of those whose needs transcend
any single traditional service systemor discipline, a
characteristic which was recognized in the DD Definition
Task Force by both the majority and the minerity.
Issue #2

conprehensiveness as a Virtue or Vice in Legislation.

| have lived under ten presidents; almost all of them at one
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time or another expressed an earnest intent to be -President for
all the people.” However, no agency, no committee of congress,

and no bill ever sent to the Hill by a President has ever attempted
to provide comprehensively foe all the people. Every program must
have its limits. In the human services field there limits are usu~
ally expressed by specifying types of service or by defining the

cl asses of people, usually a bit of both. |In order to set out a
domain of action which i s of manageable size, one adjusts these
limits, with funding in mind. 1If the scope of services is broad
(as it must be in the D.D. &Act), then the target population mst
be more narrowly defined, or vice versa.

If there is one thing that became clear to ne at the White House
Conference on Handicapped Individuals, it is that the disabled are
as diverse as society itself. and that there are |limits to ecumenism
when practical problems are to be addressed. Because | believe that
the D.D. Act should encompass all types of service, whether on a
first or second prierity basis, | also believe that the target popu-
lation must be limited by criteria relating to conmon needs. Both
the majority and minority reports of the Task Force meet this cri-
terion. The definition of "severely handicapped” in S 2600 does

not.

Issue #3

National Priorities vs. State Self Determintion.

The four priority areas which you set forth in H.r., 11764 were
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identified | ast summer by the national organizations representing
consumers, providers, and state agencies, based on the informal mes-
sages they were receiving from the field. This occcured before the
1978 state plans were submitted by the state councils.

Interestingly enough, when the gaps in services identified by
the more formal planning processes used by the state councils were
tabulated. these sane feur areas surfaced at the top of the list
of types of services gaps most frequently cited. More than half
the states identified each of tbe areas. There is reason to believe
that this high-ranking reflects in part the diffiealty of putting
together a package of funding from the so-called generic streams,
usually because of some specific missing piece, for example, the
start-up costs for a group home

Nevertheless, 10O say that more than half of the reporting
states already have geoals related to cemmunity living arrangements
or that on the average the states spend 3% of D.D. funds on plan-
ning is not to give an accurate picture of the dispersion, the ex-
tent of variability. In fact, with respect to the allocations be-
tween planning and services, there is wide scatter, as indicated
in the attached chart. As you can ss=, Alaska uses its federal
funds entirely for planning. while North Dakota, 2lse a minimum
allotment state, uses only 5%. Wo is to say that one is right

and t he other wrong?
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CATEGORICAL DISTRIEUTION BY PERCENT OF FORMILA GRANT FUNDS
) AS PROPOSED IN FY *78 COMPREHENSIVE STATE PLARS
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Issue #4

Pl anni ng versus Services.

Pl anni ng and services are not mutually exclusive: on the con-
trary, to paraphrase slightly: Planning W thout services is futile:
services without planning nay be fatal.

Inpl ementation of a plan, i.e. the pursuit of an objective,
involves a conbination of strategies for producing the end result -
e.g. a particular service for developrmental |y disabl ed persons.
one such strategy is the judicious use of B.p. formula funds to in-
,itiate or foster some direct service. Another is to persuade an
ot her agency to undertake at |east part of the task. OUsually a com
bi nation of strategies works best. To illustrate this point | am
attaching a segment from the 1978 New Jersey State Plan covering
one of our twelve plan year objectives, the one pertaining to com~
nunity |iving arrangements. You will note the synergistic use of
p.D. planning funds, service funds, council initiative (i.e. non-
funded. i nfl uenci ng") and particularly the expectation that'other-
funds will be nobilized in concert with our own.

Right now it is getting harder to pry loose those "other" funds
needed to inplement some of the states' highest priorities. There
are gaps between federal noney streanms from our point of view
| ast sunday, secretary Patricia Harris described the President's
recently announced urban policy as providing $8.1 billion to fill

the gaps in the existing collection of programs totaling over $30



From N.J

. State Plan ,-1978

i

TABIE 6-2

SOCTATED IMPLEMENTATION ACTIVITIES

Dept. of Public
Advocate and D.D.
Couneil

A1(b}. To review State and
flacal land wse and zoning
regulations as they relate to
igroup homes.

Al(e). To monitor and encourage
efforts to develop and imple-
ment appropriate bullding
mtandards for architecturally
barrier free construction.

raquired to resdlive the pro-
blet.

AL(b) ang Al(c): to encourage
and work with ADDPO in their -
efforts under the Davelopmen-
tal J?:I.sahilitial Rights .
Project to raview stata and
local regulations pertaining

. ¥ OTTVES & A
PRINCIPAL AGENCY i - DD PLANN-| D SERVICE | CORCIL |CTHER
OR AGENCIES F.Y.'78 PLAN-YEAR OBJECTIVE LEMENTATION PROJECT/ACTIVITY |ING FUNDS| FUNDS TNITRTIVE| FUNDS
. .|PLAN YEAR OBJECTIVES FOR GOAL :
A=-COMMUNTTY CENTERED LIVING:
A1(a) To facilitate the
development of appropriate
gtandards, procedures and -
agency responaibility for the
licensing of commanity v
residential facilities, and to
consider the need for compre- «
(hensive legislation to addrese
such issues.
Dept, of Huxan lh1{a): to continue to monitor
Services and Dept. of land encourage efforts by the
aalth Dapartments of Health, Human X X
Sexvices and othexs to resolve .
fthe problem, and be preparad .
' to take facllitating action in
that regard. - .
D, D. Couneil -to encourage the drafting of
legialation, ahould this be X

191
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billion. On a much smaller scale, the DD. Act is designed but
not funded to do the sane thing in our area of endeavor.

It has become fashionable in DD. circles in recent years to
say that the DD. Act in, or should be, ‘primarily” centered on
planning, and that we should "maintain” this "original” focus. as
the author of the 1969 legislation, you, Mr. Charman, are keenly
aware that the original focus of that Act was on services and facil-
ities, with planning as a means to the orderly development of sane.
The authorization levels spoke to expectations for substantial
funding for direct services. Wen these did not materialize. we
began to tailor our task to fit our resources. The result reminds
me of the aphorism of a witty British don, wo defined "propaganda*
as "that branch of the art of lying which consists in almost deceiv-
ing your friends without quite deceiving your enemies We and the
BDD have almost deceived each other into thinking that what we' ve
got is what we need: otherwise, the efforts of three years without
even a cost-of-living increase would be unbearable.

In short, in certain areas (i.e. certain types of services
in certain states) we have scraped the bottom of the present barrel
for "other" service funds. Service money must be forthcoming
either from within the D.D. Act or without. |If the Congress is
serious about expecting the states to make progress in the "priority
areas" specified in the new proposed bill, it should make such nan-

dates conditional on a corresponding increase in funding. It is
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not enough to hold states harmless with respect to the amounts pre-
viously spent for planning.

More than half of the states identified service gape in each
of the priority areas described in the bill. However, these are not
the only gaps, and they are not necessarily the ones the states
would all choose to fill with DD. dollars. States experience gaps
in different ways. One has a spend-dorm provision in Medicaid; an-
other does not. ONe is humping its Title ¥X ceiling; another has
alittle way to go. The eastern and midwestern states are strug-
gling tp_ E:I_ose down old institutions; Alaska and Puerto Rico have
none to depopulate. The mandate for priority areas should accomo-
date these legitimate differences.

The priority areas have been defined as "services." It would
he more in keeping with the spirit of the present Act, as well as
the manner in which state planning and implementation is currently
carried out, to recognize that the attainment of "community alter-
natives," minfant development services"™ and SO on, iS not measured
solely in pD.p. service dollars expended. The example introduced
earlier from the Newv Jersey State Plan indicates that D.D. planning
funds mey be comingled with "ot her funds" to contribute to the end
result. If it is decided to retain some mandatory percentage ex-
penditure from the total allotment on the designated priority areas,
I recommend that credit against the percentage include funds spent

in planning and "influencing' related to that objective. As
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indicated earlier, | would prefer that the nandates in these areas
apply only to funds in excess of the 1978 all otnents. In this
connection it will be inmportant to assure inclusicm in the appro-
priations bill for 1979 of the full Administrationrequest for

$46 mllion for the formela grant.
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The special ¢ase for IcMS or 2PC or | PC or Follow-along.

The p.p. programis designed to provide continuity, as needed,
over the life span for those whose chronic disability begins at
birth er early inlife, and to elide the arbitrary discontinuities
of age-linited programs such as the Title v crippled children's
program, the state mandatory education laws, age factors in SSI,
in Medicaid and the rest.

n.ike the rest of us, devel opnentally disabl ed persons nay
need different types of services at different ages but chronol og-
ical age is much | ess inportant than devel opnental status when
selecting conponents for a habilitation plan. For this reason,

I «m pleased thai you have avoided the pitfall of trying to be age
specific With respect to any service whi ch may be needed prescrip-
tively, including the proposed priority services.

of particular inportancein assuring |ife-span continuity is
the function described in your bill as "individual client manage-
nment services.' This elenent is not to be confused with protection
and advocacy focused on the clients rights, although it may be
necessary for a client programcoordinator to i nvoke the Protection
and Advocacy systemfromtine to tine. To describe what nany of
us have in mind for thir Icms initiative. | amappendi ng sone pages

froma report which was commissioned on thir topic in 1974 by the
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Nev Jersey Council (Attachment 5-a).

The definition of the fcM8 must be read carefully in conjunc-
tion with Section 100({b) {(2) {4} of H.R. 11764, which Section gives
"priority to those persons whore needs cannot be comprehensively
covered or otherwise met under the Education of A1l Handicapped
Children Act, the Rehabilitation Act of 1973 or other 'health, edu-
cation, or welfare programs." Each of the clients so described
is in the center of our target population, and each is the client
of more than one agency.

There are some persons who hope and expect that under the
P.L. 94-142, all things will flow to all handicapped children of
school age, and that the schools can be the primary coordinators
for all services, including their health and welfare. 1 respect-
fully .point out, that even the Task Force which carried out the

study on the The Futures of Children {Hobhs, 19751 on whose philo-

sophy much of PL. 94-142 was built, were not so sanguine. They
indeed recommended that, for the majority of handicapped children,
the public school could indeed be the lead agency. in charge of
program coordination, tying health and social services as append-
ages to the Individual Education Plan, but they also recommended
that a realistic view be taken of the special concerns for those
of -children in need of prolonged assistance- to whon the schools,
responsible as they now are for educating each and everyone. can-

not alone suffice. Most developmentally disabled children are by
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definition in need of such nultiple services, and should enjoy a

truly client-oriented rcMs or "liaison specialist." (Attachment 5-B)
Beginning in 1972 the Rand Corporation undertook an extensive

cross agency study of service for Handi capped Youth (age 0-21) for

the Ofice of the Assistant Secretary for Planning and Eval uation,

DHEW. One strong conclusion related to the need for what Rand #
called'Direction Qrters: Their initial investigation concen-
trated on deaf and hlind children as prototype handicaps, hut their Coap

conclusions are valid for all persons with severe persistent dis-
abilities whether children or adults (Attachment 5-c). Your atten-
tion is called particularly to the need to keep these direction
centers free standing and to prevent clients' being "captured- by one
component of the service system

In my opinion this provision will require a considerable re-
write of the present guidelines issued by the Bureau of Devel op-
nental Disabilities in order to enphasize the need for an individual
program coordi nator (responsible to the client) who is external

to apy one of the agencies whose services are being coordinated.

This concept nmay nmake sone service providers a hit uneasy at
the start because it is the service delivery counterpart of *dein-
situtionalization,™ | n case anyone counters that this in too
"idealistic. | point to the fact that in several states machinery
is already in place which can carry out this m ssion with little

or no nodification and additionally that many small nodel s abound,



as Rand has docunented. | have attached a newa item from Cali -
fornia which points up the fact that a trained parent can perform
this function, for a handi capped son or daughter, a function which
most parents perform for their nexrmal children w thout training
(Attachment 5-D).

Many people now realize that there nay be an inherent conflict
when an agency which manageg or coordinates prograns also tries to
be a case manager for individuals. Some research-based light is
shed on this issue by a study carried out at the University of
Wiscongin by A ken. Dewar, DiTomaso, Hage, and Zeitz (Coordinating
Human Services, Jossey-Bass, 1975}). They studied five demonstration
projects on coordinating community services for the mentally retarded.
me projects had all been funded under the Rehabilitation Act in
the mid-sixties. This study gives added backing to the theses,

1) that councils have an inportant systems advocacy and resocurce=
coordination function on the one hand, 2) that multiproblem | ong-
term clients need individual case coordinators on the other, and
3) neither should he subservient to any one compenent of the serv-

1ce provider hierarchy.

28-568 O = 78 - 12



Issue $#6

The concept of *"Target Group® vs. *Eligibility™

By their nature sone pieces cf federal legislation require in-
dividually identifiable beneficiaries. The supplemental security in-
come program is a case in point. One is either eligible or not eli-
gible. The D.D. Act is not such legislation. Much of the debate and
dissension surrounding the definition of developmental disabilities
seens to me to pivot on a misunderstanding on this point. The people
who meet whatever definition is used are members of a target group -
i.e. a group of people on Wom we wish to concentrate SONE resources
in a highly beneficial way, not necessarily in an exclusive way. 1In
fact, the nore we nove toward integration of developmentally disabled
persons into various social groupings which include non-developmentally
disabled people, the more we will inevitably permit sone of the bene-
fits of DD. funding to reach others. Indeed, there are times when
one should deliberately cast ones bread upon the waters.

consider_the following examples:

Transportation for the transportation dependent: A DD grant,

along with other funding, made possible a consolidated transporta—
tion system for the elderly and handicapped in a rural area. No one
asked for an exact count of developmentally disabled folks getting
on the bus.

Early intervention: The program i s for infants wto are *develop-

mentally delayed.” No labels, partly because no diagnoses can be meade

yet to surely differentiate the aphasic from t he mentally retarded child,
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yet both can benefit, as can the autistic child or the dyslexic.

Adoptions: Yes, children with Down's syndrone are adoptable,
but the best agency to do it is probably the one that specializes in
a variety of hard-to-place children.

Gas liquid chromatography: A number Of states have used D.D.
funds to neke this new equi pment awvailable for nonitoring anticonwal-
sant bl ood levels, in institutions as well as in the comminity. No
one asked whether all the sanples were fromseizure patients who were
severe enough to be considered devel opnentally disabled, or if they
were over 18 years when they had their first seizure. Havi ng such
equi pment clearly benefited the nenbers of the p.n. target group; that
it also benefited others should never be the cause for an audit exception.

| strongly urge the Committee to include report language t0 the
effect that inany activity in which DD dollars primarily support par-
ticipation by devel opnental |y disabl ed persons, arbitrary exclusion
of persons with other handi caps who need and can use the sane services

in that particular setting is not required and indeed is to be dis-

cour aged.
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Attachnent 5-a

Pricis: LONG-TERM FERSONAL PROGRAM COORDINATION

Surmary of a report by Leopold Lippman
for the Develapmental) Disabilities Council Of New Jersey

wnder a grant to the Mount Camel Guild of Newark

A personal program coordination service is the integrative mechanism
which mskes meaningful the continuum of sgrvices required to maximlze the
potential of each developmentally disabled persen, and his/her most effective
participation in the life of society.

As the Developmental Disabilities Council of New Jersey has said in
its draft Comprehensive Plan (1974a), case management Is a process of assess-
ment, planning, assignment, follow-up and reassignment, conducted iteratively
through the life of the disabled person." The objective is to provide conti-
nuity of services frem phase to phase in the |ife of the individual.

The sempements of a successful personal pregram coordination service
include:

—-Service outreach, tc find the client in need at the earliest
possible stage of his life.

lThe Accreditation Council For Facilities for the Mentally Retarded (1973) in
ire standards for Commmmity Agencies uses the tem "client program coordina-
tion™ and offers the fellowing definition: *Client program coordination s
the procesa by which responsibility for implementation of the client's indi~
vidual program plan iS established. The «¢lient program coordinating process
includes providing support, procuring direct services, coordinating services,
collecting and disseminating data and information, and menitoring the pro-
gress of the client.”
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--Aggessment, evaluation, diapnosis, development of z plan, and
counseling of the individual and family.

—-Referral to appropriate serviee resources, and follow-through
to insure the rendering of services.

—Follow along; 1.e., review, reappraisal and redirection as
necessary throughout the |ife span.

-«Record keeping. to facilitate the most effective provision of
services, but with safeguards te proteect the individual's right
to privacy.

--Coordination of the diverse services which the individual may
require. including health care, educatien, vocational training.
job placement and oversight, residential services. use of lelsure

time, financial and legal guidance. and protection from exploi-
tation.

--Standby availability, te help the individual cope with unantic{-
pared problems as they arise.

As the draft Comprehensive Pan notes, it iS essential that the
services to developmentally disabled persons be conceived of as a lifelong
flow, with each phase linked to the past and future according to the needs of
the individual.

For the developmentally disabled person, there are special needs for
long-term personal program coordination beyond those which exist for other
dependent children or adults. The disabled person must not only receive
services, but nust also receive them im an integrated, sequential manner
according to a professionally designed plan wkich is based upon and responsive
to his individual needs. . Essential to & successful system of personal program
coordination is the establishment of a fixed point of referral, a base to
which the disabled person and his family may go, fOr assistance and counsel-

ing whenever required:
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Attachment 5- B — Excerpts from:

THE FUTURES OF CHiLDREN:

CATEGORIES, LABELS, AND THEIR CONSEQUENCES

Report of the Project on Classification
of Exceptional Children

Vanderbitt University
Nashville. Tennessee
September 1974



The goal of ecol ogi cal planning and programming iS to
restore the systemto productive equilibrium This is done
by providing the critical anount of assistance for the child
and for the-inmportant people in his environnent, se that the
systemfunctions on its own in a way that keeps discordance
at an optimal |evel and maxim zes opportunities for growh
and gratification.

The ecological nodel belongs t0 NO One discipline. Its

use requires someone who can_ nove freely among and
communicate with diverse discipliner In the g%;fn:mance of _a
1Taeison_function--Tinking up all the individuals concerned
about the chilTd and coordinating the nlanpning and
programming On N5 Behalf (Williams and others, 1974). The
[Tarson function nay he perfornmed by someone from nedicine,
educat i on, ﬁsychol ogy, social work, Ps?/chi atrg, public
heal th, or other specialty. The critical factor is that he
nust speak the | anguage of a1l of these and nore. His Jjob
begins by defining the ecological systemof a particular
child who has been identified as in need of assistance.
Raving visited each of therelevant settings and observed
the exchanges between the child and the individuals whe are
inportant to him he nust work with all involved to identify
the strengths that can he reinforced and relied upon and to
pi npoi nt the sources of discordance. He'must obtain from
conpetent authority an evaluation of the child s physical
condi tion, eif)em ally noting difficulties that can be
corrected. so, he must be faniliar with the resources in
hi s community, so that he knows what forns of help are
avai |l abl e. Wth these sources of information, he nust be
able to facilitate group problemsolving. That is, he nust
be able to gather together all involved--thechild, the
parents, the teacher, the grandparents, an d any relevant
out si de resources such as a psychol ogi st, a pediatrician, or
= neurologist--andto |isten with understanding to each, to
gui de the planning of a nultifaceted strategy for restoring
the ecological system to balance. A the end of such a
cessi on, each person present should understand clearly how
he will contribute to the probl emsolving process.

Once the strategies decided upon have begun to be
i npl emented, the |iaison specialist must stay in touch wth
all partners in the effort. He nust Provi de conti nui ng
support and rmust continual ly assess the effectiveness of the
ongolng strategies. As coordinator of a diverse set of
activities, he is responsible for nmonitoring their success
or failure, for seeing that successful strategies are phased
out and that unsuccessful ones are nodified of replaced..™



It is possible and we think productive(for purposes

of long-range planning as well as for short-term

rogramming) to conceptualize handicapped ohildren as

?al ling into two functionallv significant categoriesin
terms of service requirements,

There is a group of children so severely handicapped .
that they W | require 1lifelong programs Ol speclallzed

care, therapy, training, and employment opportunities, This
group would include the geverely retarded the deaf-blind,
the severely crippled, or the roIogIEain impaired child.
services u prediction 18 harder here than for the
disorders listed above, The central consideration is the
high predictability that these children  wiIl™ need
sgggialized services throughout their lives. Federal,
state, and 1local legislation, insurance plans, health
programs,  educationai prograns, enpl oynent _ prograns.
training prograns for professional workers, registers and
tracki ng s¥st ens should recognize and provide for these
chil dren. he children nay be the responsibility of various
agenci es(including the public schools), hut they all have

redictable. lifelong service needs. W propose fhat they
e called Children in Need of Prol onged Assi stance.

There is a second and nmuch larger group of children
who have handi caps(ranging frommnild to severe) and who may
be expected to benefit from specialized services to the

point where they can manage reasonably well in nermal
settings wth occasional assistance or even with no speci al
help at all. This zroup would include the mldy and

noderately retarded, - perhaps nost disturbed children, the
visually Inpaired and the hard of hearing, the children with
specific learning disabilities, and the children wth
manageabl e orthopedic and neurol ogi cal handicaps. W
propose that they be called Children 'in Need 8% gpagigl
Assi st ance. The aﬂency nost T nvol ved with thém will be the
public school s, with specialized assistance being provided
by health and nental health services.

5.1.1 RECOMMENDATION. |In srder tO reduce fragmentation
.of st rvices to give vaximum di :etilom im programming
to srate 3 i agencies, and 1O minimize the e __c__
of labeling on individual children, We = recommend
repl acenent of classical categories of exceptionality »
two major categories in accordance not with types o(
disability but wwth kinds and durations- of services
needed: Children in Need of _Special Assistance and

Childrenin Need of Prol onged Assistance.

3There are simlarities here to the ([;roup_ of children
enbraced by the concept developnentally disabled (see
Chapt er Three). But the term developmental di Sabilhhty &8
too restricted. too elosely "Tied to nental retardation
services to suffice for the purposes proposed here.




Attachment 5-C

From: Improving Services to Handicapped children- ary and Rec fations

Pand Co: .ﬁfinn— R-1420/1 HEW May 1974, by Carry D. Brewer and James S. Kakalik.ppl7-12

Dl-ceordinated, fragmented, and highly spécialized programs tax & parent’s in-
genuity and perseverance as he searches through the official |abyrinth to secure
services for his child—an of t en repeated search, asit proves, because the child's
needs change ever time. Fully two-thirds of the parénts surveyed had problems
obtaining service, did not know where to turn for appropriate service, or worse, did
not even KNow what questions to ask. The current service system is decidedly spe-
cialty-centered; it urgently needs to become child-centered. Agencies and profession-
als provide only one or a select few specialized services; and even assuming that each
agency and professional performs well, each single service still meets only a fraction
of the child's total requir ts. Current specialized service professionals should
not beblamed for the lack of coordination and direction, for they generally have not
been given the specific responsibility and resources to provide the direction service.
We aeed an institution to loak at the child as a total human being.

Direction is an information-based service designed for the periodic and systemat-
ie mtching of a child's needs with the proper mix of services to satisfy those nezds
as thechild ages or improves in response t0 services and as the system's capatity
to serve changes. At least, that i the ideal. Direction iscritically important but is

a primitive stage of development in the United Stater (see Chapter 3 of Rand
Report R-1420-HEW). It is not the main crder of business for any of the federal or
state agencies serving the handicapped. Even in public welfare agencies, where some
direction is given, direction is not a central concern but eccurs tangentially as
social caseworker might be required or inclined to assess 2 client's needs, search out
the appropriate services, and then monitor ﬁle results. However, welfare is restrict-
od t0 the poor; besides, Mogt social workers harebeavy easeloads, are not rewarded
for “direction,” and rarely have enough information to direct their young clients,
even if {hey wanied to- The Maternal and Child Health Service alsa sponsars pro
grams that do limited, nencomprehensive referral. Vocational Rehabilitation pro-
grams can provide a comprehensive range of services, but these do not reach yeung
children and must be narrowly aimed at the achievement of a vocational objective.
Schootteachers and nurses soraetimes help the parent find needed services; pediatri-
cians semetimes help; and in some states, a “Commission for the Blind" agency

limited directionservice to a segment af the handicapped pepulation.

 In short, direction in this ceuntry is almost nonexistent, and whereit doesexist
it is sporadic and uneven. And roilow-upand redirection, implicit in the notion of
“pericdi¢ and systematic matching,” is even less developed. No onereally does it,
except for a few isolated and dedicated professionals who must make extraordinary
and usually codly efforts to understand the overall system well encugh to advise in

outside their specialized competence. Comprehensive information about need-
ed and available services is not generally available, and until it is, direction will
remain an unnecessarily Yimited activity Thus, the responsibility for matching the

of the child with available services is acomplex and demanding task left
almaost entirely to the parent., who are generally "i%norant" or poorly informed
consumers, There are no generally available and reliable sources of local informa-
{ion to assist them. Without infermation and a systematic way of matching the child
with the set of services he needs, the system often, doe  not work very well As
families proceed from agency to agency, they are liable to b "captured” by one
whose services appear adequate or at least better than no service at all. There is ne
way to find out how much misdirection is represented by capture, hut its existence
is ungquestionable. |t is alsO indisputable that a parent’s random and undirected
efforts MY result in a less than optimal or comprehensive detivery of required
services, The deficiency can be dealt with, and the cost of doing s0 is not prohibitive.
Tn Chapter 3of R-1420-HEW we discuss a variety of potential solutions, and conclude
that one very promising solution is Lo create Regional Direction Centers for sensori-
ally handicapped children




Effectively designed Regional Direction Genters would attempt to:

» Developaone-stop, general information service to match thechild's total needs
with available services;

s Demand a multidisciplinary effort to balance and integrate the ¢ specialized
services needed by the child;

» Emphasize a dynamic, not static, orientation to account for changes in the
child's needs over time;

» Maintain comprehensive service information on each handicapped youth;

= Foster client participation;

» Foster the humane personal dimension to create a comprehensive service pro-
gram specific to each youth's particular needs; ‘

« Serve allhearing and vision handicapped youth in the local region by stimulat-
ing an active outreach/fidentification and foll  up program;

o Concentrate on the practicality and feasibility of services and programs by
stressing program service evaluation;

« Serveas a local spokesman for hearing and vision handicapped persons general-
ly, and for individual clients particularly;

» Operateindependently of the existing service control and incentive systems; and

= Coordinate programsto satisfy existing federal requirements for serviceintegra-
tion,

To the extent that the above design characteristics are b e
should expect problems of the following variety: for example, capture of the Regional
Direction Center by the existing b 3y, overemphasis On ¢ services, or

poor quality direction.

Direction Center personnel could provide outreach, diagnostic, planning, refer-
ral, and follow-up services themselves or through consultantsas a needed supple
ment to traditional service providers—e.g., the providers of medical, special educa-
tion, vocational rehabilitation, and welfare services. This mode of operation would
not circumvent or duplicate the present service system, but make it more effective.

Many partial approximations to these design characteristics already exist. We
haveidentified fourteen promising partial modelsin the United Statesand eight in
Europe. The European direction services we examined are much more developed
than those in the United States; but because of severe contextual differences, none
of them can be adopted bodily in this country. Besides, we are aware of no model.
either foreign or domestic, that is complete enough for such wholesale adoption.
Several of the models embody highly promising features, hawever—in particular,
certain aspectsofthe cenceptual approachembodied in the proposed New York State
"Child Advocacy System,” the technical innouvation represented in Maryland's
"' DataSystem for theHandicapped,” and several inséitutional aspectsof California's
Regional Direction Centersfor theMentally Retarded. Judiciousselection and com-
bination of the better features of these and other examples would, in our opinion,
do much to improve all services to handicapped children.
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Attachment 5-D

ARISE for January, 1978-33

“In California, a parent can be
his own child's 'case manager’

California is the only state With a Jaw that permitsa
parent 10 become “program coordinator."* of case
manager, fOr his OWN developmentally disabled Chirlld.

2 parent May take ON this role, however, he
mEsetr?‘arrest \ﬁ-ndergo l%ning which includes a 10-w
course offered through the community-college system
and a year's zpprenticeship with s practicing senior
counselor, WhO s his tutor.

The Regional Center of Orange County is the first
county tO offer rush training. Each training wave r=-
quires at least 20 parent-participants and, according to
Nancy Bradley, the center's manager of client ser-
vices, there is no shortage of applicants. The center
originally planned to start one class in each quarter,
But the demand may require that the classes be formed
marc often.

The first group of parent-managers has completed
its community-college training and members are now
working under their counselor-tutors. Among the
things they arelearning are reporting requirements
for state and Federally aided programs.

After their graduation, parent-managers will be

authorized to convene meetings of professionals and
other DD-facility staff to discuss and make recommen-
dations regarding their children's programs. Their
authority will ¢ a5 wide as that granted case mana-
gers who are regular staff members,

A good share of the managers-in-trafning are parents
of residents of state hospitals for the mentally re-
tarded, How zre hospital efficials reacting to the
new approach? *‘Well, we have a |0t more publi¢
relations to do with the hospitals,” raid Mrs. Brown.
There have betn some hairy situations. But Mrs,
Brown isconfident the new idea will work welt once
all thase concerned have become sensitized (o it.

The Regional Center of Orange County ha. some
3,900 "active” clients gn its rolls who are develop-
mentally disabled. *“Active™ means that the person
requires same form of intervention—help-at least once
every quarter. It provides diagnoses and evahations
but no other direct services, Instead it links clients
with existing services and monitors the results. The
center is growing at a rate of about 120 new referrals
every month
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TABLE B1.-DIAGNOSTIC GROUF AND PRIMARY DIAGHNOSES BY SEX
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DIAGNOSTIC CROLP IHIER= NumeE
WATIGHAL omm-=mom
PRINARY OTAGNOSIS CeoE TOTAL FEHALE TOTAL
TETAL essan — ZeebaT 12,398 rDg.0
INFECTEWE ANT PARASITIC.scomoen DDO-136 371 80 im 1.5
LATE EFFECIS OF ACUTE POLIOKVELITTS. cua a8 R 138 12
OTHEM s s svassvmstosstsnssbtussbiass, -_— 73 k1 g » d
NEOPLASHS. cecaracmnnntoncananananacncs IND-23Y " T 7 [ I ]
ENDDCRINE » NUTRITTONAL » AMD WETABOL IC. 200-27% 1ep 53 .
BLOOD AND BLIDC-FORMING SRGANS 250-28% 1] I -3
HEREDITARY HEMDLYTIC AMEKTASsussssss LH 51 21 2
OTHER s smanmnsrasesvassnnsnnsnnnnnsin, —— 7 13y -1
MENTAL OFSORDERSecaaa s 280-11% 134290 8,529 L ™.s
293 5% a1 1
208 1ea67 L L
- 08 b1 3
PERSOKALITY DISORDERSa.- 303 5% i
. MEHTAL DISOROERSi-vsusssssess 329 208 7
_ BORDERLINE MEWTAL RETRADATION. g 154 183
NILD MENTAL RETARDATION,waw 311 617 T
=MQUERATE MEWTAL RETARDATION... 32 1.023 1ea53
= SFYERE HENTAL RETAROATION 3 | 536
= PROFOUND MEHTAL RETARDATIO e 0% 208
“~ YNSPECIFIED MENTAL RETARDATION 315 Lt LITH ]
OTHEReeentonsonsanrnnnsnsnssse - 5 EH
NEQYOMS STSTEM AND SEWSE ORGANSsasssss 320-323 2a25T 1685 Te60F
LATE EFFECTS OF INTRACRANTAL ABSCESS DX
PYQEERIC INFECTION.. P T ey s (1] % k13
T HEREOITART WEURGAUSCLLAR DISO4DERS. . R ] 17 130 .
T LERERRAL SPASTIC IMFAMFILE PIRSLYS: J83 1r323 83 €20
OTHER CEREBRAL PANALYSIS e ™ L] 27
= EPILEPSTacenmcmamsamscsusa 398 sa3 TAE 297
QTHER DISEASET aF BRATH. sat n 35 34
DINER DISEASES OF RETINA AN DAYTE
NERVE.sasnasnrs 377 158 2 (1] "
HLINDNESS. o 372 208 124 s )
DEAF HUTISH. 354 13 3} b2 5
GTHER DEAFHESS. 389 22% 12 188 N
OTHERusseann -— z8% e FL} P20
CIRCULATORY STYSTEMavnssnrnnccsensvesns 330-450 1t 50 (14 -
HUSCULOSKELETAL SYSTEManrae Tic-730 238 LI} 158 1.0
AHEUNATOLD ARTHRITIS. 112 108 2% [ -
ATHERamuerranencnas --r 126 [+ Te 5
COKGENTTAL ANOHALIES... Tap-758 ss0 HI3 10z 2.8
SPINA BIFIDReucnen LTS (1] 7 LE +3
oM. CONRENITAL .nonn.:u:s or
REAYOUS SYSTEMacnmnpanne- T3 3 I 3% %
CONSEXITAL ANDHILIES OF EYE Ted L) 53 435 -»
CONGENLTAL ANOHALIES OF HESRT. 746 7 as 5T [ ]
OTHER CONEENITAL INDHALIES DF
uvs!u.nsxﬁ.nn. SYSTEMassssanss N 156 %0 18 1Y
eTHE e —ve _— 1.2 (3 b T )
ervmrereensernner sco-37% Eat) 151 " 1.0
OTHEMa s senresrnmnmmmensnmnasosecraanse -—- 128 " L} -5

rLRCENY

HILE

I,
1.2
3

FEnpLE




183

From social Security Disability applicant statisties /1970 ,DHEW Ne. {8sa)

CHI LDHOCD DISABILITY ALLOWANCES,»+1970 . 75-11911
TABLE =—LEADING PRIMARY DIAGNOSESBY SEX

INTER- CuNY-
PRIMARY DIAENOSTS NATYONAL  WUMBER PER~  LATIVE

CODE CENT PER-

- "ens

TOTAL

UNSPECIFIED MENTAL RETARDATION... 318 Ile803 §8.1 8.1
312 | 24006 8.5 $6.6

298 1e&E7 6.0 6246

MILD MENTAL RETAADATION: sassussssnmsane 311 Led1l 5.7 683
CEREBRAL SPASTIC INFANTILE PARALYSISa..e 383 1313 5.3 3.6
SEVERE MENTAL RETARDATION... . 313 1076 LI ) 78.0
EPILEPSYws4ssssnssssssssonnnse LS 543 2.2 £80.2
PROFCUND MEHTAL RETARDATION.ssnaa 314 509 1.7 81.9
KENTAL DISORDERS.cenns cnsnnssssanen . 30 395 1.5 a3.%
BORDERLINE MENTAL RETARDATION<eseemossan 310 319 1.3 84,8

MILE

UNSPECIFIED MENTAL RETARDATION.ccasswne 315 507393 47.7 47.7
MODERATE MENTAL RETARDATION.wa. 312 1023 B8 561
SCHIZOPHRENIAuavssrenee 295 788 6.5 62.6
CEREERAL SPASTIC INFANTILE PARALYSI 83 693 5.7 68.3
KILD HENTAL RETARGATION,wavascessssancs 1 637 5.2 73.5
SEVERE MENTAL RETARDATIONwssssrsncnsvan 313 540 LX) TT9
EPILEPSYeacansansanssrvesvannsdnan - 345 246 2.0 79.9
MENTAL DISORDERSassssansssssawnrsn 309 208 1.7 81.6
PROFOUND MENTAL RETARDATION«a.. 314 205 1.7 23.3

BORDERLINE MENTAL RETARDATIONasscsssasss 310 154 1.3 816

) FEMALE

UNSPECIFIED HENTAL RETARDATION.ccasrsas 315 6eD10 8.5 88.5
MODERATE MENTAL RETARDATION.. 312z 1+053 8.5 57.0
MILD MENTAL RETARDAIION 311 778 Bz £3.2
SCHIZOPHRENIAcoouansvanse desscsanee 295 681 5.5 68.7
CEREBRAL SPASTIC INFANTILE PARALYSISeew 333 620 5.0 3.7
SEVERE HENTAL RETARDATIONesuoessnensoonn 313 536 2.3 78.0
EPILEPSYassstsstnancanvoancanes res 345 297 Za8 B0. 0
PROFOUND MENTRAL RETARDATION. . 314 204 1.6 82.0
MENTAL DISORDERSecvvssonassen an - 309 187 1.5 83.5
BORDERLINE MENTAL RETARDATIONswenmewsas 310 165 1.3 B88.8

* Refers to persons between 18 and 65 who have been di sabled si ne
childhood and who are found eligible because of such disability
after retjyement, death, or disability of supporting parent.

A
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Mr. Roeers. Thank you, Dr. Boggs. We appreciate the help you
have always given to this committee. We will be in touch with you
as weproceed toget additional advicefrom you.

Now, we do have a large number of witnessesthis afternoon. We
hope we can hear them all. It would be helpfut if you could file your
statement and simply give us points that have not been covered or
highlight those points in your statement in as brief a period of time
asiSpossible.

Thenext withesswill bea coalition of advocacy groups, Mr. Marion
P. Smith who is chairman of the Governmental Affairs Committee,
the National Association for Retarded Citizens; Dr. Elsie Helsel who
is chairperson of Governmental Activities Committee of the United
Cerebral Palsy Associations, Inc.; Ms. Mary Akerley, past president
of the National Association for Autistic Children; and Mr. Leo Flan-
nery whoisa volunteer for the Epilepsy Foundation of Americaand
isavolunteer from Florida and from West Palm Beach.

| am particularly pleased to have many present from my own
area. We welcome all of you to the committee. Y our statements will
be made part of therecord in full. You may proceed. Thank you for
being here.

STATEMENTSOF MARION P. SMITE, CHATIRMAN, QOVERNMENTAL
AFFAIRS COMMITTEE, NATIONAL ASSOCIATION FOR RETARDED
CITIZENS HSE D. HELSEL, Ph. D., CHAIRPERSON, GOVERK-
MENTAL ACTIVITIES COMMITTEE, UNITED CEREBRAL PALSY
ASOCIATIONS INC.; MARY 8 AKERLEY, PAST PRESDENT,
NATIONAL ASSOCIATION FOR AUTISTIC CHILDREN; LEO
FLANNERY, ON BEHALF OF EPILEPSY FOUNDATION OF
AMERICA

Mr. SviTH. Thank you, Mr. Chairman.

My nameisMarion Smith. | am from Clearwater, Florida.

Mr. Rocers. Another good Floridian. We welcome you here.

Mr. SviTH. | would like to say to the committee—to be economi-
cal of timel will summarizethe key pointsinmy prepared testimony.
I would like to point out to the committee that my wife and | are

arents of a severely retarded child whoisresiding in an institution
or lack of adequatefacilitiesin our community.

| speak to you today representing the National Association for
Retarded Citizens. | have had the honor o serving that organization
asitsnational president and for the past 4 years | have served on the
State of Florida Developmenta Disabilities Council and just re-
cently completed aterm on thenational council.

I believeyou are familiar with NARC. We have 1,900 active units
who speak quite loudly to express the needs of those whom we at-
tempt to represent. Our 300.000 members attempt to represent the
country’s 6 million retarded citizens.

We have been vitally involved with the Developmental Disabilities
Act sinceitsinceptionin 1970. Wewant to thank you, Mr. Chairman,
and the other members of the committee for vour supwport and con-
tinued interest.
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Let me summarize four key points from my prepared testimony.
These will deal with the definition of developmental disabilities, the
State plans themsalves, the role o the State councils, and the pro-
tection and advocacy system.

We, of course, view the DD act as a crucial program for the de-
livery of services to a portion of our population which is at greatest
risk. My first point dealswith an issue that yon are facing today, the
definition of developmental disabilities. As was pointed out, even the
task forcecould not fully agree.

Mr. Chairman, the NARC board o directors hasformally endorsed
the minority version of ABT task force recommendations for three
basic reasons.

First, we fedl it retains the foundation of the act and gives con-
tinuity and raluable direction to service providers and with reference
to the original four conditions, the public and consumers in general
hare a better understanding of who should qualify for DD services.

Our second reason for favoring the minority report, and | read
from my prepared testimony:

—is that portion the minorty verson which dates that other conditions
mould be eligible bacause sneh conditions result in Smilar imparment o gen-
eral_Intdlectud functioning of adaptive behavior and require trestment and
HVICES similar tO those required for U pasons

The mandate of the act, is quite broad but the resources are totally
inadequate to meet the needs of all existing digible individuals.

We would support the act serving additional severely disabled
persons so long as those services are similar to those required by the
existing categories. To require the program to begin planning new
and different services for alarger group o handicapped individuals
would ieopardize the funding base of those now served.

Third, we acknowledge the fact that mentally retarded individuals,
simply because they are a larger portion of the population, do con-
stitute about one-haf of the DD population. If funding is not in-
creased in a manner commensurate.with any projected increasein the
scope of the program, our constituents would lose out on existing
services.

Let me point out that when the State formula grant program, now
rurrently funded at $30 million, was originaly enacted in 1970, it
was expected that the formula grant program mould be four times
that amountin only 3years.

Obvioudy, this has not happened. Given these facts, we believethat
the target group must be kept the same or only very moderately ex-
panded to severdly handicapped individuals who have similar service
needs as those now defined inthe act. )

My second major point: NARC strongly endorses the revisions in
H.R. 11764 concerning. the State plan provisions. Here, | reflect to
vou the sgueaking whed | get from our 1,900 local units. As Dr.
Boges pointed out. those four priority areas identified in the plan
do indeed reflect from the grassroots. major gap fillers urgently
needed: They are (1) individualized client management, (2) infant
dovelopment, (3) aternative community living arrangements with
the necessary quality supporting services, and (4) adult nonvocational
social development.



186

We support the State planning effort which maximizes utilization
of Federal resourcesfrom the variety of ongoing available resources,
such as maternal and child health, crippled children, medica assist-
ance, and other needed State programs.

It is my observation at the National and State level that the DD
umbrella Isoneof the few meansto bring together a realistic look as
to how all of these resourcescan meet the needs. DD funds constitute
only 1 percent of available funds serving mentally retarded people.
Thelady from Wisconsin thismorning pointed out one-half of 1 per-
centisthefigurein her staff.

My third point isthat we have seen controversy, frankly, in some
States over therole of the State administering agency and that of the
State council. Sometimeswe volunteersget noisy but | think that is
our job. We s three important roles for the State council: Super-
vising develoe\r/nent_ o the plan, approval of the State plan prior to
submittal to Washington and setting the funding priorities within
the State plan. )

We observe that these three provisions are covered in section 137
of the bill. We would respectfully suggest that specific explanatory
language be included in your House reﬁort clearly explamning the
State council and State agency roles. This would help avoid some
briar patcheswehavegottenintointhe past.

My fourth point: We think that the most exciting new venture in
support of persons with developmental disabilities has been the im-
plementation of the protection and advocacy system. We bring to
your attention, however, the funding limitations that limit develop-
ment of these protective mechanismsfor these vulnerable people.

The $3 million authorization level in the 1974 act helped get us
started. Now, they arein place, they desperately need more funds to
operate. More than 40 percent of the States now receive the current
minimum alocation, $0,000. One cannot even buy an experienced
attorney for $20, 000; let alone operate AP and A system.

Therefore, NARC strongly supports the recommended $650, 000
minimum alocation.

Those are our key pointswhich we would highlight, Mr. Chairman.
We wish to reiterate our continued support for the DD program and
for H.R. 11764. We pledge you our support in attempting to expedite
its passage.

ETestimony resumeson p. 196.1

Mr. Smith’s prepared statement follows:]
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TESTIMONY
on

H.R. 11764

The

DEVELOPMENTAL DISABILITIES ACT

Respectfully Submitted
to
THE SUBCOM M I TTEEN HEALTH "AND THE ENVIRONMENT
of the

HOUSE INTERSTATE AND FOREIGN COMMERCE COMMITTEE

Presented by

THE NATIONAL ASSOCIATION FOR RETARDED CITIZENS

Witness:

Mr. Marion P. Smith
Chairman
Governmental Affairs Committee
National Association for Retarded Citizens

Tuesday, April 4, 1978
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Mr. Chairnman,

My nane is Marion Snith. | speak to you today representing
the National Association for Retarded Otizens. | have had the
honor of sezrving this organization as its president and currently
serve ag the Chairman of the Governmental Affairs conmittee. For
the past 4 vyears, | have been a member of the Florida Devel op-
mental Disabilities Council and just recently conpleted a three
year termon the National advi sory council on Devel opmental Dis-
abilities. as you know, the NARC is the national voluntary ergan-
ization which represents our country's six mllion nmentally retard-
ed persons. Qur organization has been concerned with t he Develop-
mental Disabilities programsince its inception in 1970. and | wish
to take this opportunity to thank you, Mr. chairman and t he ot her
menbers of this committee, foe your continued support and interest
over the years for this vital program

It is inportant to state fromthe outset that MARC views the
D.D. Act as a crucial programto the delivery of conprehensive
services t0 that segment of our population that is at greatest risk
as we understand the intent of the act, the target population o be
served is that portion of certain identified disability groups who are
the mest severely handi capped. For instance, although it is com
wonly acknow edged that there are six nillion nentally retarded
citizens in the United States, we fully realize that only about
one mllion mentally retarded persons qualify under the D D Act.

Those one nmillion persons make up the noderate, severe and profound
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I evel s of mental retardation.

one of the nost inportant issues facing this committee and
the Congress as you consider the extension of the DD Act is the
definition of Devel opmental Disabilities. There has been much de-
bate about expanding the definition and, as you know, the aABT Task
Force has completed its independent study and submitted their ree-
ommendations. Even the Task Force ecould not fully agree, although
both the majority and minority report recommend appropriate cri-
teria fromwhich to establish eligibility.

After careful consideration, the Board of birectors of the
Nat i onal Association £or Retarded citizens formally endorsed the
mnority version of the ABT Task Force recomrendations. There are
three basic reasons for recommending the minority version. First,
the mnority version retains the foundation fromwhich the act
was originally devel oped by specifically mentioning mental retarda-
tion, cerebral palsy, epilepsy and autismin the definition. This
wll give the Act continuity and provide valuable directionto
service providers, state agencies and others involved in impie-
menting the Act. wthout a reference to the original four DD
conditions, certainly the public ard consumers in general will not
under st and who should qualify for DD services if they must use
the majority version as the DD definition.

second, and nost inportantly, is that portion of the mnority
version which states that other conditions would be eligible "be-

cause such conditions result in similar impairment of general



intell ectual functioning of adaptive behavi or and requi re treat- !
ment and services simlar to those required for such (nentally re-
tarded, cerebral pal sied, epileptic, and autistic) persos.’ The
nmandate of the DD Act is quite broad, but the r=ssurazs within
the Act are totally inadequate to neet the n=2ds of the existing
eligibie individuals. NARCfully supports the DD Act serving
addi tional severely disabl ed persons SO long as the sexviges re-
quired by such persons are sinilar to those required by the exist-
ing n.p. categories. To require the D.p. programto begin pl anni ng
and establishing newand different service8 to a newgroup of handi-
capped i ndividual s woul d j eopardi ze al ready inadeguate s ervices
and create inpossible to fulfill promses tothe newy eligible
groups.

Thirdly, we nust acknow edge the fact that mentally retarded
i ndi vi dual s constitute more than one half of the devel opnental |y
disabled population. |f the eligibility group in expanded to the
extent it woul d be by adopting the majority report, and if fundi ng
for the p.p., programdid not rapidy and significantly increase.
many nental ly retarded persons woul d | ose out on existing
services. It is inportant to realize that the Sate Formul a G ant
is currently funded at $30 million. Wen this committee originally
enacted the DD Act in 1970, it expected the formula grant to be
funded at $120 mllion in 1973. It is clear that this Act, as im

portant as it has becorme for conprehensive State planning and some
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limted service gap filling. is probably never going to be a major

service delivery mechanism Gven these facts, we strongly believe
the target group nmust be kept the same or very npderately expanded

to severely handi capped i ndi vi dual s who have simlar service needs

as the mentally retarded and the other existing devel opnental dis-
abilities.

NARC strongly endorses the revisions in the State plan provi-
sions contained in H.R. 11764. We are particularly pleased ta see
D.D. planning and services nore sharply focused on four nmjor areas
I ndi vidual i zed cli ent managenent, infant devel opnent, alternative
commenity |iving arrangenents and adult nen-=wocational social de-
vel opnent are indeed the most critically needed services of the
devel opnent al | y di sabl ed popul ation. The 1900 | ocal units of the
Associ ation for Retarded Gitizens would certainly agree that these
four services constitute a major gap in existing services and need
to be expanded inmmediately to allow nentally retarded persons to
continue to | ead nmeaningful lives in their coomunities. NARC al so
supports the retention of the planning effort at the State | eve
to maximize the utilization of Federal resources fromsuch services
as maternal and child health, crippled@ children, medical assi stance
and ot her Federal/State prograns. Since the DD funds constitute
only about 1% of the expenditures at the State level for nenta
retardation and D.D. services, it is vital that all other available

progranms and funds be fully knewm, understood and utilized. We



endorse Section 133(b}{4) (B) (iii) which holds states harmless to
protect their previous expenditures for planning purposes. This
is an inportant provisionto allow States who have invested sub-
stantial sums in planning to continue such activities.

we support the escal ating authorization |evels through fiscal
yvear 1981 for the State Formula Gant. |Increased appropriations
inthis programwi |l allowus to nmake a major dent in some of the
important service areas. O nmmjor inportance ig the raising of
the minimum al | ocation for the State Grant program from $150. 000
t o $250, 000. Thirteen States (approximately 25%) are at the mni-
mum al | ocation. Operating the DD programat the current |evel
beecomes @ mgj or burden. G ven the conplexity of the planning, and
t he expensive services, we commend you for increasing the minimum
allocation so that the snaller, 1leas popul ous Stater are better
able o fulfill their responsibilities under the DD Act.

NARC endorses the revision in the State Planning Council sec-
tion (Section 137). We agree with the revised conposition of the
consumer representation on the State councils and suggest a minor
modi fication to allow one of .the representatives of mentally-

i mpai red devel opnental |y di sabled to be a relative or guardi an of

an institutionalized person with a devel opmental disability. Thin

would conformto a simlar provision in the composition of the

National Advisory council on Develepmental Disabilities (Section 1081.
one of the nost controversial areas i n the past inplenentation ’

of the Act has been the roles of the State Adninistering Agency and
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the State Planning Council in the devel oprent of the p.p. State
Plan. MARC envisions three inmportant roles for the State council
to assume in the plan devel oprent:

1} Supervising the devel opment of the Plan, regardl ess who

actual ly prepares the Plan;

2) Approval of the conplete Plan prior to submttal to HEW and

3) Setting the funding priorities within the State Plan, with

subsequent i npl enentation of such priorities by the imple-
menti ng agency.

We believe these three provisions are adequately covered in
Section 137 but suggest that specific explanatory |anguage be in-
cluded in the House Report clearly explaining the State council
and state Agency roles, especially in the priority setting process.

The most exciting newventure in the DD field is the recent
i npl ement ati on of the DD Protection and Advocacy Systems through-
out the country. This system when fully inplemented, will provide
full protection for our devel opnental |y disabl ed popul ation, which
is Coviously one, if not the most, vul nerabl e segnent of our society.
We commend this conmittee for establishing these systens in the 1974
DD Anendrents. The authorization | evels in the 1974 Act were very
low ($3 million) on the basis that the systens woul d be planned and
devel oped during that time. Nowthat the systems are in Place, they
desperately need more funds to operate. The NARC strongly supports

the increased authorization levels in the P and A systemand wul d

urge the committee to consider a further increase in such authorization
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| evel s. In addition, an increase in the P and A minimum al | ocati on
is vital. More than 40% of the States now receive the current mni-
mum al I ocation ($20,000}. This s— can't ewven buy an experienced
attorney, let alone operate a P and A system. Qur organizationis
pleased t0 support your recommended $50, 000 mi ni num al | ocati on.

Thig Will greatly aid the P and A systens getting off to a good,
solid start.

NARC supports the retention of the provisions concerning t he
rights of the devel opnental |y di sabled. habilitation plans ard the
enpl oynent of handicapped individuals. These sections reflect cur-
rent trends and practices and will continue to assist the devel op-
mental |y disabl ed popul ation to obtain appropriate needed servi ces.
NBRC al so supports the revised sections on purposes and the Nati onal
Advi sory council on Devel opnental Disabilities. We are particularly
supportive of the new provision mandating the devel opment of a
national plap for neeting the identified and unmet needs of devel -
opnental |y di sabl ed persons. The role of the MACDD in “developing
such a plan is nost appropriate and commendable.

The nost di sappoi nting aspect of the inplenentation of the
1974 p.p. amendments is HEW's failure to neet the timelines to de-
vel op a conprehensive eval uation system We are aware that pregress
is being made toward the conpletion of thig system. We concur with
the revised tinetables for full inplenentationby HEWand the States.
of this system

NARC al so endorses thq various revisions in Part B of the Act,
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the University Affiliated Programs. The revised provisions should
enhance the relationship between the UAP's and the basic D.D. pro-
gram, as well as provide clearer direction for the continued oper a-
tion and expansion of the UAP*'s themselves.

Last, but certainly not least, is BARC"s continued support of
Part D, the Special Projects Grants. The restructuring of this
Part will make the Special Projects nore directly supportive of
the State Formula Grant Program. Our organization i s currently
administering the Federal Programs Information and Assistance Pro-
ject, a p.n, project of national significanee in concert with the
three other organizations represented on this panel (Epilepsy Foun=-
dation of America, National society for Autistic Children, and
united Cerebral Palsy Association) testifying before you today.
This project is typical of the important activities that can and
are being carried out to support 2.D. councils and advocates work—
ing on behalf of our developmentally disabled citizenry. This part
should be continued as revised.

In closing, HMr. chairman, | wish to reiterate the National
Association for Retarded Citizens' continued support for the D.DE.
program and particularly for your hill, HR 11764. |If enacted, it
will represent a major, forward step in enhancing the lives of our
developmentally disabled citizens. The 300,000 NARC nenmbers com-
mend you and urge you to expedite the passage of this legislation

in order that the DD. program is extended in accordance with the

timetable of the Congressional Budget Act.
we thank you and members of the committee for your continued

interest and support.
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Mr. Rosers. Thank you very much, Mr. Smith, for highlighting
your statement for us and giving us a clear idea of the points you
are most concerned with.

Mr. SmrTa. Thank you.

Mr. Rocers. Dr. Helsdl.

STATEMENT (F ELSE D EHELSEL, Ph. D

Dr. Hewsew. | think if | can bring you something you need, this
wonderful information and all these data you have been gathering
today, it might be a perspectivefrom a varied point of view. | have
been privileged to look at this program asit operates from all ki nds
of points. I am the parent of a 30-year-old severely disabled son,
which got me into working for cerebral alil'

I am here representing United Cerebral Palsy Association today as
chairperson of their governmental activities committee. 1 have had
a few other chores. | was chairperson of my State DD council in
those early years and served on it for 6 years. Now, | am directing a
university-affiliated program back at Ohio University. | wish it were
inFlorida. All winter long | wisheditwerein Florida.

I have had an opportunity to look at this program and see how
some of the theoretical partsof it impact when you get down to the
grassroots and start delivering service. So, what | have to say will
comefrom that ]poi nt of view.

First of all, from the United Cerebral Palsy point of view. | do
want to thank you very, very much, and we are enthusiastically en-
dorsing thislegidation. Particularly, 1 am pleased that you took the
version that voluntary groups were able to forge out with a great
deal of effort and a great deal of time and sometime with a good bit
of stress.

The fact that they were able to get their act together to mediate
their differences and to come out with a version which they felt was
good and to have you introduce it makes us feel very g indeed.

I will limit my remarks here. My statement is concerned with three
primary areas. | just want to touch on some persona examples that
I think may be helpful to you.

Particularly, we would like to concentrate on the definition of the
developmental disabilities, the planning service relationship which
still seemsto bealittlefuzzy and therole of the State DD councils.

Just in passing, | do want to say that | endorse particularlyv—I do
not know that | cansay | am doing thisfor United Cerebral Palsy—
the new section | X you have on the university-affiliated program.
The setting of standards and setting of the misson and developing
of criteria for new TAF’ to come aboard, | think, is a real step
forward.

Just a few other points about the definition now. You have heard
alot of pros and cons If | am going to vote, I am voting on the
side of the majority. | think that is what you will find as you move
along with the panel here. However. | had the privilege o chairing
one of those task forces that evolved the definition that looked very
much like the onethat finally cameout.

I need to share with you that there was not the disparity of opin-
ion concerning what the definition should look like and what i t should
do as seems to be appearing in the vote. People were really of a
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pretty single mind. They differed in what they thought was polit-
ically feasible. That is the important point that you need to carry
with you.

I want to point out something dse, too. We feel that with that
definition we haw defined a unique population that has unique needs.
Now, in the Senate version of the bill, this does not appear. It looks
as if there are no unique differences among disabled people. Please
remember that the nature of the disability differs across the con-
tinuum.

In my problems of trying to implement programs for disabled
individuals at the local level, where we have had an opportunity to
look at the service systemsand particularly the service systems that
impact on the developmentally disabled population, we find that they
have a lovely ivory tower bureaucracy but the bureaucrats did not
talk to each other until you get up to the Cabinet level of the Gov-
ernment.

When you have a population that has to draw on services from
each of those agenciesyou are in trouble. This is where the Develop-
mental Disabilities Act has an opportunity to have an impact on
coodination of services. You can identify discrete populations.

This developmentally disabled population does have need of many
sarvice systems and there are problems out here that unlessyou have
something like this—a targeted program and a State DD council—
itisjust not goingtocometogether.

You do know that UCPA’s national board of directorsdid endorse
the ABT definition. We had only one lady voting not in favor. So,
if you are counting up the score, it was heavily in favor of the ma-
jority report.

I would like to aso refocusyour attention on the part of the defi-
nition that saysthat you must have substantial functional limitations
in three or more o the following areas of major life activity. This
is the thing that got picked up in the Senate version with only two
of those areas impacted and it just decimatesthe intent of the defi-
nition.

A final word about a functional definition versus a categorical
definition. As | try to teach students, and thisis part of my role at
the university dso, and we come to how you educate the severely
and multiply involved individuals, the labels you put on them do not
help those students one hit.

Mentally retarded, cerebral palsied; | do not care what it is, what
th%/ want to know iswhat can that child do and what can he not do
and what do | have to know in order to be able to manage him?

Our second major point concerns the planning and, the service
relationship problemswith the Developmental Disabilities program.
Peoplenever seem to quite accept the fact that thisis really planning
legislation and it is service legislation only insofar as we are filling
gaps. No matter how many times a/ou say it, they think if we add
more people, that i s more serviceand more money.

| agreeit does cogt a little more to plan for more groups but not
a tremendoudly great amount. So, if you can keep the language so
that that planning is a flexible planning—as yon su%gested they do
differ—so that they do have the opportunity to do their own thing
in their own way, yet pick up the targeting idea on the maior service
areas that have been identified and documented both by the private
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associationsand a recent DHEW contract study. | think this will be
agreat improvement on the legislation.

One of those areas on which we have asked that funding be tar-
geted | would like to say alittle bit about, and that is the individual
client management services. | would like to suggest some different
language for that. Instead of client management services, which
sounds a little manipulative, I suggest that you talk about coordi-
nating services rather than management services. Individual client

rogram coordination services which will do the samething that you

ave outlined in your definition in your bill, provide access to the
consumers, provide follow-on services and provide coordination, but
placearesponsibility level for that coordination.

Developmentally disabled individuals with their many service
needs have manK case Managers. So, it isnot a case management sys-
tem you arelooking for. You are looking for somebody who can pull
those programstogether and be responsiblefor them.

Onelittle last remark on that point; namely, something that ssems
to have been dropped out of H.R. 11764. UCPA would like to suggest
thatinsection 11 (b) you put a new subsection which in essence would
providefor an additional servicecategory chosen by the State council
if the State can document to the Secretary that the four primary
sarviceprioritieshave been met.

This would alow States, who are already doincT; their thing and
doing it well and have those four areas covered, a flexibility posture
in order to choosesomeareathat they fed isimportant.

Now, last, the role of the State council. Obviously, | have been a
chairman of a council; they are very dear tomy heart. I think they
do a very good job. | have seen them take a large State like Ohio
and have some impact on a very, very well entrenched bureaucratic
system. They,can work.

| agreeit isallittle bit dependent on personalitiesand people who
are determined that things work, but I think there are lots of folks
like that out in our Nation. They do need more timein order to show
how toimpact on their system.

Particularly, 1 would like to compliment you on insisting in your
bill that at least one-sixth of that State DD Council membership be
persons with developmental disabilities or with a milder form of
developmental disability. | think that it is redly very, very impor-
tant at this time in our history that we do have more input from
consumers. They have something to tell us and we should make it
possiblef or them to do that.

Now, in closing, | hope you remember that enthusiastic applause
you received last April, during your keynote speech before UPCA’s
annual conference, when you stated that:

The bill will need renewal nextelear_by May 15, and | want yon to know t hat
our ecommittee will address itself to it. We will meet the deadline. We will
extend the legislation by May 15 of next year.

UCPA commends your sincerity and your keeping of this pledge.
Our Nation's citizens with developmental disabilities are deeply In-
debted to you.

Thank you.

[Testimony resumes on p. 206.]

[ Dr. Helsel’s prepared statement follows:]
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INTRODUCTION

M. Chairman, ny name | S Elsie D. Helsel. As m parent of an unserved
severely disabled SOn, FRobin, | have been a volunteer with United Cerebral
Palsy hssociations, Inc. for over twenty-five years and amcurrently chair-
person of UCPA's Govermmental Rotivities Committee. I have been a formex
chairperson of the chio Developmental Disabilities Planring Council and cur-
rently amthe director of the University Affiliated Center for Human Develep—
ment at Ohio Oniversity.

My urn, Robin, is a young man nultiply disabled by cerebral palsy, nental
retardation, and epilepsy. Be is typical of many persona to whom we refer as
devel opnent al |y di sabl ed, and he is the reason that | worked hard in 19&%¢ and
1970 in advocating for the establishnment of the Devel opnental Disabilities Act.

United Cerebral Pal sy Assoeciaticng, Inc. is pleased enthusiastically to
endorse RR 11764, the "Developmental Disabilities Act Amendments of 1978."
W are honored that you have proposed | egi sl ati on based on recommendations of
most of the oOrganizaticns asseociated with t he Consortium Concerned Wth The
Developmentally Disabled (CCDD}. These recommendations grewout of months and
months of deliberations in the private rector. ¥In June, 1977 the national presi-
dents, executive directors, governmental activities chairpersons, and govern-
nental activities directors of DCPA, M e Epil epsy Poundation of Anerica, the
National Asscciatfen for Retarded (tizens. and the National Society for Autistic
children met and agreed on a conceptanal framework for extending the Db legislation.
This was followed by a CCDD Washington staff issue paper, a foll ow up meeting in
Septemher, 1377 of EFA~NARC-NSAC-UCPA governnental actiwvities vol unteer and staff,
a finalized staff issue paper On October 20, 1977, and finalized proposed language
for renewal of the DD Act on January 25, 1978. Since then, ten national organi-
zations which participated in the CCDD negotiations have endorsed the proposal
now known as H.R. 11764.

This CCDD process demonstrates one of the true accomplishments of the pp
program- cooperation. By highlightingthe common needz of persons with severe
disakling ¢onditiens originating in childhood, the DD pregram has encouraged close
working rel ati onshi ps between grganizations of consumers, parents, volunteers,
prof essional s, service providers, advogates, and state government officials. The
DD program symbolizes this new spirit of cooperation. E.R. 11764 proposes nmodifi-
cations whi ch will make the programmore viable both at state and federal levels.

other than the definition of devel opnental disabilityitself, thereislittle
new UCPA can ray. Mr. Chairman, that has not already been-conveyed to you. gur
Washington of fice director was a primary draftsman of both M e October 29, 1977
staff issue paper and January 25, 1978 proposed | egi sl ative | anguage whish you
have al ready reviewed. UCPa's testinony will concentrate on three fundamental
areas:

1} The Definition ¢f Developmental Disability

2) The Planning/Service Relationship
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3} The Role Of The State DD Council

Bs a director of what we now refer to ag a "university affiliated program,"
| would |ike to say that | particularly endorse Section 9 of H.R. 11764 (pages 16-
21 of the bill) which anends the UAP program., The inclusion of A national UAP
miggion statement and the requirement that all wAPs neet nationally - Premulgated
standards of excellence will encourage closer service-training-research linkages
throughout t he nation.

THE DEFIN Tl ON CF DEVELOPMENTAL DISABILITIES

Mr, Chairman, UCPA has actively supported the evolution of the “developmental
di sability" concept, which targets attention on those severely di sabl ed persons
whose handi cappi ng condition ogcurs early in life. We have | ong maintained that
without a deliberate and specific service foecus, this popul ation goes unsexved.

The devel opnental | y di sabl ed population is characterized by factors of early
onset of disability, severity, multiplicity of disabling conditions, and neglect.
As a result of the early onset factor, individuals thus disabled have substantial
difficulty conpensating for their disabilities because they lack prior experiences
of normal growth and development. These persons require a multiplicity of conpre-
hensi ve sexvices requiring individual. fanly, and professicnal attention. This
target population has historically been negl ected by existing generic service
systems ~ they traditional |y reside at home Of in segregated institutions and are
too difficult to serve in specific goal-oriented, time-limted programs such as
Vocational Rehabilitatien. Because of the Nature of their disability, many persons
whe are devel opnental |y di sabl ed hawe experienced di scrim nation whish di mnishes
their wi r y of life.

UCPA i S proud that we have heen in the forefront of advocating a functioral
orientation to the problem of severity of handicap and developmental disabilities.
I'n its 1969 and 1970 Congressional testinony On DD UCPA emphasized the functicnal
simlarities between mental retardation, cerebral palsy, and epilepsy. at the
first national conference on devalopmental disabilities, held i n washington, D.C.
in 1972, UCPA publicly declared the need for a functional definition of devel op-
mental disability. This advocacy position kas been repeated at every Congressional
hearing at which UCPA bas had the occasion to testify since 1972.

In its Cctober, 1977 executive committee meating, UCPA's Wational Board of
Directors endorsed, with one objection, the definition of developmental disability
devel oped by Abt Associates:

For purposes of the Developmental Disabilities Act, a devel op-
nental disability is a severe, chronic disability of a person
which:

1) is atiributable t0 @ mental Of physical impairment
or conbination of mental and physical impairments;

2) i s manifest before age 22;

3l islikely to continue indefinitely;



4l results in substantial functional limitations in
three or nore cf the folleowing areas of najor life
activity:

a) self-care,

b

receptive and expressive language,

¢} learnirng,

d

mobility,

e} self-direction,

£} capacity for independent living, Or
g) ecoenomic self-sufficiency; and

5) reflectsthe need for a gombination and seguence of
special, interdisciplinary Or generic care, treatment
Or other services which are

a) of lifelong Or extended duration and
b} indiwvidually planned and coordinated

Thi. definition reflects the belief that it iS the severity of impairment
and the long term nature of the disability and consequent need for multiple ser-—
vices, usually For a lifetime, which should be the basis for the definitlon, rather
than etiology of diagnostic category. “Mental or physical impairment” is intended
broadly and is meant to include all neurcleogical, sensory, biochemical, intellec—
tual, cognitive and affective impairments.

The definition that ewvolwed from the Abt Task Force represents the best think-
ing of individuals who have worked with the developmentally disabled over a Icng
parled of time and hopefully have a repositery of knowledge and expertise equal
to the task of definring the population. The three meetings of the Task Force were
very productive and the definition represents the best thinking of a majority ef
the group. It should be pointed out that thers was no disagreement in the group
concerning a functional definition such as the one voted by the majority of the
group. The disagreement was a political one based on what would be politically
feasible end administratively pessible at this point in time. The majority of the
greup felt that further |abeling is discriminatory and does not feeus on t he func-
tional needs of developmentally disabled individuals,

THE PLANNING/SERVICE RELATIONSHIP

The sriginal DD Act recognized that the priority needs of the target popula-
tion varied significantly from state to state and attempted to give gtatés maximom
flexibility to addregs its needs through a combination of service, planning, and
svstemic advocacy activities. In practice, few state. . have achieved progress in
striking a balance between these various roles, and few states can documeat how
they have impacted signifigantly on the service systemwithin the state.



A DHEW Developmental Disabilitiea of fice (bDO) contract analysis of fifty-
four 1978 State DD plans demonstrates that states have been able te access other
program funds for needed services., The rate of mon-ph funds generated by Db
dollars follows:

Non DD Dellars Accessed By DD

Institutional Reform $14.60 for every $1 of DD funds spent
Prevention of DD $13.10 for every $1 of pb funds spent
Service Coordination $1.50 for every $1 of DD funds spent
Community Alternatives $ 140 for every $1 of bD funds spent
Promotion of Standards $ 120 for every $1 of DD funds spent

DDO concludes that in addition to the required State matching for
FY 1977, over $2 million or 6% more dol | ars have keen spent on DD

me Dpo study identified mmmerous gaps in services, including individual client
program coordination (case management, follow-along, and ccordinatien), preschocl
and adult education and training, employment, identification, and residential ser—
vices. The major program gaps identified in the F.¥. 1978 state plans were dein-
gtitutionalization/cammunity alternatiwves, public awareness, adult programs, in-
divi dual habilitation plan development, and prowvizion and i nprovenent of services.
Given these gaps. it is interesting to note that over 50% of the states established
goals for deinstitutionalization, prevention and early intervention, quality of
service, community alternatives, and ccordinaticon/systems advocacy.

H.R. 11764 attempts to continue state planning efforts whil e recognizing t hat
the ongoi ng filling of service gaps is an outcome of planning, and that significant
impact by the program i S most likely if service activities are focused on a linited
number of nationally-identified priority areas. In this regard, UCPA particularly
endor ses:

{1} Section 11(b} (4) (A} (111): hold-harmless provision
to insure that NO state receives a lower planning
alleccation than that awarded for this fiscal year.

(2) Section 1l{b)(2){c): targeting the filling of state
service gaps specifically on "imdiwidual slient nanage-
nent services," "infant development services," "alter-
native community |iving arrangement services," and
"nonvocational social-developmental services.™

UCPA fully supperts the definition, concept and priority given to "individual
client managenent serwvices:" howewver, in this era of self-actualization and inde-
pendent |iving ebjectives we prefer to see the management | dea replaced by t he
coordination concept.

&n individual client programcocrdination service attempts t 0 assure a com-
prehensiva CONtinuuM of Services by providing consumers Wth access to existing
service systems. The process involwves the dual concepts of follow-along (providing
for a continuing relationshipwith the client on a lifelong basis if necessary,
for the purpose of assuring that changi ng needs are recognized and appropriately



met} and coordination (process by which responsibility for implementation of the
client's individual program plan iz established). & devel opnental |y di sabled
person has several case nanagers. What he lacks is somebody to devel op a systemic
approach t0 services and assune responsibility for following the individual along,
advocati ng where necessary on his/her behal f, for the rest of the consumer's 1life.
As re design a system to encourage deinstituticnalization and prevent unnecessary
ingtituticnalization, re should look t 0 indiwidual client program coordination as
the gatekeeper.

The poo study al so identified|ack of funds for program expansion |over 50%
of the states) as a n@jor harrier to a state"s ability te have a significant im
pact on services. For this reason, UCPA strongly endorses the Section 131 increases
in state authorization levels.

tastly, there was ome CCDD recommendation dropped in B.R. 11764 which UCPA
believes should Mrestored in order to grant states a little more flexibility in
the service area. UCPA suggests that Section 11(b) of the bill be amended to in-
clude a new subsection (8):

*provides for an additional Service category chosen by
the state council if the state can document to t he
Secretary that service priorities in Section 11(k)
(2)(cy are fully met in that state."

THE ROLE OF THE STATE DD COUNCIL

Those Of US associated with the voluntary mevement in this nation firmly be-
lieve in the necessity of private citizen advisory panels to monitor and influence
the operation of governmental agencaes. The principle of openh government necessi-
tates meaningful i nput by parents and consumers.

The mechanism of the Developmental Disabilities Planning Council, with the
required representation fromstate agenci es serving the handi capped, voluntary
groups concerned W th the handi capped, plus censumers and parents, has had many
spin-off benefits. The Council neetings have become forums where state agency
personnel can interact productively with staff from other state agencies serving
the developmentally disabled. These public agency representatives-also are con-
fronted-with representatives of :voluntary agencles serving the handi capped and
with consumers themselves. Together these representatives have | earned to address
problems t 0 coordinate efforts, and to appreciate the impact, Or lack of impact,
thei r programs have on persens with disabilities.

DD Council activities have had a therapeutic effect on the relationships among
the voluntary agenci es as well. Prior to On, woluntary agenci es were frequently
in competition for attention and funds, both at the federal and state |evels. D
has clarified the advantage to the voluntary agenci es and the clients they serve
of coerdinating efforts, and sometimes even joining forces in order to | aunch new
programs.

Seme State DD Councils are successful models for effectively influencing t he
al l ocation of generic rescurces and changing t he behavior of major statew de
delivery systems. All sState Counclls have the potential for encouraging state
agency interaction in oxder more fully to integrate system delivery. UCPA strongly
endorses t he preposed State Counci! responsibilities outlined in Section 12 of the
bill.
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The DD study decumented that nearly 2/3 of the states cited coordination of
services as a barrier to service provision. The D0 contract study concluded
that “the needed continuous services for persons with dewvelopmental disabilities
either do not exist Or are inadequate due principally to the lack of interagency
communication.” Over 7¢s Of State Council activities involved service coordination
and improvement of the serviece system. |t is impartant to note that approximately
40% of the funds for State DD coordination activities were provided by other sources

Lastly, UCPA has undertaken significant internal changes over the past few
years predicated upon a comitment to ensuring consumer involvement at every level
of our organization. The establishment of a censumer Activities Committee st af f ed
by disabled persons as a standing committes of the national hoard of directors
attests {0 OUr commitment. UCPA is thus wery pleased to see Section 12 reguire
that "at least cne-sixth” of the State DD Council membership” shall be persons with
developmental disabilities Or with a milder form of such disability.”

CONCLUSION

Mr. Chairman, we trust you will recall the enthusiastic applause YOU received
lagt April, during your keynote speech before UCPA's annual conference, when you
stated that

"...the bill will need renewal next year by May 15, and

I want_you to know that our Committee will address it~
self /to it/. We will meet the deadline. We will ex-
tend the legislation by May 15 of next year.”

UCPE commends your singerity and your keeping of this pledge. Our nation's
citizens with developmental disabilities zrs deeply indebted to you. Thank you.
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Mr. Rocers. Thank you so much. Thank you for being here. That
isasecond call tothefloor for aseriesof votes. It will take about 20
minutes, | am afraid. | might say to witnesses who are to come, if
you could belooking over your statements so that you could have the
highlights underlined to give us quickly. We want to get to everyone
thisafternoon, but wehaveawholepageaof witnessesstill.

If you can do that for us, it will helpful. The committee will
standin recessfor 20 minutes.

[Brief recesﬂ

Mr. Carter [presiding]. The subcommittee will come to order.

Ms. Akerley. -

STATEMERT OF MARY S AKERLEY

Ms Axercey. Mr. Carter, | am very happy to be here. My name is
Mary Akerley. I livein Maryland. I am a mother of a 12-year old
who has autism. So, | have the perspective of a consumer in speaking
on developmental disabilities.

In addition, for the last 2 years, | have been a member of the
Maryland State Council on Developmental Disabilities, not as a con-
sumer but asprovider. | am the assistant executivedirector of a pr1-
vate, nonprofit agi]mcy serving handicapped people. We serve over
300 people, dl with varyingkindsof disabilities.

So, when | hear that we must be very precise in the definition.and
spell out exactly who is included and whois not, I am not entirely
sympathetic with that. 1 think we have a very good service program
where we are able to integrate people with various kinds of disabili-
tiesaccordingtoserviceneedsand | know that works.

| am aso an active member of the Consortium Concerned with the
Developmentally Disabled. Obviously, I am very happy to enthu-
siastically support your hill, to support it as an individual and as a
spokesperson for the National Society for Autisic Children. 1, too,
will condense my remarks and | will from time to time respond to
someof the things that have been said earlier, particularly remarks
that were made thismorning.

I believe | share the Chair's impatience with the administration
and their desire to defer any kind of substantive action on this legis-
lation. Clearly, we need a developmental disabilities program. You
have heard that theme since you started at 10 o'clock this morning.

I think we need some changesin it. It is not a perfect program.
We who have been working with it as providers and as consumers at
Stateand national levels have been ableto pinpoint what some of the
problems are. We have been able to devise renewal legidation that
addressesthese problems.

Then, to hear the administration , ""We need to know what must
be done" and that is a direct quote, | wroteit down when the Com-
missioner said it, and in the next breath say that, “The service needs
aresimilar' makesonewonder what oneisreally hearing.

Obviously,not ngin thisbill is going to hurt anyone. So, Wgﬁ do
we need to be so fearful of tightening up the program and making

'some substantive changest?
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We were adso asked this morning to address ourselves to S. 2600
and | will be happy to do that.

I't is a beautiful hill. It looks like a Christmas tree. However, |
am afraid there will not be enough power in the house tolight all the
lights on the tree. The levels of funding caled for in the bill are
excitin%; the services called for are exciting. One needs only to look
at the history of funding of the DD program to know that inspite
o al that excitement, nothing isgoing to happen.

There is ho way that once beyond your control or the subcommit-
teds control that you can assurethat level o funding. 1 do not think
a hill that calls for a vastly extended population and this whole
smorgasbord o services is the way to meet the needs of our people.

Our people are the hardest to serve and the most expensive to
sarve. When the money runs short, they will be the ones underserved.

The points that we make in our prepared statement are four, and
I will highlight them. One is the definition. The second is the com-
position of State council. The third is the protection and advocacy
system and thefourthistheissueof targeting.

Relativeto the definition, you may haw picked up that the Autistic
gociet ri}s supporting the majority report. They have formally en-

or that.

Mr. Chairman, | was here 3 yearsago. Then | wasthe future presi-
dent of the Autistic Society. You charred the hearing. We were talk-
ing about the same issues. | think it was the same room. The only
differencewasat that time autism wasnot included.

My memory is not so short that | cannot remember what it waslike
to be excluded from a system that could have helped my child and
other children Like him. 1 could not in consciencesit here today and
support a definition that would do that to other children. I think it
is very interesting that members of our board in voting last month
on thisdefinition made exactly the same point.

You were kind enough 3 years ago to compliment me about my
testimony. 1 think you Jorobably remembered some of the points |
made because | am told that you referred to them in the markup
s=ssion. | asked then, and 1 am going to ask it again, how we can
decide to serve a child with a certain set of n because he has
brain damage and turn our backs on his peer with the same needs
becausethat child hasspinal damage.

Thosekindsdf decisonsare unethical. They are based on the power,
the political power, and the sophistication of the advocates. They
are not based on equal right to care. So, | would suggest to the sub-
committeethat they support the majority definition.

I know the minority report saysthelisting of disabilitiesissimply
to give examples. They are touchstonesfor us. They said that in 1970,
and my kid did not get served until 1976. So, | really cannot go along
with, “These are just examples."

People do not read them that way. They look and they say, " This
is the prescription." The more firmly you include certain disabilities,
the more firmly you exclude the ones that are not mentioned. | think
that is a real danger with the minority report. Philosophically, they
arecertainly very, very similar.
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I was sensitive to the comments o the people who spoke on the
minority report and | would just i e to say that, if the State of
Wisconsin has to review all itslaws, that is too bad. All the people
with spina bifida and osteogenesis imperfecta will be affected. And
Wisconsincan review itslaw with acomputer.

Relative to the composition of the councils, we are certainly very
pleased to see the evolution of our thinking as is reflected in this
legidation. One point that has not been addressed today that | fed
is very important is the composition of the national council.

The hill, o course, recommends an expansion of the ex dffido
members. We think this is important. |t reflects the changes that
section 504 is making in agencies beyond HEW. We think this will
lower the barriers to service, not just for the DD population, but for
all the handicapped. We will have those people working with us in
redesigni n? their programs. .

We would like to call the subcommittee’s attention to a technical
omission in the bill and it is the Consortium's fault. 1 will say that
in public and for the record. The provision that the secondary con-
sumers on the State councils, that is the parents or relatives, include
someone who is the relative of an institutionalized person is not in-
cluded in the language on State councils, and it should have been.

Now that was left out of the consortium draft. | looked back over
it and saw it, and we apologize. We ask that you restore the Iangua?e
that you havefor the national council to the section on State councils.

I would liketo say a word about the P and A systems. We are cer-
tainly not lookingto programmatic changes. Those systems have heen
active only 6 months. They are awfully important. People with de-
velopmental disabilities have legal needs that are not quite the same
as the so-called normal population because there are a lot of legal
and ethical issues that surround service to them that do not obtain
for the rest of the population. S0 that thev need a strons system to
look after their rights.

Pand A systemscould be that if they had adequate funding. Yet,
no one has mentioned it, so 1 will take the liberty of doing so, that
the HEW guidelines for these systems create a potentia “catch 22
inthat they requirethe Pand A systemsto seek out their own sources
of additional continuing funding. | do not know any Pand A system
that is overstaffed. | do not know anyone that has a fundraiser on its
staff.

What this meansis that the director of the system, who hopefully
was selected becausehe or she was a good advocate, is going to divert
some of the advocacy time to fundraising. | think that is harmful.
I hope we are not back here 3 years from now to hear the P and A
systemscriticized because they did not do enough adili .

So, | think it isawfully important that the fun ng at the Fed-
era level be raised. Certainly, the levelsin this till are an absolute
minimum.

Finally, I want to talk about targeting because | know that has
become rather controversial. We know some people feel the recom-
mendations of targeting by age and service categories are very limit-
insand that it istaking awav from the State’s rights. | do not feel
that that isquitetrue.
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First of al, we have never had the promised evaluation. We were
concerned about this and felt targeting might assist in a sane evalu-
ation of this program, if you could sharpen the focus of it, have
national goals, and tie in State service priorities to those goas.

Right now, the State can pick any kind of emphasis, pick from a
menu of 16 servicesand pick the one it wants. We think the targeting
will takecareof that.

We aso would like to point out that the areas for targeting are
very broad. They still givethe States alot of flexibility and they do
all lead to deinstitutionalization. We feel that targeting by age will
satisfy another criticism that the program is duplicative, say, of the
Vocational Rehabilitation Act or Public Law 94-142 because delib-
erately this bill says, "No, we are going to help the people who are
not covered now by existing systems for the handicapped.’

I n summary, Mr. Chairman and Mr. Carter, our organization is
most appreciative of your interest in and support for this program.
I't has meant a lot to our sons and daughters. We appreciate your
sensitivity and responsivenesstotheir needs.

Thank you for sponsoring H.R. 11764 and for giving usthis oppor-

tunity to speak ont.
[Ms. Akerley’s prepared statement follows:]
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- Naiona Sociery ror Autistic Citoren

169 Tampa Avenue, Albany. New York 12208 518/489-7375

STATEMENT ON HR  1176%
April %, 1978

¥r. Chairman and Members of the Subcommittes:

1 am Mary Akerley, a past Resident of the National Seciety for
Autistie Children aed the mother of a twelve-year-old SON with autism, For

e last two years, | have been a provider wem of the Marviand Devael
otar Bioaniiitios Comes (1 an the Assitant EXCRINIVE Direciee DFYELTTY-

vate, non-profit service agency for the hamdicapped); so | have the a—"-
tage of several perspectives en M.

| am also an astive mezber of the Consortiwm Concerned with the nevs;op.
sentally Disabled, representing FSAC on that body, opvie | 25 an Mi-
vidual, and as NSAC's spokesperson, enthusjasticail su?%yH.R. 11964 and
appreciate this oppertunity to advi se the Subcommittes Of OUr views ON DD
reneval .

i winter meeting, the Board of Directors of the Fational _
Socieé\.; ;'gsmlref;nzndorsed both tge QID remewal proposal and the Abh mejority
report on the definition Of developmental disability. @ur position nas always
beens that a nen-categorical definition which retained the cencepts of eazly
onset and chroniclty, and not only retained but emphasized the goncept of
severity, would be moreipreciae as weli as mors equitable than the present
definition. Kr. Chalrman, sone three years ago | appeared before this Sub-
committee, representing the same organlzation, to testify on the saTe sub~
Jdect. The big difference between today and that earlier hearing is that.
back then, autism was net officially recognized as an eligibtle disability,

M/ memary is not o short that | have forgotten what it was like to be ex-
cluded from a syster Mat could help my child angd others 2ike him,

And If your memory is as long as mine - and I suspect it is - you may
remenber some of the things T sz2id three years ago. You were kind enough
to compliment my statement after the hearing, and I am told you made refersnce
te my points about the definition during the mark-up sessions, I asked then
how ore could decide to serve some physically handicapped children solely
because thelr impairments resulted from brain damage and simultaneously ex—
clude other children whose needs were virtuaily identical because their
handiecaps came from damsged spines, I said such thinking was at best in-
efficient becaue it led to either duzt service systems or, more likely, to
laclk of services for some; at worat it was unethical because it meant people
would te served on the basis of the political power and sephistication of
thelr advocates, rather than on the basis of their equal right to care.

Glearlg, you and other msAbass, cot oply of thia Subcommittee, Wi of
the entire Congress, wese SeNiSitive 48 4nds injusiice because, while you
mandated the iASiesiGn ef Autisn, you weps Deyond LRt to require an ime
partial etudy of the definition. I was a mewber of the Task Force that =

Dedicaied to the education and wolisre of children with severe disorders of communication and behavior
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literally - agonized over the fermulation of a definition that would insure
fai rness to a very specific poputsationt those whose development was so in-
paired by internal factors that they would require multiple services through=
out their tifetimes, It is to the credlt of the Task Force that, despite
almost no representation for conditions not inmcluded in the present defini<
tdon,(of the forty-seven members, only four could b¢ viewed.as representing
the "outs*}, the mjority were able to ignore parcchial concerms and recommend
wording that got to the essence of who it iswe are trying to help.

With all due respect tO you. Mr. Chairman, | do net believe the Abt
Task Foree*s recommendation isarelatively significant expansion. of the
present definition. at least as regards tO nutbers, Rather, by clarifying
the issue of severity, the Task Force offset any increases doe to the removal
of categorieal limitations, At present, because the crutch of diagnostic
categories iS avallatle, the level of severity iS not universally consi dered
i n implementation strategies, |n other words, DD is presently regarded as
for all those whe have retardation, cersbral palsy, epilepsy or autism.
which was not the original intent any more thar it is the present intent.

The functional approach taken by the Task Forve does, of course, relieve
us of the horreor of having tc make arbitrary distinctions between etlologies,
In that, it is a "relatively significant expansion,” Mpy. Chairman; you are
right. And for that very reason, it isthe definition Congress shewld adopt.

The changes recommended in the composition of the Councils - National
and State T underscore the DD focus on multiple services and on censumer
involvement. Both reflect a welcome\evolutio:_a in the thinking of those who
nzke decisions affecting the handicapped. The specific inclusion on the
National Council of federal administrators beyond HEW programs illustrates
the effect Ssction 504 has had, and should facilitate rapid elimination of
barriers to the use of generic service programs by not just the developmentally
disabled but by all handicapped citizens.

The refinement of the definition of handicapped consunmer menmbers of
Councils IS official recognition that a disability in and of itself does
not preclude a person's assumption of social responsibility, for himself
and for his peers, It is an acknowledgement that, whenever possible. dis-
abled persons are their omn best advocates; while simultaneously insuring an
equal voice for these often bypassed, and giving that voice to those most
qualified to speak in It.

We do need here to call the Subcommittee's attention to a technical
omission in the section ¢n State Councils. The secordary consumers on those
Council8 should include at |east one revresentative of the institutionalized
population, Not only are their service needs and service delivery mechanisms
somewhat different fmn those of disabled persons in the cormunity, they are
the disa¥led most vulnerable to abuse and to abridgement of their legal awd
numan rights, Meresver, such representation is consistent with the nandate
for deinstitutiomalization and institutional reform. Therefore, the National
council requirerent that, of the consumer representatives far the mentally
impaired, at least one te the immediate relative or guardian of an institu-
tionalized person should be added to the relevant section on State Councils.
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I N reviewing the draft the Consortium submitted to the Subcommiites,
we did note that the omission — gurs; »a apologize for that, ard ask that
the wording, “at |least one of whom iS the immediate relative or guardian of *
an institutioralized person with a developmental disability,” be added to
Section 137 (az of the Bill after the words "mentally impairing develormental
disabilities” (page 28, line 14),

While no programmatic changes are suggested for the Protection and M-
vocacy System we do wish tO emphasize their importance i—the lives of de-
velopmentally disabled persons. There are |legal dM ethical issues concerning
the rlghte of the developmentally disabled and their families which are by
no heans clear~cut, and which are very different from those affecting "normal®
people. particularly when one is confronted with cognitive and judgenental
impairments. Clearly, public advocates with both a knowledge of law and a
sensitivity to the effects of disability are needed to protect this popula-
tion and insure their squitabtle treatment,

V¢ therefore urge the Subcommittee to retain the increased =&&a-
tion levels for P & A systems in HR 11764. The P k A progrém iS, as you
know, only just getting urdsrway, These system have been operating enly
six months; most are already concerned with future funding. Unfortunately,
the EEW Guidelines created a potential "Catch 22" for the P k A systems by
requiring then to seek out sourtes of continuing support. No P & A system
is overstaffed; none,to my knowledge, includes a fundraiser. Hence. the
Director, rho was ~ hopefully ~ selected for his or her advoeacy skills,
is golng to have to devote sone time to raising money, tine that therefore
cannot be spent on advocacy. | hope that, three years from now, we wiIl not
be hearing the P k A system criticized because they didn*t do enough adve-
cacy, The realistic authorizations of KR 11764 (if realized) will ale-
viate that 41lemma considerably.

Finally. NBAG wishes to address the issue of "targeting." V¢ are aware
that there is some feeling that specifying certain age groups as having
priority and limiting the allowable services te the four mentioned in HR.
11764 is too restrictive, that it takes away from the flexibility the states
presently enjoy under DD, However, we are also aware that there is even
styonger feeling = sone of it in official clreles - that the program has
never been properly evaluated, and probably cannot be as it is presently
designed,

Targeting by age and service will give the DD program needed focus and.
by virtue of that focus, a basis for evalpation, A't present, states my
choose on= Or several areas Of emphasis from a mene of sixteen services
without any reference to national goals or priorities. Consequently, the
kind of comparative data (both intra- ard interstate) needed for evaluation
iS virtually unobtainabtle, Stating national objectives and tying loecal
efforts to them will give the entire program a cohesiveness that is presently
lacking, This will be achieved without any real less of local options ve-
ezuse the four priority categories are broad enough to permlit a vide rangs
of services, NO matter which ma is selected. And. despite our emphasis on



servicaes, we do support the provision which permits . siate to continue
its planning efforts at the present level.

Targeting by age will eliminate the possibility .. duplication of service;
sven with P,L, 94-142 and the 1973 Rehabilitation Amand.ents we need DD, and
the new language insures that those not covered by tho major service legisla-
tion for the handicapped would receive needed aiieniinn,

In summary, Mr, Chajrman, the National Society Cu: Autistic Children
is very appreciative of your interest in and support for this program, which
has meant SO much to our sons ad daughters. Ve apprciate your sensitivity
and responsiveness to their needs. Thank you for spasworing HR 11764 and
for giving ue this opportunity to speak on it.
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Mr. Rogers. Thank you, Ms Akerley. We are pleased to have you
with us
Mr. Flannery.

STATEMERT OF LEO FLANNERY

Mr. Franxery. Mr. Chairman and membersof the committee, my
nameisLeo Flannery. | am from Florida. | am pleased to be speak-
ing today on behaf of the Epilepsy Foundation of America, .

It is the foundation's position that the developmental disabilities
program is the most effective instrument for promoting the delivery
of _f:omprehensiveservicesthat has appeared to date for people with
eplepsy. .
As the national grassroots voluntary agency concerned with epi-
lepsy and as a member of the Consortium Concerned with the De-
velopmentally Disabled, the foundation strongly supports H.R. 11764.
It is the foundation's position that many of the changes in the re-
newal legislationwill bring about substantial progressin the planning
and provision of servicesto the developmentally disabled.

Mr. Chairman, | know first hand what epilepsy means. Four of my
five children have myoclonic seizures, a very seriousand, in our case,
degenerative form on epilepsy. My wife and | have devoted the past
decade in trying to bring our childrens’ seizures under control.

Asyou may recall, Mr. Chairman, your office arranged for neuro-
Ioggicaéle;\]/aluationscx‘ four of my children at the National Institutes

Health.

At that time, the medical community did not fed that there was
too much that could be done. I aso know first hand what the De-
velopmental Disabilities Act has meant to persons with epilepsy. |
was a charter member of the Florida Developmental Disabilities
Council aswell asthefirst president of the Florida Epilepsy Founda-
tion. | have seen the developmental disabilities Program in action,
and | know what it has meant for peoEIewith epilepsy in Florida.

Before epilepsy was included in the Developmental Disabilities
Act, people with saizure disorders were a neglected population in
Florida, asthey werein most other States.

But once it became included in the act, epilepsy had a forum
through which the needs of this population could be brought to the
attention of State officids. A statewide conference on epilepsy was
conducted, funded with DD dollars, which pointed out some of the
realy glaring deficienciesand oversights in the State's human serv-
ices program asthey related to persons with epilepsy.

Asa result of this conference, the secretary of the department of
health and rehabilitative servicesin Florida authorized a task force
composed of public and private agencies, as well as consumers, to
prepare a 5-year action plan for epilepsy in the State.

The plan was subsequently devel oped, and many of its recommenda
tions have been implemented. | should like to mention just a few of
these. Because of the plan which DD made possible, over one-half
million dollars in annual title XX and State match funds have been
oPtai ned, beginning with the year following the completion of the
plan.
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Training programs were implemented immediately for vocational
rehabilitation counselers, thus creating specialistsin epilepsy rehabili-
tation in each region of the State.

Guiddlinesfor teacher training in epilepsy were created and proc-
essed through the State department of educationinto all standard
teacher training curriculain the public schools.

Administrative guidelines for drivers licensing for persons with
epilepsy were drawn up which included provisions for due process.
There was stimulation of many innovative wmmunity service pro-
grams, including a long-awaited seizure clinic in West Palm Beach,
which not enly serves Palm Beach but someaf the outlying wunties.

I wuld continue, but the bottom line was that the problems of
Feopl_e with epilepsy were given specia focus and attention for the

irsttime.

Mr. Chairman?my point here is smple. By naming epilepsy as a
developmental disability, focus was at last ?iven to a population
whose needs had been long overlooked. And | feel sure that you will
appreciate that it is because of the progress that has been made,
largely as a result of the Developmenti#l Disabilities Act, in identi-
fying the needs and providing for the services necessary to the person
with epilepsy, that we are most anxiousto see this disability continue
to beidentified in the renewal legidation.

| feel that our experiencein Florida and similar experiences across
the country suggest several points:

First, if the Congressdecides that the act should he expanded and
strengthened, then the additional populationsto he served should be
idelgltifi_edd 0 that they may receive specific attention, as epilepsy did
inFlorida.

Second, if thisisdone, Congressshould authorize and subsequently
work to assurethat appropriations are actually made and that they
are sufficient to meet the additional needs of an expanded population.

The Epilepsy Foundation of America recognizes that there are a
significant number of people who have needs similar to those of indi-
viduals who currently meet the categorical definition of develop-
mental disability.

For this reason, the foundation's board of directors has unani-
moudy endorsed the minority report of the National Task Force on
the Definition of Developmenta Disabilities. It was the position of
the 11 signers of the minority report that the definition of develop-
mental disability not he based on the rather vague and all-encom-
passing phrase “mental or physical impairment.”

They urged rather that the existing categorical disabilities named
in the act be retained, with a strong emphasisthat other individuals
whose impairments require services similar to those required by the
disabilities named in the definition should also be served.

_This approach would meet the need to serve those who are not now
diagnosed as developmentally disabled but who have similar needs,
while continuing to focus on the special needs of the DD population,
needs which the Congress has repeatedly recognized in the drafting
and renewal of thislegidationinthe past.

To summarize, the Developmental Disabilities Act has wrought
significant benefitsfor a long neglected and underserved population.
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™ It has also created a climate in which their needs are finally being
-recognized by State planning bodies.
“The Epilepsy Foundation of Americais pleased with the progress
made to date and bdieves that, with the modifications proposed in
H.R. 11764, this progresscan be significantly accelerated.

| thank you, Mr. Chairman.

Mr. Roeers. Thank you, Mr. Flannery, for being here. 1 am glad
to hear that your children are doing much better.

Mr. FLaNNERY. Thank you.

F Mr. Roaezrs. | think you have given us very clearly the points you
want the committee to have. We will go over them carefullty. Aswe
draft, if we have questions we may come back to you fore?/our advice.

. Thank you for your presence here. It has been most helpful to the
committee.

Mr. Smrra. Thank you, Mr. Chairman.

Mr. Rocers. Now, we have a panel representing the University-
Affiliated Facilities. Dr. Phyllis Magrab, president of the American
Association of University Affiliated Programs and director of the
University affiliated program for child developmental disabilities,
Georgetown University Medical School; Mr. Seldon Todd, executive
director of the American Association of University Affiliated Pro-
grams for the Developmentally Disabled; Dr. Hugo W. Moser, direc-
tor of the John F. Kennedy Institute, Johns Hotpkins University;
Dr. Joan Bergman, director of DESEMO, Center for Developmental
and Learning Disabilities, the University of Alabama; and Dr.
Richard Shicfclbusch, director of the Bureau of Child Research,
University of Kansas.

We wdcomeall of you here. Each of your statements will be made
a part of the record in full. If you could highlight the points that
have not been covered or have not been made it would be helpful to
thecommittee. Westill have another panel to go.

Y ou may proceed.

STATEMENT OF PHYLLIS MAGRAB, Ph. D., PRESIDENT, AAUAP;
HUGG W. MOSER, M.D,, DIRECTOR, UAP, JOHNS HOPEINS UNI-
VERSITY, JOHN F. EENNEDY INSTITUTE; JOAN S, BERGMAR,
Ph. D, DIRECTOR, DESEMO PROJECT, CENTER FOR DEVELOP-
MENTAL LEARNING DISORDERS (UAP), UNIVERSITY OF
ALABAMA; RICHARD SCHIEFELBUSCH, Ph. D. DIRECTOR,
BUREAU OF CHILD RESEARCH, UNIVERSITY OF KANSAS; AND
SHELDOR P. TODD, JR., EXECUTIVE DIRECTOR, ALL ON BEHALF
OF AMERICAN ASSOCIATION OF UNIVERSITY AFFILIATED PRO-
GRAMS FOR THE DEVELOPMENTALLY DISABLED

Dr. Macrse. It isout of my professional commitment to the de-
velopmentally disabled that 1 am pleased to present testimony today.
Serving the developmentally disabled is not easy. It is a continual
confrontation with our own mortality, vulnerability and inevitably
our own humanity.

Perhaps it isin thisdepth of philosophical awareness that we all
are heretoday to speak out on the proposed legislation.
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My fellow panelists and | are here representing our association
whichstrongly endorsesyour bill and we are delighted to seeit come
forward. In particular, we would like to discuss the university affil-
Ia?lteg egrogram portion of that bill to which others already have

uded.

The university affiliated program make available practitioners
who can provide diverseand complex servicesto the developmentally
disabled. We have as our maLor mission the setting of standards of
service for this population through exemplary training of profes
sional workers.

There are basically four functions that the university affiliated
program provides: first of all, training; second exemplary clinical
services in support of that training; third, clinical research, and
fourth technical consultation in assisting service agencies and con-
sumer groups.

Because no single professional has all the skills to solve the mul-
tiple problemsof the mentally retarded or developmentally disabled,
it wasthe wisdom of the Congressto createinterdisciplinary training
programs that incorporate the functional areas of health, education
and socia services. Within the university affiliated programs over 50
different disciplines actively participate and most programs have at
least acoregroup of 10 disciplinesrepresented.

The university affiliated program is a national network. Thisisan
important point because by providing leadership training there is a
viable exchange of training techniques, of innovative service pro-
grams and a mechanism for establishing high standards for' the
quality of care through this networking process.

The Government in partnership with the academic community
through the university affiliated program over the last 14 years has
worked toward developing an outstanding manpower base and service
delivery program. It continuesto be our joint obligation to maintain
these programsin sufficient quality to meet the national needs of the
group that we serve and to continue to maintain standards of exce-
[ence through new knowledge and professional training,

| was going to share with you a case example, which | will not
take the time to do now because | think the consumer groups that
have spoken before us have typified the multiple needs of the devel-
opmentally disabled. The need for training is dictated by the need
for servicesof the developmentally disabled individual and hisfamily.

It is the complexity of the needs of this group that implies the
complexity of the training that is necessary. Professionals must be
trained in a number of areas, in information exchange, growth and
development, community function, diagnoses and assessment, pro-
ducing change, and interdisciplinary theory and research.

This is a very broad arena. | n this broad arena the multiple dis-
ciplinesmust be integrated in their learning; otherwise, the learning
becomesfragmentary, isolated and thisleads to fragmentary services.

During the last year at Geo:getown University UAP, which is a
modest Sze program, not one of the larger programs, we involved
over 1400 students in our training activity with in-depth training
for 200 persons. I n relation to this training activity we served over
1,500 patients. This wasin support of the training endeavor.




Besides the trai nin% that occurred within our center there was a
strong outreach into the community and thisis true across all of the
centersin our national network. We have worked with judicia sys-
tems in training court workers in handling the developmentally
disabled; we have worked with Head Start and day care teachers in
the tri-State region and have worked with the developmentally dis-
abled in their settings. We have developed a high risk followup pro-
gram that has been extended to community hospitals by replication.
It isthiskind of outreach effort that enhances the services that can
be provided to this population.

I now would like to defer to my colleagues who will speak in
particular to the service areas, the outreach areas and the kind of
training that is accomplished through our networking process.

Mr. rRS. Thank you, Doctor.

STATEMENT CF HEUG0 W. MOSEB, M.D.

Dr. Moser. | am Dr. Hugo Moser. | am director of the John F.
Kennedy Institute for Handicapped Children, which is adjacent to
and effiliated with Johns Hopkins Medica Institution. The institute
has a 40-bed inpatient unit which serveschildren with a great variety
of developmental disab'ilities, including mental retardation, cerebral
palsy, childrenin for treatment for lead poisoning, children recover-
ing from head trauma, a variety of birth defects, learning and be-
havioral defects, and in a very important way children with autism,
which was a disorder which was first described by Dr. Leo Kanner
at the Johns Hopkins Hospital 40 years ago.

Second, we have a school program which serves aso 40 pupils.
These are children from the Baltimore inner city referred by the
Baltimore School System, who remain for 1 to 2 years. The great
majority have then been able to return to regular classroom settings
within the public school system.

Third, we serveabout 4,400 outpatients ayear. So what i sso specia
and important about all this? One, the numbers. We do servein a
comprenensiveway a large number of children and their families.

Second, we are a part of alarge university and teaching hospital,
and | believe that we have had a role as a change agent in shaping
attitudes toward the developmentally disabled child. We do this be-
cause we have a program which combines medicine, education, be-
havioral sciences, social sciencesin an equal way, areas which are not
represented as strongly in the traditional hospital.

We have made, | bdieve, a considerable impact on changing the
attitudes toward the developmentally disabled in a great many
health professionals. Our followup program has shown that 80 per-
cent of the professionals who have gone through our training pro-
gram have made and continue to make a commitment to serving the
developmentally disabled after they have graduated from the pro-
gram

Mr. Rocers. 80 percent, you say ?

Dr. Mosger. 80 percent.

A third aspect, which has already been emphasized by the others,
is that we relate to the community and particularly to institutional
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programs. We have placed strong emphasis on this. Three of our
pediatries work on a halftime bhasis, each at Forest Haven, which is
theinstitution for the retarded which servesthe District of Columbia

We have a strong working relationship with Rosewood Fraining
Center near Baltimore. In the latter program we are responsible,
together with the State agency, for training direct care personnel
toward more effective pro?rams for their clients. In my writeup |
gave two examples which 1 will only highlight in the briefest way.

Oned the examplesrefers to an 18-year-old woman who had, be-
cause of outstan ngly difficult behavior, been admitted to Rosawood
Training Center and under ordinary circumstances, | believe, would
have been destinedto remaintherefor therest of her life.

Together with the Rosewood Training Center program, we have
designed a mode program, where the young lady spends her days
at Kennedy Institute and the evenings and weekends at Rosawood.
Her progress has encouraged us to believe that she will be able to
return to thecommunity.

Thiskind of approach is highlighted in a very important way by
Dr. Bergman's presentation of her work in Alabama.

Finally, I want to mention one program which | think is par-
ticularly important for the developmental disability legidation. This
was a program sponsored by the region 3 Developmental Disabilities
Office, and coordinated by the neurology saff of Kennedy Institute.
I n this program Kennedy Institute worked with the TTAF*s in the
other five Stateqj region 3 to develop a program in which each of
theclientsdf res dnential ingtitutionsfor the retarded who have seizure
disorders, approximately 3 out of 10 residents of these institutions
was reevaluated and the seizure disorders were treated.

We found a great many gainsin terms o mortality from seizures,
the disability caused by seizures, apd the vocational and socia gains
made by theindividuals. | t is our impression that it would not have
been possibleto do this without the Developmental Disabilities Act.
This Is because such a program depended upon the cooperation of
the DD Office, of State agencies, of institutional staff, and last but
not least the universities. I t requiresthe participation of neurologists,
ntirses, biochemists to measure blood levels of the anticonvulsant
dgents, teachers, psychologists, rehabilitation people, and direct-care
gaffs. | bdievethat this was by far the most effective way to bring
together all these forces and resources for the benefit of so many
clients with "double” developmental disabilities who are residents of
institutions for the mentally retarded.

Thank you.

Mr. Rogers. Thank you, Dr. Moser.

Dr. Bergman.

STATEMENT OF JOAN 8. BERGMAN, Ph. D.

Dr. Berearax. | am Joan Bergman, director of the DESEM O proj-
ect at the Center for Developmental and Learning Disorders, the
University Affiliated Program at the University of Alabamain Bir-
mingham.
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Our UAP is dso involved in the service and training that my
colleagues are speaking of; but it is a provision of technical assist-
ance by a UAP and by, in this case, a specia project of a UAP that
I would specifically like to discuss with you this afternoon.

DESEMO is an example of a special project offering technical
assistance. DESEM O happens to be a product of a very successful
linkage df a State mental health department, a UAP, and community
‘programs, and is funded by developmental disabilities money. | t was

irst established in order to demonstrate that an interdisciplinary
team of mental retardation professionals, parents, supportive per-
sonnel, and consultants could work together to provide a better qual-
ity of life for individuals whose handicapping conditions were of
such a severity that these individuals required total care.

To see what could be done, we selected 20 severely handicapped
individuals who, at the time we started working with them, ranged
from 7 weeks to 20 years of age. Not one of these individuals was
ableto communicateeither verbally or nonverbally.

I n other words, none had any way of indicating a desire or need
or indeed of showing understanding of anything. All had been found
to be profoundly mentally retarded as measured with standardized
instruments; 10 of theselived in the community and 10 in a State
residential facility.

Those living in the community were not receiving comprehensive
services. Two had some means of ambulating. Several have severe
visual problemsand oneisdeaf. Onewastube fed and had no response
to any stimulation. One young man has such severe physical de-
formities that the crest o the pelvison one sideis literally adjacent
to the rib cage on the other side, his hands rest on his forearm. The
only behaviorsexhibited by oneis to make rhythmical movements, to
m r(1alow—pitched sounds, and to bite at anything that comesinto his
reach.

Several have spent their livesin cribs or crib-like wheded objects.

Unfortunately, these 20 are representative of individuals who are
found on back wards of institutionsand for whom the care routinely
given recogggzesin them no humanaﬁjotential. There islittle positive
that could be said regarding the gualitv of life for either these indi-
viduals or their parents,

The 20 were deliberately chosen with a wide range of individual
differences. Although we have provided services to this group, our
resources have not dlowed us to provide all of the services these
individuals need. I n spite of this. our results are imaressive and in
some waysshocking.

All are now receiving comprehensive services.

At least three are receiving training in a visual communication
system. Two of these each understand over 100 symbols and exceed
our technical ability to transmit their expressive capability.

For six individuals, innovative positioning techniques have per-
mitted improved functiona abilities and are, hopefully, arresting
further postural deformities. This hasalso alowed four to ""se2" with
their eyes, an experience previously denied because of being locked
into atotal reflex pattern.
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Three were found not to be profoundly mentally retarded. One
very young child is deaf with probably normal intelligence. Two
older teenagersare certainly in the high trainable range and at least
oneof themisprobably educable.

I t is exciting to see a young person, until recently spending most
of histime in a crib-type bed and categorized and stigmatized as
noncommunicative and profoundly mentally retarded, now sitting
up in an adapted wheelchair, learning a means of communicatig
and, recentlﬁ, cheering on the basketball team of the University
Alabamaasheattended a game.

What was our purEose in working with these 20 individuals? It
really wasnot to work just with the 20 hut it was to develop methods
which could be used to serve all individuals with the severe handi-
caps o profound mental retardation and noncommunicative ability.
We do not know exactly how many people we are talking about but
it isalarge number and, of course, the methods used can be used for
other people besidesthese who are so severely involved.

But the development of methods is of no value unless some dis-
semination is accomplished. Already the techniques developed by the
DESEMO project are being applied in Portlow where approximately
1300 individuals reside. They are being used in the State crippled
sarvice programs, in public school programs, and in cerebral palsy
centers.

Requestsfor our techniques have been received from many States
and from someforeign countries.

I would | i e to very briefly give you a few specific examples of
our work. Oneisthat we have uncovered a very serious question. We
have done blood chemica analyses of approximately 700 institution-
alized individuals and the question is: I's the high beta carotene leve
found in the blood an indication of an unidentified inborn error of
metabolism and, if so, would then early identification and possible
treatment reduce or eliminate some cases of mental retardation or
are we dealing with a problem which is the result of the form of
food that is so often given to low-functioning individual s?

We have worked to develop a technique of assessing visual acuity
in infants and have adapted this technique to the profoundly de-
velopmentally disabled. As part of the service, we have done vision
function testing of al of the individuals at Partlow State School
who are considered to he profoundly retarded. This resulted in the
first vision function dataon this popul ation.

We have developed a program for instruction in visual symbol
communication. The receptive part has been finished and is being
used now with a number of people. Those people range from pro-
foundly to mildly retarded, and from profoundly to not at all phys
ically handicapped. Individualsin this program are averaging learn-
ing more than one symbol per session and their retention rates
range from 90 to 100 percent over a period of ayear.

Thisleadsto the problemthat is mentioned before and that isthat
thedevicesfor expression are not generally availablewithin the range
of most of the people. They are far too expensive for most of us or
they contain very limited data banks. However, the tel ephone pioneers
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of the South Central Bell System are working with us at no ¢ost to
us now, and we expect to have something that will beeasily replicable
available very soon.

Simple positioning has been a magjor problem and, again, the costs
range upward from $1,000 and those available have not been very
effective. We have now developed a processthat will soon be available
and the cost will be approximately $50 per person. Our process pro-
videsindividualized chair insert for an individual. .

These aresomedf the things we have done and are involved in. In
genera, at our UAP and with our project, we are effectively carrying
out the concept of technical assistance as our pro#'ect members work
with people in the field, move in and out of thefield as needed, but
do not assume the responsibility for the service provision totally
ourselves.

In summary, it is my desire to have you and the members of the
. committee be convinced of the necessity of respectfully designating
to certain people the responsibility of providing consultation to
service providers, to planning groups, to service delivery systems and
to educators. Mechanisms for dissemination of informaticn should be
easily accessibleand efficient. Thisistheobviouslink between research
and development and service delivery and it must be supported if
there is to be an improvement in the care of the severely develop-
mentally disabled. TTAP’s acrossthe Nation arein optimal positions
to providethistechnical assistance.

I would like to remind the committee that the concept of special
project fundingissound and | believe it should continue. DESEMO,
although hosted by an UAP, requires special project funds.

Thank you, Mr. Chairman.

Mr. Roeers. Thank you very much.

Mr. Schiefelbusch.

STATEMENT OF RICHARD SCHIEFELBUSCH, Ph. D.

Dr. ScamrrerLerscu. The particular part of our testimony that |
would like to develop relates to what we call applied research. That
is a term that wuld be placed in a number of other categories of
terminology. Notice that my colleague just simply referred to 1t as
a program, a program for children.

We sometimes refer to it as research for children or it might
simply be called application research in the sense that we take the
best that is known 1n some particular area of work and because of
our clinical interest and applications would bring it irto the service
domain and have the desire and the tenacity to keep working with
it until we have developed some new feasibility for the children.

Now, it isthis development of new feasibility that interests methe
mog. | have for over 20 years directed a research institute that has
focused primarily on the development of new patterns of training
and new environments in which to train children that had previously
not been trained.

We began work with the lowest functioning children in our State
hospitals. At the time we began, it was not considered feasible to
teach them language, to teach many of them to wear clothes, how to
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play, how to go to the bathroom and how to feed themsdves. At
timesit was almost necessary for us as researchers to take bets with
the care personnd of the hospital that it could be done.

| think that history is now aimost lost and forgotten, although it
was slightly lessthan 20 ﬁears ago that it was demonstrated that you
could teach children at the low end of the functioning ladder to do
many things that quaified them for different kinds of living and
differentkindsof environments. )

Thisresearch | now refer to as a breakthrough in feasibility. 1t is
possible now to contemplatedeinstitutionaliiation and mainstreami
and normalization becausethere has been alarge number of intereste

plewho call themsalves researchersin one way or another who got
interested i n the problemsaof doing research for the children.

Now, it has not previoudy beenin our legislation for the develop-
mental disabilities that we specificaly identified research as such. |
think itisclear tousall that weare concerned at the beginning of the
developmental disabilitieslegislationthat we train peopleto do work
with children, that we provide the means for improved services and
care.

But we did not identify the functioning role of research as such.
We had left that to other ple. It is, of course, not accidental that
a large number of research activities and programs have been car-
ried on but | think we have reached the point now, Mr. Chairman,
wherewe should realize that research for children, if mixed with the
other important objectivesthat we have described, can improve the
feasibility of what we are trying to do and literally bring the fruits
of our efforts to more children that have previoudy been denied
theseserviceopportunities.

It will dso alow usto reach improved patterns of normalization
and community living.

Itis, of course a beautiful thing to say that children should have
the opportunity to live in the least restricted environment that is
feasible for the child. 1t is good to say that they should live in the
mainstream of life but it is not good for a child to live a lifein a
mainstream that he cannot participate in. We still have far to goin
designing programs for training and activities for the children that
will alow them to become more able and more capable. That is still
in part a jobfor theapplied researcher.

Mr. Rocers. Thank you very much.

Mr. Todd.

STATEMENT @ SHELDON P. TCDD, IR.

Mr. Toop. Thisisreally a very important program, the UAF pro-
gram, and | am honored to be here and | am honored to be associated
with my colleagues.

b'l?ml Rocers. | think the committee agrees with you. It isin the
1L,

Mr. Topp. We are delighted it isin the bill. The specific features
that are in the bill reflect very much our thinking. We have had an
expert task force working a %ear and one half and every director of
the program has gone over the recommendationswe have devel oped.
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Mr. Roaers. Are there any changesin the bill you think are nec-
essary? Should we write in standards for universities?

Mr. Topp. Yes, we are very much in favor of standardsfor all the
programs.

r. Rocers. | sthere anythingelse?

Mr. Toop. We would recommend that the administrative grant be
designated as a core grant and a minimum funding level of $250
million per grant——

Mr. Roeers. How much, $250,000

Mr. Tobp. $250,000, yes, thank you.

Mr. Roaexs. You frightened mefor aminute.

Mr. Topp. That i sthe recommendation.

Mr. Roam. A coregrant toeach?

Mr. Toop. Yes.

Mr. Rocers. How is it eurrently done?

Mr. Topp. The mean core grant is$29,000 but there isa wide dis-
tribution. The overall program is$68 million and the core grant is
basically fund administration and could relate to do that.

Mr. RoaErs. Arethere any other changes?

Mr. Topb. No.

Mr. Rogers. | t is my understanding that research was going on all
of thetime.

Mr. Scaierersusca. | did not mean that it wasnot. | meant it had
been identified asa specific. You seg, it isidentifiedin this legislation
insection121, item 4. Itisspecifically identified.

I am simply speaking to the fact that we have the technology and
the capability now, and it should be built in as a firm part of the
program.

Mr. Rogers. I agree.

Mr. Topp. Mr. Chairman, we are concerned in particular with
applying research findings to the actual delivery of servicesanditis
applied research on serviceddlivery.

Mr. Rogers. | understand. Thank you for bein? here. Your pre-
sentation and your testimony has been most helpful.

[ Testimony resumeson p. 264. ]

[Dr. Magarb's, Dr. Moser’s, Dr. Bergman's, Dr. Schiefelbusch's, and
Mr. Todd's prepared statement follow:]
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TESTI MONY
on

UN VERS| TY AFFILIATED PROGRAM
HR 11764

I.  TESTIMONY QF PHYLLI S #AGR2a8, Ph.D.

M nane is Phyllis R Magrab. | amDirector of the
Geor get own Uhi versity Child Devel opnent Center, Associate
Pr of essor of Pediatrics, and Chief Pediatric Psychol ogi st at
Geor get own Uni versity Medical Center. | amcurrently the
Presi dent of the American Association of University Affiliated
Prograns for the Devel opnental |y D sabl ed.

I, and ny fellowpanelists are here to speak on the
University affiliated Program {(uap) portion of HR 11764.

I knowthat this Commttee recogni zes:

e persons wth devel opmental disabilities have unique

needs

e personnel serving individual s wth devel opnent al

disabilities nmust have special training

m Qongress created the University Affiliated Programin
1963 as the federal investnent in nmaking this training

avai | abl e nati onw de.

Today, 46 University Affiliated Prograns {UAPs) provide

a nationw de network of resources to states and whi ch perform



the follow ng functions in an exenplary manner: training
service, technical assistance, and di ssenination of research
findings. Each of our panelists will stress the activities of
the UAPs in one of there areas. Qur final panelist will
summarize the inplications of our remarks for AR 11764.

It is out of ny deep commitment to the devel opnental |y
di sabl ed that | am pl eased to present testimony. serving the
devel opnental |y disabled is not easy. It is a continual
confrontation with our own nortality. vulnerability and
inevitably, our own humanity. | recall hearing Jean Vanier,
a great french humanitarian speak ON normalization and changing
concepts in residential care. Wth poignancy he spoke of work-
ing with the devel opnental |y disabled as a revel ati on of what
is mankind; as a response to our own conscience, and our fear
of suffering and abandonment. Perhaps it is this depth of
phi |l osophi c awareness that we all are here today to respond to
the proposed | egislation

The University Affiliated Prograns nmake avail abl e workers
who can provi de the diverse and conpl ex services the devel opnental |y
di sabl ed need. UAPs have as a mmjor mission the setting of
standards of service for the devel opnental |y di sabl ed t hrough
exenpl ary training of professional service workers. UAPs
provide interdisciplinary training of professionals and para-
prof essionals: exenplary clinical services for devel opnental |y
di sabl ed individuals in support of the training mission, clinical

research; and technical consultation in assisting service



agenci es and consuner groups.

Because no singl e professional has all the skills to
solve the multiple problens of the nentally retarded or
devel opnental |y di sabled, it was the wi sdomof the Congress to
create interdisciplinary training programs that incorporate
the functional areas of heal th, education, and social services.
over 50 different disciplines actively participate in the UAP
training endeavors with a core of over 10 disciplinesin nost
prograns. The University Affiliated Prograns ax= unique in
their ability to provide training | eadershi p and the application
of new knowledge to direct service systens. The UAP program
concei ved of as a national network provides a viabl e exchange
of optimal training techni ques, i nnovative service prograns.
and a nmechani smfor establishing high standards for guality of
care. The federal government in partnership with the academc
community has over the |l ast 14 years worked towards devel opi ng
an outstanding manpower base and sacvice delivery systemfor
this special population. It continues to be our joint obligation
to Mai ntain tAp programs of sufficient quality to continue to
nmeet the national needs of this group and to continue to maintain
st andar ds of excel | ence t hrough new know edge and pr of essi onal
traini ng.

our UAP at Georgetown university places a strong enphasis
on prevention and early intervention as a part of its service
and traini ng program providi ng exenpl ary nethodol ogy that is

broadly di sseninated to the community and the UAP network.



Let me share with you one of ny nost noving experiences
that highlights the inportance not only of early and skillful
intervention, but also vital need for an interdisciplinary
nodel for training and service. Mrs. G. came to our UAP
program when her daughter was approxi mately 18 nont hs of age,
havi ng been told at her daughter's birth that she was a
rubel la baby with cardiac probl ens who would be severely

retarded. Immediate institutionalization had been reconmmended.

After 18 nonths of anbival ence, the famly cane to the uap as

a last resort for advice. The child was neither tal ki ng nor
wal king and had a |eft-sided paral ysis which war a conplication
of an earlier cardiac catheterization. The interdisciplinary
team went to work assessing famly status (social work),

devel opnent al status ({psychology, communicative di sorders,

physi cal and occupational therapy), and nedical status (pediatrics,
neurol ogy). The professionals pooled their information, and
then embared on a coordinated treatnment program Initial
neasur es included a hearing aid for the previously undi agnosed
hearing deficit, medication for the previously undiagnozed

sei zure di sorder and a twi ster cable brace for the mobility
problem Language and occupational therapy as well as counsel-
ing for the fanmily ensured over a 1-1/2 year period. At the
end of that time, based on an interdisciplinary review the
child war found to be functioning in the mldly retarded range.

with a broad vocabul ary and full nobility. Now at _age 7 she is

in a public school placement for the hearing inpaired, quite
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i ndependent wi th much | anguage. Had this child not had the

benefit of thin type of interdisciplinary programming early in
her life, the initial diagnosis =t severe retardation and
institutionalization would have been a sel f-fulfilling prophecy.

As a result of the interdisciplinary managenent of this
youngster, her potential to live a productive, happy, relatively
i ndependent exi stence i s maximzed. Additionally, the famly was
able to benefit from conprehensive services in one facility as well
as an integrated treatnent plan. The conplexity of this case ig
representative of many sinilar cases wz see at the Georgetown UAP and
points tO the need for model interdisciplinary training prograns
and information di ssem nation. Through our interdisciplinary
nmanagenent program future professionals experience an exenpl ary
service program which establishes a standard for the quality of
servi ce they provide to handi capped i ndi vi dual s throughout their
professional careers.

The need for training i s implied by the need for services of
individugls and families such as the G's. The conplexity of this
training is highlighted by the conplexity of these needs.

Prof essi onal s must be trained in:

Information-exchange:

Technigues and principles of obtaining and transmtting infermation
ina variety of settings to clients, colleagues and others.

QG owt h and Devel opnent :

The application of general principles of human growth and devel opnent,
both bi ol ogi cal and behavi oral, and major categories of devel oprent al

disabilities.



Communi ty Functi ons:

Conmunity resources, general problemof delivery of health services.

ease-finding, and life cycle programming.

Di agnosi s and Assessnent:

The interaction with devel oprental |y di sabl ed children and their
famlies to assess need8 and plan intervention.

Producing Change:

The major strategles of nodifying behavior through intervention
with clients and fanilies includingtechniques for producing
change in biol ogi cal and behavi oral aspects of clients.

Interdisciplinary Theory:

m e naj or group cencents and processes and their application te
interdisciplinary team functioning including major strategies to
modify attitudes and to prevent and ameliorate def ensive postures
which interfere with interdisciplinary functioning; recognition of
functions and distinct and overl appi ng boundaries of various

di sci pl i nes.

Resear ch:

Use and critical evaluation of appropriate materials in the field
of devel opnent al disabilities including techniques of program
evaluation and research design.

During the last year, the Georgetown UAF, an average size
program invol ved over 1400 students through courses, practicums,
and traineeship placerments: 196 trainees, 497 special training
programparticipants, 274 orientees, 470 students in academ c

course work. The core course, "Developnental Disabilities: An
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Interdisciplinary Approach," was attended by over 70 students.
To provide a clinical base for training, some 1,550 patients were
served by the Center: 441 by interdiselplinary teans, 158 by

special projects, 343 in unidiseiplinary programs.

genrgetown UAF, besides training and service, provides, in
conjunction with all of its nodel programs,creative di ssem nation
of infermation. The infant programfar high-risk foll ow up and
stimulation has in the last year offered two national symposiums,
generated numerous applied research articles, and stinulated the
devel opnent of community replication of our nodel. Qur nursery
program ror devel opnental |y di sabl ed preschool ers has been a
tri-state training arena for headstart and daycare teachers
serving as a nodel for screening and programming. Materials
for daycare mothers to provide prelimnary devel opnental sereening
have been devel oped as a part of our prevention effort and
circul ated through the UAF network. Uniquely Georgetown UAF is
involved ON a regional basis in training juvenile justice workers
inidentifying devel opmental |y di sabl ed of fenders = a public
decumentary i S being devel oped as a part of the project. These
are just a Pew exanpl es of how our UAF is working towards providing
better services and better training of professionals who serve
families such as the @¢'s. It is through the conbined training
efforts of the national network of UAF's that we can provide a

broad inpact on the quality of care for the develepmentally di sabl ed
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1.  TESTIMONY CF ruco W MOSEB, MD

M nanme i s Bugo Moser. | amdirector of the University
Affiliated Programat Johns Hopkins University, the John F
Rennedy Ihstitute.

Qur programis active in training, service, technical
assi stance, and applied research. The Kennedy Institute
serves the nation, the region, the state of Maryland and t he
greater Baltinmore community. | would like to stress only one
area: Services as provided by uaps, using the Kennedy
Institute as an examples.

Handi capped persons in the Uhited States have recently
been referred to as "the next mnority." Mjor |egislation
enacted by Congress -- including the Rehabilitation acts of
1973 and 1974 and the | andmark Education of All Handi capped
Children Act -- has assured the handi capped child and his or
her fanmly of a rightful opportunity for education, enpl oynent
and participation in society.

In Such a time, it is increasingly inportant that the
young handi capped child he provided with the very best of care,
of fered by persons who themselves received the very bast of
traini ng.

This is at the heart of the John FE Kennedy Institute and
the University atfiliated Programconcept. Working toget her,
the prograns of service, training and research conbi ned

synergistically to i nprove the well-being not only of today's



child, hut of children yet unborn.

As one of the first University Affiliated Facilities
constructed under legislationinitiated in 1963 (P.L.88-164),
the John P Kennedy | nstitute has becone one of the nost
conprehensi ve facilities dedicated to inproving patient care
for severely and nmultiply handi capped children and their
famlies.

Affiliated primarily with John Aopkins University and
medi cal institutions, Kennedy is an interdisciplinary facility,
fully committed to advances in patient care, training and
research. It is licensed and accredited by the Joint
Commission on Accreditati on of Hospitals.

It isworth noting that we stress the term "inter-

di sciplinary" as opposed to "multidisciplinary". It is our
continuing goal to work together with professionals representing
various disciplines and in a coordinated effort whi ch has one
purpose: better serving handi capped chil dren by view ng them
as children with disabilities and not as disabled children. W
al so stress the concept of continuity of care. Each child with
disabilities nmust be hel ped as necessary throughout his or her
life. It is our belief that service, training. research and
techni cal assistance are, and nust be. interrelated. Let nme
give you an exanple; in ow Kennedy School, we have enrolled
agirl whoml shall call Ary. Unlike many handi capped chil dren.

Aty was not rejected by her parents. However, as she reached



her teenage years her behavior became literally unnmanageabl e,
and it was with considerable regret that her parents committed
her o Rosewood Training Center —-- an institution for the

nental |y handi capped, where she would spend the rest of her
life.

Amy i s alnost 18 years old, yet she functions as if she
were 18 nmonths. She has little self-help skills, and the
activities of daily living which all of us take for granted,
had to be performed for her by trained personnel. At Rosewood
it was likely that she would have |lived among equally handi capped,
getting no better until she died.

Any is enrolled in our nodel program for severely and
prof oundly handi capped. She has, in |less than one year, shown
remarkabl e progress in inproving her behavior to the point that

her parents feel that she can sone day return to their hone.

A child like Ary goes through an interdisciplinary
eval uation at the Kennedy Institute, in which professionals
representing some 15 disciplines would offer their opinions.
These eval uati ons woul d be conbined into a thorough appraisal
and recommendations for treatnent.

In Any's case, the first step was to better evaluate
her potential and we did so by treating her as a whole child,
and not |ooking just at her deficits. This led to a nore
realistic assessment of what she could do, including providing
her with a program in which she can comuni cate her wants and

needs to other's.



By sharing her story in our weekly conferenceswth
trainees, they too are getting a better understandi ng of
devel oprent al | y di sabl ed peopl e which they will take with them
as leaders in the field el sewhere.

Equal Iy inportant, we are working cl osely wi th Rosewood
and with other service providers, offeringthemtechnical
assi stance in howto deal positively with other amys -- for
the goal of this specific program is to devel op a curricul um
which can be used nationwi de in dealing wth children who are
so profoundly handi capped or whose behavior is so difficult to
work with that they would normal ly end up on an institutional
war d.

Last year, the Kennedy Institute served over 4,400
devel opnental | y di sabl ed children, either as in-patients, or
out-patients. These clients included children with Cerebral
Pal sy, nany types of birth defects, Othopedic problens,
seizure djsorders, |ead poi soning, inborn errors of metabolism
learning disabilities, children who had suffered head trauma.
children with behavioral or |earning disorders, and children
with autism

I'n addition, we worked closely with university and
residential facilities in Pennsylvania, Maryl and, Del awer e,
Virginia, Wst virgina, and the D strict of cColumbia. V¢ focused
on the needs of institutionalized persons suffering from
sei zures or epil epsy, for such persons conprise three out of

every ten persons now confined to institutions.



The purpose was to reeval uate the treatment programfor
all patients with seizure disorder, and devel op effective
methods of bringing these sei zures under control. W are
pl eased to note that the frequency of seizures did in fact
di mi ni sh -- and the peopl e suffering from such disorders, showed
good progress in terms of social skills, education and vocati onal
trai ni ng.

It is difficult to inmagi ne separating service from
training or training fromresearch. It as only in a mlieu that
conbi nes these el enents, that new know edge can be uneart hed
and applied, and then taught to others who will thensel ves
take | eadership roles. And the one who benefits nmost is that
handi capped chi | d, who has the sane rights that we all do =~
a fact we are just nowcomng to fully realize.

I'n June of this year we will be conducting a conference
on devel opnental disabilities -- discussing future directions
and t he chal | enge of applying what we know.  The program wil |
bring together a broad range of disciplines fromaround the
country and will, we hope, be a significant step in sharing
our know edge of service to others equally committed to all

handi capped chi |l dren.



rrr. TESTIMNY GF DR JOAN 5. BERGMAN

I amD. Joan Bergman, Director of the DESEMO Proj ect
at the Center for Devel opnental and Learni ng D sorders,
(cpbLp), the University Affiliated Program (UAF) at the
university of A abana in Birningham Bi rm ngham A abanma.

I'n both in-house and out - reach prograns, COLD provi des
service to individual s who range in age fromnewborn through
adults. Degrees of involvenent of the clients range from
mld te profound.

Exenpl ary service prograns at CDLD exi st prinmarily
for the purpose of providing a mechanism for the training of
students - undergraduate, graduate, and post-graduate - to
work with individual s who are developmentally di sabl ed.

CDLD faculty and staff provi de formal coursework as Well as

ext ensi ve educational experiences in a practicum setting.

Both service and training take place within an interdisciplinary
model.

Research efforts at COLD are directed to probl ens of
individual s as well a5 to problens of service delivery. In
addi tion to docurentation and anal ysi s of aspects of service
del i very, special |aboratories focus on in-born errors of
met abol i smof an heritabl e di sorder of connective tissue.

QG her prograns operating within the Center provide serviece
and training, as well as research, in human genetics and

infections in utero.



The DESEMO Proj ect, Denonstrati onof Service Mdalities
for the Non-communicative Devel opnentally D sabled, is an
exanpl e of the provision of technical assistance by a speci al
project of a uar, DESEMOwas first established to denonstrate
that an interdisciplinary teamof nental retardati on pro-
fessional s, parents, supportive personnel and consul tants
coul d work together to provide a better quality of life for
i ndi vi dual s whose handi cappi ng conditi ons were of a severity
torequire total care.

To see what could be done, we sel ected twenty severely
handi capped i ndi vi dual s who, at the tine we started working
with them ranged from7 weeks to 20 years of age. Not one
of these individual s was abl e t o communicate either verbally
or non-verbally. In other words, none had any way of indi-
cating a desire or need, or indeed of showing understandi ng
of anything. Al had been found to be profoundy nentally
retarded as nmeasured with standardi zed instruments. Ten of
these lived in the comminity and ten in a state residenti al
facility. Those living in the commnity were not receiving
conpr ehensi ve services. Two had sone neans of ambulating.
Several have severe visual problens and one is deaf. One was
tube fed and had no response to any stimulation; one young
man has such severe physical deformities that the crest of
the pelvis on one side is literally adjacent to the rib
cage on the other side, his hands rest on his forearm the
only behavi ors exhi bited by one is to nake rhythm cal nove-
nments, to make | ow pitched sounds and to bite at anythi ng

that comes into his reach. Several have spent their |ives
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incribs or cr'ib-likewheel ed objects. Unfortunately, these
twenty are representative of individual s who are found on back
wards of institutions and for whomthe care routinely given
recogni zes in themno hunan potential. There is little
positive that could be said regarding the quality of life

for either these individuals or their parents.

The 20 were deliberately chosen with a w de range of

i ndi vidual differences. A though we have provi ded services
to this group, our resources have not allowed us to provide
all of the services these individuals need. |n spite of

this, our results are inpressive and i n sone ways shocki ng.

m Al are now receiving conprehensive servi ces.

m A least three are receiving training in a visual
communication system two of these each understand
over 100 words and exceed our technical ability
to transmt their expressive capability.

e For six individuals, innovative positioning tech-
ni ques have permtted i nproved functional abilities
and are, hopefully, arresting further postural
deformities. This has also allowed four to "see"
with their eyes = an experience previously denied
because of being | ocked into a total reflex pattern.

e Three were found not to be profoundly nentally
retarded. One very young child is deaf with
probabl y nermal intelligence. Two ol der teen-
agers arg certainly in the high trainabl e range

and at least cne Of them isS probably educabl e.



It is exciting to see a young person, until recently,
spending nost of his tinme in a crib-type bed and cat egori zed
and stignatized as non- communi cative and profoundly mental |y
retarded, now sitting up in an adapted wheel chair, |earning
a neans of communicating and, recently, cheering on the
basketbal | teamof the University of A abama as he attended
a gane.

It is exciting to hear that for the first tine,
specific children attending a cl assroomfor the profoundly
retarded are abl e to nake their needs known to their teachers
and parents and are even'talking wth each other."

What was our purpose in working with these 20 indi-

vidual s? V¢ worked with these 20 individualsto devel op
net hods whi ch can be used to serve all individualswth the
severe handi caps of profound mental retardation and no
communi cative ability. No one knows for sure how | arge
this group is; one estinmate places it at 300, 000 i ndi vi dual s
inthe US O course, this group is very severely handi -
capped; however, many of the methods descri bed can be and
are being used with individual s with other handi caps.

Al ready, techni ques devel oped by the oEszvc Proj ect
are being applied in Partlow (where approxi mately 1, 300
individual s reside), in a State Crippled Children's Service
program in a public school system and in a cerebral palsy
center. Requests for our techniques have been received

fromnany states and sone forei gn countries.



Sone speci fic exanpl es of our work incl ude:

identificationof the devel opnental milestones
in vision;

devel opnent of a techni que of assessing visual
acuity in infants and the adaptation of this
techni que to the profoundly devel oprental |y

di sabl ed:

vision function testing of the individuals
(approxi mately 600) residing at Partlow State
School categorized as profoundly retarded ==
this resulted in care for individuals as well

as the first vision function data on this

popul at i on:

major input into nutritional care at a state
facility where approximately 1, 300 i ndivi dual s
reside;

bl ood chem cal anal yses of approxi mately 700
individual s leading to a critical and, as yet,
unanswer ed question. |Is the high beta carotene
level in the blood an indication of an unidenti-
fied in-born error of netabolismand, if so,
woul d early identification and treatnent reduce
or elimnate sone cases of mental retardation or
is the problema result of the formof food given
to |l ow functioning individual s?

devel opnent of a programfor instructionin visual

synbol communication. Blissymbolics i S the system



we have chosen to teach. The receptive part of

t he programhas been devel oped and has been used
wi th a popul ation ranging fromprofoundly to
mldly mentally retarded and fromprofoundly to
not physical ly handi capped. | ndividual s have
averaged | earning 1.12 synbol s per session
(average length of tinme, 20 mnutes) and have
retentionrates of from90 to 168% over a period
of a year. The programis nowin use in several
centers. The protocol is being published in order
to make the programavail able to others. People
fromall over the US and fromseveral foreign
countries have requested copi es.

The device to use for expression has been a maj or
probl emw th those avai |l abl e commerci al | y havi ng
very |limted data banks and/or having costs

rangi ng upwards fromseveral hundred doll ars.

The Tel ephone Pi oneers of the South Central Bell
Tel ephone Systemare joining with us, at no cost
to us, to solve this problem Ve expect an

i nexpensi ve, easily replicabl e device to be

devel oped shortly.

Sinpl e positioning is a nmajor problemfor people
inour target population. Not only can they not
support thenselves in a sitting position, but nost
have such severe physical deformties that they

cannot be propped in a purposeful way. Devices



avai | abl e cost upward of $1,000 and are generally
unsatisfactory. W have devel oped a process for
nmaki ng an i ndividual i zed chair insert, nolded to
the individual's body -- whatever the configuration.
This is nowin the field trial stage. W antici-
pate the cost to the consuner to be no nmore than
$50 per insert.

These are only sone of the things we have done and
are involved in. In general, at our UAP and with our
Project, we are effectively carrying out the concept of
techni cal assistance as our Project nmenbers work w th people
inthe field inidentifying and then intervening with
probl ems, but al ways working with a local care-giver, not
assum ng thensel ves responsibility for the daily provision
of service.

Summary. |t is ny desire that you be convinced of
the necessity of specifically designating to certain people
the responsibility of providing consultation to service
provi ders, planning groups, service delivery systens, and
educators. Mechani sns for di ssemnation of information
shoul d be easily accessible and efficient. This is generally
cal | ed technical assistance and is the obvious |ink between
research and devel opnent and service delivery, and nust be
supported if there is to be an inprovenent in the care of
the severely devel oprental |y di sabl ed. uaFs across the
nation are in optimal positions to provide technical

assi st ance.



Speci al project funding is sound and shoul d conti nue.
DESEMO, though hosted by a UAP, required special project

funds.

V.  TESTI MONY CF R GHARD SCH EFELBUSCH, Ph.D.

M nanme is R chard Schiefelbusch. | amDrector of the
Bureau Of Child Research at the University of Kansas.

The inportance of applied research in the program of
the University Affiliated Prograns (UaPr's} has increase
significantly since the program was begun in the
mddle 60s. At the beginning, it seened certain that we
needed significantly mere trained professional personnel to
serve the large nunbers of negl ected and poorly cared for
handi capped peopl e. Also, we assumed, correctly | think, that
the training coul d best be provided in university sponsored
interdisciplinary centers where trai nees coul d observe the
best prograns of service and service instruction avail abl e.

In this manner we hope to inprove the quality of personnel
and the quality of prograns for the handi capped and t he
devel opnental | y di sabled i nto various service settings in
institutions, schools and t he communities.

The functions underlying the plan was that the professional
expertize already existed for providing the service and the
training and if not it woul d come fromthe normal infusion of
information from basic and applied research sponsored by the
settings i n which the vacs were |ocated. Presunably the
rel evant research was to be sponsored by funds fromfederal,
state and private sources not directly responsible for the

prograns of the UAPs.



During the years since 1963 a nunber of inportant changes
have taken place in the yaps and the priorities they serve. It

is now apparent that the naps shoul d sponsor applied research

projects that bear directly on the training and on the exenpl ary
service N ssion that they have undertaken. Furthermore the
research m ssion of the uars nay now be viewed with the sane
sense of inportance that is given to training and service.

Wgency stens fromthe revol ution Mat is taking
place in the pattern of services and indeed in the way of life
that society has decreed for the devel opnental |y di sabl ed.

They are now bei ng deinstitutionalized and mainstreamed. They
are now bei ng noved into the educational, recreational and

soci al systens of communities. As this takes place and as we
prepare for normnalizati onwefind shortages in our training
prograns and in our nodel s for environmental designs and in our
prograns for daily |iving.

There is a vast nufber of potential problens surrounding
the effort to give the handi capped equal rights to a life of
dignity and fulfillment. Qur purpose in the very brief time
availdble is to sketch a fewof the nost inportant issues which
shoul d now he researched. Frst. we need research on existing
service systens for the devel oprental | y di sabl ed. Sever al
guestions have arisen; are current service prograns appropriately
designed in regard to costs, educational, rehabilitative gains

and heal th care provisions? As we change frominstitutional to



community based services, are we selecting the best nodels for
the new prograns? Best should he considered to be those
prograns which offer the nost effective arrangenents for the
| owest unit costs.

Research of service systens is especially inportant for
the severely disabled. |If they are to live successfully in

| east restrictive environments there nust he suitable living

arrangenents, training prograns and care provisions. The
design for these efforts shoul d he worked out by service
providers with participation of UAC personnel who have the
necessary expertise for designing and inplenenting service

plans. The best devel opnents of such efforts will oftenrequire
appl i ed research.

In addition to research on service delivery systens we
also need research on care prograns. Many communities are not
likely to have the nedical personnel to plan for and to service
t he severel y handi capped. Consequently, we need research
| eading to special designs for technical assistance and for in-
service training. A close relationship nmust be established in
which UAP personnel visit communities and hel p to design plang
for new services. Epidemiological data cost estimates and
sources of support nust he matched up with needs estimates.
Beyond t hi s planning there nust be a monitoring systemthat
serves much the same purpose that a clinical service department

provides in a resident setting or a teaching hospital.
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These two exanpl es, service delivery, and care prograns.
are only two of many applied research areas that shoul d be

devel oped or expanded.

The appl i ed resear ch we recommend i S essentially of two
kinds, (1) the applications of basic research findi ngs and
resear ch nethods to the probl ens of the devel opnental |y
di sabl ed, and (2) research that is designed to sol ve sone
i nportant probl ens of the devel opnental | y di sabl ed popul ati on.
V¢ are aware that many i nportant devel opnents in health care,
rehabilitation, education and community |iving have come from
the applications of basic research to the probl ens of the
handi capped. The critical applioation came about because sore
al ert professional worker knew about the basie work, understood
its potential and was creative in applying the nethod or the
procedure for children in settings far different fromthe one
in which the research was performed. Thus, the work of Piaget
on cogni tion, sSidman on perceputal generalization, 0sgood on
| anguage nodel s or Premack on prinate | anguage had been adapt ed
to serve the | earning objectives with severely del ayed children.
e nust under st and however, that these applications were not
easily devel oped. The speci al individual differences and
i ndi vi dual needs of devel oprental |y disabl ed children nust be
careful Iy consi dered before the most i ngeni ous resear ch findi ngs
can be applied. Careful plans and careful assessnments nust be

undert aken and the results nmust be éarefully considered in
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refining procedures. Finally. Me approach or the nethod in
question must be described in great detail so that others can be
taught to perform the procedures in order to get simlar results.
Qtherwi se the desirable effects of the bold new procedures are

not likely to generalize to the nmany settings where devel opnental |y

di sabl ed children Ilive.

The careful work just described has |led to the creation
of a technol ogy for applied research that we did not have a
few years ago. We can now undertake to inprove services that
we previously devel oped by guesswork or tradition. The
conbi ni ng of epi dem ol ogi cal data designs with systens planning
for instance. enables the planner to estimate nore closely the
service needs and the cost figures for a comunity. The
transdisciplinary efforts of professional teans fromthe UACs
are now able to train service staffs and to follow through in
providing a bal ances and often | ower cost service staff for the

communi ty setting.

It may seem tedious for me to point out the general
nmechani sms for applied research with the devel opmental ly
di sabl ed. However, we should realize that it was the careful,
t edi ous applications of applied researchers of 10, 15 and 20
years ago that have given us the credibility we enjoy today.
I'n factthe breakthroughs in feasibility that they have achieved

now enabl e us to teach the severely retarded and to consider
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pl acing themin community settings and to include themin class-
rooms and Work activity settings. |t was these applied

resear chers who | ooked for better nethods for the handi capped
and who did not stop until they found a better way, that we are
seeking to increase in nunber and to place in nore prom nence

in future planning for the handi capped.
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V. TESTI MONY CF SELDON TCDD

M nane is Seldon Todd. | am Executive D rector of
Me Anerican Association of University Affiliated Prograns (ysps)
for the Devel oprental |y D sabl ed. The Associ ation represents
46 University Affiliated Prograns funded by the federal
%igeﬁnoxp‘ta?g'n ﬂsrlri)chl?is%célizla.;:}on aupports X R 11764 in general and the
The proposed | anguage would:for UAPs:
(1) Legislatively update a sound programinitiated
15 years ago.
({23 Solve some inportant problens in the inplenen-
tation of the program
(3) Extend the programin a nodest but significant

vay.

Definition of University Affiliated Programs {UAP)

VW support the definition of university affiliated
prograns as presented in Sec. 3 of HR 11764, which woul d
anend Par agraph {10) of Section 102.

At present, University Affiliated Prograns (UAP) are
| egi sl atively defined and provi ded adm ni strative support
under this Act but are al so funded under several other
authorities. The lack of a specific conprehensive definition
of UAP has interfered with the Secretary's ability to
coordinate the different funding el enents of Me program
It is the intent of Congress that uaPs provi de a nati onw de
network (f resources on which states can reliably count to

performcertain specified functions in relation to the systens



\w

whi ch deliver services to devel opnental |y di sabl ed i ndivi -
duals. The definition of UAPs specifies that each and every
programconduct pertiens of the follow ng functions in an
exenpl ary manner: training, service, technical assistance
and consul ting and di ssem nation of research findi ngs.

The definition presented in HR 11764 i s conpati bl e
with the recommendations of a group of national |eaders who
formed a Long- Range M anni ng Task Force on Uhiversity Affil-
iated Facilities and issued a report entitled The Rol e of

H gher Educationin Mental Retardation and G her Devel op-

nental Disabilitiesin Cctober 1976. They recommended that

the uars, a significant national resource created by Congress,
extend its mssion in three areas:

e First, technical assistance should be systematically
offered to state and | ocal agenci es.

e Second, UAPs can and shoul d hel p bring new service
net hods to individual s with devel opnental dis-
abilities. There have been significant "break-
throughs" in research which could, if applied,
substantially reduce the nunber and degree of
devel oprent al disabilities. This directly fits
the training and denmonstration service rol es.

m Third, UAPs would al so be required to identify
areas in whi ch services coul d be inproved through
service rel ated research and bring such areas to
the attention of government and ot her agenci es

sponsoring such research. Service rel ated resear ch,
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general ly ignored to date. woul d greatly increase
the effectiveness and efficiency of services.
The definition also proposes that University Affiliated

Facilities be changed to University Affiliated Programs.
Wien the programwas initiated in 1963, there was a serious
need for construction. The situation has changed today, with
universities able to rent or assign space =2 the new prograns.
ror exanpl e, the vaP programat the University of M chigan,
one of the nation's first uaps, occupies a | arge | eased

bui | di ng.

Admnistrative or Care Gants

Sec. 121{a) presents a better statement of the purpose
of the basic UAP grant authority than current law Specifically,
"core funds" are needed to adni ni ster and operate each WP

UAPs are now funded by multiple sources. The G ant
Authority under this Act will continue to furnish adm nis-
trative support to the programbut further require the
Secretary to establish Standards that all JafFs nust meet as
a condition of recieving funds as vaps. W& recommend that
Congr ess speci fy $250,000 as a minimum core grant |evel.

By doi ng so, Congress woul d be making its intent that each
UAP be examplary. In the past, funds nade avail abl e t hrough

the appropriations process have been spread too thinly

I

acrass Prograns, thus compromising programquality. The
$250. 000 figure wan recommended by an i ndependent panel of

experts: The Role of H gher Education in Mental Retardation

and ot her Devel opnental Disabilities, 1976.
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It is al so recommended that the word "core" be
inserted in the legislation to strengthen the understanding
by HEWthat funds made available under this Act are for
admi ni strative purposes and nmust be tied together with pro-

grammatic support from universities, states, and other
federal authorities.

Applications {(Seec. 122)

The | anguage of HR 11764 would effectively solve
several inportant problenms now faced by the UAP program

The requirenent that the Secretary establish standards
for uaPs would help insure that every UAP funded under this
Act is of a quality adequate to carry out the missions speci-
fied by the definition of uaPs. |In the past, HEWhas in
sonme instances, spread funds too thin.

For those prograns which do not neet standards once
established, a three year tinme-phased capacity building
period will help insure that all states with existing pro-
grams Wi ll Continue to he served.

The establishment of a formal application process
requiring review by each Federal agency providing funds to
the vap program wi |l enhance program coordination and effect-
iveness. At present, the Devel opnental Disabilities Ofice,
the Office of Maternal and Child Health and the Bureau of
Education for the Handi capped each provide UAP funds. No
formal requirement for coordination of the expenditure of
these funds exists within HEW although coordination was
clearly intended by Congress when the programwas first

created in 1963.
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The creation of a formal HEWcoordi nated application
process will al so establish orderly, nationally understood
and consistent application procedures for the creation of
new UAFs. | n the past, procedures for establishment of new

programs have at best been haphazard.

Gant Authority - Subsection 121{b)

Section 121(b) authorizes cooperative applications
fromstate government agencies and UAPs in the fol | owi ng
four areas of national priority. a nodest time limted
i nvestrment in these areas will pronote nationw de progress
t hrough conpetition and exanpl e.

1. Provision of Services to Individuals in Renote
Geographi cal Areas

Sec. 121(b){l) will continue a nationally funded
portion of the satellite center concept contained
in PL 94-103. However, it is intended that najor
responsibility for the satellite programbe trans-
ferred to the state level in the standards to be
established by the Secretary. Such standards shall
require each UAP as a part of its basic m ssion and
funding to work with appropriate state and | ocal
agencies to create service capacity in geographical
areas whi ch are now unserved or underserved. Needs
in unserved areas can be nore effectively identified
and met at state and local |evels than at the federal
level . However, some areas, such as Indian reser-
vations, can not be fully and effectively treated by
states alone. Hence, sone funds are authorized for

expendi tures at the federal |evel.



2 and 3 State Manpower Planning/Training of Service
Provi ders

sections 121(b}(2) and (3) are intended to
stimul ate t he devel opnent of better methods and
wor ki ng rel ati onshi ps between st ate agenci es and
uaps on the planning and traini ng of personnel
that provide service to devel opnental |y di sabl ed
i ndividual s. Mbst service personnel are paid in
whol e or in part by state funds. At present, UaPs
concentrate nmainly on training of professionals
prior to their entry into the service systemand
state plans have tended to i gnore manpower pl anni ng.
Since al nost all services to devel opnental |y dis-
abl ed indi vidual s are "personnel" services and t he
ef fectiveness of such services are often highly
sensitive to the quality of such services (e.q.,

di agnosi s and treatnent planni ng, custodial vs.
devel opnent al services), this Lack represents a
significant gap in existing state "planning-
service' systens.

These provision will hel p uAPs support the
devel opnent of State Pl ans under Sec. 11(b) (a) of
H.x. 11764.

B.rR, 11764 [sec. 1l1(k)(6}] requires that each
State Pl an provide for "an assessnent of the
adequacy of the skill I|evel of professionals and
par apr of essi onal s servi ng persons w th devel opnent al

disabilities in the State and the adequacy of the
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State prograns supporting training." This is a
highly inportant feature of HR 11764 and nay prove
to be one of the nost far-reachi ng provisions of

this bill.

4. Service Related Research Program

Section 121(b}(4) is intended to fill another
maj or gap - research on inprovi ng service effect-
i veness, as discussed by Dr. Schiefelbusch. Federal
funds now sponsor basi c e research and support
training. Very little work has been sponsored to
i nprove nethods of delivering proven services. A
nodest investment of federal funds offers the proni se
of saving many tines the anount of investnent since
services are highly labor intensive, often expensive
(e.g., interdisciplinary diagnosis), and often

dependent on quality for effectiveness.

special Project Gants

This authority has been very inportant to indivi-
dual s with devel opnental disabilities and shoul d be conti nued
in HR 11764. It is inportant because special project grants
have supplied funds for sorely needed denonstration prograns
related to the delivery of services to devel opnental ly dis-
abl ed individual s or to training of nanpower to support
such servi ces.

An exanpl e of cooperative effort in the study of
the aging process of devel opnental |y di sabl ed persons i s the

federally funded Project of National Significance which

o
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brings together five uars in a consorti umformed specifically
for this project. Each UAP is exam ning an area of concern
in serving the agi ng and aged devel oprent al | y di sabl ed pop-
ulation. Results of this consortiumproject will be

di ssem nat ed nati onwi de and shoul d have i npact on our

know edge of the aging process and our ability to manage it

in the devel oprent al | y di sabl ed person.
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Mr. Rosers. Our last panel today isan additional advocacy group,
Mr. Richard Verville, Legal Counsel for the National Easter Seal
Society for Crippled Children and Adults; Ms Margaret Caulfield
who is Coordinator of the Osteogenesis Imperfecta, National Capital
Area; and Mrs. Linda G. Connors who is a Representative of the
TuberousSclerosisAssociationdf America

We wdcome each of you to the committee. Your statements will
be madea part of therewrd infull. You may proceed.

STATEMENTS OF RICHARD E. VERVILLE, COUNSEL, NATIONAL
EASTER SEAL SOCIETY FOR CRIPPLED CHILDREN AND ADULTS
MARGARET CAUFFIELD, COORDINATOR, OSTEQGENESIS IMPER-
FECTA, NATIONAL CAPITAL AREA; ARD LINDA G CONKORS,
CODIRECTOR, TUBERO0S SCLEROSS ASSOCIATION OF AMERICA

Mr. Vervoaze. Thank you, Mr. Chairman. | am appearing in behalf
of the Easter Seal Society asyou haveindicated.

Mr. Roeers. Your statement will be made part of the record in
full [see p. 263.]

Mr. Vervizre. | will highlight it. There is not much that one can
add to what you have 0 thoughtfully listened to for the many hours.
| was particularly touched by Mary Akerley’s statement which dealt
with a somewhat different stran, which is a moral one, that you do
not necessarily hear often in these committee sessions. But I think
itisnot only poignant but appropriate here.

Theonly thing | would like to mention is that the issue that this
bill generatesisthat there is not a system of dedimg with chronic
disabiliéy in this country. We have paid a lot of attention to acute
care and your committee, which | have watched over the last 8 years
at least, has done some remarkable things with regard to the Health
Maintenance Organizations, the Planning Act and | think over time
theseare making changesin theacutesystem.

But | think people with chronic disabilities that are as severe as
the disabilities you are hearing from today present particularly trou-
blesome problems. Theseare people who obvioudy havea chronie disa-
bility which means it lastsover along period of time.

The severity results in the fact that they need services from a
variety of institutions and service providersthat come from different
perspectives when you are down at the local level and even for the
c?(raglvi dfeLs, who aretryingto take care of them, | think it isdifficult to

with.

I think anumber of peoplehavetalked tothat today. Mark Akerley
spoketo that; for the personinvolved, it will be moredifticult because
they are suffering from that disability which has generated all of
these issues. | certainly think that through your jurisdiction over
matters like health insurance, the Planning Act, improvementsin
medicaid, some real changescan be made that will help this popula-
tion.

I think this act, the DD Act, is important, at least at this period
intime, becauseit is probably about the only mechanism for attempt-
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ine to organize care and do some planning to improve the situation
that | have described.

That leads me into the definition because | think you cannot, asmy
statement indicates, answer thisquestion of what thedefinition should
be through semanticsor through science. It is just a question of what
definition works best, given the purposes of thelaw and the purposes
arethosethat I think I haveattempted to lay out.

To me, this means you have to start with a definition that is func-
tional, that tries to define that category of peoplethat are so, to use
an inartistic phrase that Elizabeth Boggs has used, 0 severely clob-
bered that they really cannot, even with the help of caring family,
manipulate that system very well to organize the servicesthey need.

I think it makes senseto limit the definition to disabilities that are
manifested at an early age because | think with regard to those dis-
abilities, there is a particular impediment to onés maturation and
development that leaves these people particularly vulnerable.

Mr. Roeers. Do | understand you support the majority position on
the Commission?

Mr. VerviLre. More than the minority and more than the present
law. 1 was on the task force and I must admit some people accused
me of taking a walk in the last meeting. | did not vote. | was not
there. Had | been there | would have voted for the majority opinion
because | wasgiven just two options.

The only problenis | have with the mgjority opinion are that |
think the last two elements are rather vague and it is hard to figure
out what the intent is and they will be very hard to administer. |
think some language dealing more precisaly with the notion that the
impairment limitstheir knowledge and their skill in such a way that
they are unableto function in the ordinary social setting such asem-
ployment or planning ones own affairs would be a much clearer way
to state those. _

I do not think you need the last one, to tell you the truth. | think
the minority report is very mideading. |1 think some people fed it
makes a major changeand | do not think it really doesat all. | am
sure that the drafters of it believed it would have such a limited

eff%ta? Itﬁ'lohk it would have no effect. | think just the addition of
those four categoriesto mental retardation in the so-called similarity
test will havelittle or no effect in operation. Thereisasimilarity test
in the law now, "similar to mental retardation." To my knowledge,
there has been very little expansion of the program.

The three things you are adding are supposed to be similar to men-
tal retardation. 1T they are similar to mental retardation and nothing
else has been found similar to retardation, it is doiibtful you will fin
anything similar to those four to deal with just the logic of it.

I think you need a functional test. | think the report languagein
the bill can be and probably should be very ific about the types
of disabilitiesthat the committeeisthinking about. | think those dis-
abilities clearly include the four that are named in the law and |
think some others probably should beincluded.
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I would like to submit for the record a few examples of easesthat
the rehabilitation centers have had which kind o graphically show
you, because they are supposed to be samples of cases of children—
there are two CPs, three spina bifida, one spastic hemiplegia, and
the servicesthe people need are basically all the same.

Mr. Rogers. Without objection it will be made part of the record.

Mr. VerviLLe. Thank you, Mr. Chairman.

{Tasti mony resumeson p. 264.1

Mr. Verville’s prepared statement and attachments follow:]
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Mr. Chairnan:

| am Richard E Werville, Legal Counsel and Consul -
tant to the National Easter Seal Society for Crippled Children
and Adults. | served on the National Task Force on the Defini-
tion of Devel opmental Disabilities and chaired the Committee
dealing with the relationship of the devel opnental |y di sabl ed
popul ation to other Federal prograns. | also serve as Secretary-
Treasurer of the Coalition for Health Funding, and Vice
Chairperson of the ABA Committee on Health, Education 6 welfare
Llaw | am testifying today on behalf of the National Easter
Seal Society for Crippled Children 6 Adults ("Easter seal").
We wel come t hese hearings and express our gratitude to you for
your continuing interest in the Devel opnental Disabilities act
and ot her programs for the disabled. This Subconmittee has shown
support for and interest in the health needs of chronically
ill and di sabl ed peopl e through incorporation of nedical rehab-
ilitation services in a nunber of conprehensive health care
progr ans.

The National Easter Seal Society for Crippled Children 6
Adults, a mmjor voluntary agency organi zed 58 years ago, pro-
vi des physical restoration and other rehabilitation services
for physically disabl ed persons including those with "devel op-.
mental disabilities". Annually, approximtely 360,000 disabled
persons receive direct services fromaffiliated societies which
operate 2,000 prograns and facilities including 300 conprehensive
nmedi cal rehabilitation centers and numerous wor kshops and spe-
cial education prograns. In 1975, $51.5 nillion of the $68.7
million expended Was for programservices. The 300 outpatient

rehabilitation centers are major providers under health financing



progr ans.

I Care and Services for Severely D sabled and Chronically 111
Li ke many ot her issues which arise with respect to health

care, services to the chronically ill and disabl ed are nost

notable for their lack of organization and nanagenent. How=

ever, these problens for this popul ation are particularly acute
because of the growing size of this popul ation, the duration

of care needed, and most significant, the diversity of care and
services needed. It has been estimated that 80%of all illness
inthis country i s chronic. "Learning to be Your Own Doctor",

Sandra Rosenzweiyg, New York Ti nes Magazine, April 3, 1978. HEW

estimates that about 14%of the noninstitutionalized popul ation,
or 30 mllion people, suffer fromfunctional limtations result-
ing frem chronic disease. 'Bealth, United States. 1376-1377%
HEW-PHS, Publication 77-1232, p viii. This popul ation, however,
accounts for 41% of hospital days and 27%of physician visits.
Supra. In addition, a recent urban Institute Study £ound that
about 93%of the 2 milion individuals institutionalizedin
nursing hones. nental hospitals, mental retardation facilities
and chroni c di sease hospital s were severely disabled. " Conpre-
hensive Service Needs Sudy: June 23, 1975 (HEW 100- 74- 0309)
(“cws*j. The "Conprehensive Service Needs Study" estimates that
about 6 mllion individuals have severe disability resulting from
chronic illness or accidents. This Study indicates that for the
population 18-64 with severe disabilities, the impairments are
generally orthpedic Or musculo-skeletal (25%. neurol ogical

and mental (18%), or cardiovascular (2Z5%). CNS, page 80.

Typical cases inciude mental retardation. cerebral palsy,



convul sive disorders, arthritis, multiple sclerosis, nuscular
dystrophy, visual inpairnments, spinal cord injury or disease,
stroke, diabetes and its conplications. See ¢NS, page 69-88.

To provide nore imediate and living exanpl es of these
statistics, we recently requested a representative group &f our
rehabilitation centers to provide sanple case profiles of those
served. We would be happy to provide such profiles for the
record. The typical cases are young children with cerebral
pal sy, spina bifida, spastic hemiplegia, deafness, and adults with stroke.

How do our existing health and social agencies and pre- .
fessionals care for this population? The needs of this popul a-
tion vary enormously depending an the type of disability, but
commonly npst all severe disabilities (those | eaving individuals
with serious limtations preventing them fromcarrying out typ-
ical activities of living) demand services at seme tinme during
their chronic condition fromall major elements of our health
and social service systems: health care, including acute and
rehabilitative (inpatient and outpatient); special assistance
with regard to daily living and residential needs: social ser-
vices such as recreation, training to care for oneself;
transportation assistance, education; vocational training and
pl acenent. See CNS, pages 144 and 189 reflecting a survey of
900 severely disabled individuals determined by state rehabili-
tation agencies to have no imedi ate vocational goals or served in
comprehensive rehabilitation hospitals.

Generally, these cases will all have some degree of need
for health services. The current health agencies are linmted

intheir ability to meet even the health needs. For those with
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physical disabilities there are inpatient rehabilitation pre-
grams in rehabilitation hospitals (50), or rehabilitation units
of general hospitals 13801. In addition, there are about 210
outpatient rehabilitation centers accredited by the Commission
on Accreditation of Rehabilitation Facilities and another esti-
mat ed 300 whi ch ¢ould achi eve that status, sonme of which are
Joint Commissiom on Accreditation of Hospitals ("JCAH"} accredited.
The conprehensive progranms anong these seek to nanage care over
the duration of disability including vocational adjustment,
soci al services and continuing primary and rehabilitative health
care. However, there are obviously very few of there conprehen-
sive prograns: perhaps about 400 as estimated by the Commission
on Accreditation of Rehabilitation Facilities ("CARF™), or 8
per state. And it nust be renmenbered that these prograns only
deal with physical disability. not nental xetardation and not
al |l neurological inmpairments. Also, even where there prograns do
exist, there is no systematic way of assuring managenent of
care for the chronically ill who may nove froma physician to
a nursing home or a general hospital to a nursing hone.

At wvarious tines proposals have surfaced to deal with
the lack of prograns to mmnage on a continuous bkasis the care
of chronically ill and disabled people. Cemmurity Long-Term
Care Centers have been proposed as a part of health insurance
financing, and Senator Hunphrey had proposed chronic care
centers. Yet, the attention of health planners and poliecy-
makers has been fixed primarily upon acute care problenms and
the need for inproved systems to manage and prevent illness,

e.g., HMOs. While the Health Planning 6 Resource Devel opnent



Act is focused an inproving the nethods of delivering care,
it likew se, has not and probably will not fecus on chronic
care and the integration of health, social and other services.
II. The Developmental Disabilitites Act — a Definitional

Probl em

now dees this prior analysis relate to the current issues
regardi ng the Devel opmental Disabilitites Act? First, the
definition of Devel opmental Disabilities ("Db"™) cannot be
devel oped independent of the satructure and purpose of the pro-
gram  Neither nedical secien¢eé nor semantics will produce an
answer Whi ch lawmakers shoul d use. The nost appropriate def-
inition will be one which best serves the goals of the program
Second, the goals wf the program have been (and are even nore
clearly soin HR 11764). to plan for and organize needed
health and social services for the pp popul ation. Essentially,
the program has al ways been intended to focus on those severely
di sabl ed people with chronic inpairments substantially limt-
ing their "ability to function normally in society" and for
whom such programs are of critical inportance because they are
often left out of the "systenf It has, however, in effect
been linmted to four categories of severe disability: nental
retardation, cerebral palsy, epilepsy and autism These
clearly are diseases which can and often do result in severe
disability affecting one's capacity to performordinary social
functions |like work, managenent of a househeld and one's own
basic living needs such as nobility, communication, etc.

Qur societies presently serve many DD persons, mainly

those with cerebral palsy. However, we do not believe that



definition should be by disease as it is now but rather by
a functional description of disability. As a result, we do not

support continuing the present definition. Nor can we support
the ABT Report nminority opinion because, regardless of the
notivation of the minority opinion, it sinply restates the
present lawin effect. The only difference between present |aw
and the minority report is the inclusion of cerebral palsy,
epilepsy and autismwi th nental retardati on as dissases which,
if adisability is simlar to themin effect and services
needed, it too is a devel opmental disability. Under present
law, the "simlarity test" is exactly the same but the simlar-
ity is only to nental retardation. That approach has not
resulted in a broadening of the program There i s no proof
that other severe disabilities are more likely to be simlar
to the other three since all four are basically conceived of
as being simlar to each other. Alse, it is terribly diffi-
cult to determ ne when one disability is simlar to another
and particularly when each di sease has a broad range of differ-
ent populations withinit. |If the test were just the functional
one of an inpairment of "intelleotual functioning and adaptive
behavior' suggested in the minority report, and if adaptive
behavi or neant ability to adapt to major soeial requirments
such as work or independent living ability, the mnority report
woul d be reasonable. But it is not so structuxed. The defini-
tion is really the present law | n addition, adaptive behavior
is a very vague concept as written.

we al so have some difficulty with the majority recommen-

dation of the meport despite its functional focus. It has a

number of €l enents which are wague and which would be difficult
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to administer. It seens needl ess and confusing to set forth

a laundry list of sir types of functional limts of which three
nmust be net. First, some of the six are very vague and two of
the six are sinmlar: self-care and independent living. Second,
three (mobility, |anguage, learning) seemto be apples and

the others oranges. Finally, there seens to be no need for

the last very general and unclear elenent: the need for a

sequence (?} of special, interdisciplinary or generic(?), services

of extended duration and individually planned and coordi nat ed.

Al of these words are not good for a definition which nust be
used by administrators of pregrams. They are probably unneces-
sary because the remaindex of the definition clearly inplies
that substantial services are needed over a long period. |f
any elenent is necessary along these lines, it should be the
requirenent that "services are needed from diverse el enments
of the health, education and social service systens".

VW woul d agree with the requirement that the disability
be chronic and be manifest early in .life (22 may be as good a
cut-off as any, but it could be earlier). We woul d suggest,
however, that the disability be "any impairment resulting in
substantially linted ability to acquire the skills and know
| edge necessary to function nornally or adapt to nornal social
requi rements such as work or the independent nanagenent of daily
living activity.. If this is the use of the term “adaptive.
behavi or" meant by the minority report and if the limting
and sonewhat arbitrary requirenents of simlarity to one of four
diseases were elininated, our approach and the nminority are

not far apart. Qur definition is very similar to the majority
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definition, but mare precise and clearer, we believe.

It must be remembered that we are not creating provisions
of a social insurance systemwhere the categories of eligi-
bility need to be very narrowly drawn. Some flexibility should
be allowed to state councils and agencies to target on the
needi est of these vul nerable groups. \While targetting of
limted resources can be argued as a basis for categorizing
the definition as under present |aw, the targetting clearly
can be done at the state and | ocal |evel.

I11. Conclusion

The Devel opmental Disabilities Act is a response to the
lack of prograns to nmnage care for severely disahled people
needi ng many heal th, social and educational services over a
lifetime. Because of their severe disabilities and because
of their many and diverse needs, they are often without a pro-
gramto assure that their health and social needs ere met.
Many become institutionalized. Yet, a reasonable estinate is
that there are about six nmillion individuals in this status.
Wil e naj or reform of health financing and programs to focus
on organi zing to neet the needs of these populations would
be more than wel come, HR 11764 is an inportant, though
limted step to assuring better care for these popul ations.

We think the substantive changes in HR 11764 are sensible
and are likely to improve the program We think the program
shoul d focus on those individuals who neet a functional test,
however, rather than those who nust establish simlarity

to a disease as under current law  Qur suggested definition

has been di scussed and is attached.
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Thank you for this opportunity to testify regarding the
needs of severely handi capped people. W urge you to keep
their needs constantly in mind as you carry out your enormous
responsibilities of overseeing and |egislating the nation's
maj or health prograns: Medicaid. health insurance, health

pl anni ng, and heal t h manpower.
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ATTACHVENT A

NATI ONAL EASTER SEAL SOCI ETY FOR CRIPPLED CHI LDREN & ADULTS
DEFI NI TI ON_APPROVED | N 1973:

"A devel opnental |y disabled personis one with a
physi cal or mental condition, originating before
age 18 which is not responsive to treatnent, which
therefore can be expected to exist during the life
of the individual, and which | eads (or has led) to
functional deficits which substantially interfere
with the individual's ability to acquire nornal
skills and know edge, to engage in conpetitive
enpl oynent, or to manage his own affairs wthout

assi st ance".



October 4, 1977
S

From: Wm. Spencer, M.D.
R. Verville, LLB.

HEALTR CARE AND THE DISABLED OR CHRONICALLY | L

A CGener al

The di sabl ed have traditienally not had adequate access
to health care in this country. Private insurance may exclude
them because of pre-existing conditions or not have coverage
adequate for the catastrophic expenses often involved. Medi-
care includes the disabled eligible for Disability Insurance,
but requires a 29 nmonth waiting period. Beth private insur-
ance and Medicare do not cover some of those health prograns
nost needed by the disabled: nmedical rehabilitation and
hone care. Medicaid picks up the disabled who spend down
into poverty, but inpatient care is limted to about 20-30
days and outpatient care is very limted. This paper explores
these health care prograns for the disabled -- nedical rehabili-
tation and home care —— in some depth in order to adequately
define then and to justify their inclusion, as well as cover-
age for the disabled in a national health insurance program
B. Medical Rehabilitation Programs and Their Difference

From Nursing Hone Care, Home Health, or Cther Forms

of |ong-Tern Care.

Medi cal rehabilitation is a nedical process which involves
a multidisciplinary team approach to care and a breoad range of
services for a defined group of individuals having or facing
disability. The care is a total program for the patient. A
physician is always involved and directs a plan of care estab-
lished by the rehabilitation team The team and the services

it provides include the participation of a rehabilitation
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physician, a rehabilitation nurse, physical therapists
occupational therapists, nedical social workers, audiolo-

gi sts and speech pathologists, psychol ogists, and other pro-
fessional technical persons including vocational counselors
educators, etc. |In addition to these services, other parts
of the programinclude the fitting and provision of braces
orthotic devices, or prosthetic devices (artificial 1limbs) and
the usage of special asgsistive eguipment for daily living
The plan of care is a witten one and establishes specific
goals related to expected functional inprovenent in perfor-
mance of daily living activity. Medical rehabilitation may
assi st the disabled or potentially disabled person of any
age {children, adol escents, working age adults, and the el-
derly]. Medical rehabilitation takes place in both an in-
patient setting in a hospital (either a specialized rehabili-
tation hospital or, less often, in arehabilitation bed unit
in a general hospital), or in an outpatient setting in an
out pati ent department of a hospital or a rehabilitation
facility which provides only outpatient services and is not
part of a hospital though accredited as a rehabilitation
facility. An exanple of the latter would be a free-standing
rehabilitation facility sponsored by the National Easter

Seal Society for Crippled Children & Adults. There are

ei ght such centers in the State of Connecticut alone, and
they form a network of comprehensive rehabilitation care on
an anbul atory basis

In an inpatient setting, rehabilitation in an intensive

type of program anal ogous t0 other forms of specialized
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i ntensi ve care such as kidney dialysis units, cardiac care
units, etc. It is intensive because of the extensive and
conti nuous physi ci an invelvement and the active program of
services provided by rehabilitation nurses, physical and
occupational therapists, speech pathol ogi sts and audi ol ogi sts,
medi cal soci al workers and psychol ogi sts under the direction
of a physici an.

Qutpatient rehabilitation takes place i n a hospital
outpatient departnent or a facility which is not a hospital but
is licensed to provide outpatient rehabilitati on services and
is generally accredited by the commission on t he Accredita-
tion of Rehabilitation Facilities. The services are not
isolated or discrete as woul d be the common case in a foll ow
up clinic visit for a special nedical evaluation or a speech
therapy service, for exanple. Rather, a physician know edge-
able inrehabilitation directs the programand it is multi-
servi ce in character including physical and occupati onal
t herapy, speech patholagy and audi ol ogy, nedical social weork
and psychol ogi cal services. The programis |ess intensive
than for those requiring inpatient care, because there is
need for | ess continuous physician invol venent during any
24 hour period and fewer service hours per day. Yet,the
programis goal -oriented and i ntended to achi eve active and
maj or changes and gains in the patient with regard to
function and perfornance in daily living. It generally
offers a range of services that are at a rmuch hi gher | evel
of care and nore active than found in nursing hone care ox

hone health visits. This activity is far from the | evel



and intensity of care provided to the resident i n an extended
care facility, a nursing heme, or an intermediate care
facility ("zcrr), or even a chronic disease hospital. In
these latter settings, a physician is not continuously in-
vol ved in the case and supervising and managi ng the care
program and the services provided are generally only single
conponent s of the above or include no rehabilitation care

at all. There is sone utilization of general nursing and
physi cal therapy services for particul ar care needs in nost
skilled nursing facilities, but there is not an active indi-
vidual i zed and integrated programin nursing homes or I<Ps.

As the study cited on page 6 of the attached testinony,
Docurent A, shows, inpatient hospital care will generally
i nprove functional ability very substantially from 35%of
nornmal at adnission, to 75% at discharge;. Nursing home or
related care is generally used to maintain the | evel of func-
tion found at adm ssion or to nake ninor inprovenent relative
to a nedical rehabilitation programthrough the use of only
one additional nodality or part of rehabilitative services
such as therapy for physical reconditioning, |imtation of
deformities, etc.

The previous points are not intended as argunents for
the excl usion of prograns from National Health I nsurance
cover age such as home health care or for single service
clinics providing conponents of rehabilitation|ike speech
clinics or physical therapy clinics. Wiat is intended is
an articul ationof differences between types and | evel s of

care in the health care systemused by di sabl ed Peopl e.
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Al types of care nentioned shoul d be covered but their util-
i zati on shoul d be nanaged to assure use for purposes to
which they are rel evant or designed to serve.

A distinction between heal th care including nedical
rehabilitati on and long-term care includi ng nursing hone
care and community care should rest on the difference between
an active nedically-directed programw th conprehensi ve
servi ces of fered whi ch nakes substantial active changes in
the functional ability of the patient, and those prograns of
supportive services which are directed to nai ntaining func-
tional ability and assisting the disabled in dealing with
envi ronnental problens. Conti nuous supportive systens of
care are i ndeed necessary for sonme severely disabl ed persons
who have residual impairments in bodily formoex function
who cannot necessarily performall daily living functions
unassi sted. Medical rehabilitation, on the other hand,

i nproves the ability of the disabl ed person to i ncrease
physi cal or mental functional capacity by reducing the i m
pai rnents, inproving the physical condition, inproving
endurance for activity, strengtheni ng physical capabilities,
and substituting for mssing parts or functions, etc.
Suppor ti ve syst ens such as hone care prograns of health
and soci al serv xes whi ch foll ow such active nedi cal
rehabilitation enabl e a functional status to be maintained
and nay al so provide for further personal independence
through the use of external supports such as attendant
care, revisions of the hone setting, the mai ntenance and

repair of assistive devi ces such as wheel chairs, and even
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vocational training and pl acenent services. These systens
of nedical rehabilitation and hone care and assi stance are
essential to achieve the goals of rehabilitation. Both
systens shoul d he supported and the two systens shoul d be
integrated resulting in a continuous programof care. To
assure this, nedical rehabilitation hospitals and facilities
shoul d be encouraged as sponsors and nmanagers of hone care
pr ogr ans.
c. I npatient Medical Rehabilitation -- (1) Nunber of
Facilities; (2) Average Length of Stay; ¢3J
cast; {4y Problens with Present Third Party Pay-

ments; and (5) Benefits.
1.  Nunber of Facilities

It has been estinmated by an anal ysis of the Anerican
Hospital Association, 1975-1976 listing of hospital s that
there are only approxi nately 430 rehabilitation hospital s
and rehabilitationunits in general hospitals. This listing
is based on self-identificationand no objective criteria
were used to determine if the activities were truly conpre-
hensi ve nedi cal rehabilitation prograns. Mst of these in-
patient prograns are accredited by the Joi nt GComm ssi on on
Accreditationof Hospitals ("gcas”). O this group, those
that are accredited by both the Jcam and the commission on
the Accreditation «¢ Rehabilitation Facilities ("CaRF")
include LOO J this group of 100 facilities, 45 are free-
standing rehabilitation hospitals with inpatient beds and
55 are units within regul ar acute general hospitals. There

are approxi mately 5000 beds in these accredited facilities
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with a capacity of approxinately 60, 000 patients per year if
one assunes that the average stay is about 30 days. The
prograns which are accredited by both the JCAH and CARF ful -
fill requirenents of conventional hospitalization; in addition,
they nmeet the CARP criteria for an organi zed, conpl et e nedi cal
rehabilitati on program. The criteria of CARF include the
specification by each facility of expected goals or benefits
of care for each patient and the designation of a conprehen-
sive and an integrated programof multi-professional services
under physician direction to achi eve such goals. Presently,.
JcaH accreditation (but not CARP) is necessary for reinburse-
ment by Medicare in many facilities and is used sinlarly by
sone state agenci es.

2 Average Length of Stay

The average length of stay ("aLog”) for these hospital
prograns i s between about 30 to 40 days. It is longer than
the aros in the general hospital because patients have nore
conpl ex and intensive care needs. This medical rehabilitation
hospi tal stzy generally includes a 10 day sub-acute care phase
in which sonme rehabilitation designed to mnimze disabling
conditions is utilized. The disabilities nost frequently
treated i ncl ude the spinal cord injured person wth quadri-
pl egi a or parapl egi a; stroke; individuals with anputations
resul ting fromdi sease |ike di abetes or cancer, or resulting
fromtrauna; persons with impairments particularly those
associ ated with severe arthritis or fibrositis; cerebral
pal sy and other birth defects in children; nuscle disorders

i ncl udi ng nuscul ar dystrophy and ot her noverent di sorders
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resul ti ng from nervous systemdi sease such as multiple
scl erosi s, Parkinsonismin ol der persons, etc. Blindness
and deafness are included in special programs for such
persons. Medical rehabilitationof the spinal cord injured
i nvol ves an average of 10 to 12 days of sub-acute care, and
90 days of nedical rehabilitative care for the parapl egic;
120 days for the | ow quadripl egi ¢c and as rmuch as 250 to 270
days for high quadripl egi cs with breathi ng impairment (only
a smal | percentage). Al of the other nedical conditions
leading to severe disability generally invol ve an average
of only 30 to 40 days of care including a |linted sub-acute
phase. Sone invol ve fewer than 30 days such as the | ow back
inpairnents that are unrelated to any spinal cord injury.
This informati on comes from prof essi onal standards devel oped
by the American Acadeny of Physical Medicine 6 Rehabilitation
for the amz and c#zw, |t has been corroborated by the Assoc-
iation of Rehabilitation Facilities in recent surveys. The
PSRO naterial is available and will be supplied upon request.

3 gost

The cost per day of an inpatient nedical rehabilitation
programincluding routine and ancillary services is not
very dissimlar fromgeneral acute hopsital daily costs.
Sone additional costs in nmedical rehahilitation hospitals
not included i n general acute care daily costs are the
substantial nunber of ancillary and allied heal th prof essional
servi ces and sometimes surgical costs. The cost data are
fromdat a devel oped at the Texas Institute for Rehabilitation

Research in Houston in a cost survey based on standard cost



accounting, see Docunent B The Texas Institute is a speci al
rehabilitation hospital and rehabilitationresearch facility.
These cost data have been conpared to other facilities
i ncl udi ng those in Chi cago and New Yori and while they are
sonewhat | ower than those in other simlar institutions, this
i s because of differences in |abor, time of admission in -
respect to onset of illness and injury and other factors.
They are nonet hel ess representati ve generally of the costs
of care in conprehensive medi cal rehabilitation first-
adm ssion inpatient prograns. The average cost per patient
per stay treated in 1976 was approxi matel y $8000. The aver -
age cost range is from$10, 800 for quadri pl egi cs and $8700 for
par apl egi cs to $7500 for stroke victins, $6600 for arthritics
wi th extensive skel etal deformities, and $5000 for anput ees.
Maxi numcosts for the nost severely di sabl ed persons incl udi ng
those with nmany conplications and need for extensive recons-
tructive and repairative surgery for bed sores, kidney stones,
etc. may be 6 times these nunbers. The stays are | ongest
for high quadriplegics, |least with children for rnuscle
di sorders. (oviously, as one can see fromthe col um "Q her"
in Docunent B, a significant nunber of cases are of a variety
of ot her conditions such as Parki nsoni sm etc. which are
not i ndi cat ed.

Wth an average |l ength of stay of 40 days and with a
mx of patients perhaps nore characteristic of the average
inpatient rehabilitation facility (fewer quadriplegics,
particul arly hi gh quadripl egi cs), using the average cost of

1976 of $8000 per stay, the average per diemwould be in the
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range of $200. This cost includes all ancillary professional
and technical services, nedications, surgery, besides routine
hospi tal bed, board, and nursing costs. This estinate of
course is highly biased dependi ng upon the nix of disabl ed
patients according to their severity, conplications, age
before adnmssionto a rehabilitation facility whi ch accounts
for differences anong facilities.

4 Problens Uhder Present Third Party Paynent Prograns

Attached i s Document C which is a docunent submtted to
the Avil Service commission detailing problens with rehab-
ilitation hospital reinbursenent under a number of private
plans offered t o Federal enpl oyees. Sone policies define
hospital as an institution providi ng medi C;I and surgical care
i ncludi ng energency roons. This excludes most rehabilitation
hospi tal s since surgical services are not offered in most and
none have acci dent energency rooms. Q her insurance policies
specifically exclude rehabilitation care fromtheir hospital
benefits whi ch have been negotiated in order to achi eve cost
premuns conpetitivewth other plans not offering such ser-
vices or benefits. Medicare specifically includes rehabili -
tation hospitals inits definition of a hospital. In
Medi care, however, there was originally a failure to recog-
ni ze rehabilitative services as a hospital treatnent program
despite the incl usion of the term rehabilitation hospital in
the definition of "hospital". The confusi on existed because
no definition of rehabilitationcare or services existed
in the Medicare statute. To a large extent, this probl em

was sol ved through internedi ary gui deli nes defini ng medical

28-568 O - 78 =19



rehabilitation in 1973. The definitionis sinlar to that
adopted by the 242 and recommended by the Anerican Acadeny
of Physical Medicine ¢ Rehabilitation. See Docunent D for
the AVA- Arrerican Acadeny definition and the Medi care gui de-
lines. These guidelines should be part of a statutory
definition, however, since they have not been enforced
evenly by intermediaries.

The basic problenms with Medicare in 1977 are: (1) its
29 nonth waiting period before the disabled are eligible
for services of any kind resulting in utilization at inappro-
priate times after the disability has reached a fixed stage
or nany preventabl e complications have devel oped (al so, the
person has to be ssar eligible); (2} the 60-90 day limt on
inpatient care which is too short for the severe disabilities
such as quadri pl egi a and parapl egi a, mil tipl e anput ees, etc;
and (3) the failure of fiscal intexmediaries to followthe
1973 guidel ines defining rehabilitation. resulting in denials
of rei nbursenent for typical rehabilitation services such
as occupational therapy, psychol ogi cal and soci al servi ces,
speci al equi pnent and prost heti c devi ces.

The basic problemwith Medicaid is the very short day
limts on inpatient hospital care in nost states -- 20 to 30
days maximum This period is far too short to cover nost
i npati ent nedi cal rehabiltiation cases.

5 The cost Benefit Value of |npatient Medical

Rehabilitation
The docunent attached as Docunent A cites a nunber of

studi es dealing with the benefits of conprehensive medi cal
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rehabi litation prograns, involving inpatient care as well as
outpatient followup. Work done as part of the "Conprehensive
needs Study" dealing with severe disability and cited on page
6 of Docunent A indicates that for the major disabilities
treated in medical rehabilitation hospital progranms (stroke,
spinal cord injury, arthritis and amputations), functional
ability increases from 35%o0f normal at adm ssion to 70%of
nornmal at discharge. After a 2-3 year followup, this improve-
nent has increased to 75% Docunment A at page 6 al so notes
that 70%of all patients served i n conprehensi ve nedi cal
rehabilitationinpatient prograns return to work. (Studies
fromM. Snai and the RehabilitationlInstitute of Chicago
and the Texas Institute for Research 6 Rehabilitation support
this -- s22 page 12 of Docurent D for citations.) These same
studi es show | ifetinme savings of $60. 000 per spinal cord
injury patient treated in these prograns. |n those cases,
the cost benefit ratiois on the order of about 7-to-1 using
the Texas average cost figures for care.

DL Qutpatient Rehabilitation Care -- (1) Facilities

Providing It; (2} Services Qovered; (3) Costs;

(4) Problens with Third Party Payments; (5)

Benefi ts.
1 Facilities
Most all of the 100 carr-accredited i npatient hospital
prograns providing nedi cal rehabilitation services also
provi de such conprehensi ve prograns of care on an outpati ent
basis. Qutpatient care is inportant in nedical rehabilitation

inpatient prograns since early return to the home is a necessary
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part of a nedical rehabilitati on prgoram. In addition to the
100 hospital outpatient prograns, there are 110 rehabilitation
facilities which are accredited by CARP which are'free

standi ng" outpatient rehabilitationfacilitiesnot in hospitals
or having inpatients. Thus, 210 outpatient facilities are
accredited now by CARP with the 100 hospital programs al so

bei ng rcaz accredited.

Ther e are some 250- 300 hospi tal s whi ch the Arerican
Hospital Association"Health Care Quide for 1976" lists as
having out patient rehabilitation departnents. These prograns
are not CARP accredited , but are JcaE accredited
prorams; however, it can be expected that CARP accreditation
could eventual |y be nmet by nost of these prograns if it were
required. Thus, another 200 prograns night be added to the
210 presently caRF-accredited.

The estimates in this section are drawn fromthe aaa
"Guide O Health Care for 1975-197¢"; the American Rehabili -
tation Facilities coded nenbership list and the ¢arF |istings
af accreditations.

2 Services

an outpatient rehabilitation programin a hospital or
other facility is different froma speech pathol ogy clinic,
for exanpl e, because, like the inpatient rehabilitation pro-
gram it has a comprehensive and integrated programof services
provi ded under a physician-directed plan and i ncl udi ng
physi cal therapy, occupational therapy, nmedical and social
servi ces, psychol ogi cal services. speech and audi ol ogy services.

QG her therapies are al so offered such as inhal ation therapy.
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Cbvi ously, each patient may not need all services. He ser-
vi ce needs depend on his disability status and physi cal
condition and conplications. However, each needs physician
eval uati on and nanagenent and usual |y several other profes-
si onal services ordinarily directed by a physician.

3. Costs

The costs of these programs are general |y determined by
the costs of each unit of service. Physical therapy costs
per unit of service in 1975 were about $16 and speech pat hol o-
gy services slightly higher. Skilled nursing services are
Somewhat | ower than the therapies. (See Docunent D, page 10,
which incl udes 1973 data whi ch has been increased for reasons
of inflation.) (Those figures are corroborated by data from
8 rehabilitation facilities in Connecticut.)

4.  Third Party Paynment Probl ens

Under private insurance, only the hospital outpatient
prograns are generally recognized as providers of a limted
nunber of specific services. Speech pathol ogy, occupational
therapy and psychol ogi cal services are not recognized in
many private insurance prograns including Bl ue Cross- Bl ue
shield policies. Such services are specifically excluded
fromboth inpatient and outpatient programs.

under Medicare, both the hospitals and other rehabili-
tation facilities are recognized providers of outpatient
rehabilitation care under Part B. The facilities must neet
Medi care conditions of participation including recordkeeping,
reporting and professional staff requirements. However, while

hospital s are reimbursed for the entire rehabilitati on program,
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the other rehabilitationfacilities get reinbursed for only
physi cal therapy and speech therapy as well| as for physician
services. Nursing services. occupational therapy, medical
soci al services and psychol ogi cal services are not covered
despite their inclusion (with the exception of psychol ogi cal
servi ces) as home heal th and nursing honme benefits.

5 Benefits

Gonpr ehensi ve outpatient rehabilitation careis a
necessary adjunct to the inpatient programand both are neces-
sary t0 achieve the inproved functional ability composing
the benefits of rehabilitation, vocational success, and cost
savings of the care cited previously under B5 in this paper.
c. Communi ty-Based Long- Term Care Servi ces

Attached as Docunent E is a very good, brief paper
documenting the need for community-based heal th and soci al
services to enabl e disabled individual s to function nore
i ndependently (in their own hones rather than in institu-
tions). The patient popul ati on anal yzed wer e di scharged
froman organi zed nedi cal rehabilitation program and were
determined to be nost at risk of institutionalization. Two-
thirds of the patients surveyed were returned horme and one-
third institutionalized in long-term care facilities ==
nursing h a s or chronic di sease hospitals.

Maj or vari abl es af fecti ng whet her community care or
long-termcare facility care were utilized were a family's
willingness to care for the person at home and the progress
in terms of self-care which the patient made prior to di scharge.

Qovi ously, these factors serve to limt home care costs, i.e.,



the fanmily woul d provi de attendant type care at no dollar
cost. The average cost over 6 nonths for home care services
for the popul ation returned home was $72 per week in 1973
dol l ars, or about $10 a day. This is substantially |ess
than the cost of any level of nursing home care -~ $30 to $50 a
day in 1976 dollars. The services provided were persona
care services ($4 per hour); homemaker and housekeeper

($3 per hour); escort service; and physical therapy and
nursing care at $12.58 and $10.86 per visit. Al figures
are 1973 dollars and therefore have to be increased by

about a third to make the dollars equal to 1977 dollars
Still, the ecost per week woul d be about $95 or about $14

per day. See pages 9 and 10 of Docunent E for details.

Some of the services provided are traditional, Medi~
care covered, health services such as home heal th nursing
care and therapy. However, other services such as attendant
or personal care, honemaker services and transportation are
not. Added to these services mght be nutrition and hone
neal progranms. A hone care programof this nature, while
it mght well be treated as leng-term care and not part of a
health care program i ncludi ng nedi cal rehabilitation. should
he integrated with nmedical rehabilitation care. To achieve
this goal, nedical rehabilitation providers should be author-
ized to nanage home care prograns.

F. The Total Universe of Need for Medical Behabilitation

Care and Some Rough Cost Estimates of I|ncluding It

As a Benefit

Present estimates of those with severe disability who



could utilize nedical rehabilitation care are 2.5% of the

popul ation or approxinmately 6 mllion people. Paper by

W Spencer, D. Stock and J. Cole. "Medical Rehabilitation of

the Chronically IIl", 1976, for HEW (ASPE). This is consistent

with estimates of the "Conprehensive Needs Study". Spencer

estinmates new cases each year at 16% of the total or about

600, 000 cases. This is consistent with general health sta-

tistics on new cases and with a study by Kottke eval uating

those in acute hospitals of the University of Mnnesota for

rehabilitation services needs. Kottke found 20%0f the acute

hospi tal i zed population to need conponent nedical rehabilitation

services and 2% to need conprehensive rehabilitation prograns.
The existing capacity of conprehensive nedical rehabili-

tation prograns may be equal to serving about 10-20%of the

600, 000 newl y di sabl ed every year, or about 60,000~120,000 per year

now This figure conports with recent spinal cord injury data

showi ng a total of about 10,000 new cases each year, but

showi ng existing spinal injury prograns and facilities

having the capacity to provide conprehensive care for only

about 10% of this number based on estimates of the profes-

sional menbership in the Americam Spinal Injury Association

and Health | nsurance Associ ation data regardi ng the

American |nstitute of Highway Safety. "The Costs of Spinal

Cord Injuries™, Decenber 15, 1976, vol. II, t20. If 60,000-120,000

peopl e were served, at an average of approxi mately $8000 per

case, the total cost of nedical rehabilitation would be about
$500 mil. to $1 hil. per year. Qutpatient costs at a maximum of $750

per year for 120.000 persons would add up to $90 million per
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year.
Summary: Tatal

I npatient Medical Rehabilitation for the
severely Disabled at $8,000 per case

for 60,000 - 120,000 persons $500 million = $1 billion
outpatient Follow Up at $750 per year
for 120.000 persons $90 million
Total-——------==5590 nillion - $1.1 billion

Referral to an inpatient rehabilitation programwould
be initiated by the first utilization reviewin hospitaliza-
tion at 15 days as a requirenment of reimbursement for services
to the severely physically handi capped facing or having a
disability. This control night increase demand for services
but would clearly save long-term costs of extensive general
hospitalization or long-termcare institutionalization.

Since Medicare, Medicaid, Vocational Rehabilitation and
the Crippled Children's programsponsor some of this care now,
the $590 + nmillion estinate is not a net f£igure. The net
increase over existing Federal commitments would be much |ess
than $590 million. If the Texas Institute of Rehabilitation
Research experience cited in Document B is representative,
the net additional Federal cost might be only 60% ©f the total
costs since 40% of revenue is now federal outlays. 60% of $590
mllion to $1.1 billion is $360 nmillion to $700 millien.

Costs of the home cue programare not sham here. Cb-
viously. they mght reach $5000 per case per year if
utilization for a full year were as indicated by Document E

The documents referred to in this statement nay be found in the subcom-
mittee files.



292

National Easter Seal Society for Crippled Children & Adults
2023 West Ogden Avenue Chicogs, Hlinols 60512

Child - Male = 21 ¥rs.

Diagnosis - Spina Bifida

History - Referred from Children's Memorial Hospltal where surgical procedure for
spinal closure and for a shunt were performed.

Typical length of stay, 3 yrs. (This report is of the first year)

(Y

Physical therapy 150 Units® € $20 per = $3,000

Occupational therapy 100 . 15 per = 1,500

Speech therapy %0 15 Per = 750

Audiological Evaluation 2 ko per - 80

Psychological Evaluation 1 75 per - 75

Hedical Evaluation and Management 17 40 per = 680

Transportation 150 5 per = 750
Round Trip

Length of treatment. 1 year Total Cost - $6,835

*nit = 1 hour

Tradewinds Rehabilitation Center

Gary, Indiana

frank Rosenbaum, Executive Director

219/945-hooo

Chilid - Femate - 3% yrs.

Plagnasis ~ CP

History - Referred from Children's Memorial May, 1976

Started at Faster Seal July. 1976. Pischarged January. 1978

Spesch therapy 51 Units* B $17 per = 4§ 867

Occupational therapy 52 17 per - 884

Group therapy 86 4 per = 344

Hother's group L]

Standing Table . 200

Swimeing 20 2 per . = ko

Length of tresatment 18 mas. Total Cost = $2,934

Mpgits - per vistt of 1/2-3/% hr.

willett Rehabilitation Center
Betty JoRnson, Program Director

312/787-0222

Child, Female, 1 yr. B mos.

Pisgnosis - Meningocele, hydrocephalus, post-op

‘History - Hospitalized intermittently for 3 months.
Rehabilitation problems of lower extremity paralysis, developmental delay and speech

and language deficit.

0-3 Intervention
{oultidisciplinary)
Cccupational therapy
Physical therapy
Speech therapy

length of treatment

*nlt = 21 hours
**ait = ¢ hour

Easter Seal Treatment Center
Elgin, 1tiinois

Peggy Muetterties
312/742-326%

22 Units* € $20 per
22 Unitg*k i5 per
78 5 per
22 15 per
t year Total Cost

Referred to Easter Seals with



Child - Male - 3 yrs
- Cerebral Palsy - Blind

- Previous Hospital Treatment - Ft. wort

12-9-76 - Ne hospitalization to date

h Children's @rthopedic

First seen
Out-patient services started at Easter Seals 12_29_76
= 831.70

Physical therapy 172 Units* ] 2558 B: : sI.B‘lZ.;u
Occupational therapy lgg . 12.3
Speech evaluations . 1.812 30
speech therapy 186 6350 per » 10.20
Audio Screening 1

15 mos. Cost to date = $4,539.40

Length Of treatment to date
nit = 15 minutes

FJarrant County Rehabilitation Center
Fort Worth, Texas . .

Robert Scott, Executive Director
817/336-8693

Child - Male - 4 yrs.

Diagnasis ~ Spine Bifida

History - surgery for closure of the back and a shunt in 1973. Bilateral hip surgery In
March of '76. sub-trochanteric osteotomy, i)liopsvas temotomy and adductor tenotomy.
Referred to Esster Seals for evaluation in bet. '75 and referred again for treatment in
January, 1976.

Re-avaluation 3 Unkts®x @ $132.00 per " $ 3%
Physical therapy 86 Units#* 850 per - 731
CGcecupational therapy 97 §.00 per = 873
Speech therapy (group) 357 51 per - 182.07
tength of Treatment 1 year Total Cost = $2,182.07

‘Evaluations - psycholegy - $54. physfcal therapy - $17. Occupational therapy - $18.
Speech therapy - $24, sacial service $19. (i{f audiology added it would be an additonal
§27.)

*a - 3 hour

Dallas Society for Crippled Children
Dallas, Texas

Leyd Martin, Executlve Director
214/358-5261

Child - Hale = 3 yrs. 4 mos.

Diagnosis - Spastic double hemiplegia

History - Initial evaluation st 6 nor. in an evaluation center. At 12 mos. peferred
to Easter Seal for comprehensive evaluation and therapy.

The program described below is for 76~'77 caly.

Re-evaluatfons 2 Unfes* 8 §132  per = $ 165.00
Physical therapy 99 #% 850 per = 841.50
Occupational therapy 155 900 per - 1,395.00
Speech therapy [group) 351 .51 per = "178.0
Speech therapy (feeding) 26 8% por = 1%
Length of Treatment 1 year . Total Cost - $2,793.05

#Evaluations - Psychology $54. PT - $17. 0T ~ $18. ST = $24. Social Services - $19, .
(If audiology added it would be an additlonal $27)
#%Unit = ¥ hour

Dallas Society far Crippled Children
bDallas, Texas

Loyd Martin, Executive Director
214/358-5261



294

Mr. Rogsers. Thank you very much. That wasa very helpful state-
ment.
Ms Cauflield, we are pleased to have you with us.

STATEMENT OF MARGARET CAUFFIELD

Ms Cavrrrerp, | am Margaret Cauffidd and | live at 1311 Dela
ware Avenue SW, Washington, D.C. | have osteogenesisimperfecta,
commonly known as the brittle bone disease, which originated long
before | was 18 yearsof age and which will continue indefinitely and
has constituted a substant:al handicap.

With the exception of impaired intellect, the definition used by
the Developmental Disabilities Office in its brochure, “What Are
Developmental Disabilities?” describesme and other with osteogenesis
imperfecta.

represent a group of familiesand individuals in the District of
Columbia, Maryland, and Virginiawho are also affected by osteogene-
sis irnperfecta and, in a larger sense, all those in this country who
havethis disorder.

I came today to urge the broadening of the definition of develop-
mental disability to include all disability categoriesif the individual
meets the criteria recommended by the majority report of the Na-
tional Task Force on the Definition of Developmental Disabilities,
a task force mandated by Congress October 4, 1975. Members of the
task forcevoted for this broadened definition at the rate of morethan
twoto one

The task force was directed to conduct an independent objective
study to: (a) Determineif the basisof the definition of the devolop-
mental disabilities, with respect to which assistanceis authorized, is
appropriate and to the extent that it is not, to determine an appro-
priate basisfor determining which disabilitiesshould be included and
which disabilitiesshould be excluded from the definition; and (b) the
nature and adequacy of services provided under other federa pro-
grams for persons with disabilities not included in such definition.

Try as | have, I cannot find evidencethat thetask force addressed
part B of that mandate. We insist, therefore, that the task forcedid
not completeits job and should be reconstituted in order to conduct
the investigation into the adequacy of servicesfor those who are now
excluded by present DD legidation. Parents of children affected by
osteogenes's imperfecta could testi(ij to the discrepancy in the ade-
quacy of programs for their children compared to those who are
served under the DD programs.

To be specific in just one instance, mothers have told me how their
osteogenesis imperfecta children have been turned away from swim-
ming programs reserved for those who are developmentally disabled.
Swimmingis the best and perhaps the only meansdf exercisefor the
child affected g?/ osteogenesisimperfects.

It is especially important for a child's recovery after weeks, per-
haps months, in traction and casts. Many can walk in the buoyancy
of a pool who could not otherwise bear weight on their fragile [imbs.
Denia of such beneficia programs to these handicapped children is
not acceptable.

s
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Our mothers are continually searching for schools, physiotherapy,
swimming pools for handicapped. How often | have heard, “There
are many services available for mentally handicapped children but
not for my Ol-affected child.” Parents of GI children do not have
access to the direction and advocacy of the DD programs, and their
queries about what is available under the DD programs are often
brushed aside. Separate is not equal in our experience. _

The child with osteogenesis irnperfecta is often above average in
intelligence and does not need special school curricula. The OI-
affected child needs early physical intervention and access to educa
tion to reach optimum development of his or her assets. DD services
for these children would avert the lengthy delay many o us experi-
enced before vocationa rehabilitation serviceswere provided. |n mv
own casg, that wasat age 34.

Again, | urge adoption into H.R. 11764 of the broadened definition
of developmental disability as recommended bv the maijority report
of the definition task force:

I havetwo articles and a brochure on osteogenesisirnperfecta which
I wouldliketo insert into today's record.

Mr. Rocers. Without objection, it isso ordered.

Ms Cavurriern. | thank you for the opportunity to make this pres-
entation. | do admire vour abilitv to pay attention for these many
hours. Thank you.

Mr. Rocers. Thank yall so much. We appreciate your being here
and your making the effort to give us the benefit of your thinking
and it ishelpful tothe committee.

Ms Cavrrrerp. | have copies for dllthe membersof the committee
too.

Mr. Roaeers. That will befine. Thank you SO much.

Now, Ms Connors.

[Testimony resumeson . 320.]

[Attachments to Ms Cauffield's prepared statement follow:]
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Children with
Osteogenesis Imperfecta

by FRANCES M. DUBOWSK I, R.N.*

Because there have been no guidelines for nurses in the care of os-
teogenesis imperfecta children, there is a protound needfor bringing
to ight the errors and ignorance in the care of these inteliigent, fragile
individuals. Awarenessof this erippling disease was created in 1968 by
amagazine article in which a mother wrote of her anguish and inability
to cope with achild so helpless and totaily dependent upon her. As an
ouigrowth of this articde the first clinic for the care of these children
was organized.

| had my first encounter with an 0.1. birth during my nurses’ train-
ing at Cook County Hospital, Chicago. This birth created in aura of
fear, clamped mouths. and averred eyes. Evervone avoided the mother.
The delivering physician was curt. spoke in short quick sentences. and
lefit her room inumediately. She left the hospital without seeing her
baby. The infant remained in our hospital for tine yvears because No
one knew that he could live in the outside worid. His record read
“forty-three fractures (plus) of' the upper and lower extremities and
ribs™

Many years laer | came to work in an orthopedic hospital for
crippled ¢hildren where, on iy first'day, my first bath assignment was
lliacof a9-yeur-old, 22 pound, 192 inch youngster with an adull voice.
His recurd vead “fractures at birth 200 plus, wo numerous w count.”
On this morning he had alveady been propped up in a carrier seag, had
had his breakfast, and was stitching on u piece of embrotdery.

*Nurse Consuluant 1w the Oseosenesis hinperfectt Rescarch Project, Sivviners Hospital
for Crippled Childeen, Clidvago.

Nursing Clinies of North Americe—Val 11, S0, 4, DECEMBER, 1976 T
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As 1 approached with the bath hater, | heard the instructions.
“Nurse, don't lift meor touch metill 1 tell you how.” You can be sure |
listened. If after reading this article you will remmember ouly this, then |
will feel that thisarticle has been worth my efforts. Along with the need
tO respect the child’s instructions, a close observation of the parents and
their handling of the child upon admission is of great value. Parcins
live with this disease 24 hours a day and have developed special sKill
nith their child's needs. Once | heard a snap of a femur when a co-
workey changed a diaper. 1 aso have heard a snap when blood was
drawn from achild with O.1. Yes, it was the fracture of a humerus.

NATURE OF THE DISEASE

Osreogenesisimperfecta is a hereditary disease involving generalized
connective tissue. It is thought to occur in two forms, congenita and
tardit. Tu our dinic at Shriners Hospital for Crippled Children we ob-
served many variations and for this reason chose to classify our
children as severely affected, moderately affected, and mild. The nurs-
ing care for each of these categories calls for gentleness and centers on
safely and prevention of fractures and deformitics. | shall confine my
writing mainly to the aue of the severely and moderately affected since

“these 1wo groups ave so frequemly hospitalized.

O.1. is characterized by thin broken bones. blue sclera, poor teeth.
gshort stature. and scoliosis in 7¢ per cent of all affected children. Other
signs in the severe form are niangular Tacies (zenerally). l\ypcrp_\'rcxiat.
excessive diaphorests, easy bruising. recurrent epistixis, ard constipa-
lion. .
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Temperatures takeii morning and evening for 30-day periads show
that the temperature of the child with severe O.1. remains | to2 degrees
above normal. This is demonstrated by his need {or lessclothing, few or
no covers when sleeping, and a greater fluid intake than other children.

CAKE MEASURES

Crorumne.  Thisshould be lightweight, nonconstricting. and void of
ribbons, buttons, pockets, or ruffles. Zippeys should be provided rather
than buttons. Many fractures have occurred from catching an ann or
leg between the crib rails. A padding to keep the extremities within the
crib is a must

DiareriNG.  In changing the child's diaper, one must lift the child
by his buutocks and, in a sweeping motion with the upper arm. support
and cradle the legs while placing the diaper. Sever lift the legs at the
ankle area, since this can cause fracture of the long bones and the feet.
Heavy, thick diapers can constrict. so use of these should be avoided.

BATHING. It is beneficial to allow the child to be bathed in a small
tub or basin lined with a heavy towel. except where casting prohibits.
An open-mesh, plastic clothes basker can be set ino a larger tub, to give
security to the child. The basket can be lifted in and out with the child
init.

Feeping. At feeding time the nurse can cradle an infant on a
pillow, with a comfortable amount of pressure. The older child ¢an be
placed in a portable seat-carrier, the type used for toting from place to
place, with a soft strap across his middle, since any chest constriction
could fracture the ribs. For a child in aspica cast. the upper portion of
the body should be slightly clevated, or preferably the child can stivd
in a table-type walker.

The preschooler or school-age child would prefer 1o Srin a small
wheel chair and feed himsell, A pillow to sit on can prevent trauma
and skint breakdown. The legs must not be allowed to hang over the
edgeof the wheel chair, as {racture of the femur ismost common. The
legs should be supported in Hexion by a padded board.

The susceptibitity of these children w U.R.Is, their chest detormity;
and their poor teeth require an upright position a feeding time. They
are wswially picky and slow caters. and since their stomachs are crowded
ap into the chest cavity, small frequent teedings are encouraged.

Fhe eccurrence of excessive dinphoresis showing an abnormality in
encrgy metabolism requires adequaie or inéreased caloric and protein
intake. These childven are abwavs thirsty asd shoubd be allowed 1o
drink as much as they want They need onls ornmal amounts ol calei-
“uni, but geocerally dislike milk. Adding thworing 10 milk, giving ice
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cream and pudings, and the use of milk in cooking can help supply
the amount required. There are no hard and fast rules about dict, but
one should make an extra effort 1o tempt the appetite.

Use OF THE Benran.  These children have an extreme fear of heing
handled and may not ask for the use of the bedpan. Since they do nor
walk, their weak buttock and leg muscles canmeot support them while on
the bedpan. They should be lified gends by the buttocks, with the legs
supporsed by a pillow. If bedwetting occurs, skin care, using water and
a mild soap after each episode, can help in preventing rash and irrita-
tion to the skin.

FRACTURE CARE

Fracture of Upper Extremity

Many fractures in these children are cared for at home by the
parent. There isasnap, a cry, and the child exhibits pain. The parents
wrap the extremity with an elastic bandage, soothe the child. and may
or may not make a trip to the hospital.

When a fracture of an upper extremity occurs, the child will most
often prefer to hold that arm frmly against himself, with the opposite
arm. Callus formation takes pluce in afew davs. A triangular bandage or
stockinette sling can be applied. but a long arm cast should bc avoided.
The weight and pressure of the cast would only serve to cause a frac-
ture above the cast. and possibly fracture of the ribs. Al fractures
should be checked frequently for color. circulation, sensitivity, and
movement. Apply soft padding to the a.\'illary' region to absorb exces-
sire perspiration.

Fracture of Lower Extremities

In these cases the child is delivered to the hospital, usually with an
elastic bandage type of wrapping to ease transportation. X-rays are
taken, and a long leg cast applied in the older, moderately or mildly af-
fected 0.1. child. If alony ley cat is applicd 10 the extremity of the
severely affecied child, theve is a srong possibility of a fracture just
above the cast. Therefore a hip spica IS necessary to insurc complete
support to the entire leg.

The cast should be neatly trinumed and shoudd not rub ap against the
prowuding chest. The edges should! be free ot loose plasier, covered
with a tannelype tape. 1o prevent exconation ot the skin, The edyges
Aaroundd the pubes and rectal area should be taped and then covered
with plastic wrap to keep moisture out. Some physicians have applied a
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double spicaor casts to bath legs, even if only oneisfractured. This fa-
cilitates the child standing i | @ few ‘days and decreases the chances of
trauma to the uninjured leg by the weight of the cast.

Our physidians do not apply short leg casts, hut if this is clone, the
parent or nurse must use extreme care in handling the child since the
weight of the cast could cause fracture of tibia and fibula at the prox-
imal end.

Children in castsof the lower extremity should hare a regular check
o the covering on the feet. Sheets and spreads should not be tucked in
tightly under the mattress, which would cause pressure on the toes.

Care of Casts.  One cannot emphasize strongly enough the impor-
tance of +ood cast care. This eliminates the removal of the cast before
healing is accomplished. Although 0.1. honc develops calus maore
quickly than normal bone, the bone remains subject to fracture just as
it was before the initia break. A clean, wdl cared for cast can be kept
on for the full time required, eliminating the anxiety and fear of un-
necessary removal.

The importance of adry cast is undoubtedly the one greatesi factor
in cast care. To avoid giving encmas, nurseand parent should persist
in having the child ear fruit and drink fruit juices. 1t is alnost impossi-
ble to keep a cart dry duringan enema procedure. For hoys the penis
can be directed into a tube or urinal, padding with disposable diapers
beneath the perineal area to catch any additional moisture. For girls
the right size diaper should be used. pulling back about a quarter
length of the plastic liner, folding the absorbent portion under the bur-
tock, while raping the plastic portion to the back of lier cast. The front
of the diaper is tucked into the frone cast opening. This can be
reversed when thechild sleeps on her tummy, giving the back a chance
to dry, if necessary. One sanitary napkin. or more. depending on the
size Of the child, can be inserted into the front opening to absorb tlie
Hlow of urine. Another diaper, without ‘lincr, or a cloth diaper or
receiving blanket. can be placed beneath the buitocks to catch wirever
moisture Might secp through.

Children can be positioned ar a slight incline 10 encourage downward
flow. In the end the cast may sill be damyp. and for this we have used a
hair dryer, under close supervision, since the skin can . be extremcly
sensitive t0 head.

Various solutions have been tried to wash casts but none have heen
of any value,

Scontosts. We have used the Mitwaukee brace as a palliative nrcas-
ure. The brace IS worn 23 hours ol the day with an hour for hath
and/or hydrotherapy. I his been the practice of our Tospital 1o sdimin
the child for a weck o acquaim the child and the parent with proce-
dures. Duriag this period the brace is"checked thovoughly for lit ol
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possible pressure aress. These children are checked regularly every
three months for brace adjustment and skin condition, and by the den-
tal clinic for lower jaw protrusion and inerference with tooth forma-
tion.

FracMeXTATION AND RoDDinGg. The challenge in this diseasc is the
control of fractures. The fractured benes in both upper and lower ex-
tremities can curve rather dreadfully. Rodding is not done solely for
cosmesis, since in spite of some severe curvatures these cliildren can
perform various tasks other than walking.

Surgery has helped in controlling fractures and correcting the de-
formity. 1t isimporiant that these children be standing in their casts the
day after surgery. Stress of the bone will increase bone growth. Rod-
ding is mast frequently done in the femur and tihia The humerus is
roddcd only when it interferes with self feeding or when clothing can-
not be found tofir. and the radius is done rarely becauseof its thinness
in size. I have not known of a fibula being rodded.

Lo~ LEG Braces. Once the bone is solid enough to remove the
cast, some children are protected by long leg braces. Stress on the
bones, use of the muscles, and improving circulation are of utmost im-
portance. The child is never allowed to stand alone, hut wiil have tlie
immediate supervision of one or wtwe hospital personnel and is sup-
portrd and lifted as necessary. These children may never walk, but
braces serve as support.

Serxav Fustiox. This surgical procedure recently done on two of
our children calls for positioning tlie child flat and using log-rolling
technique as with the usual Spinal fusion patient. SO Metal equipment
was used, hut soft traction has been applied.

Preoperadvely these children who have increased metabolism often
run an elevated temperature, but when surgery is cancelled for that
day, the temperature returns o the child’s normal value. Postopera-
tively, nausea and vomiting have nor been a problem, except in one
case of spinal fusion. The most frequent complications hare been dysp-
nea and nocturnal orthopuea. Oxygen and suUction equipment ‘are rou-
tineiv ordered to be available at the bedside.

Vital signs for these children are varied. Pulse and respiration arc
more rapid, hut bloud pressure remains the same as for other children.
A lighoweight pediatric cuff should l5e used in measurement to prevent
trauma and fracture,

MepicaTiox.  Aspirin has been contraindicated. Tylenol has been
administered as a replacement.

Pre-and s t injection sites are wsually the delioid musde,
but though these children are mainly siwers, we hive had to resort 1o
the butiocks, the fleshier siie, [0r any necessary daily injection.
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PSYCHOLOGICAL NEEDS

These children remain in the hospial for a longer period than the
usual fracture patient. ‘This gives the nurse more time t0 observe and
assessthe level of the child's and parents’ understanding of this chronic
debilitating disease. They need help in developing a realistic attitude
toward their lifearid plans for the, future, Time should be provided for
the child and parent 1o discuss their feelings openly, but encourage-
ment nust be coupled with honesty in facing che future. Many of these
children have dreams of becoming doctors. nurses, or pilots, and one
must redirect such dreams into the more practical vocations.

A recent surrey of the adults once in our care as children reveals
these positions held: secretary. editor of a newspaper, bank auditor,
electronic repair man, consultant to handicapped college students, tele-
phone sales person, and hand craft worker.

Weencourage these children to attend a regular school whenever the
school is on one floor or is equipped with elevators. Their active ex-
cellent minds should be developed. It has been proved that they are
and can he seli-supporting citizens.

408 PProsser Strect
Silver Lake, Wiseonsin 33170
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PSY CHOSOCIAL FACTORS

IN LOW-INCIDENCE
GENETIC DISEASE:

THE CASE OF OSTEOGENESIS IMPERFECTA

Lynn Kiely, MS\W
Richard Steme, DSNV
Cad J. Witkop, Jr., DDS

ABSTRACT. Osteogenesis imperfecta (OI), ¢ dominant ge
netic disorder, was examined in on exploratory case study of psychosocial implica-
tions. The eross-sectional survey sample consisted of 13 Ol-affected adulls end 21
families with an Of-cffected child who were interviewed. Findingsreveated numer-
ous psychosocial coneerns and problems in addition to their eomplex dand lifelong
medical problems Specific problem areas differed according to the severity of the
diseese, type, and mode of genetic inhkeritance. The results indicate the need for
local as well ¢s national policy changes through législation and exiensions of
existing services for low-incidence disease groups such as Olaffected persons.
Implications for sociel work practice interventions call for greater involvement with
genelic dissases. more aggressive approaches iN case identification and service
coordination, and performing longer-range monitoring functions than is usually the
case,

Except in the case of popularized genetic diseases,
sociad workers in particular and society in general have not developed
much documented understanding of the often unique psychosocia
problems that are inherited concomitantly with the physical liabilities
of many genetic diseases. For many families with genetic disorders
there are multiple lifelong medical, emotional, social, and financial
difficulties that pervade their everyday existence and demand societal
support systems that are not now available. Thelack of these socioemo-
tional and financial support systemsisbleak testimony to the disenfran-
chisement of countless tens of thousands afflicted with relatively rare
genetic diseases.

Among the almost 2,000 different genetic defects catalogued, the

L . Ms. Kiely is currently a social worker for the Hopkins School
District in Minneapolis. Dr. Steme is Professor, University of Minnesota School of
Socia Work. Reguests for reprints should be directed to Ms, Keily, ¢/o Dr. Sterne,
School of Social Work, University of Minnesota, Minneaolis, Minnesota 55465.
Dr. Witkop is Professor and Chaitman, Divison of Human and Orad Genetics,
University of Minnesota. This project was supported in part by NIH, NIDR Re-
sarch Grant DE AM 03686. Ms. Kiely conducted the interviews during the data
collection period.
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dominantly inherited disorders include some of the most debilitating
and incapacitating diseases’ One of these is osteogenesis imperfmta
(OI), which is a tragically severe disorder typical of many of the
low-incidence, low-visibility dominantly inherited diseasesthat occur 1L
in 20,000-50,000 in the general population. These diseases are not
considered major enough to command much in the way of research
money, social recognition, or societal concern and, consequently, lack
effective lobbies and public support for specia legidative and aid
programs. In contrast are widely publicized diseases such as cystic
fibrosis, hemophilia, and sickle cell diseasewhich occur Lin 560—2,500.

The purpose of this study is to elucidate the contributory psycho-
social problems and special needs of OI patients, which are seen as
prototypical of other severely debilitating dominant genetic disorders.
These needs are related to social work and sooietal responses in the
areas of policy development, financia support, and programmatic ef-
forts that are required to cope effectively with the problemsgenerated
by thesediseases. - -

Familial cases of osteogenesis perfecta occur by inheritance from an
affected parent. Affected parents are very likely to have affected
children, since the known transmission risk is 50% for each child. A
person may have O, however, without having an affected parent or
relative. These cases are termed "' sporadic'” and represent a phenome-
non consistent with the occurrence of new mutations in dominant
diseases’ These affected individuals may then pass the disease on to
their offspring following the pattern of familial cases.

Osteogenesis imperfecta is manifested in two forms. Osteogenesis
imperfecta congenita (OIC) is a more severeform of the diseasewhich
is characterized by fracturesat birth and extreme fragility of the bones,
which sometimes fracture hundreds of times. Marked skeletal defor-
mity, shortnessin stature, brittle, soft teeth, and, frequently, progressive
hearing loss are typical consequences of the disease. In contrast, osteo-
genesisimperfecta tarda (OIT) is characterized by onset in infancy and
fewer bone abnormalities than in OIC cases. The OI T-affected person is
usually able to ambulate without the aid of crutches or wheelchairsin
contrast to many OIC cases. In both instances intellectual functioning
remains unimpaired despite the disease.

The fact that OT begins at such an early age and isfrequently marked
by severely deforming, incapacitating, and untreatable skeletal abnor-
malities underlies the lifelong medical and psychosocia problems that

*Advances in genetic research have been limited primarily to
chromosomal and recessively inherited disorders. The vast group of genetic diseases
with an autosomal dominant mode of inheritance, such as QI, cannot be diagnosed
prenatally, and onl y limited physical treatment, if any, isavailable.

4
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plague these individuals and their families. The high risk of transmission
to children underscores the fact that the problems ereated by the
disease are likely to be continuous. across generations of the same
family.

METHODOLOGY

With few exeentions. the total avaldble patient population in
the seven-county, Twin Cities metropolitan area wasincluded in this1-year eross-sec-
tional survey. The patientswere selected from the medica recordsd the University
of Minnesota Hospitals, Gillette Crippled Children's Hospital, and the hlinnesota
Osteogenesis Imperfecta Society. Thirteen 01adults(7 mdesand 6 females) with a
memn age of 36 years (raniging from 21 to 62 years) were interviewed &5 were 21
normal parents of Ol-affected children. _

Home visits were made to 2ac faniily e tic and medicd sor f each
affected individual were obtai ed -io! to conducting the psychosocial interview in
order to establish rapport. Personal interviews with QI adults were structured,
following an open- and dosedended questionnaire guide. The questionnaire in-
duded 21 items desgned to assess genard problem aress associated with Of,
includine intrafamilia and extrafamilid relationships, levd o education, occupa-
tional status and limitations, medica needs, financid problems, and further ned
for socid services. Subjective judgments were also made about each respondent's
psychosocial functioning by the professionally trained interviewer.

FINDINGS AND DISCUSSION

Responsesof O Adults
Of 13 respondents, 11 stated that their disease af-
fected their family relationships. Nine of theindividuals spontaneously
reported overprotection by their parents, which often caused friction
and intensified familial anxiety. However, a third of the respondents
claimed that these tendencies, together with the limitations of their
disease, fostered a closer relationship with their parents. Severely af-
fected OIC adults who underwent long periods of hospitalization during
their childhood harbored feelings of rejection toward their parents.
Relationships with siblings were characterized at times by embarrass-
ment and rejection due to the affected individual's deformities and
inability to participate in usual childhood activities. These occurrences
frequently caused estrangement among family members. Despite these
problems, half of the respondents described the effectsof their disease

limitation as contributing to family unity!
On dating and courtship patterns, adults with Q C frequently re-
ported difficulties. One 24-year-old man expressed disappointment at
finding his girlfriend married to a norma male following a 6-week
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hospitalization for a fracture. A 40-year-old woman felt that the major
tragedy of her disease was the lessening prospects for a husband and
family as the years progressed. All the observations were not negative:
A 23-year-old man commented that while his physical deformities
seemed to alienate some women, others were intrigued with hisability
to overcome his handicaps and dated him.

All OI adults were interested in companionship and marriage. Only
haf of the women married, all past the age of 30, and they married
handicapped men. In marked contrast, the three OIT maes were
married at an average age of 25, and they all mamed physically normal
women.

All marriages involving an 0l-affected spouse produced offspring
with one exception: An OIC woman separated from her husband
because he wanted children and she did not want to risk having an
affected child. Despite thelin 2risk for each child borm tO beaffected
with QI, the 6 married individualshad 9 out of 11 affected children.
After the birth of 1 affected child all OIC parents had no further
children, whereas the 3 OIT adults had more children, It is alo
noteworthy that 14 out of 21 sporadic families produced no furthe:x
offspring after having an affected child.

Educational careers wereslowed dueto repeated fractures and hospi-
talizations. Their commitment was high, however, since al OI adults
achieved a high school degree, with some finishingthrough GED exam-
ination. Six attended college and three graduated.

Employment opportunities and occupational security were major
problems for all OI adultsinterviewed. Most OIC individualsfound that
their physical disabilities required them to undertake modest, home-
based occupations such as telephone answering services, dressmaking,
and home sales. Other, more ambitious persons developed their own
businessesin their homes. Onewoman provided secretarial skills for the
small community where she lived; another young man did computer
programming. Those more mobile adults employed within the commu-
nity tended to remain in their jobsfor most of their working careers.

Limited occupational opportunities, absenteeism dueto intercurrent
medical problems, and the hereditary natureof the disease contributed
to the extensive financial problems of almost all ©I adults and their
families. Expenditures for special ambulatory equipment such as wheel-
chairs and braces, continued medical and hospital costs, and special
transportation expenses created major and unrelenting financial bur-
dens. Family financial stress was compounded by multiple occurrence
of Of in afamily. Even though 11 out of 13 respondents indicated that
they received social services as a result of their OI, they almost always
needed additional services including better vocational and educational
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counseling, specia transportation services, as well as continuing finan-
dd assistance.

Familieswth OI Sporadic Cares

Those parents who produced a sporadic OIC child
were overwhelmed at the birth d their sometimes severely deformed
babies, many describing their reactions as ones of shock and immobi-
lization. Some initia reactions included anger that there had been no
one knowledgeable to counsel them about the diagnosis or prognosis
for their child. Depression and feelings of guilt at having produced a
malformed child were frequently present, and fear that they would not
be able to provide adequate care for their child was sometimes over-
whelming. These reactions occasionally impaired appropriate parental
functioning: One set of normal parents who produced an affected first
child cut themselvesoff from friends and activitiesand concentrated al
their time and energy on thischild; another first-time mother became so
depressed and frustrated at the extra care required by her affected child
that she had to turn most caretaking duties over to her own mother.

OIT families with affected sporadic children differed in their initia
reactions. Since with OIT bone deformitiesand fracturesusualy do not
occur until 1 or 2 years of age, the hewborn appears perfectly normal.
These parents have a more gradual introduction to the disease, making
it somewhat easier to accept.

When a sporadic case of OIT occurs, the diagnosis is made, and the
nature of theinheritance explained to the parents, several stress-produc-
ing reactions generally follow. A parent may inappropriately assume
full responsibility for the defective gene and become totally incapaci-
tated with guilt and fear. Or, asin other cases, one spouse may blame
the disorders on a defect in the other spouse's family. While genetic
disorders often incur such severe marital distress and frequently later
result in separation or divorce, this did not occur among sporadic
families!

Extended family membersfrequently were noted asimpeding normal
family interaction and overall acceptance of the affected child. One-
third of thefamiliesreported denial of the disease in the family, and, at
times, even regjection of the child by grandparents, aunts, and uncles.
Another one-third of these sporadic families mentioned that extended
family members overreacted and became overconcerned, almost ob-
sessad with the affected child.

In contrast, one upper-middle-incomefamily described their sporadic
child's birth and familial acceptance as beneficia for thefamily in that
it slowed down their hectic life pace and unified them to givesupport
to the affectedchild as wdl asto each other.
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Spomdic and Familial Comparisons

Problems and needs frequently differed according to
the mode of inheritance of the disease. In familial cases of OI, knowl-
edge of the disease and its risks provides a more secure, seasoned
environment for the newborn OI child. Affected parentswho havelived
with the disease correctly assume that they can prepare their affected
child for ensuing disease-related problems; however, this is not always
the case. One mother attempted to compensate for the lossshe experi-
enced as a child by overprotecting and overindulging her own OCIC-af-
fected child, whichisafamiliar parental response.

In sporadic cases of OI somewhat different kinds of problems and
concerns are faced. Giving birth to a child with Ol isinitialy devastat-
ing for parents who have no prior knowledge of the disease. Their fears,
guilt, and anticipations are limitless. Frequently, they are overwhelmed
by fedings of burden and discouragement that interferewith accepting
the affected child. Schild’*® contention that the fear that one possesses
a defective gene causes a momentous insult to the ego and fosters
inadequate parental functioning was true initially for many parents of'
sporadic QI cases. There evolves a gradual acceptance and tendency
among sporadic families to focus on the affected child as unique and
special, setting the child apart and creating a family imbalance. In
contrast, an affected child born to an affected parent is much more
readily accepted into the family.

The ability of OI families to cope effectively with the consequences
of the disease is, however, severely stressed as the number of affected
family members increases. Familial imbalances again occur when more
than one member is affected, with OI becoming the center of familial
concern and activity. Those who are physically normal may feel es-
tranged and develop psychological problems. In one family with three
severely handicapped members, one physicaly norma girl had to as
sume heaw household responsibilities and faced critical identification
problemsthat were not present among the affected siblings.

Comparisonsof OlCand OIT Cases

OIC individuals face an enormous onslaught of prob-
lems consequential to their disease that are often less severe and
complex among QT cases. They must contend not only with the
recurring fractures and resulting physical deformities of their disease
but also with the social problems linked to their dwarfism and stunted
growth.* As is often the case with a handicapping disease, major
psychological difficulties can emerge, especially in terms of establishing
a positive self-concept and self-acceptance. Physical disease and dis
ability may aso induce individuals to respond with an emotional



%

Lynn Kiely, et al. 415

reaction that may be more incapacitating than the disability itself.®
Most 01 adults, however, appeared self-accepting and comfortable with
themselves and their deformities. The theory that physical disabilities
have specia and usually negative symbolic meaning v&s not evident in
most OI individuals.®

Ambulatory problems dso plague OIC individuals more than OFTs
since most are limited to using crutches or are confined t o wheelchairs.
Without a specially equipped car, OIC adults are severely restricted.
Inaccessible public transportation and architectural barriers occasion-
aly create a situation of amost total isolation. Metropolitan area
transportation facilities for the handicapped are virtually nonexistent,
and, like their small-town counterparts, individuals with ambulatory
problems must depend on family, friends, or neighbors for mobility.
Ironically, this dependence fosters a reluctance on the part of some
potential helpers, who fear that bodily movement of an affected person
may well induce fractures.

Mobility is a major consideration determining ultimate educational
and occupational status and achievement. Several OIC individuals were
discouraged by the inaccessibility of potential resources, and financia
and architectural barriers as well led them to discontinue their formal

cat o This, in & Li ited their potential occ p il p >

itie along with the constraints ciated witl th ilit b
Furthermore, nearly all respondents reported being victims of discrim-
ination asthey sought employment.

The kinds of employment more easily accessible to OIC adults
provide for bare subsistence income only. These earnings are not
enough to cover the unrelenting stream of medical expenses. Complicat-
ing their financial situation is the fact that individuals with inherited
congenital disorders are not eligiblefor medical insurance.

Those individuals eligible for Supplemental Security Income ($S1)
benefits can receive a maximum of lessthan $170 per month, which is
barely adequate for subsistence. This situation creates a double bind:
In order to survive, one must supplement these SSI benefits; yet if one
works, those benefits are either proportionately decreased or com-
pletely cut off. A young GIC woman presents a typical dilemma: She
would like to gain employment in order to become eligible for federal
Social Security benefits. However, if she works, her current source of
income and medical coverage (astate-funded program) will be discon-
tinued. Due to her disease, she cannot afford to be without medical
coverage for even a brief period of time. She is therefore, forced to
remain unemployed and dependent on her parents. An onerous feeling
remains for many OIC individuals, one of being an immense burden to
their families because they are thwarted by an unaccommodating sys-
tem in their effortsto become independent.
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In many ways OIT individuals confront more anxiety in their lives
than do OIC individuals because of their relatively normal appearance.
OIT sufficiently complicates affected individuals' lives with repeated
fractures, hospitalizations, and ensuing losses from work and school;
yet they may appear physically normal and must compete with phys-
icaly healthy individuals in school and for jobs. This wmpetition
intensifies already high anxiety levelsfor these persons. The tarda form
of the disease does not inflict enough of a handicap on many of these
individuals to warrant welfare support or specia aid programs. They,
nevertheless, face discrimination in trying to secure and maintain em-
ployment and in obtaining medical insurance because of their disease.

Additional Findings

Questionnaire and interview responses document the
impact that a physically debilitating genetic disease has on family
dynamics, socia relationships, educational achievement, employment
possihilities, and family finances. In contrast to another study that
concluded that *“OI adults...think alike, feel alike and sound off. ..
in the same way,”* this survey reveals a variety of responses obtained
from Ol-affected adults. One might expect that such a disabling disease
as OI would precipitate severe personality dysfunction among affected
individuals. Instead, avarying rangeof reasonably good adaptations and
compensatory measures were found. Most OI adults wererated moder-
ate to high in their levels of ambition and anxiety. Hostility levels
among O adults were judged to be quite low. They gave a generd
impression of some social aientation and high dependency levels, hut
thisis consistent with the physical limitationsof their disease.

Perhaps being physically handicapped, or restricted from normal
activity, allows more time for self-evaluation and self-knowledge, and a
comfortable acceptance of sdf is eventually attained. This might ac-
count for the high levels of expressivity and moderate to high self-con-
cept ratings of most observed Qladults.

Despite physical disability and disease-relatedfamilial andsocial prob-
lems, it issignificant that half of the OI adults chose to marry and to
have children. This may well indicate a quest for normalcy in a life
plagued with exception. Motivation for having children varied as well.
Some parents had been unaware of the high risk of having an affected
child. Those who were cognizant of the risksinvolved gave no explana-
tion for their motivation other than their extreme desire to have
children. Schultz’s® proposition that havinga defective child intensifies
parental desire for normal children was not supported in this study;
quite to the contrary, the majority of sporadic families and all QIC
adultshad no further children after one affected child wasborn.

|
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IMPLICATIONSFOR SOCIAL WORK

There isindeed ample opportunity for social workers
to become increasingly involved in the field of genetics. Schild’s”
statement that geneticists and physicians-traditionally trained as aca
demicians and researchers—have had little experience or training in
dealing with personal and interpersonal relationships of their patientsis
a fitting call for contributions from the social work profession. As
genetic services expand, it will be the social workers' responsibility not
only to provideimproved services but to conceptualize and identify the
nature and kinds of psychosocial problems that occur asa concomitant
of inherited diseases!

The unmet needs of variousdiseases, especially those with low social
visibility, should be further investigated, differentiated, and made gen-
erally knowm. Taken separately, low-incidence diseases such as 01
represent a small population; however, in combination with the many
other uncommon disorders, such a achondroplasia, Marfan’s syndrome,
and EhlersDanlos syndrome, the number represented by these low-
incidence diseases grows t0 sizable proportions.

Social workers who become involved with genetically inherited, low-
priority disease groups such as QL must assume an advocacy role and
help to initiate policy and program formulations with which to assist
these groups, whose unmet needs are considerable. The provision of
nonpunitive, facilitative, and continuing financial assistance is a fore-
most priority for these families, who are denied medical insurance,
excluded from most catastrophic illness coverage, and who now receive
only subsistence support from public funds. A chronic disease such as
0I takes a severetoll on even upper-middle-classfamily resources. Only
generous governmental sponsorship, through direct and indirect pay-
ments, can aleviate the financial stress placed on families affected by
such debilitating diseasesas OL. Such public sponsorship could easily be
achieved through a revised concept of need that inctudes as bene-
ficiaries those who are permanently afflicted but not totally disabled
and those who are financially desperate but not destitute. While the
need for such a support system should be applicable to all persons
affected by incapacitating disease, the need is greater for low-visibility
genetic diseases such as 01 because there areno sizable private founda-
tions that can underwrite some of the specia costs of treatment. If
programsare available to help such individuals, they are usually piece-
meal and lack comprehensive coverage.

Since most genetic diseases such as O imply chronicity, affected
individuals and theix familiesrequire alife span approach to interven-
tion rather than the more traditional time-limited approach to provid-
ing socia services. In many cases, the life span approach could be
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elaborated into an intergenerational approach to intervention because
of the high probability of recurrence in subsequent generations. Except
for some hospitalsand rehabilitation centers, the social work profession
is neither conceptually nor practically equipped for dealing with such
long-range considerations. A concept of monitoring-in-anticipation
needs to complement the reactive concept of crisisintervention that so
heavily permeates social work practicetoday. One primeavenueto gan
access to this population of interest would be through greater social
work involvement as part of a genetic team. Early, consistent support
for the family could be provided as well as continuity of serviee aslong
as need exists. Such social workerscan also serveto facilitatecommuni-
cation with 'medical and research personnel about the psychosocial
consequences of inherited diseases.

In the case of OI patients, in particular, the psychosocial con-
sequences of the disease were marked by more variability and positive
effects than one would have expected on the basis of theory or
commonsense expectation. The predictors of such variability are largely
unknown, a situation that is probably true for most other handicapping
diseases at this time. The observed cases of 01 were characterized by
many of the individual traits typical of other handicapping diseases
such as shortness in stature and deformity, and thus shared similar
psychosocial consequences with them. Yet, it would be a mistake to
generalize this similarity without further knowledge of the configura-
tional aspects of inherited diseases. Although thisstudy was not com-
parative, it seems safe to assume that the combination of factors in
Ol—stunted growth, normal intellectual functioning, bodily deformity,
repeated fractures, and severe dental problems, among others— provides
a configuration of consequences that differs significantly from most
other disease entities. Only further comparative research can begin to
make determinations of different configurations of-complex psycho-
social responsesto inherited disease.

Within the classesand types of OI diseaseitself there are a number of
differentiating psychosocial factors that warrant the utilization of dif-
ferent social work practice interventions. For example, in familial cases
of physically debilitating genetic disease it would be important for the
worker to learn what meaning the disability has for the affected
individuals. Focus should revolve around an acceptance of limitations
and concentration on realistic goals. Family planning and premarital
explorations should include concrete genetic information about the
disease. In sporadic cases, genetic diagnosis precipitates a crisissitua
tion. and immediate interaction and contact is often crucial.

Social workers should remain cognizant of specific familia dynamics
and potential problem areas that frequently occur within familieswith
genetic diseases. These include parental feelings of guilt and inade-
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quacy, the tendency to overfocus on and overprotect the affected child,
the propensity for marital discord and stress, and the sometimes dys-
functional involvement of extended family members. It is frequently
useful to involve extended family membersin genetic counselingand in
promoting the acceptance of the child and his disease. This helm to
establish a groundwork for continual support and encouragement for
overwhelmed Parents and their affected child.

Although the precisepsychosocial effects were unclear, the pervasive,
interlocking themes of relative immobility and continuing dependence
at least have limiting effects on life satisfactions and achievements.
Although the adaptations of Ol-affected persons were sometimes re-
markable, the constraints on their lives were evident in educational
attainment, job fmding, and job retention. A better developed and
coordinated vocational rehabilitation service that can effectively cove
with job training, job location, job retention, as well as increasing job
opportunities while minimizing discriminatory practices is evidently
needed.

The key to increased opportunities for 01-affected persons lies. in
part, with solving the mobility problem: If physical aceess isimpossible,
then other pregram efforts are doomed to failure. Although there are
often existing community transportation programs, they are frequently
piecemesl, inadequate, sporadic, and ortented more to meeting recrea
tiona needs than those related to employment. With so many frag-
mented programs in existence, it is perhaps time to develop city- or
area-wide coordinated transportation services that can be morerespon-
sive to a broader spectrum of public need. It would have to be guided
by a new philosophy-in-practice that goes beyond promoting life satis-
faction through planned events and activities and aims toward promot-
ing independence and self-sufficiency by bringing together the im-
mobile with their oppeortunities for achievement.

The often unpredictable and far-ranging psychosocial consequences
and the continual drain of financia resourcesthat are associated with
most debilitating genetic di seases ereate a challenging opportunity for
the profession of social work to find new waysto help these socially
neglected families.
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WHAT ARE THE CONSEQUENCES?

Many tragically injured infants yearly do not survive birth; meny die
during their first year. Those whe escape earty death may live to
experience numerous broken bones—sometimas with no greater
sirass than a sneeze or muscle cramp. Repeated fractures lead to
crippling bone daforrmities, sturted growth, and seversly curved
spine with pigeon chest. Patients often spend their Eves confined
fo bed or whealchai

The patient usually displays a blue coloration of the sclerse{eye
whites) and may be subject to coroding tecth, loose jonta, hestiias
drulsing, heat sensitivity, constipation, and deatness.

Despite the paln, restrictions. and frustration of this critically disabli
diseasa, the .. patient i remarkably good-natured and generalty
shows above-average intefligence.
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IS THERE ANY TREATMENT?

erippled and crooked limbs, is the most significant cor-
rective development ta date. In surgery, an arm orlegbone is laic
bare, broken into fragments, and in “shigh-kebab” fashion, the pieces
of bone are skewered ontoa fine, metal rod.

cmﬂyappiedphysicalmarapymyhdpinshenmhmingme
weak muscles and wesling bones of the bedricden or chairbound
patient. in pddition, prompt attention to daterlorating teath may les-
senpain and destruction in the mouth.

The child with s devastating disease may require lengthy hospitali-
zatlons, numerous orbepadic and dental procedures, and physical
therapy. The medical expense of BRITTLE SONE DISEASE can ba
phenomenal and financiafty “bresks™ many femiies. Thetollin
anguish to parents ls incalculable.

"Rodding,” an cli ok and
strengihen
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STATEMENT (F LIRDA G. CONNORS

Mrs. Conwors. My name is Linda Connors. | am from Rockalnd,
Mass. | am here today in three capacities. | am representing the
Tuberous Sclerosis Association of America, the Federation for
Children with Special Needs of which | am the President, and | am
representing Mr. Eli Tash who is immediate past president of the
Association for Children with Learning Disabilities. Mr. Tash also
served on the task force for the definition of developmental disabil-
ities. [ABT report, November, 1977.]

All of the above-named entities support the majority report found
on page 9 of the ABT report, November 1977. As | understand it,
thisisthe final report of the special study on the definition of devel-
opmental disabilities which was conducted in accordance with section
301(h) of Public Law 94-103. Mr. Tash’s statement su;;porting the
_mseéjl?rity report is attached to my testimony and | think speaks for
Itself.

Mr. Rocers. Thank you. I't will be made a part of the record.

Mrs. Connors. As president of the board of directors of the Federa-
tion for Children with Specia Needs, |ocated at 120 Boylston Street,
Boston, Mass, | have been asked by the board of directorsto testify
at these hearings as to the Federation's stand on the definition of
developmental disabilities.

The Federation for Children with Special Needsis a coalition of
al the statewide parent organizations in Massachusetts that repre-
sent citizens with disabilities. Together these organizations have
approximately 26,000 members.

They are: Association for Mentally 111 Children (AMIC) (Autistic
and Severely Disturbed Children); Children in Hospitas, Inc.,
parents and health care professionals concerned with the needs and
rights of hospitalized children and adults; MassachusettsA ssociation
for Children with Learning Disabilities {MACLD); Massachusetts
Association for Retarded Citizens (MARC); Massachusetts Spina
BifidaAssociation, Inc. (M SBA) ; Massachusetts Parents Association
for Deaf and Hard of Hearin?; New England Parents Association
for Visually Handicapped Children and Adults; Parents and Chil-
dren Together (PACT) ; Parents and Friends of Cerebral Palsy and
Multi-Handicapped; Prescription Parents, Inc.; MassachusettsChap-
ter of the Tuberous SclerosisAssociation of America. Seethe Federa-
tion brochure.

I t was unanimously voted by the Federation board of directors on
February 28,1978, to support the majority report revising the defini-
tion of developmental disabilities as defined on page 9 of the ABT
report, November 1977.

Finaly, I am here r(ejpr&eenti ng the Tuberous SclerosisAssociation
of America (TSAA) o which | am a founding director and myself
as a parent of a l4-year-old child severely &fflicted with tuberous
solerosis. TSAA supports the majority report as indicated in the
ART report, November 1977, page 9, and seeks recognition by the
gbeclj_eral Government of tuberous sclerosis as a developmental dis-

ility.
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The Tuberous SclerosisAssociation of Americaisalega nonprofit
tax exempt national organization incorporated under the laws of the
Commonwealth of Massachusetts, with chaptersin Massachusettsand
New Hampshire. The association's headquarters is in Rockland,
Mass.

TSAA was formed to combat the disease tuberous sclerosis (TS).
The Association was founded out of frustration because of the lack
of information and servicesavailable to parents and victims of this

disea%e.

Tuberous sclerosis was once considered to be a rare disease. Now,
with new and better diagnostic methods and increased physician
awareness, more and more cases are being uncovered. Estimates of
incidence are variable but probably range from one in 5,000 to one
in 10,000 of the general population.

I have some medical support |etters attached to the testimony and
I hope the committeewill examinethem.

Mr. Roaers. Y es, wewill.

Mrs. Coxnors. | think they arevery important.

Tuberous sclerosisis a genetic disorder. Individuals afflicted with
the disease are born with it. Tuberous sclerosisischaracterized by one
or more of the following conditions. Any one or all o these condi-
tions may range from very mild to extremely severe. Seethe TSAA
brochure.

First, 90 percent of the patients have convulsive seizures at some-
timein theirlife.

Second, mental retardationis prominent in thisdisorder.

Third, tumors which mag occur in the brain, heart, kidney, viscera,
and/or any vital organ.

Fourth, physical handicaps which may restrict the patient to a
wheelchair and/or bei ng completely bedridden.

Tuberous sclerosis has no known cause or cure and there is no cur-
rent medication to combat the disease. At the present time only the
symptoms of the disease such as seizures and I]m? yperactivity and the
affect of the tumors can betreated. The underlying disorder, however,
is currently untreatable since we do not understand the basic mecha
nismsof thedisease.

Tuberous sclerosis affects both malesand females and may occur in
all races. | n its severe form, tuberous sclerosiscan be very devastat-
ing, making the victim compl etely helpless and dependent.

Tuberous sclerosis causes developmental delay. Many tuberous
sclerosis victims are substantially and chronically disabled early in
life, before age 22, and are decidedly in the target population as
described on page340f the ABT report.

Tuberous sclerosisshould be considered a developmental disability
because it is a disease which is already present in the unborn child
and continuesto be present in the individual for the remainder of his
life manifesting the symptoms outlined above.

Persons and families with tuberous sclerosis suffer from alack of
meaniggful human services. Integration with existing local, State,
and Federal service programs is essential. Tuberous sc erosisvictims
and their families require a wide variety of services, including phys-
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ical, occupational and speech theraspg/, home and institutional care,
behavior modification, genetic counsding, and many others.

Tuberous sclerosis has such a wide spectrum, programs have to be
modified for each individual patient. Often a tuberoussclerosischild
has multiple problems and parents do not know what services are
available.

For example, seizures with mental retardation with kidney prob-
lems, partial or total loss of speech with physical handicaps and/or
seizures and/or mental retardation, et cetera. The severe tuberous
sclerosis child places a heavy burden on the family who cares for
him /her, physically,emotionally,and financially.

Early developmental intervention is important in order to pro-
vide the child with the best possible opportunities to achieve his
maximum potential.

The Tuberous Sclerosis Association of America has never been
funded by any State or Federal agency. Only very limited research
is being carried out in tuberousscleross. Since tuberous sclerosisisa
serious cause of mental and physical disability in a significant num-
ber of Americans and may constitute as much as 5 percent of the
developmentally disabled population, we feel that basic research
should be of highest priority.

I n conjunction with this research an intensive campaign of public
education anda%hysician awareness is necessary since thisis a poten-
tially preventable discase. TSAA fedls that under Public Law 94—
103, section 109, part D, "specia projects grants,” that it could be
and should be funded.

The Tuberous Sclerosis Association of America feds strongly that
the majority report be accepted because this recommendation does
not favor any of the existing consumer organizations and/or their
local afiiliates. By accepting the minority recommendation, Congress
would actually be favoring four or more national consumer organiza-
tions that presently exist in this Nation. We feel this would not bein
compliancewith thefull intent of thelaw.

Specific referenceis here made to HEW publication No. OHD 76—
29002, entitled ""What are Developmental Disabilities?" | n this book-
let the following are listed: National Association for Retarded Citi-
zens, ,United Cerebral Palsy Associates, Epilepsy Foundation of
America, and the Natiormal Society for Autistic Children.

By holding to the minority definition, these groups benefit from
federally funded literature such as this booklet while TSAA and
other groups do not. Further, in applying for funding under DD
these consumer groups also benefit since the the conditionsthey, rep-
resent, as in the past, are clearly stated in the minority definition.
section 2.5, page 25, ABT report.

We are aware of H.R. 11764, the “Developmental Disabilities Act
Amendmentsof 1978.” under the caption “definitions,” “Sec. 102. For
purposes of this title: . . . (7) the term ‘developmental disability’
means a disability of a person which (A) (i) isattributable to mental
retardation, cerebral palsy, epilepsy,or autism."

The above-named entities that | represent do not support this defi-
nition of developmental disabilities. For reasons already stated we
cannot support H.R. 11764.
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We do not support Senate bill 2600 because we feel it to be too
inclusive and would dilute the benefits for children and citizens that
we represent.

I n closing, speaki ngz(only for the Tuberous Sclerosis Association of
America, we would like the record to show that should the minority
report, as stated on page 26 of the ABT report, November 1977, be
accepted b¥| Congress In lieu of the majority report, as stated on
page 9 of the ABT report, that part No. 1 of the minority report be
amended to includethe words " tuberoussclerosis.™

Speaking on behalf of all those | represent, 1 would like to thank
this committee for allowing me to present our position and some of
our viewson developmental disabilities.

[Attachments to Mrs. Connor’s prepared statement follow :]
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fCOCIATION FOR: CHLDRA LUATH LERRIING DISABLITES

4156 LIBRARY ROAD s PITTSBURGH, PA. 15234 n 21273411516

Offfce of Immediate Past Pyesident
6700 North Port Washington Road
Milvankee, WE 53217

March 28, 1978

¥r. Raymend A Cemmors, President
Tubercus Sclercsis Assn. of America

P @. Box k4t

Rockland, Mass. 02370
Dear Mr. Connozss

| wnderstand that yow acd Linda C Gemmora, President or
4hs Federation for Children with Special Needsm, ""ill sppeax
before ths Houss Commitiee on Health and the Enviromment om
April btk and Sth, during 1ts beacing on the Definitien of
Developmental Disedilities. | served on tha Tatk Force for
the Definition of Developmental Disabilities and support the
majority report of the Task Force.

It fs post importaut that we recognize the gpecific nesds of
all children with developmental dissbilities ragardless of
the category Of their disability. | hereby antborize you
snd/or Linda C Comnors to present o point Or view to the
Comnitiee hearing.

An 3 matter of record, I reside in Milwankee, Wisconsin

and | :x presently the Immediate Past President of the
Association for Children with sarnicg Disabilities and

4 hember of the Board of Directors of the Wiscensin Associmtion
for Childrem with Leesrnine Disabilities,

Cordially, -

- ﬁ%ﬁ» -
Imediate Past President

EP:an

cot Alice Soogin
Jean Petersen
ACLD Exscutive Coswitteo
Jaok Westerlund
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Mr. Rocers. Thank you for being here and giving us the benefit of
your thinking. I think the points made are quite clear. We will take
Into consideration all of the suggestions you have given. We appre-
ciate your being here.

That concludes the hearing for today. The committee will adjourn
until 10 o'clock tomorrow morningin 2218. Thank you for being here.

The committeeis adjourned.

[Whereupon, the committee adjourned at 5 p.m. to reconveneat 10
am., Wednesday, April 5,1978.]






DEVELOPMENTAL DISABILITIES ACT AMENDMENTS
OF 1978

WEDNESDAY, APRIL 5, 1978

House oF REPRESENTATIVES,
SuBcoMMTTTEE 0N HEALTH AND THE ENVIRONMENT,
CoMMITTEE ON INTERSTATE AND FOREIGN COMMERCE,
Washington, D.C.

The subcommittee met, pursuant to notice, at 10:35 am. in room
2218, Rayburn House Office Building, Hon. Paul G. Rogers, chair-
man, presiding.

Mr. Roeers. The subcommitteewill cometo order, please.

| mi?ht say that we do have quite a number of witnesses. What we
would liketo do, if wecan,isask that individua witnessestry to hold
their remarksto about 10 minutes. We have alittle timer here to try
to remind you. Panelists can take about 5 minutes each, since the
panel is presenting the same overall viewpoint. Ms Neson will be
our reminder.

We welcome you here. We are delighted to have you and appreciate

your%r:wlce _ _
R. Lee Henney, director of the project to Assess the Development
of State Devedopmenta Disabilities Plans, EMC Institute, Inc.,
Philadelphia, is here; and Dr. Ronald Wiegerink, director of the
Developmental Disabilities Technical Assistance System, Frank Por-
ter Graham Child Development Center, University of North Caro-
lina, acconpani ed by Ms. Paula Hammer. We welcome youl.

Mr. Henney, you are accompanied by whom?

Mr. Hexxgx. Mr. [rwin L. Schpok.

. IIYI r. Roeers. Your statements will be made a part of the record in
ull.

Y ou may proceed, Doctor.

STATEMENTS OF R. LEE HENNEY, Ph, D, AND IRWIN L. SCHEPOK,
DIRECTORS EMC INSTITUTE, iNC.; RON WIE4ERINK, Ph. D,

AND PAULA BREEN HAMMER, DEVELOPMERTAL DISABILITIES
TECHNICAL ASSISTANCE SYSTEM

Dr. HENNEY. Mr. Rogers, we are pleased to be able to providethis
testimony on the Developmental Disabilities Act Amendments of
1978 [see p. 336]. Thesubstantiveinformation of this discussion repre-
sents theeffort of the developmental disabilities planning councils of
the 54 States and territories currently participating in the program
as well asour own accumulated experience over thelast 4 years. The

(329)
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questions concerning the evaluation and the activity of the program
are contained in our report and our statistical evidence of that activ-
ity.

In our estimate, the developmental disabilities program is a pro-
gram which is having an impact of increased services for its target
population through comprehensive planning, influencing in accessing
funds from many generic services and gaﬁ filing. EMC Institute
has been involved over the last 4 years with the developmental dis-
ability program, in the creation and implementation of the Develop-
mental Disabilities Evaluation and Information Services, DDEIS.
Mr. Schpok, on my left, who will discuss the results of the analysis of
the fiscal year 1978 plans in a few minutes, has been the principal
architect of DDEIS. My involvement with the developmental disabil-
ities program over the past 4 years has primarily been in the area
of field activity and training, brin%[Ing a background of management
trainingin théindustrial world to the developmental disabilities com-

munity.
EMC staff members have worked in every State in the Union and
» territories in implementing the comprehensive 1 2 n iyst

and providing management training for professional staff persons of
DD planning-council<.

The testimony yesterday told us about the program, about the com-
plexity of the service network and the agencies, and | will not take
our precious time today, since that has been thoroughly put in the
record and our statement isfor therecord.

To continue, if you will turn to page 4, the present DD legislation
provides, in the mandated State Planning Council, for a partnership
of consumers and uublic and private service providers to deliberate
and act on the service needs of persons with developmental dis-
abilities at the state and national level. The program usesasits major
method of action the coordination and utilization of categorical serv-
ice programs and the authority of collertive Irnowledge and experi-
encefor the benefit of theindividuals with developmental disabilities.

The developmental disabilities program, during its relatively short
history, 7 years, has demonstrated, as the State plan analysis shows,
its ability to access categorical services and obtain coordinated efforts
for individuals with developmental disabilities among and between
service providers. The program also has demonstrated its ability to
access fiscal resources from a variety of categorical programsfor its
target population. The dedication, commitment and individual au-
thority of Stateand national council members. staff professionals, and
administrating agency personnel has been and continues to be felt
throughout the nation.

The dynamics of the developmental disabilities program will he
further demonstrated as these hearings continue this day. There has
been an observable impact on the sen-ires available. both in guantity
and quality, for individuals with developmental disabilities because
of theimplementation of the DD program.

The cornerstones Of the enrrent developmental disabilities program
are the comprehensive planning, systems advocacy and service gap
filling missions of Public Law 94-103. We woiild recommend that
these missions not be lost with the enactment of H.R. 11764. We will
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review each of these missions, the status of state efforts based on the
analysis of fisca year 1978 State plans and the projected impact of
the relevant provisionsof H.R. 11764.

Two major concerns which we have are that comprehensive plan-
ning remain a cornerstone of any new legislative enactment and that
States retain the right for program priority sdection and program
determination. We fedl that the committee, through the introduction
of H.R. 11764, has made significant improvements in the current
developmentad disabilities_pm%ram: ]

We believe comprehensiveplanning has become an integral part of
the DD program in achieving its primary mission, and this toel
should remain in place in any new Fegislatl've directive. The States
now have in place a comprehensive planning system which permits
the councils and administrative eﬁenciehs to respond to gaps m the
sarvice network in relation to redlities of the political and service
activities at the State and local level. Even though thefour priorities
identified in H.R. 11764 are the priorities of over 50 percent of the
States in fiscal year 1978 State plans, it would be unfortunate to as-
sume that all States and territories have the same service priorities.
It would dso impede the development of a continuum of services
through strategic gap filling if the DD Act required specific priori-
tiesfor all State service networks. The mandating of priorities would
Ials;gI dilute the dynamics of consumer/agency analysis at the council
evel.

Therefore, we would ask the committee to carefully examine any
priorities which it would mandate for thetotality of the service net-
work, insuring that these were the total need and not average need,
asisshownintheState plan analysis.

The second concern whirh we have is the 70-80 percent distribution
of formula grant moneys. Our concern is that if 70 percent of the
moneys are required for gap filling, it might, as historical evidence
indicates, provide the replacement for categorical service dollars
which can be accessed from existin? programs for the benefit of
individuals with developmental disabilities.

Analysis of State plans shows that councils and administrative
agencies have been able to tap other fiscal resourcesfor every misson
area. At present, only 42 centsof every dollar spent for the DD pro-
gram missonsisformulagrant dollars.

I n our opinion, the prorated distribution called for in HR. 11764
would decrease the emphasis on accessing other categorical service
programs for the needs of the substantiall?/ handicapped develop-
mentally disabled, thereby setting up parallel services and denyin
the severely handicapped access to existing programs for the tot
population.

We do not want this population to be considered out of the total
population, but all services accessiblefor our population. We believe
that the use of DD funds for identified gap filling is a correct one,
but we bdieve this to be the domain of the State and local councils
and administrative agencies.

Mr. Schpok will now briefly discuss the present state of the Devel-
opmental Disabilities Program as a result of the analysis of the
stated plans, if you please.

Mr. Rocers. Mr. Schpok.
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STATEMENT (F IRWIN L. SCHPOK

Mr. Scarox. Mr. Chairman, | would like to cover three thingsin
the three major mission areas of the program. I would like to recap
the intent of the DD program, provide a status report of what the
States are now doing against eachaf those missions, and our opinions
of the effectsof H.R. 11764 on the current Developmental Disabilities
Program. | will cover the three missions in the following order:
comprehensive planning, systems advocacy, and the service gap fill-
ing misson.

‘The comprehensive planning mission in the current Devel opmental
Disabilities Program Is quite clear. State Planning Councils are to
have a continuous and comprehensive plan for providing services to
persons with developmental disabilities. Indeed, that whole plan,
which coversabout six areasthat Mr. Humphries referred to yester-
day, is a cornerstonefor the actionsof the council. It is meantto bea
key function of the council. It is meant to be a blueprint for eoordi-
nation of categorical service programs.. It is meant to be a guide to
the systems advocacy mission, from prineiple to action, in each pro-
gram year.

I n abont 1974, a GAO report on several State DD programs con-
cluded that comprehensive planning wasn't done, Based on a GAO
recommendation the Developmental Disabilities @fiee started along-
range program to improve the council capability to meet the com-
prehensive program planning mission. The improvement program
started out with a feasibility study as to whether comprehensive
planning could be done at all within the framework of the program.
Next a nationwide test of the comprehensive planning system was
conducted culminating in the issuance of program guidelinesin fiscal
year 1977 relevant for the fisca year 1978 State plan.

I think you ought to know what the States were asked to do in
the fiscal year 1978 State plan. Each State was asked to provide some
275 information eements related to each of the six areas in the plan.

The National Advisory Council report is correct to say that the
implementation of those guidelines was somewhat controversial. For
th¢ 10 or 12 States that were critical of guidelines, they were con-
cerned about the amount of information or scope of Information
required. The 6 to 10 States that were in favor of the guidelines,
were impressed by the consistency of format and indicated flexi-
bility of use at the State levd.

Despite the early controversy, the resultsof the effort of all States
to fill their comprehensive planning misson are impressive. First,
the State planning management has improved considerably over the
last 3 years. This year, 70 percent of the State plans werein by the
submission deadline, while in 1975, only 23 percent of the plan were
in by that deadline.

“This year, 95 percent, all but three State plan were submitted by
thie funding deadline of October 1; in 1975, only about 53 percent of
the plans were submitted by that time.

The State plan analysis has nearly totally dispelled the claim that
the information is not available. On a nationwide basis over 60
percent of all the information requested was provided in this year's
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State ﬁlan. Seventy ei%ht percent of the States were able to provide
more than 50 percent of the information.

There were severa exemplary plans. Among them were 16 States
that submitted over 70 percent of all the information requested and
promisedto get therest of it thisnext year.

These results of comprehensive planning, are the result of an inte-
grated plannigg process in the councils. I n one State in which the
process required negotiation among generic service agencies and the
council prior to the submission of the plan what was agreed upon
and put into each aghm(c:i/ plan was the commitment for over $70
million of servicesto the developmentally disabled.

In many States, the council members themselves have heIEed
gather the information. Council members have been involved in key
decisions on the needs assessment, identifying gaps and barriers to
sarvices, and setting up goals and objectives for this year's effort.

The planning intent H.R. 11764 is really not clear. There are
references to appropriate planning in section 101 and further refer-
ences to the plan in section 133; but comprehensive planning never
quite reaches the mission statusit now enjoysin Public Law %4- 103
IT the committee wishes to capitalize on the current capability of
the States to utilize a planning mission, it can do so by legitimatiz-
ing the function of the State plans and the Council's planning
processes.

In our opinion, all that needs to be done is to reinstate the firm
planning mission in section 101 and add language to section 133
similar to the listing of the six areas that you have heard before.
Such a commitment would not require aloosening of the mandator
priorities and service funding provisions you have in H.R. 117
your current bill, even though we believe those provisions to be un-
necessarily restrictive.

In section 137, the council should have authority to review and
comment on all state plans referring to persons affected by DD
without reservation.

The plans themsdlves, because they are indeed coming across with
s0 much information, provide us with a picture in two other mis
sion areas of the current law: systems advocacy and the servicegap
filling mission.

Under system advocacy in the current law, states may respond in
five areas?yFi rst, they are to protect the legal and hur%yaneﬁ;]hts of
persons with developmental disabilities, including maintenance of
the protection and advocacy system; they are to insure appropriate
services t0 persons with developmental disabilities through indi-
vidualized habilitation planning and public awareness and educa
tion action; thcg/ are to promote and effect the coordination of exist-
ing services and programs; they are to promote improvement of the
quality of service; and they areto monitor and evaluate the services
network for the sarvices that are related to persons with develop-
mental disabilities.

The analysis of the State plans—and | am excluding the protec-
tion and adv system in this analysis—shows that State plan-
ning councils will be addressing themsaves to all the mandated and
optional advocacy functionsin the current law. There are 500 activi-
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ties reported. About 50 percent of those are dedicated to coordina-
tion; about 23 percent to promoting appropriate services through
public awareness and habilitation planning; another 20 percent pro-
moting improvement of the service quality. The councils are still
lagging on the issues of monitoring and evaluation, in part waiting
for the evaluation system of the current office Only about 7 percent
of the advocacy activities are related to evaluation.

Although systems advocacy activities make up 60 percent of all
reported activities, they account for only 27 percent of total dollar
expendituresfor the activities.

However, there is some really interesting evidence about the
coordmation mandate. Every DD program dollar that 1s being
spent in coordination activities—and we are now talking about legis-
lative and administrative policy coordination as well as the actual
sarvice ddivery —is attracting about 30 cents,f r om generic agency
funds. Moreover, of the 153 coordination activities, about 36 percent
are being implemented by the generic agencies themsdves. That is,
the agencies are taking the responsibility to see that services and
program policies are coordinated.

The ssimple conclusion that is indicated by these plans isthat the
DD program is gaining financial and implementation support in the
area o 1ts coordmation mandate. A similar thread runs through the
other systems advocacy activities, particularly for implemenfation
responsibilities. Nearly half of all the systems advocacy activities
arethe responsibility of the serviceagenciesthemselves.

If you want to think of thisin another way, you can think of it
in terms of the director of RSA, CSA and a few of the other major
programs at the national levels sitting in one room saying te each
other, "'l will provide you 30 cents of my program dollar to insure
that we have coordination for developmentally disabled persons™*
Further, the agency directors volunteer for the responsibility of im-
plementing that coordination.

H.R. 11764 pulls together the various aspects of systems advocacy
missions and does a very good job of organizing those activitiesin
the bill. It is clear that protection and advocacy systems, promotion
of legal and human rights, individualized habilitation planning,
coordination and program monitoring and evauation are central
purposesof this hill.

owever, it appears, from the features of section 133 and 137.
that the mandated and optional methods currently available fe-
achieving systems advocacy missions will be narrowly focused or
one or two service areas, along with the dollars that will be com-
mitted to those aress.

If the committee wishes t0 maintain the flexible and apparently
fruitful response of state planning councils to the hill's system
advocacy intent, serious consideration should be given to removing
the mandated choice of a service focus and program fund distribu-
tion. Section 136 might also reiterate the purpose of the bill as a
State planning council responsibility. o )

I n the current DD program the gap filling mission is handled in
four ways, developing community alternatives and sponsoring in-
stitutional reform; developing prevention and early intervention
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programs, expanding the existing services, and demonstrating new
service techniques.

The State plans show about 300 activities for the gap filling mis-
son. The councils are accessing a considerable amount of generic
service funds for these activities. I n the area o prevention $13 of
generic service money is being attracted by every DD program dol-
lar. Institutional reform activities draw up to $14 for every DD
program dollar. For the total set of gap filling misson activities,
about 69 cents is being tapped from generic service agencies by each
DD program dollar spent.

The effects of H.R. 11764 mandated service priorities and fund
distribution on current gap filling activities is really not that clear.
The current plan data seems to Indicate less financial commitment
from generic resources for existing service expansion. We can prob-
ably anticipate that a greater dedicated commitment of DD program
dollars to services will be followed by a reduction of generic service
dollars in the chosen area. Other programs are experiencing that
same phenomenon. But the central problem posed by H.R. 11764, to
the DD program results indicated in the plans, is the one of poten-
tial loss of flexibility of response for the DD program. The gap
filling mission of the current program tends to confirm the priorities
of your bill, hut the activities Individually and by each state are
considerably more variable than the national averages indicate and
that H.R. 11764 would appear toallow.

When loss of flexibility in the gap filling mission is coupled with
the apparent loss of systems advocacy options, the potential impact
of the mandated services priorities and service funding distribution
is severe. There is a real trade-off that can be made between the
service-oriented approach of H.R. 11764 and the planning advocacy
approach d thecurrent program.

Perhapsthat differenceis realy lost when the appropriations meet
the authorizations. But in_my opinion, the scale seemstipped enough
on behalf of the current DD program concept to warrant continued
support. The program will be a “buy" at twice the cos if it imple-
mentsitsstated activities.

Thank you.

{Testimony resumeson p. 360.]

Dr. Henny's and Mr. Schpok’s prepared statementsfollow:]
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STATEMENT

M. Rogers and members of the Subcommittee, we are
pl eased to be able t o provide you with infornation which
we believe to be highly relevant to your deliberations on
HR 11764, "The Devel opnental Disabilities Act Amendments
of 1978."

The substantive information of this discussion repre-
sents the effort of the Devel opnmental Disabilities Planning
Councils of the 54 states and territories currently partici-
pating in the programas well as our own accunul ation of
programand field experience in the past four years. It is
our hope that this discussion and the witten counterpart
provided to you and your Committee menbers will enhance the
devel oprent of renewed authority for what we have observed as
a progressive, fruitful and uni que denonstration in public
soci al policy and programi npl enentation under the present

Devel opmental Disabilities Act.
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In Qur estimate, the Devel opnental Disabilities Program
i s a programwhi ch is having an i npact of increased services for
its target popul ation through conprehensi ve pl anni ng, i nfl uenci ng
i n accessing funds fromnany generic services and gap filling.

EMC Institute has been invol ved, over the |ast four years,
wi th the devel opnent and i npl enentati on of the conprehensive
pl anni ng systemwhich is referred to as the Devel opmental D sa-
bilities BEval uation and I nfornati on System {(pDEIS). M. Schpok,
who wil| discuss the results of the analysis of the FY '78 State
P ans in a fewninutes, nas been the principle architect of DDH S
its construction and inplenentation. M invol verent with the
Devel opnental Disabilities Programover the past four years has
been prinarily in the area of field activity and training, bring-
i ng a background of managenent training in the industrial setting
to the devel opnental disabilities comunity. The EMCInstitute
staff menbers have worked in every state in the Uhion and partici-
pating territories in inplenenting the Conprehensive Pl anni ng
Systemand al so i n providi ng nanagenent training for professional
staff persons of pp State Planning Gouncils. Therefore, we feel
that because of recent and continuing interface with the Devel op-
nmental Disabilities Program we can present neani ngful testinmony
for your deliberation.

Wien speaki ng about the Devel opnental Disabilities Act, it
is very important to focus on the needs of the individuals wth
devel opnental disabilities. The Devel opnental D sabilities Act

isunique legislationin that it provides |egislationfor an



especi al 'y vul nerabl e popul ation in our country. The devel op-
nental |y disabl ed popul ation is conposed of individual s who are
in need of a conpl ex number of services, provided by a variety

of service agencies, and these services are expected to be needed
t hroughout the lifetine of the individuals.

The overal |l purpose of any legislative effort for the in-
di vidual s with devel opmental disabilities should he to insure
that these individuals have the services avail abl e when they are
needed, have the continuumof services necessary for the enjoy-
ment and realization of life goals, and are able to access the
services at the tine of need. The Developmental Disabilities
Programas now i npl emented attenpts to insure a conpl ete service
network for a continuumof lifetime of service and a strategy for
identifying and rectifying deficits in the service network.

The present Devel opnental Disabilities Program provides for
three pronmises to individuals with devel opnental disabilities.
These three prom ses are:

e The needs of individuals with substantially handi capping
devel opnental disabilities will be addressed by state
service progranms in a coordinated manner providing ser-
vices in respect to the functional needs of the indi-

vi dual s.

e Consuners and service providers will neet and eval uate
the service network, identifying service gaps and es-
tablishing priorities and strategies for fillingthe

servi ce gaps.



e The Developmental D sabilities Program contains
significant dynamics in that it can influence service
provi der agencies to provide categorical service re-
sources to hear on the lifelong needs of persons with

devel opnental disabilities.

The present pb | egislation provides, in the nandated State
Pl anni ng Council, for a partnership of consunmers and public and
private service providers to deliberate and act on the service
needs of persons with devel opnental disabilities at the state and
national level. The program uses, as its major nethod of action,
the coordination and utilization of categorical service programs
and the authority of collective know edge and experience for the
benefit of the individuals with devel oprental disabilities.

The Developmental Disabilities Program, during its rela-
tively short history, has denonstrated, as the State Plan anal ysis
shows, its ability to access categorical services and obtain coor-
dinated efforts for individuals with devel opnental disabilities
among and between service providers. The programal so has demon-
strated its ability to access fiscal resources froma variety of
categorical prograns for its target popul ation. The dedication,
commitment and individual authority of State and National Council
Menbers, staff professional: and adm nistrating agency personnel
has been and continues to be felt throughout the nation. The
dynani cs of the Devel opnental Disabilities Programwill be further
dermonstrated as these hearings continue thia day. There has been

an observabl e i npact on the services available, both in quantity

[
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and quality, for individuals with developmental disabilities,
because of the implementation of the DD Program.

The cornerstones of the current bDevelopmental Disabilities
Program are the comprehensive planning, systems advocacy and
service gap filling missions of PL 94-103. V& would recommad
that these missions not he lost with the enactment of HR 11764.
Ve rill review each of these missions, the status of state efforts
baaed on the analysis of FY '78 State Plans and t he projected im-
pact of the relevant provisions of HR 11764.

Twe major concerns which we have are that comprehensive
planning remain a cornerstone of any new |legislative enactment
and that states retain the right for program priority selection
and program determination. V¢ feel that the Committee, through
the introduction of HR 11764, has mede significant improvements
in the current Developmental Disabilities Program.

we believe comprehensive planning has become an integral
part of the b Program in achieving its primary mission and this
tool should remain in place in any mew legislative directive.
States how have in place a comprehensive planning system which
permits the Councils and administrative agencies to respond to
gaps in the service network in relation to realities of the poli-
tical and service activities at the state and local level. BEven
though the four priorities identified in H.R. 11764 are the
priorities of over 50 percent of the states in FY '78 State Plans.
it woulé be unfortunate to assume that all states and territories
have the same service priorities. 1t would also impede the de-

velopment Of a continuum of services through strategic gap filling



if the DD Act required specific priorities for all state service
networks. The mandating of priorities would also dilute the
dynamics of consumer/agency anal ysis at the Council |evel
Therefore, we would ask the Committee to careful ly examine any
priorities which it would nandate for the totality of the service
network insuring that these were the total need and not average
need as is shown in the state Plan anal ysis

The second concern which we have is the 70/30 percent
distribution of formula grant nmonies. Qur concern is that if
70 percent of the monies are required for gap filling, it mght.
as historical evidence indicates, provide the replacenent for
categorical service dollars which can be accessed fromexisting
progranms for the benefit of individuals with devel opnental disa-
bilities. Analysis of State Plans shows that Councils and adm n-
istrative agencies have been able to tap other fiscal resources
for every mission area. At present only 42 cents of every dollar
spent for the DD Program mi ssions i s formula grant dollars. In
our opinion the pro-rated distribution called for in AR 11764
woul d decrease the emphasis on accessing other categorical service
programs for the needs of the substantially handi capped develop~
mentally disabled, thereby setting up parallel services and
denyi ng the severely handi capped access to existing prograns foe
the total population. We believe that the use of DD funds for
identified gap filling is a correct one, but believe this to be
the domain of the state and local Councils and adninistrative

agency.



I now present M. Schpok who will briefly discuss the
present state of the Developmental Disabilities Programas a
result of an analysis of the State Plans and proj ect ed i npact

G HR 11764 in each of the program m ssion areas.

M. Chairman and nenbers of the committee, in ny part of

this presentation I wish to drawyour attention to the nissions
of the current Devel opnental Disabilities Program the pl anned
activities of the states to fulfill these m ssions, and our
opinion of the effects of HR 11764 on the State Devel oprent al
D sabilities Program In these brief noments | will attenpt to
cover the three nmajor operational mssions of the DD Program

conpr ehensi ve pl anni ng. systens advocacy and service gap filling.

The Conpr ehensi ve Planning M ssion

The conpr ehensi ve pl anni ng nandate and intent in PL 91-517
and armendrents of P.L. 94-103 isg clear: State Pl anning Councils
are to devel op and mai ntain a continui ng and conpr ehensi ve pl an
for services to persons wi th devel opnental disabilities. The
comprehensive State Plan is to include:
1. An assessnent of the service needs of the devel op-
ment al disabilities popul ation.
2 A conprehensive review of the scope . extent and
quality of current prograns and services avail abl e

to persons with devel opnental disabilities.
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3. ldentificationof the gaps and harriers to providing
needed services to persons with devel oprental di sa-
bilities.

4. Est abl i shed goal s, objectives and service and program
strategies (design for inplenentation, funded or
unfunded) to be addressed by service agenci es and
the State Pl anni ng Council .

5. Provision for proper and appropriate admnistrative
structure for the DD Programincl uding: State Pl anning
Counci | and desi gnated agency organi zati on, respon-
sibilities and staffing.

6. A reviewof the DD State Pl anning Council activities
and accomplishments.

Comprehensive planning in the current DD Programis in-
tended to he a key council function. It is no less than the
State Planning Council's public stand on how the service prograns
of the state are and shoul d be addressing the service needs O
the persons with devel opnental disabilities. It is intended to
be the bl ueprint far coordination of categorical service prograns
and the strategi es by which the Council will aid in filling gaps
in services. It is to be a guide to the systens advocacy rol e
of the State o0 Programfromprinciple to actual steps to be

taken in each year of program operation.



Fol I owi ng the reconmmendation of a GRO report in ¥FY 1974,
the Developmental Disabilities Office (DDO) set in notion a |ong-
range program to inprove the capability and results of the planning
activities of the Councils and sinultaneously nmeet the national
i nfonnation needs for inpact assessment of the program (See
Table 1}. Basically, the three years of this ppo initiative be-
ginning in FY 1975 included a feasibility test of the conprehen-
sive planning system followed by a nationwi de voluntary test and
then final nodification and inplenmentation of the planning guide-
I'ines.

TO assess the results of the investment in the conprehensive
pl anning system it is inmportant to know what the State Pl anning
Councils were asked to do in F¥ 1977 planning guidelines. 1In
accordance with the planning requirements of Pp.i, 91-517 and the
amendments of PL 94-103, State Plans were to address a total
of 275 information el ements covering the six areas of conprehensive
plan requirements | previously described. (See Table 2 below.

As the National Advisory Council Annual Evaluation Report
(Decenber 1977) states. the early response to the planning guide-
lines was mixed. At issue for the 10-12 states which were
critical of the guidelines was the ambunt and scope of information
being requested. For the 6-10 states which wote in favor of the
gui delines, the consistency of format and the flexibility allowed

in the planning process were inportant factors.



FY 1975 =

FY 1975 -

FY 1976 =

FY 1977 -

TABLE 1
TEE COMPREHENSIVE PLANNING MISSION

HISTORY

DDO STRATEGY FOR PROGRAM IMPACT EVALUATION 6 ENHANCING PLANNING
CAPACITY OF THE COUNCILS (3 years)

PHASE T = FEASIBILITY/EVALUATION STUDY
PHASE IT - NATIONWIDE TEST OF PLANNING MOBEL

PHASE ITI - IMPLEMERTATTION OF PLANNING GUIDELINES AND
TECHNICAL ASSISTANCE

FEASIBILITY TEST RESULTS

EVENT

® RESEARCH MODEL OF STATE PLANKING PROCESS/GUIDE TESTER

RESULTS

® COMPREEENSIVE PLANNING POSSIBLE WITHIN PROSRAM ENVIRONMENT
& RESOURCES

PROGRAM TMPACT EVALUATION POSSIBLE USING TREND DATA FROM
STATE PLAKS

NATIONWIDE TEST RESULTS

EVENTS
® REVISED MODEL STATE PLAN DEVELOPMENT GUIDE PREPARED

® FEDERAL GUIDE FOR IMPACT ASSESSMENT USING STATE PLAN
INFORMATION DESIGNED

® ALL STATES TRAINED TO USE THE PLANNING MODEL

® PILOT TEST OF THE REVISED MODEL IN 4 STATES

RESULTS

® 30 STATES INDICATE USE OF MODEL FOR FY 1977 | F IN GUIDELINES
FORM 6 ASSISTANCE AVATLABLE

IMPLEMENTATION 6 TECHNICAL ASSISTANCE

EVENTS
MODEL CONVERTED TO FEDERAL GUIDELINES

® INTRODUCED IN FEBREARY 1977 THROUGH 10 REGIONAL MEETINGS
® N SITE ASSISTANCE TO 44 STATES 6 TERRITORIES

® ALL STATES SUBMIT FY 1978 STATE PLANS IN FORMAT



TABLE 2
THE COMPREHENSIVE PLANNING MISSION

RESULTS 7Y 1978

WHAT STATES WERE AKED TO DO: #INFORMATION H EMENTS

e SPECIFY SERVICE NEEDS OF DD 46
POPULATION

® ASSESS SCOPE, EXTENT, QUALITY 56
OF CURRENT SERVICE RESOURCES

e DETERMINE GAPS 6 BARRIERS .. 53

e SPECIFY GOALS, OBJECTIVES, 36
PRIORITIES & DESIGNS FOR
IMPLENENTATION

e REVIEW COUNCIL OPERATIONS 28

e GIVE ADMINISTRATIVE ASSURANCES 41

& DESCRIBE OPERATIONAL PROCEDURES

e SUMMARIZE ~15
275

Despite early controversy, the results of the effort of
all states to fulfill their comprehensive planning mission are
impressive (See Tables 3 and 4). First state pl anni ng management
improved considerably over the three years; 70% of the State
Plans for FY 1978 were submitted on or before the submission .
deadline as compared to 23% for FY 1975; and virtually all
plans (95%) were submitted by the funding deadline for FY 1978
as compared to 53% for FY 1975.

Analysis of the Fy 1978 State Plans completely dispels.

the claim that infermation iS not available. Nationwide, the
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TABLE 3
THE COMPREHENSIVE PLANNING MISSION
FY 1978 RESULTS

WHAT THE STATES ACHIEVED

1  PLANNING MANAGEMENT
ee FOR FY 1975 23% OF THE PLANS WERE IN
BY THE SUBMISSION DEADLINE

es FOR FY 1978 70% OF THE PLANS WERE IN
BY THE SUBMISSION DEADLINE {(AU&. 1, 1978)

e FOR FY 1975 53% OF THE PLANS WERE IN BY
THE FUNDING DEADLINE

e® FOR FY 1978 95%OF THE PLANS WERE IN BY
THE FUNDING DEADLINE {(OCT. 1, 1978)

1 RESPONSE TO REQUESTED INFORMATION
. s8¢ 30% {18} OF THE STATES REPORTED 70% OR MORE
OF REQUESTED INFORMATION

ee 78% (42) OF THE STATES REPORTED 50% OR MORE
OF REQUESTED INFORMATION

ee NATIONWIDE 61% OF THE REQUESTED INFORMATION
WAS REPORTED

ee 48% (26) STATES SUBMITTED PLANS OF ADEQUATE
AND OR BETTER QUALITY (EMCI SCALE)

ee 42% (23) STATES REPORTED 50% OR MORE OF THE
INFORMATION AND WERE OF ADEQUATE OR BETTER
QUALITY FOR THE ENTIRE PLAN
ee 7% (43) STATES OBTAINED 70% OR MORE OF THE
INFORMATION AND WERE OF ADEQUATE OR BETTER
QUALITY IN ONE OR MORE PARTS OF THE PLAN
54 State Plans contain 61% {168 of the 275 information el enents)

of the information requested. Sixteen (30%) states were able to

obtain 70% or more of the information and 42 (78%) states reported



TABLE 4

AMOUNT OF REQUESTED INFORMATION
IX THE OVERALL STATE PUN

# oF STATE
0~

Less 3 3A 5059 69 708 89 W01

% OF INFQRMATION OBTAINED



50% or nore of the information requested. Additionally. alnpst
every state prepared some exenplary part of the plan. Forty-three
(nearly 80% states had 70% or nore of the information requested
and nmet the analysis objectives in at |east one of the six areas
of the State Plan.

From our experience, it is clear that the results of the
comprehensive planning mission are based on the integration of
the planning process into Council operations. In one state, the
process resulted in the state agenci es making a commitment to
provide over 70 nmillion dollars of generic service resources
toward services for persons With developmental disabilities. These
commitments (over twice the current national formula grant author-
ization) were nade part of the generic service agency plans. In
nearly all of the states Council nenbers were involved in key
pl anni ng deci sion processes including needs assessnents, gap iden-
tifiecation, and goal and objective devel opment. |n many states,
Council nenbers themselves were instrumental in the gathering of
needed information. In our opinion. the conprehensive planning
m ssion is being fulfilled. :

The planning intent of HR 11764 is not clear. \While
there are references to "appropriate planning" in See¢. 101(6)
{1) and (2) and further references in Sec. 133, conprehensive
pl anni ng never quite reaches the mission status it now enjoys in

PL 94-103. If the Conmittee wishes to capitalize on the current
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capability of the states to utilize the planning mission it can
do sz by legitimizing the functions of the State Plan and the.
Council's planning processes. |n our opinion all that needs to
be done is to reinstate the current planning mission in Sec. 101
(6) (1) and (2) (C) and add language to Sec. 133 (b){2) similar
to that listing the six areas of the State Plan we discussed
earlier. Such a commitment would not require a loosening of

the mandatory priorities and service funding distribution in your
Bill although we believe such provisions to be unnecessarily
restrictive. In Sec. 137(6)(3) the Council should have authority
to review and comment on all State Plans affecting persons with
developmental disabilities without qualification.

Mr. Chairman, the FY 1978 DD State Plans contain an
abundance of information on the DD population characteristics and
service needs. gaps to service provision and, most important.
the actions of State DD Programs to be implwented in this year.
Analysis of the planned activities has been organized into two
other operational mission areas of the Db Program; systems advocacy
and service gap filling.

The Systems Advocacy Mission

I n the current DD Program states address their systems
advocacy missions through activities in five areas:
1. Protecting the legal and human rights of persons

with developmental disabilities involving the

operation of a Protection and Advocacy System.



2 Ensuring appropriate services to persons with devel -
opnmental disabilities through individualized habilitation
pl anni ng and public awareness and education action.

3. Promoting and effecting coordination of existing
servi ces and prograns.

4. promoting improvement in quality of services.

5. Mnitoring and evaluating developmental disabilities
service related prograns of the state.

Anal ysis of the state Pl ans {excluding the Protection and
Advocacy Systen) shows that State Planning Councils will be ad-
dressing thenselves to all system advocacy nendates and options
of the current law Nearly 500 activities aze planned nationw de
to fulfill this mssion of which 50% are dedicated to the coor-
dination mandate. 23% to the pronoting of appropriate services
through public awareness and habilitation planning, and 20% to
promoting inprovement of service quality. Monitoring and eval -
uation activities are still lagging accounting for only 7% of the
pl anned activities for the systenms advecacy mssion. (See Table 5).

Al t hough the systens advocacy activities make up 60% of
all reported activities (including service expansion activities)
they account for only 27% of the costs reported for all activities.
As mght be expected the cost for systems advocacy activities will
be borne by State DD Prograns. Howevex, there is evidence that

ot her generic agencies will be paying nore for the ecosts of



TABLE 5
THE SYSTEMS ADVOCACY MISSION (EXCLUDING Ps& SYSTEM)
ANALYSS CF RANNED ACTIVITIES
wW 1978
(42 STATES REPORTING)

Total ACTIVITIES WITH COST DATA

No.of Average $
Area of Systems Activities No. of Total DDA DOsA Cost/ Expansion

Advocacy Reported Activities $ 5 % Activity Ratio

Ensuring appropriate 116 74 $1,173,071 $ 949,242 81 $15,852 1:0.93
service to persecns
with D
Promoting & Effective 248 226 $2,367,392 $1,628,389 69 $10,475 1:0.9
Coordination of exist-
ing service programe
Promoting improvement 99 59 $ 891,674 $ 602,086 68 $15,113 1:1.1
of quality services
Monitoring h Evaluation 33 2 $1,563,307 $1,529,448 98 $71,059 1:0.8
of D related service
programs

ez

All areas 496 381 $5,995,444 $4,709,165 79 $15,736 1:0.95



coordination activities than expected: every dollar of DD Program
funds will bring nearly 30 cents of generic-agency funds. More-
over, of 153 planned coordination activities 36% {55} are the
responsibility of the generic service agencies thenselves. The
simpl e conclusion indicated is that the DD Program is gaining
financial and inplenentation support in the area of its coordina-
tion mandate. A simlar thread runs through the other systens
advocacy activities particularly for inplenentation responsibility
Nearly 50% of all activities planned for the systems advocacy mis-
sion are assigned to generic service agencies for implementaticn.

Lest we nBke too |ight of this apparent achievement of the
State DD Prograns, think of it in this way. The national officials
of vocational rehabilitation, social services, office of long-term
care, maternal and child health services and education for the
handi capped are sitting together, each pledging to the other
30 cents of their program dollar to ensure coordination of policy
and service delivery in behalf of the DD population. Further,
envi sion each agency director assuming the responsibility to
i mpl enent this coordination

H.R. 11764 pul | s together the various aspects of the
systems advocacy mssion of the current DB Program through an
exenplary job of organization. It is clear that the Protection
and Advocacy System promotion of |egal and human rights, in-

di vidual i zed habilitation planning, coordination and program
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monitoring and evaluation are central purposes of the bill.
However, it appears from the features of See, 133 and 137 that the
mandated and optional methods of achieving the aystems advocacy
missions will be narrowly focused on one or two service areas
along with the program resources. If the Committee wishes to
maintain the flexible and apparently fruitful response of the
State Planning Councils to the bill's systems advocacy intent,
serious consideration should be given to removing the mandated
choice of a service focus and program fund distribution. Seec. 137
should also reiterate the purposes of the bill as State Planning
Council responsibilities.

THE SERVICE GAP FILLING MISSON

Mr. Chairman, the servicegap filling mission of the
current DD Program is addressed by the State Planning Councils
and administering agencies in four ways?

1. Developing community alternatives and sponsoring

institutional reform (deinstitutionalization}.

2. Developing prevention and early intervention programs.

3. Expanding existing services.

4. Demonstratin_g new service techniques.

. Over 325 activities (see Table &} in these four arsaas
are described in ¥y 1978 State Plans. Most of the planned service
gap filling activities are dedicated to expanding existing services

(54%) and developing community alternatives and institutional

reform (26%). Service gap filling activities of the DD Program



TABLE 6

THE SERVICE GAP FILLING MISSION
ANALYSIS OF PLANNED ACTIVITIES

1978
(42 STA’]?E?S REPORTING)
ACTIVITIES WITH COST DAT]{}

TOTAL AVERAGE
NQ.OF ACTIVITY $

AREA OF SERVICE ACTIVITIES NO.OF TOTAL DDSA DDShA  COST EXDPBNSION

EXPANSION REPORTED ACTIVITIES E 3 % $ RATIO
DEVELOBING COMMUNITY 84 79 $7,150,475 $3,778,478 53  $90,512 1:1.42
ALTERNATIVES & SPON—
SORING INSTITUTIONAL
REFORM {PEINSTITUT 1ON-
ALIZATION)
DEVELOPING PREVENTION 36 30 $4,867,400 $ 278,000 6 $162,246 1:13.1
& EARLY INTERVENTION
PROGRAMS
EXPANDING EXISTING 178 160 $2,611,449 $1,879,345 72 $ 16,321 1:1.04
SERVICES
DEMONSTRATING NEW 29 28 $1,593,679 $1,270,193 80 $ 54,917 1:0.94
SERVICE TECHNIQUES

ALL AREAS OF SERVICE 327 297 $16,223,003  $7,206,016 44 $ 54,623 1:1.69

MPANSION
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will account for 73%of all reported activity costs. Qur best
estimate (based on very limited data in the State Plans) is that
between 80 and 100 thousand persons with developmental disabili-
ties will be served by these activities (see table 7). The
average cost per person (again, based on limited data) estimated
at about $617 nationwide.

W Programs are demonstrating that they can access nigni-
ficant generic service resources in the service gap filling
mission. 1In the areas Of deinstitutionalizatieon and prevention each
W Program dollar is bringing 42 cents and 13 dollars, respectively,
from generic service resources. Institutional reform activities
alone show return of 14 dollars to each bb Program dollar. Ex-
panding existing services or demonstration of new techniques, as
expected,do not "pay off" so handsomely.

Again, the conclusion seems evident: The DD Program i s
addressing its mandate and doing a respectable job nationwide of
influencing the generic services to address the needs of persons
With develcpmental disabilities.

The effects of HR. 11764 mandated service prioritiea
and fund distribution on current gap filling activities are not
so evident. The current plan data seers to indicate less financial
coammitment from generic resources for existing service expansion.
We can probably anticipate that 2 greater dedicated commitment of

DD Program dollars to services will be fellewed by a reduction of
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TABLE 7

NATIONAT. ‘ROJSECTIONS OF THE*
TOTAL NUMBER O DEVELOPMENTALLY DI
TO BE SERVED FOR FY 1978

PROJECTED NUMBER OF
DD TO BE SERVED BY THE

AREA OF SERVICE GAP 54 STATES AND
EILLING RESPONSIBILITY —IERRITORIES
COMMUNITY ALTERNATIVES 23,478
INSTITUTIONAL REFORM 5,932

PREVENTION 39,811

EXPANSION OF MISTING 8.933

SERVICES

DEVELOPMENT /DEMONSTRATICN
OF NEW SERVICE TECHNIQUES

9,138

TOTAL ALL PROGRAM AREAS 87,292

* Baged On FY 1978 Design for Implementation data.



generic service dollars to the chosen areas. Other programs such
as revenue sharing are demonstrating that federal dollars tend to
divert, if not outright supplant, atate and local compmitments to
other pressing areas.

But, the central problem posed by the current DD Program
operation to the provisions of HR 11764 is the potential loss
of flexibility of response foe the pb Program. The gap filling
mission of the current program tends to confirm the priorities of
youxr bill, but the activities individually and by state are consider-
ably nore variable than national averages indicate and than
HR 11764 would appear to allew. Wen loss of flexibility in
the gap filling mission is coupled with the apparent loss of system
advocacy options the potential impact of mandated service priori-
ties and service funding distribution is severe, indeed.

There is a real trade-off between the service oriented
approach of HR 11764 and the planning/advocacy approach of the
current DD Program. The difference may be ultimately hetween
authorization and appropriation. But, in nmy opinion, the scale
zeems tipped enough in behalf of the current concept to warrant
continued support. The program will be a "buy" at Nice the cost

if it implements its stated activities.

Data and observations contributed by EMCI staff members:
Janet Elfring
Joan Geller
Sarah Grannis
Mary Rita Hanley
Lee Koenigsherg
Joy Ann Perisho
Marion walsh
Typed by Phyllis Berlin
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Mr. CarTer [|iJresiding]. Mr. Wiegerink, it was the feeling of the
chairman that 1 ask you to highlight your testimony, because we
have a number of witnesses to appear before the committee. I1f you
will highlight your presentation, we would appreciateit.

STATEMENT (F RONALD WIEGERINK, Ph. D.

Dr. Wrkcering. Basically in my written testimony, | cover who
are and_the overview that we have of the country and essentially our
work with DD councils [see p.—1.

The DD councils and the staff acrossthe Nation have accomplished
much. I n our estimation, they have been notably productivein five
areas.

No. 1. Councils have been active in advocacy activities in behalf
of persons with developmental disabilities and had been before the
development of the protection and advocacy system. I n fact, in five
states, DD councils had statewide P. & A. activities as early as 1974.
Councils provide a unigue system advocacy approach to servicesfor
the developmentally disabled which complement the individual ad-
vocacy of P. & A. programs.

.Point No. 2 Councils provide a forum for interagency planning

and. cooperation and override barriers imposed by agency competi-
tion. Councils have been activein developinginteragency agreements
and activities.
. Point No. 3 DD councils have played a significant rolein provid-
m%]publlc awareness and public education. | n addition to conducting
public awareness campaigns, DD councils have brought hundreds
of well trained specialists in the field of services for the develop-
mentally disabled. These are individuals trained in planning, legal
affairs, engineering, accounting, public relations, et cetera, who,
through the program, have become involved and are key members
in impacting our generic services on behalf of persons with develop-
mental disabilities.

_Point No. 4. DD councils have provided a base for developing
quality assurance mechanisms. They have established grant review
and audit systems; have evaluated planning and service operations,
have developed case finding and case management ration; and
have, from their overview of State activities, advocated the develop-
ment of statewideclient tracking and follow-along programs.

_Finally and most importantly, from our point of view, DD coun-
cils have provided an access point for consumers and consumer rep-
resentatives. With their one-third or more representation councils
and their growing numbers among the saff to councils, consumers
have been provided with access not only to information on the inner
workings of human services, but also accessto planning, monitoring
and system advocacy. Consumer members are not passive partici-
pants. Most of the leadership positions are filled by consumer mem-
bers. An exampleis Judy Brown, from your own State of Kentuocky.
We strongly recommend that DD councils be included in the exten-
sionof theDD Brogram.

I notice that DD councils are specifically mentionedin H.R. 11764;
we are concerned about the fact that they are not included in the
Senate bill 2600. Paula will comment specificially on H.R. 11764.
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STATEMEMT CF PAULA BREEN HAMMER

Ms Hamwmer. Dr. Carter, you and the members of the subcommit-
tee have a positivetrack record of responding to the developmentally
disabled and to the DD program generally. We thank you and the
subcommittee for holding extension hearings on this topic and for
being so open—and your saff —to accessibility. We support the essen-
tial dements of H.R. 11764 in continuing the DD program and main-
taining a role and function for stated councils and aso by increasing
the authorization for the state councils and the protection and ad-
vocacy systems.

There are some changes contained in H.R. 11764 which are vari-
oudy perceived by those of usin thefield as either focusing a diffu-
sive and dusive program concept, or as narrowing and confinin,
State strategy to comprehensiveplanning and coordinating the broa.
range of services required by the developmentaly disabled persons.

I would liketo review several of the changesand focuson somekey
concernsthat wehave.

First of all, we are concerned about the 70/30 percent ratio of ex-

enditures for services as opposed to the planning and advocacy
ction. This really goesto the head of the DD program concept.
The question hereis, isit in the interests of thebill to move the DD
program into the business of providing direct services at the expense
of the planning, coordination, monitoring and influencing fuctions
that councils have performed?

Our recommendation on this point isthat states would beallowedto
continue to have the flexibility to spend the formula grant funds on
sarvices or on planning or on advocacy as they are necessary. | refer
to the data that Dr. Boggs presented yesterday, which showsthereis
a wide range in how the states alocate their budgets. 1 think there
is a need for flexibility in the States' determination of this issue.
Many states spend 100 percent of their allocation in the influencing,
planning and coordination function. | t isimportant to retain the flexi-
bility for those Statesto be ableto dothat.

We would recommend the deletion of the70/30 ratioto alow maxi-
mum flexibility to the states. I n fact, | would probably go so far as
to say that any incentive or encouragement that might be given to
councils to more more in the direction of planning and coordination
and systemsadvocacy should be encouraged.

A second major point with regard to the legislationistherol e of
the State planning council in generating the State plan. We feel
there is a need to clarify this language. The language in the current
bill and in 11764 refers to the ecouncil’s function to supervise the
development of the state plan. Although that appears to be very
clear language, by the time that gets through the HEW regulation
process, there is considerable ambiguity about what that means. We
would liketo seethat language clarified.

At a minimum, the council should establish the priorities for the
plan and the council should have an active, not a passive, role in the
planning CIorocess and should have final approva and disapproval.

I would like to see, also, some of the language in the findings and
purposessection of the legftlation. Weare very comfortablewith that
portion of thefinding language which statesthat the overall purpose
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of the bill isto assist states to serve developmentally disabled indi-
viduals through a system which coordinates, monitorsand evaluates
services.

We would suggest that the planning function be added to this por-
tion as wel. However, in section 101(2) (a), there is a call for a
priority focue to the developmentally disabled person because his
needs cannot be comprehensively covered or otherwise met in the
education for al handicapped children act, the Rehabilitation Act
of 1973 or other education and welfare programs. o

The implications here are that there are many DD individuals
whose needs are comprehensively met by such programs. We would
liketo make two points.

One, none of the categorical programs named serve comprehensive
‘needs. A low-income disabled child may be entitled to health care
under early period clinic screenigF] diagnosis and treatment; income
assistance ‘under the supplemental” income program; social services
under title X X; and specid education under Public Law 94-142.

Each program would require a separate individualized written
prescr)iJ)tive program. UnfortunateIY, there is little chance that the
title XX socia service worker will talk to the special education
teacher, and there is the chance that the benefit packages really will
be coordinated at thelevel of theindividual child or developmentally
disabled person. There is even less chance for a smooth transition
for that person when eligibility status changesor when a child grows
to the age when vocational rehabilitation or vocational education
becomes a program option. ] _

We fed ver%/ strongly that the crosscutting mechanismthat theDD
council and the protection and advocacy system present, Stato pro-
gram dternative, is extremely important in putting together a com-
prehensive benefit package for the individual whose needs are met
and served by a number of eatgorical serviceproviders.

The second point related to thisis that many disabled individuals
who are eligible for and entitled to benefits under the categorical
service program never make successful entry to the service delivery
system. For example, we know that the participation rate of eligible
disabled children in the income assistance program under SS is ex-
ceedingly low. There are many eligible children who are not receiving
benefits under that program. Information barriers and, the com-
plexity of the process to even apply for those benefits 1s keeping
many disabled individuals from receiving the proper entitlement un-
der that program. _ S ) .

Having these statutesin the Ieglslatl on in placeis not sufficient. At
the State level, some accessing of the facilitatiggvmechaqism IS nec-

. DD councils and the protection and ocacy systems fill
this need.

In other instances, transportation barriers may be a problem,to
the adequate delivery of services. It is the DD council's gap filling
missions that allow the legislation that we have on the books to be
actually implemented at the State level in a way that is beneficial
to developmentally disabledindividuals. Enacting the legislation that
we have, the civil rights of disabled individuals under section 504,
94142, is the first step in insuring rights. But implementation at
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the State and local level requires the dogged persistence of advocacy
organizations such as DD councils.

here are outreach functions to be performed. There is informa-
tion function to be performed in making disabled individuals aware
of what their rights are and how they can access their rights under
the program. I n many cases, individuals need specifie help in making
application for these benefits. State councils have made significant
contribution in helping programs to better reach DD persons. It is
ve{'Xlimportant that weretainthisaspectof theDD program.

e now turn to the issue of setting priority areas. The priority
areas hi?hlighted in HR. 11764 are important. I n our view, eve
State will need some activity in these areas, whether planning, moni-
toring, system advocacy, or model programming.

Most DD councils have significant activities which could be clari-
fégd (;errently under these broad priority groups. Two points should

made.

First, thereis an issue of what isthe role of the DD council with
regard to these priority areas. Isit afunction of orchestrating exist-
ing servicesor a function of providing services under this categorical
heading? Mogt of the priority services areas are the legitimate
domains of existing service areas. These priority activities do not
exist in a vacuum. State council responsibility should be viewed as
that of orchestrating existing providers, not as setting up competing
service programs. Councils should he encouraged to focus activities
on priority areas but should be free to determine how best to impact
these areas; whether that be through planning, influencing, advocacy,
or model programing. We would argue for maximum flexibility at
the State level.

Finaly. 1 would like to call to the attention of the subcommittee
the very real parallels between the struggle in the DD program as a
comprehensive planning program with strong citizen participation
to the struggles that this committee has observed over time with the
health planning legidation.

I think many o the criticisms that have been brought forth with
regard to the DD program are things that we have heard in the
past about comprehensive health planning and about the new health
services agency. We really look to this commiittee and the historical
support o%ethe comprehensive planning mission and the involvement
of citizen participation to retain those issued in the DD program.

| will behappy to answer any questionsyou may have.

Testing resumeson p. 376.1

Dr. Wiegerink’s and Ms Hammer's prepared statement follows:]

2§-568 O - 78 - 24
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. Chaiyman :nd members o2 the Committee -- Paula Hammer and | arc

if

pleased to be 2bilz to testiIy in support of the continuation of the !

Develormental Disabilities Program and the continuation of the Developmental

Disabilities Coungils and their significant role in improving human services

for persons wit. developmental disabilities.

Mg, Eammer and | ara from the Developmental Disabilities Technical

Assistance System a program Of national significance funded by the

Developmental Disabilities 0ffice and located at the University of Nerth

CaroZira at Chaoel Hill. DI/TAS has provided technical assistance and

iraiming to ¢cur eation’s Develcpmental Disabilities Councils since 1972 and

iS curreatly in itssixth and final year. During thistine, we have inter-

at=ed With Council members ané perscnnal from every state and territory and

Dergcnaliy providsd on-site 2zssistance in 40 states and two territories.

We have ccnductad 139 orisntazion sessions for over 2,000 oD Council nenbers

have supplied consultation in the areas of organizational

svealooment, orocran planni

£ ané evaluation, public awareness, resource

ZaTelczoent, 2érscacy, deinstitutionzalization planning and cthar areas of

pem ez o This inzarastion has provided us with a uniegue overview



366

of tha functioning of our councils across the natien over time. we have
witnessed DD councils' struggle to establish idesntity, organization, scrait-
meat, and t0 impact on the hwman service deli--ary system on behalf of the
develozmentally disabled. Despite the fact that W Councils have had to con~
terd initially with being foreign bodies to stzte government, to operate
with ever-changing rules, regulations, and repcrting formats, and to operate
with yearly turnover of staff and membership. they have remai ned viable and
fumctional. DL Couacils in every state and territory can point to specific
accomplishments unigque to their state’s human services. The fact that they
exist and operate a outlined in Federal law and regqulations is alone 2
rotable accomplishment: the fact that they are sften at the heart of plan-
rirg, advocating, and monitoring services for the developmentally disabled
iz a significant feat.

We weuld lixe to comment briefly on D% Council functioning ard then

JLGozment specifically on House Bill HR 11754,

3D Zouncils are very diverse in nature. Iz sire. they have varied frem
ix to £3 iN membership with staffs froem one =z 33. Same meet monthly,

some twite & year; most meet four times a yesr., Their placement in adminis-
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trazive agencies varier from lowly subdivisioned status in mental retardation
and mental health agencies to highly visible status in humen resour ces anzd
Govarnor's planning agencies. To speak of Councils isto speak of the
variety in states and territories, themselves.

Their singularity deriver from their process of development from foreign
obj ects thrust into ongoing state agencies to partners for change. Slowly
they are achieving a match between their structure and function and the
needs of their states in serving developmentalliy disabled perscns. By last
Count, 20 Councils are operating under state legislative authority; the
others by executiwve orders and budgetary action. Despite the constraints
imposed by ever-growing state human service agencies. DD Councils are playing
unique and needed roles in state yovernment.

DD Councils and their staff across the nation have accomplished much ==
in our estimation they have been notably produztive in the following areas:

{1) Councils have heen active in advceazy activities on behalf of
persons with developmentel dissbilitiss and had beean hefore the
development Of Protection and Rivecacy Systems (F = ). Im fact,

five states' DD Councils funded statewide P ¢ A activities as

early as 1974. Councils provide 4 unigue Systems advocacy
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i3}

(4)
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approacn to developing services for the developmentally
disabled waich compliments the irdividual advocacy of the

P 6 A Program.

council; have provided a forum for interagency planning and
ccoperation that overrides barriers imposed by agency compe-=
titiorn. Councils have been active in developing interagency

agreements and activities.

b Ceuncils have played a significant role in providing public
awareness and public education. In addition to conducting,
public awareness campaigns, W Councils have brought literally
hundreds of well trainsd specialists intothe field of services
for perscons With ?.evelopnenbal disabilities. There are in-
dividuals trained in planning, legal affairs, engineering,
accounting, public relatiens, ete. who through the PD program
have become invoived and are key figures in impacting on generic

services on behalf =f mersens with developmental disabilities.

DD Councils have provided a base for developing quality assur-
ance mechanisms. They have established grant review and auwdit
systens, have evaluzted planning and service operations, have
developed case finding anéd case management operations, and from
their cvarview Of stata activities, have advocated the develon-

ment Of statewide eiiant traszking and follow-along programs.

Finally, ami, merzacs most importantly, from our viewpoint. DT
Councils have crovided an access point far consumers and consumer

representatives. "= L Aueir one-third or more representation on
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councils and their growing numbers among the staff to Councils,
censumers have been provi ded access not only to information on
the inner woxkings of human services but also with access to
planning, nonitoring, and within systems advocacy. Consumer
nenbers are not passive participants; in fact, most of the
leader ship positions on DD Councils are filled by consumer

nenber s.

Thank you for the oppertenity to testify in support of HR 11764. Paula

Ha-mer will now specifically address our reaction to the bill a it stands.
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SPECIFIC COMMEMTS ON HR 11754

Mr. Chairman, you and the members of tkis subcommittee have a long
and positive track record of responding tO the needs of developmentally
disabled people and supporting the DD proaram. V@ suoport the essential
elements of HR 11764 which continues the DO aragram and maintains the
rate and function of State Plarnina Councils and increases authorization
levels for the State Councils and the Protaction and Advocacy Systems.
Some changes contained in HR 11764 are variously perceived as either
focusing a diffuse and elusive program concent or an narrowing and
confining the state strategies of comprehensive planning and coordinating
the broad range of human services required by developmentally disabled
persons.

We will review these changes as they relate to the State o Council
role and function,

ite have two major concerns in reviewing H2 11764.

I. Section 133(b}4. The 70 - 30 ratio o® sarvices: Plarning and Advocacv.

Is it the intent of the bill to move zr2 90 orparam rore into the
business of providing direct services at the zxcense of olanning, coor-

dination, monitoring, and accessing generiz service resources? Carried
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to its logical conclusion such a move would lead to the develooment
of yet another categorical service nrogram. The decision making
about allocation of funds among the various program functions should
remain with state discretion. As noted by Elisabeth Boags in a recent
article (State Govermment, Autumn, 1977):

That such options are helpful is illustrated by the

shift in utilization. In the first year of the new

act (fiscal 1971}, states spent 14 percent of their

formu_la_ fun_ding on planning, 55 percent on services,

22 percent on construction, and % percent on admin-

istration; in 1977, the ratios were 19 percent, 72

oercent, 1 oercent, and 8 percent respectively. Of

even greater significance is the wide variation among

states in any one year, indicative that, indeed,

mandating percentage allocations ameng such functions

from the federal level based on preconceptions, how-

ever derived, can straightjacket the individual states.
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II. Council Role in Generating the Plan (Section 137b}.

‘Hith strengthened Council staffing required by PL 94-103 and
increased competence of Council members, most Councils are totally
caoable of developing the State Plan.

A source of continuing confusion and some conflict is the am-
biquity of the present statute regarding who writes the plan, who
determines priorities, and who calls the shots.

A real administrative dilemma over division of responsibility
and authority has arisen from the term "supervise the development of
the State Plan." This language should be clarified. At the minimum
the Council should establish the priorities for the Plan. The Council

]
should have an active, not passive role, in the planning process and

should have final approval - disapproval authority.

FINDINGS AND PURPOSES

W are very comfortable with that oortion of the Findings and
Purposes [Section 101(b){1}] which states that the overall puroose
=t the bill is to assist states to serve developmentally disabled

individuals "through a system which coordinates, monitors, and



evaluates" services. V& would suggest that the olanning function
should be added, however.

Section 101{2}{A) calls for priority focus to persons "whose
needs cannot be comprehensively covered or otnersise met under the
Education for All Handicapped Children Act, tile Rehabilitation Act
of 1973, or other health, education or welfare orograms. The impli-
cation here is that there are many DD individuals whose needs are
comprehensively met by such programs. W would make two points here:

(1) None of the categorical programs serves comprehensive needs.

A low income disabled child may be entitled to health care under EPSDT,

income assistance under SSI, social services under Title XX, and special

education urder PL 94-142. Each program requires a separate indivi-

dualized written prescriptive program. Unfortunately, thereis little

chance that the Title XX social worker talks to the classroom teacher or

that the package of benefits is truly coordinated. There is even less

chance for smooth transition as eligibility status changes: for examole,

when the child reaches the age at which vocational rehabilitation or

vocational education becomes a program option.
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(2) Many disabled individuals nho are =1igible for and entitled

to benefits under the categorical service programs never make success-

ful entry to service delivery systems. For example, informtion barriers

and the complexity of the eligibility pracess may account for the low
enroliment of disabled children for SSI cash assistance. Transportation
barriers may prevent those eligible for certain health services from ever
benefitting.

Ceuncils have made significant contributions to help generic pro-
prams better reach eligible DD persons: Massachusetts S§I Advocacy Center.
PRIORITY AREAS

The priority areas highlighted are important. In our view, every
state would need some activity in these areas whether planning, monitoring.
system advocacy or model programming. Most state BD Councils have signi-
ficant activities which could be classified under these broad priority
jroupings.

Two points should be made:
(1) Orchestrate vs. Procedure Service

Most priority service areas are the legitimate domains of
service agencies. These priority activitizs do net exist in a vacuum

State counci?! responsibilities should be viewed as orchestration of
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of existing service providers not as setting up competing service
seIIrams

{2) State Option
The nroposed HR 11764 appears to give sufficient flexi-

b*1ity to states in selecting one or more "priority areas" for
attention. Maximum flexibility should be maintained. In addition,
statas should be free to choose tow to impact these service areas
wrether through pTanning, evaluating, coordinating, advocacy, modd

program support or a combination of strategies.
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Mr. CarTer. | am very much interested in the success of programs
for which these funds are intended. Of course | want the planning
that is necessary and the coordination that i s necessary.

Yet, it does not amount to anything unless we have service to the
peoplewho have the disabilities.

I notice with interest that you just mentioned the flexibility at the
State level. Just this morning | had a lady physician in my office
who had been with the State department of health in Kentucky. She
said as a result of thisflexi lity, the funds for epilepsy were off the
track and lost their intended purpose.

| redlize that different areas have different problems. | hopein all
the planning you do, that instead of weaving a network of conflict-
ing plans you could coordinate and streamline them, to use funds to
train people, not just statisticians who know how to handle the
mentally retarded.

I have seen sone of those people; | have visited these ?Iacei Not
as much as | should, but as much as | can. It isimpossible to do all
the things you want to, to see how these programs work, but | am
goingto devoteall thetimel can to thistask.

Asfar asthis fundinr) is concerned—and it is not too much, | be-
lieveit was$30 million fast year —1 would agree that very littleof it
should he used for providing direct services. | n fact, we have other
methods of funding such as the " Little Schools of Hope™ that we
have for mentally retardeq .children. We need planning, but for
goodness sake, don't tie usRlp in a tangle of planning SO that we
can't get servicesto the peoplewho need them.

Mr. Henney. | ithink Dr. Boggs’ presentation yesterday, which
had the chart on how moneys were spent, showed that an average of
30 percent of the $30 million spent by the councilsover last year or
planned this year was for planning, and 70 percent was for services
and administration.

However, the problem is that there is no one State; and we come
again to legislative mandate by averages. I.et me assure you that all
of the councils are interested in the coordination of services, but in
oux categorization of socia proPraming that we do by legidation
and our population which is vulnerable and needs a continuum of
life services, if we do not have the coordination of which you speak
and if we do not have somebody looking at and interfacing with the
various agencies in some directed way, these gaps cannot be filled
and we get peopleserved very well at oneage and not at all at another
age.
gf\!/lr. CarTer. Still we don't want the mountain to labor and bring
forth a mouse.

Dr. Hexwry. That is quitetrue.

Mr. Carter. | think I have made my point, Mr. Chairman.

Mr. Roeers, Thank yon, Dr. Carter.

Of course, all of us recognize the importance of planning, but
once a comprehensive plan has been formulated, do we need to do
that every year?

Dr. Hexxey. |t would seem a simple update., As you were saying
yesterday, a 3-year planning cyclemight besufficient.
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Mr. Roaers. Of courseif something comes up, it could be brought
into a plan.

Dr. Henney. Absolutely. The councils are to the place now where
data have become significantin their utilization and preparation for
not only services but influencing, impacting on the service an/ency

. . . L . . . . 0 .
%I glt%o u'srgﬁmaecg gl% IC())rn eh%ﬂgl\flg:ﬁr;% I.eglsl ation. Councils are now /leing

Comprehensiveplanning is only a tool, and thetool isenl., as good

& d é 0%le)rg/(ae%tzé\rnéi(,iys_harpened. So’consequently, a 3-year cycﬁ 3 asyou

Dr. Wrrserink. There are many other important activities besides
the comprehensive plan that councils are engaged in; the advocacy
activities, influencing activities, devel oping new systems, and so on.

Mr. CarTer. That Is one of the things he has said. But as | inter-
preted what he has said about advocacy, he realy didn't get down
to its root purpose which is protection of the rights of these people.

Now he went on about teaching them. You shouldn't teach these
people too much about legalisticsand t hi ngs like that, but you should
protect them, if you are to be an effective advocate for them.

Mr. WereeriNe. The DD councils can serve as a systems advocacy
program to influence other generic programs and other categorical

rograms in terms of the developmentally disabled. That is a unique
unction they have that no other organization plays at this point. |
am concerned that the bill as stated now, becausedf the emphasison
priorities and on the 70-30, will at some point produce another cate-
gorical DD program, service program.

While there 13 a tremendous need for services for the develop-
mentally disabled, | think that the primary role that councils can
play isone of accessing other generic Services and other categorical
services on behalf o the developmentally disabled. That is why the
planning, coordinating, influencing, impacting role of councils is
very important and that a 70-30 distribution for some States is not
adequateto do that.

Mr. CarTer. Mr. Chairman.

Mr. Rogexs. Yes

Mr. CarTER. That makes very good listening, but, it was the v
way ﬁhat funds for epilepsy lost their way tot e epileptic and didn
get there.

Ms. Hamumer. Mr. Chairman, the next panel that iscoming will be
able to give you some very specific examples of action-oriented ad-
vocacy activities that have helped individuals get services from
generic programs at the State levd.

One example from Massachusetts. | n 1976, Massachusetts set up a
Brogram to alert the families of disabled individuals to their eligi-

ility for services under socia security supplemental income, income
assistance and automatic medicaid coverage that accompaniesthat in
the State of Massachusetts.

The DD council in Massachusetts sponsored a group to do an out-
reach, blitz campaign; 2 weeks, heavy media coverage. In 2 weeks,
300 families in the Boston area were enrolled in the program; 800
families of severdly disabled individuals who said they did not know
about the SSI program prior to that mediacampaign.
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The SSI program is 4 years old. |t had been in operation for 2
years. The Soecial Security Administration had not done good out-
reach for children under SSI. The DD program recognized that need
and did the outreach that was necessary and got those individuals
enrolled in this program.

These are the kinds of things we are talking about that, in the
abstract, sounds very bureaucratic; plans and coordination.

Mr. CarTER. Absolutely. You have the "'bureaucratese” down pat.
I never heard so muchin all my life, absolutely.

Mr. Hammer. | think the next panel will he able to give you that
kind of action example.

Mr. CarTer. | would liketo seethat.

Mr. Scerox. Mr. Chairman, | wonder if | could resvond to vour
question about yearly planning.

Mr. RogErs. Yes

Mr. Scaror. | thereis a service orientation of the bill, then a 8-
year cycle clearly would be adequate for setting the goals in the
service area. However, all the other programs which the DD council
hasa mandate to look at have one-year planning cycles.

If indeed they are shifting away from their previouscommitments
to this population, if their planning cycle for DD programs is not
coveri n%,Elooking at those plans and seeing the shifts and where they
should influencing, they will be behind in information on the
major categorical plans.

So, the tradeoff | seg, if it isinfluencingthat the council has to do,
then there is indeed a need for updating a good deal of information
about what isgoing on inthe genericservices.

For the service wart of the plan, it mav be wdl iust to hold the
cycleto 3years.

Mr. Rosers. | would think any specific need could be handled on
a yearly basis and still have a 3-gear cycle on the overal compre-
hensive plan.

Mr. Scarox. Provided the processisin place for the councils to
make yearly review and update where they sse critical areas.

Mr. Rogers. Isn't that part of their function ¢

Mr. Scepok. Yes.

Mr. Rogers. Do you think the Council should have a mgjor role
in planning, rather than the State agency ¢

Mr, ScapPoE. Yes

Dr. HENNEY. Yes.

Mr. Rocers. All of you agree with that?

Dr. WirGERINE. YES

Mr. Rocers. Thank you very much. We appreciate your testimony
today. | am grateful for your presentation.

The next panel will be Dr. James Watson, president of the Na
tional Conference on Developmental Disabilties, former chairman of
the Oregon Developmental Disabilties Council; Mr. Roy Bruning-
haus, director of the State Council on Development Disabilities;, Mr.
Axtis A. Zody, chairman of the Montana State DD Council; Mr.
Cordell Brown, chairman of the Ohio Developmental Disability
Council; and Ms Zebe Chesnut, executive director of the Gedrgia
Council on Developmental Disahilities.

dx
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Mr. Roezrs. We are pleased to have you here.

Mr. Preyer wishes me to state he is sorry he cannot be here to
greet you. He is on official business. So we welcome each of yon. If
you would help the committee on the time element, it will be appre-
ciated. Your statement will be made part of the record in full.

You may proceed.

STATEMENTS OF JAMES MACDONALD WATSON. M.D.. PRESIDENT.
NATIONAL CONFERERCE ON DEVELOPMENTAL DISABILITIES; D.
CORDELL BROWN, CHAIRPERSON, OHIO DEVELOPMENTAL DIS
ABILITIES COUNCIL; ARTIS A. ZODY, CHAIRMAN, MONTANA

STATE DEVELOPMENTAL DISABILITIES PLARNING AND AD-
VISORY COUNCIL; ZEBE CHESNUT, EXECUTIVE DIRECTOR,

GEORGIA STATE PLANNING COUNCIL ON DEVELOPMENTAL DIS
ABILITIES; AND ROY V. BRUNINGHATUS, EXECUTIVE DIRECTOR,
NORTH CAROLINA COUNCIL ON DEVELOPMENTAL DISABILITIES,
ACCOMPANIED BY JANE SMITH, ASSISTANT DIRECTOR

Dr. WaTtson. | am Dr. Watson. | am also a physician, Dr. Carter.
I aso happen to be president-elect of the Epilepsy Foundation, and
I would like to talk to you about Kentucky's problem. Maybe we can
do something about it.

| carry a clipping with me which | must read to you, sir. 1t comes
from arecent issueof Science. |t says.

. It is not much of an exaggerdion to uggest that had the presant bureaucra
tic structurefor control of research py legidation regulation be in &
tion when polio ressarch Wes in its hey-day, we migt t have aoor%,
efficient, computer-operated portable iron lung rat her than two vaccines.

I am on your side when it comes to the bureaucracy. This group
is, in fact, a consumer group. The State councils which you have
heard deseribed to you arein fact the primary consumers of Federal
pol iéy. They then are those who attempt to deliver at State levelsthe
developmental disabilities policies.

We happen, to have a national organization, a "'national confer-
ence”, which 1s generated out of the obvious need for usto get our
act together, if 1t is possible, in response to that and enable us to
disperse our views 56 different ways in some rational fashion.

I't happens, coincidentally enough, our national meeting has pro-
ceeded for the past 2 daysin the city. Y esterday, we were privileged
to have Miss Neson come and talk to us about what your committee
and its philosophies were currently at that time. She was equally
gracious in offering us an opportunity to apBear before yon. We
would have bent every effort to do so, anyway, but we are in town, so
hereweare.

As a matter of fact, | have a panel whose presentations represent
one large State with lots of "dough,” in my sense; one state with lots
of geography and very little money; one State in the middie; and
then Mr. Bruninghaus at the end. North Carolina. I am not sure how
totypify. | will let himtypify it for us.

Mr. BroniNagsgaos, We havethebasketball teams.
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Mr. CarTeR. | thought Kentucky had the basketball team.
Mr. Rocers. Today they do.
Mr. CarRTER. No. 1 _ ) _
Dr. Wazsow. | would like to apologize for Mr. Bruninghaus’ ill-
timed remarks. _ i _
Dr. WaTtson. However, if you can give us that fellow Givens, the
Trail Bl would liketo have him. _
Mr. We are going to keep the"Goose". He graduates this
ear.
Y Dr. WaTtson. | would like to introduce to you the chairman of the
Ohio Developmental Disabilities Council, who is himself a consumer
in the true sense. He also is the newly elected vice president of our
national organization, Mr. Cordell Brown.
[Dr. Watson's prepared statement follows:]
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I ntroduct ory remarks, James MacDonald \Mtson, President.
National Conference on Devel opmental Disabilities.

April s, 1978

The organi zation of the State Councils. the National Conference on
Developmental Disabilities(NCDD) has been respensibie for a good portion of
the overall progress made in the field of DD in the past several years;
progress not at al| uniform and not at all to the |iking of cur more severe
Qitics. Presen.tlg some 75% of the councils ar actively participating in the
Organi zati on whi ch has devel oped from the insights of a few strong council
people who reco?n|zed that a miti-state, mlti-regional situation existed
which the legislationdid not address, and determined that a coherent and
unified approach to various problems coul d come from a National group omly.

NCDD 1s non- st at ut o,ry, of course, and s conprised of three del egates
from each state or terriforial council. It has had one If not two Nafional
meetings each year since its inception, and with the guidance of a thoughtfally

« chosen executive commjttee has produced ef fective contrjbutions in regulation
devel opment and clarification, renewal |egislation, mnimally-funded and/or
rural State problems, and coordination of an overwhel ni ng whealth of "technical
assisstance.for state councils. The executive committes has maintained a very
close liaison with the National Advisory Council, and we have represented the
counci | s as members of the Task Force on Definition, and in the advisory
Council of the Federal Prograns Information and Assistance Project (FIPIAP).

a national significance FI’OJ ect.

_The present nission far the Conference 1s to shepherd closely the new
| egislationthat nust develop, with plans for a winter nmeeting to |ook at
"evaluation”. ) S )

NCDD i s supported enti rele/ by voluntary su [l)ort. from fts individual councils,
but recently incorporated in the District fo allow it to reek grants and
cfontr:%cts fO{ Spe%lfl? fup?t |b(t))ns, bei n\%éscrupulous to avoid us;g?.st ate
ormula grant monies for "|obbying”. are attempting {0 estaplisha formai
member;hg,n "dues" protocel uit)t/u p% o-rated [ew ese?m 3 h But this is
not yet developed. . )

I am happy to introduce to you four Panelists, representing all of our
"classes" of membership; chair. staff. and censwmer. | thank you and your
staff for your solfcitation of our views, and assure you that we and the
committee share a single goal.

or each council,
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STATEMENT CF D. CORDELL BROWN

Mr. BrowN. Thank you, Mr. Chairman.

Mr. Rogers and fellow members, instead of reading my testimony
[see p. 3831, which might be redundant, | think one of the concerns
that Mr, Carter has, T can address mysdf directly to. That is, the
impact that the councils have had on service over the past severa
years.

I am not only acting chairperson of the Ohio council; they no
longer allow meto he classed as a consumer becausel also am director
of an agency that provides three major services. One is residential
facilities for the severely physically handicapped persons; basically
cerebral palsy.

Second, we operate a recreational progam for a whole spectra of
developmentally disabled.

Third, wedo provide atravel program.

Because of this, | am no longer a consumer. |1 only shake like one.

Dr. WaTson. | wish | eould shakelikethat.

Mr. Brown. I n 1971 and 1972, when the DD Act was basically
getting its council together and were moreinto the direct service pro-
viding program of giving grants, our organization saw the tremen-
dous need to provide residential alternatives. At that point in time,
knowing nothing of DD or even the term, one of my staff members
came back from a trip in southern Ohio and said, "' Hey, Cordell, here
isa way we might get some seed money to start our residential pro-
gram,” where subsequently wedid.

| strongly support reenactment and extending Public Law 94-108,
based on threereasons.

No. 1, in my estimation, it is the only mechanism now in existence
where |, as a consumer, also a developmentally disabled person and
a service provider, can wak up to an agency representative such as
a director of mental retardation in Ohio and, on an equal basis, sit
down and talk about the problems of my people. This is what the
councilsare able to achieve on an equalization and not a role-playing
bureaucratic basis. Thereisno other mechanismfor that.

No. 2, it is the pilot program that has put tax dollars into the
three areas. Prior to Public Law 94-103, there were no tax dollars
virtually being tapped. CP, epilepsy, and autism; o coursewehad a
good movement prior to the enactment for the mentally retarded, but
I think it has been enhanced, and one of the enhancements is now
known as the deinstitutionalization. and we could spend all! morning
on that program.

No. 3, | fed that alot of the council concepts would give parents
and consumers a very detrimental setback. The DD legislation is
just now getting its total act together. Extension of the hill for 2
years will give everyonein our population more hope, and | am sure
the concerned citizens and concerned ﬁrofonals can bring to a
very special and forgotten population hope for the future.

Thank you.

[Mr. Brown's prepared statement follows:]
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nev, I, Cordell Browr, Chairperson
Ohic Develcumentsl Disebilities Flamnning Counsel

I ntroducti on

kr. Hogers aad , embers of the hub-col aittee on Health s.aé the
Envirornmoment.

by name is Eev. Cordell Zrown, nciting Chairperson of the Chio
Developmental Disabilities Ilrnning Council; =zlso director of

a community residentiszl fecility far the severely handicapped

in warsaw, Chio.

The Chi 0 Levelopmental Disavilities Council feels that PL 44-103
is an excellent piece o |legislationend should be extended twe
pore years. The present act provides for uni que forum for change
with one third of its nenbers representing state agencies, one
third consurer representation and one third consisting of ser-

vi ce providers. There ere twenty one necbers on Chio's Courcil.

wome Of the programs fcr which the Chia Developmental Dimabilitics
Couneil hes veen primarily responsible are:

SERATE BILL 71 - Zonirg legislation to engourage the develsi-
rent of group hones in Chio.

EnRLY THTERVENTICK PRVGRANS — Three programs are presently
in Qperation in Uhic. These programs tewch
parernts how tO properly care for their hap-
dicapped child.  Also provides irnformation
on avail abl e servi ces.

LERTAL AMTARGATION FPREVELTION FHLGRAM ~ Under the program-
ui delines, each child will.be given a
lood test it birtnto trv to deternine

th resence of a condition which could
result in nental retardation or other
developmental disabilities.
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E-IXSTITURIGRALTAATICH PACSECTS ~ Hesed on community ar-
rangezents - sUCh es apartment training for clients
released from tre institutions into the community.

(B IC AwarEhils T These progrems provide training
and ecucation tOo te-chers as well zs students in the
causes of disabilites. Our feeling is that we can
develop pesitive attitudes at a younger age

The ii0t IS approxicateily 21 projects long, ine.ucing vrojevts of
Liaticnal significance St {(Xeisonger Center). & "University
Affilicted Faecility" in columbug, Ohio. Further informuticn on
other projects are available upon reguest.

The Chio Levelopmentzl Lisabilities Planning Councii opposes any
effort to consolidate regional discretionary monies under this
Frogram to the Developmental Iisabilities Cffica. It doesn'i allow
or ieesl &nd racionsl input into the experditures of those funés.
The {sW Region V office nas efficiently and effectively utilized
theseé funds Over the pest ye-rs to serve Region V States with 2
"raximin” of Stete input.

“e also support HR 11164 with minor changes.

. A Gront funds should not be lirited to specific priorities.
ze it 1izits the flexibility of Ccuncilts to plar for their unioue
needs.

2, Bliminete the 70 Hule. It will dilute our efforts s
particulaerily in sxall alloeation stetes to develop a state rlan
whick will dO rore then describe "whet is" in 8 strte Lt which
%ill also adequately asuess and recommend "whet could and shouls Le
znd whick wili allow the stote the oprortunity to raxinize the
effective allocation of rescgurces for services to persons wko are
developrmentnlly disabled.

CCLOLUSTICH

One thing thet | feel we should revecver IS thet the Councils'

unique orgunization provicdes a reckarisr by which consucers, non

irofit providers, and State agencies can work together to provide

éhe gu: 1ity services thet persons who are developrentaily disabled
eserve.
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Mr. Rogers. Thank you, Mr. Brown, for an excellent statement and
for a very helpful one. We are grateful for yeur being here.

Dr. WaTson. | wonder if | can call on Mr. Zody, former State
senator from Montana. He represents their council as its chairman.
He a0 represents what we realy have not talked too mud about
in council membership, and that is most of usarein fact volunteers.
That can't be str enough. A.rtis drives 425 miles from his home
to his office. About all he sees are jackrabbits, and | den’t know what
ds= But tell usaboutit from Montana.

Mr. Roaers. Big sky, anyhow.

STATEMENT OF ARTIS A. ZODY

Mr. Zopy. First, let mesay | am pleased to have a chanceto appear
before you. 1 am not going to take too much of your time, and | am
not going to go into my written testimony [see p. 3871 You have it
before you. Let me bring you a bit of background, if | might.

When you say a person Is a professional, you immediately assnme
that he has a number of degrees. That ssemsto be the normalization.
I don't have any degrees in that sense, but | do consider mysdf a
professional. The reason | consider mysdf a professional is because
22 years ago tonight, | becamethe parent of aretarded child. Twenty-
three years of dealing with retardation in its many aspects | t hi nk
does entitle me to say | have some professionalism. | think I have a
certain degree, if temure means anything, a certain degree of pro-
fessonalism from the standpoint of council membership because |
started serving on the council when they first came into being in
1971. | have served continuously since then and been chairman for
anumber o years.

| have seen our council, gentlemen, grow from a strictly grant giv-
ing council who took the dollars they had—meager as they are be-
rause we are a minimal allotment State-—and set aside more of that
into a granting area. | have seen us grow from that to a council that
is really after planning in a total aspect and our primary concern,
the verylpremise from which everything springs, isthe fact that the
end result of that is service to that son of mine, that daughter of
yours with cerebral palsy or whoever it may be
- gg\/e seen those councils grow. | have seen them become sophis-
ticated.

There has been a tremendousturnover in council membership. As
has been said, we are volunteer people. We don't do it for the money
because thereis no money in it. We do it becausewe have a concern.
Wearestrictly volunteers.

As Jim says, | just happened to be a bit further away from my
gaff office by 475 miles, then perhaps some of the others are, because
there are some who are relatively dose. Neverthdess, it means, when
I go to the council meeting, a day on theroad and a day back. No
one twisted my arm to become involved. | recognize that. | am in-
volved and | will probablygtay involved as long as | can because |
have a degp eancern.

| would like very much to touch briefly on the rolesof thecouncil's
influence, impacting, monitoring, and evaluation. 1f 1 may, 1 would
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like to dwell specifically on impact. | think that is where the ball
gameis.

I think impacting, causing things to happen, getting people in-
volved, changing attitudes and minds, getting agencies to coordinate
and cooperate, is not enough. That isthe ball game. That isthe thin
that generates dollars and generates services. That uses agenciesan
and bucks that are already there in the best use of those bucks.

Let megive you a good example, and let yon use your imagination.

I N & minimum allotment State, $150,000 is such a minimum amount
that if Kon were to put it all into servicesit still would not do the
H'ob. I think at this point I need to make one comment. 1 know dol-
ars are impotrant. Without dollars we can't accomplish things.
You know that; | know that. We also have to remember and not fall
into the trap of thinking if we had all the money in the world it
would solve all the |Ioroblems. I't never will, and it can't. | think yon
recognizethat aswdll.

Tmagine for a moment yon are standing on a rather steep hillside,
a rock-strewn hillside. As you are standing there surveying the scene,
you happen to look down and you see before you a very small branch
of atree. You takethat and you pry a rock loose at your feet. As
that rock goes down the hillside, it hits some more, and they in turn
hit some more. Finally, when the dust is settled and the air has
cleared, you have changed the landscape.

Basically, that is exactly what the councils are doing. They are
changing the landscape. They have changed the landscape. They will
continue to change the landscape. | f you put usin a bind, in a situa-
tio that we cannot use those dollars we have for just exactly those
kinds of things and tie us down too stringently in the service area—
and | understand, Mr. Carter, where you are corning from; that is
the ultimate result—-but if we can impact on people and if we can
change those so that peoplein turn can talk to other people, yon get
better cooperation, and that in the end will result in better services.
That isbasically my concern.

I am very thankful that deinstitntionalization is here. By the way,
1 would like to speak to that for a moment. I know how it works.

My son wasin an institution 475 miles from home. Heisnow in a
community group 50 miles from home. He is happy, and we are
happy. The deinstitntionalization we have to be careful of; that It
does not become a numbers game, and instead of creating better
arrangements we merely set up many institutions acrossthe States.

I have been on the council for all theseyears. | haveseen the council
membership. Let me remind you again that one-third of that member-
ship is made up of people who are either consumers or parents of
consumers. The end result of that concern is service to those people
that they are representing.

Thank you.

[Mr. Zody's prepared statement follows:]
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Fr. Chairman, cembers Of the subcommittee, my naze is artis 4.
Zody. I arm ghairmen of the kontazna State Developmental Tisabilities
Planning znd Advisors Council. 1 heve served as Chairman of the
Council sirce 1972 and an one of the turee uerbders ¢f the Council
who heve served sicce 1971,

Er. Chairman, and rewmbers of the subccmmittee, | arm pleased
to kave this spportunity to testify on LR 11764.

| em the father of a developmentally disabled son, Who iS presently
residing in a group heme for developme tally disabled persons. iy
son is 50 miles away from kis home, where-zs, he was previously in a
Gtate Institution located 475 miles away. Yeedless to say, ke is
happy at hweing cioser to hone, znd so are his parents.

¥y purpese in providing this dackground IS to give you en
insight iNto whet cen be accomplished through deirsctitutionalization.

Hevever, deinstitutionalization coes not happen over ni -hit, zng
in our Stzte, care zbout ihrough the commitiment Of Gevernor Thonas
Judge and the Legislature as a result of the adveczoy role of ths
Ltate Levelepmental Disabilities Council snd others concerned with
Developmentzlly Diesbled citizens.

The role Of the State Council, as zmandated by the presect
legislatior and =s retaired in ER 11764 is one of influencing,
impaeting, asritering, and evaivating.

4nere IS NO excuse for heving any legislatiorn an tke booka that
is-not ccumitted in total to serving the Developmentally Tisabled in
a way %hat gives them the greatest possibie access to all of the
opportunities for the pursuit of happiness and fulfillment that
you and I enjoy as citizens of this Nation.

T feel that EX 11764 does provide the Develiopmentally Iisabied
thig opportunity.

Fir. Cheirzan, and wzembers Of the subcommittee, YOU and I

persons cannot zct and speak for themselves. They rauist have, and
are indeecd eniitled 4o heve, a spokesman and that is where th
State Council can kave 2 strong voice.

Lest | leave the inpression, kr. Chairman, and members of the




subcommitiee, that Developnental Diszbilitjies State Councils are
not prone to mistakes of judgment, sometimes critieally short of
adequate fore-pight and subject to all of the shoricomings that
affiict most of us. let'me zssure you, they are! iR 11764 retains
the Council structure and thai’is one of dits good .features.

There i s however, contained in BR 11764, a feature which does
concern me i f State Councils are to be effective in their advocacy,
planning, impacting, and influencing role, and that is the 70 per cent
requirerent into the "priority services".

In a minimu alletnent State such as Fontana, ever. if the
entire $150,000 were put into services, it would really have very
little izpact on services to Developmentally Disabled persers. Councils
carnct te called upon to provide continuing funding, even if we had
three to four tires this azount, The impact would still be minimnl
in tercs of need.

Cne of the things that | have observed over the years z& =«
Council mexber, is the tendmncy of grant recipients not to tzke
adeguete steps to assure that having once established a service, State
funding will Folicw and the service will continue. ¥hat happens so
cany tires, is that the grart recipients will return ggain and zgain
for furtier grants.

The solution in uy opinion is for the Stete Council to be very
actively invclved in assisting those requesting tha grant in assuring
tho fallowing:

2., Is the project or program one that is = new service and

does not duplicate er existing service.

b. liaz every effort beern mede to detercine whether or not an
agency Or agerncies should be providing ttis service or program
as mzndated by State or Federal Law.

c. EHas every effort been made to assure that after having
initiated the service Or zrogrem, via the grant, that
there will be funding to assure ito eontiruetion.

we have enough rcney, if used this way, to do the jab at least
adequately. hit the Councils' real impact is how it influences the
State and that IS hard to measure.

There is no vay you can measure in dellars and cents Of otherwise,

what is tke value. or what the impact will be of heving changed 2
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Legislator's soint of view, Or of convincing a Departient Direcior

or a Zuremu Chief that the client will be bettor served in snotker

WEY .
How do yew messure the effect of having been recyonsible for
gethering under one roof the ypecple from various zgenc alx s

iez to tulk zbout
and plan together how to help the develcopmentally discbied persons
receive those same State services that you zné | enjoy? You conn
when you base your evzluction on the numbers of persons served w
Developmental Disabilities dollars. The evaluation should coineide
with the Legisistive mandate to plan, influence, monitor, and evaluste.

Hr. Chairren, cexbers O the subcommittee, 1 wm simply trying
to point out the necessity of allocating State Councils the greatest
flexibility :ossibie to cirry out their zendate IS cutilined in
i 21764 md zas 2 result the bepeficiary will be the Levelopzentalily
Disakled persors aboud which you and | ere concerned.

| could continue on at scme length as to why | perscnaliy fesl
that use of Htate Courcils is an effective way to bring sbout change
that viil be advantegeous for develormentally disabled persons.
Rermember that & reguirenent of Counhcil structure is the' memberskip
of consumers 2né eonsurmer representatives and therein |ies thne voice
of those closest to tiose, who for 2 rezsor | know not, kave Leen
chosen tc be very szecizl people

Thenk you.
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Mr. Rocers. Thank you very much for an excellent statement.

Dr. WaTson. Mr. Chaiman, we have with us two representatives of
the planning component of DD, its membership. They happen to be
the planners of two States who have singularly successful programs,
in our view, and | would like to introduce to you first Ms Zebe
Chesnut, director of the GeorgiaPlanning Council.

STATEMENT C- ZEBE CHESNUT

Ms Caesnvut. |f you allow me, | will forego my written testimony
and attempt to answer some questionsyou have asked.

The membership of the DD council in Georgia is made np of 36
people. We are located in the Office of the Commissioner of the
Department of Human Resources. | want to build on what Mr, Zody
said in using his analogy of the rock that begins a landslide and
relate some specific examples of how DDSA money in Georgiaisthe
rock that may often causethislandslide.

First. 1 impress upon you the fact that planning in the sense that
we Useit in Georgiaincludes more than planning, numbers, and data.
When we lanning—and 33 percent of our money and sometimes
more is u or planning—we are talking about activities that are
not direct service related; activities that are mfluencing, monitonnp,
resource mobilization, and coordination. So when we say planning in
Georgiawe do not—and | think many DD councils do not—spesk of
just data and number hut of those activities that are not direct serv-
ices. Now, where doesthe money go?

In the past year the Georgia council has influenced the Governor
to require a comprehensive master plan for special education as a
contingency for signing the Public Law 94-142 implementation plan
in Georgia. They have influenced the Governor to request a joint
agreement between the Department  Human Resources and the
Department of Education. This agreement isin writing. The Depart-
ment o Human Resources and the Department of Fduecation have
?reed on who is responsible for what in serving the handicapped
children under Public Law 94-142. They have influenced the Gov-
ernor's office to establish a Joint Committee of the Department of
Human Resources and the State Department of Education so these
two departments could work together in a coordinated approach to
dea with the common problems of developmentally disabled and
handicapped children as many enter the public schools.

The council has played a key role in the passage of State legisla-
tion and appropriations affecting the handicapped in Georgia, in-
cluding a fair employment practices act that prohibits hiring dis-
crimination in State government against handicapped personsand a
mandate that specia education training be required for regular
(S:gassroom teachers, for school administrators, and for school coun-

ors.

The Georgia council has been active in the fidd of prevention
through endorsement o State dollars to support early screening for
genetic disorders. This year we had over 350 new special education
teachers funded with State appropriations, along with additional
transportation to support those, to assist in the implementation of
Public Law 94-142.
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In the area of resource mobilization and coordination, the council
provides direct technical assistanceto assist communitiesin accessing
additional resources. For example, a $30,000 contract with DDSA
dollars has assisted in generating over $3 million in the area of
HUD funding for the State of Georgia and over $500,000 in SBA
loans and local moneys to provide better, more appropriate training
facilities for the developmentally disabled. To me, that is a little
rock beginning the landslide that ended with a rather large moun-
tain.

We have sponsored numerous demonstration projectsin the area of
direct service which when proven effective were transferred for
financial support to a state responsibility.

There are two service programs you might be tremendously inter-
ested in in terms of specifically documenting the most effective and
appropriate way to use the DDSA dollars for services. States often
cannot afford to take the risk involved in demonstrating a new idea.
State dollars are by necessity used on programs that have been proven
effective. 1 refer to something in Georgia called the Gleaner project,
in which with $35,000 10 men, most out o institutions, whose I(Q’s
were between 19 and 38, the average | Q being 32.3, were returned to
the community and given jobs in the Gleaners program. Half the
men had been institutionalized for periods ranging from 10 to 28
years, and most had never held a job.

The attempt was t%ciarove the economic feasibility and appropri-
ateness of farm-related labor for those people with developmental
disabilities who were from a rural communitv and who wished to
participate in the program.

That is a very difficult project for some of the administrative
agencies to do because of the redtape and bookkeeping involved in
paying participants the minimum wage and establishing a system
s0 that these persons with a developmental disability would have
incentives to make more monev. Several persons made over $100 a
week; these same people had been costing the state $17,000 per year
in the institution. Most imﬁortant these people regained or in some
idr]sta_nces experienced for the first time a feeling of sdf worth and

ignity.

Asaresult of the fact that we did fund this as a new demonstra-
tion, the Divison of Mental Health and Mental Retardation in
Georgia found this to he a cost-effective program and worthy of
adopting in other areas of the State. Community program personnel
will be trained to add this component to already existing programs.
Cogt will be minimal.

Another example: The DD Council in Georgia felt with the man-
date for deinstitutionalization, that some person needed to be re-
sponsible in each of the institutions for the people who were being
returned to communities. Council wanted to insure that the services
they got were more appropriate than those of the institutions.

We funded eight positions and attached it to each of eight insti-
tutions to do a management coordination activity for the persons
who would be deinstitutionalized. Before a year was over, the State
legislature in Georgia funded 23 o these positions, returning the

Lee
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DD Council fundsto us and letting us then usethat money to gener-
ate additional money or activitiesin other areas.

Interms of the DD Council and our authority in advocacy, me see
our responsibility as a global, statewide systems advocacy. We sup-
port and understand the need for individual advocacy and protec-
tion which we have in the present DD law under the P. & A. system.

Georgia got close to $70,000 to begin their P. & A. system. The
DD Council did not feel that was quite enough, so we awarded the
P. & A. system $100,000 of our State grant. We aso gave them our
support in going to the State legislature and asking the State to
supplant those Federal DDSA dollars with State Appropriations,
which they have just. done.

The State of e}eorgia, as a partial result of Council Support, has
put $100,000 appropriations into the P. & A. system. These are the
types of activities that | think are very critical, activities that we
need to continue so desperately. The only way for us to do that in
Georgia is through the continuation of our State DD Council and
the dollars congressawards for theseactivities.

The new bill 11764 should retain the ceiling on the allowable cost
for the administration of this plan. |t has been brou?ht to my atten-
tion that this ceiling has been retained and | strongly support that.

The moneys alocated for this legislation are very minimal, and
it is risky to leave it open that States could spend much of this
money on administration. |1 would suggest you look into that and
retain this ceiling on administration.

I thank you.

[Ms Chesnut's prepared statement follows:]
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My appreciation goes te you and your staff ‘or allowing wme to testify an
behalf of and in the interest of the developmentaliy disablied in th State
of Georgia. I is under the direction of t State Plann ng Council on Devel-
opmental Disabilities that I, as the Executive Director, speak.

The Georgia Council has developed a position paper supporting an extension
of PL 94-103 that will not only preserve but strengthen the original intent of
PL 91-517; legislation that will ensure the continuation of planning, coordin-
ation, advocacy, influencing and menitoring activities. The paper reflects
their position; it doer not reflect the reasons behind the position or the impact
that the program has had in Georgia, has had in other stater, and could have in
. allstates.
The Georgia program is the only ene in the state with a mandate to ensure that
the State is responsive to the service needs and to the rights of all jts cit-
izens with developmental disabilities. The mésion statement of the council reads:

"The overall mission of the Geergia Council is to facilitate the provision
of quaiity services to persons with developmental disabilities; to
promote the optimal use of federal, state, local and private resources

in meeting the needs of the developmentally disabled; and to advocate
for the human rights and dignity of the state's developmentally disabled®

The mandate of PL 94-103 i s clear to each of you, and combined vith that
mission statement, one sees a massive responsibility. In the last three years the
Georgia Council has become on& of the most credible and respected entities con-
cerned with a specific population in Georgia, spending 33%of it's allotment
in plapning,influencing,menitoring and general advocacy. The 36 member group
is located in the office of theCommissioner of the Department of Humen Resources
and has direct access to Governor Busbee.

In the past year the Council has:

1. Influenced the Governor to require a comprehensive Master Plan for
special education as a contingency for signing PL 94-142.

2. Influenced the Governor to get a joint agreement on the severely
handicapped from the State School Superintendent and the Commissioner
of the bepartment of Human Resources.

3. Influenced through resolutions and monitoring the establishment of a
joint comaittee of the Departments of Human Resources and Education
for the purpose of working On commort pmblems as they relate to im-
plementation of 94- 142. -
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Played a key role in passage of state legislation and appropriatien
affacting the handicapped including a Fair Employment Practice Act
prohibiting hiring discrimination in state government and a mandate
that special education training be reqiired for school administrators
and counselors. It has acted in the field of prevention through early
screening for genetic disorders. Over 530 new special education teachers
for implementation of 94-142 have been added, as well as transport-
ation units commensurate with the additiomal educational units. It

has nelped obtain $100,000 fn state appropriations for the state

P and A system.

. In the area of resource mobilization and coordination the councii

provides direct technical assistance to the state and to local com-
munities in accessing other Federal, state and local programs, and
as an official participant in the A-95 provides review and comment on all
state plans and grant applications that relate to our target group.

. Sponsored numerous demonstration projects in the area of services

which have proven effective and transferred fimancial support to
state responsibility.

I hope this minimal description of our activities will provide same answers
to questions that have been asked concerning what happens with state mgnies in
the formula grant system.

We believe that HR11764 is basically a very good bill, and wholeheartedly

support:

1) The retention of the current definition.

2} The increased dollar support for the P and A system.

3) The changes in membership requirements for state and National councils.

4) The emphasis on planning, accountability and rights.

5) The requirement for state councils to plan for manpower development.

g) ;he changes in the roles and functions of the University Affiliated

r ogr ans.
7) The plan requirement for the National Advisory Council.
8) The elimination of construction activities.
We object to the eliminmation f the ing on the allowable costs for the

administration. The monies allocated fo tnis legislation are minimal, and not
sufficient to risk the possibility of 1 expenditure f administration.

28568 O - 78 - 26
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Lid 2CTION

We object to Congre.s requiring 5%-te Council's to spend T0%
of their allotment to assist in the provision of services and 30f&
an pl: nning zctivities.

KATIUNALE

Ve must first undderstand the basic philosophy of the Develop-
mental Disabilities Legislation, that is, it is not a service
progran, St-tes must retain the flexibility to plan for and
provide accordinn to the unigue needs of thzt strte == baued
on that stetes own needs assessmert. 4 n-tional mandated
percentage for any given area, whether service or planning
does not allow for or recognize the individual needs of each
state.

%e recommend that the Committee oppose any restrlctien on
ellocetion of State monies as it relates to the areas of
services vs plenning.

03JECTION

We strongly object to Congress setting rriority services for
Stetes.

AaTICL Ay

;riori‘cy service areas ViIryY fron state to staterne fro year
to year. The state Cowrneil i s in the test rosition to meke
thet deternin: tion.

RECUHLENDATICN

we recommend that Congress require state Councils to éesignate
their owm pricrity service creas in the State Flans and
concentrate efforts in these designzted arecs.

CCUCLUSICH

I hope that you rill tzke these ccmments ¢nd recopuendatiors
into consider- tior when the firsl draft of HR 11784 is Pre-
pared, andlexpress to you ny sppreciztion for the efforts you
cre expending an behzif of persons rho are cevelopmentally
Cisatled.

There is no doubt that we sre here firhting far our JState's
right to continue zo work in our state to see thst the neels of
persons who cre developwentslly disabled are met. Thatl's whot
is utmast in our minds, ¢ We_review recommendations for
extension of developuental éistbilities legisistion.

Gentlewen, this concluces ny testimeony.
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Mr. Rogers. Thank you for an excellent statement.
~Mr. CarTer. | want to compliment the lady on her statement, par-
ticularly on those people who were taken from the institution and
employed. They made—I| haveforgotten how muchit was.

Ms. Cuesyor. | t is $100 a wesk.

Mr. Carrer. | n contrast to that, alady caled me last week, from
the mental health association. She said that some of their people
have made as much as $11per wesk when they were employed, This
is very much in contrast to what you have reported.

I want to compliment you on what you have done, but | bemoan
thefate of those peopleinmy area. | regretit.

Thank you, Mr. Chairman, for your indulgence. o

Dr. WaTtson. The conference has obvioudly seen the handwriting
on the wall of fairly serious divergences of opinion from many
sources on what ought to happen to developmental disabilities and
has, of course, therefore been accused of becoming a vested interest
initself in attempting to perpetuate its own activities.

I won't dignify that with any further discussion, except to say we
did commission the activities of our own task force to come up with
some recommendations fofyour consideration, looking at all the rest
of thethingsthat we knew to bein existence.

Roy Bruninghaus, Director for the State of North Carolina, will
address himself to that and to those things which only the North
Carolina DD Council wishesto speak to.

STATEMENT OF ROY V. BRUNINGHAUS

Mr. Brownixeraus. Thank you, Mr. Chairman.

I would like to first introduce my right arm, sitting on my right,
my Assistant Director, Jane Smith.

Mr. Rooms. Mrs. Smith, we welcome you to the committee.

Mr. BrusingHAUs. | N theinterest of time, | also will dispense with
therea ng of my written testimony and attempt to summarize our
concerns and to address some of the issues which have been raised
herethismorning [see p. 401]. .

As | often do, | would also like to depart a little bit from Dr.
Watson's introduction and suggest that | am speaking primarily on
behalf of the council in North Carolina 1 think that the work of
the National Conference on Developmental Disabilities speaks for
itself in the fact that we have been invited to appear in front of you,
and we are extremely grateful for that opportunity to tell our story
as best we can. .

I would 1ike to respond to the question about what it is that we
actually do with our funds and how we do operate in the State of
North Carolina.

You havein front of you on page 2 of my testimony a summary
o our most recent accomplishments. You aso have a two-page docu-
ment which was prepared by my assistant director because her tenure
with the council roes back a long time. It eoes back a lot farther
than mine.

I would like to summarize what you see there. Before | do that, |
would like to indicate the process which we go through in North
Carolina to dothese kindsof things.
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First of all, we take a look around, in some systematic fashion—
and | guess that is what you planning—and we evaluate what is
needed for services to persons with the four disabilities which this
act addresses, and particularly paying attention to the severely handi-
capped and the multiply impaired. We try to determine what the
client needs are at the community level for services and then what
the system needs are, and that eventually gets usinto policy analysis
because, as you may know, the many, many dollars that are spent at
the State level and at the community level are spent primarily in
response to those agencies policies, and that is where we look when
we want to change things.

We then, after we determine what needs to be done, plan for and
develop new program approaches. On the two-page sheet which you
have, you see the word " demonstrate™ many times. W e started a lot
of things in North Carolina, and some rather signiﬁcant things are
now being paid for by the State of North Carolina with taxpayers
dollars on a continuing basis.

I n addition to planning for and developing these approaches, we
then demonstrate these approaches. We take the risk with our Fed-
eral money that the Department of Human Resources or the De-
Plartment of Public Instruction probably couldn't becausethey don't

ave that kind of monev available and urobably wouldn't because
of the politicsinvolved.

We demonstrate these approaches, to the State, and we involve
them in asking us, doesit work? How much doesit cost? Does it get
the job done?

We try to satisfy both the departments and the legislature that,
in fact, thisisagood program.

Then the fourth thing that we do is get the State to implement
these programs with State dollars if they prove feasible and cost
beneficia. 1 submit the list to you. It isa summary list, even at that,
but you can get an idea of the kind of thingswe are doing.

Basically what wetry to do isto cause the Stateto implement new
programs, new laws, new policies and new funding approaches. On
that last one, that sounds like some bureacratic jargon, Dr. Carter,
so | will refer you to the efforts on page 3 that we are talking about
in my written testimony where you see there that we have convened
a specia interdepartmental task force on housing to provide a unified
State effort in obtaining funds from the Federal programsfor appro-
priate housing for all of our developmentally disabled. That iswhat
I mean when | saw new funding approaches. Wetry to pull together
the agencies that could respond to the housing needs of the handi-
capped to accesstheir funds.

Mr. CarTer. | think that is innovative and makes good sense. |
don't think that is bureauncratese.

Mr. Bruniwvasavs. Thank you.

Now in resPect to the bill which has been prepared by your com-
mittee, first of all, I would like to express our belief that H.R. 11764
is basicaly a very good bill. We wholeheartedly support the reten-
tion of the current definition of developmental disabilities. It is hard
enough to explain, | think, what,we do in terms of trying to serve
the population outlined in Public Law 94-103 without going into
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any long definition and explanation based on some kind of func-
tional approach, although | suspect somewhere down the linein this
country we are going to a noncategorical approach to serving the
handicapped.

But | think we need a little bit more time strug?ling along under
the é:élrrent definition to make sure this particular population is
served.

The second point that we wholeheartedly support is the increased
dollar support for the protection and ocacy system which, in
many States and in our State, is beginning to make its impact felt
in terms o opening up, most particularly, Dr. Carter, school systems
which are rebelling against implementing 94-142, We are using our
protection and advocacy system to bring heavy administrative ac-
tivity to open up those systems and also engage in both individual
suits and classaction suits, as appropriate.

We had a similar problem with regard to integration, asyon know,
in North Carolina, and of coursel guess westill do in terms of our
university system. But the point isthat it is even more difficult in
some of our rural counties to get the handicapped into the school
system,; lplerhaps more o than other minorities.

The third point that we would like to support in HR. 11764 is
the changes in the membership requirements for both the National
Advisory Council and for the DD councils. We bdieve that having
handicapped people on the council and aso their parents and their
guardiansisoned thegreatest assetsof our program.

We aso support the emphasis on the planning and accountability
and rights that is contai neé)ln the bill.

We aso support the requirement for state councils to plan for
manpower development. It does not do much good to develop asen-
ice program if you don't have anybody to run it, to be there or quali-
fied to bethere. Wetry to stress both quantity and quality on that.

We adso support the changesin the roles and functions of the uni-
versity dffiliated programs, the plan requirement for the National
Advisory Council and theelimination of constructionactivity.

With regard to thgdpriorit%/ sarvice areas, which is an issue, let me
simply say that we bdieve that while setting priority servicesis an
important thing for a council to do, we would prefer that the States
be required to assess those four priority areas on their own, if you
will, rather than have Congress, in its infinite wisdom, suggest what
the priorities should be for the State of North Carolina or for any
other State.

I think that with regard to the 70 percent rule, let me suggest to
you and refer you back to my discusson of how we do things, We
need someflexibility to spend our fundsto carry out the foyr activity
areas which | indicated to you at the beginningd my testimony. In
some yearswe may get heavily involved in starting up_programs such
as the ones listed. I'n other years, we may get heavily involved in
legidlative activity and bureaucratic jawboning. | n other years we
may get heavily involved in evaluation,

Those things will vary from year to year. So we really have a
problem with an arbitrary percentage placed on us to spend our
funds. We think that is a prerogative that we, in fact, should be
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alowed to keep. | think there is enough accountability built into
your bill, and there can be enough accountability built into the r
ulations that would come along with new legislation that would
make sure that we are not playing fast and loose with the funds.

The final point | would like to make is that we are concerned
about a fair and continuing and appropriate evaluation of this pro-
gram. Now | call your attention to the chart which was, | bdieve,
submitted ?/esterday by Dr. Bo%

With all due respect, and | think it is an excellent chart. But what
this chart does not tell you isthefact that there is significant varia-
tionsin the amounts of money which each of these States get. | f you
have only $150,000 to spend, and many councils—-Artishereis a per-
fect example—have that, and when you recognize that our autistic
home for children in Greensboro, N.C., costs $80,000 a year to op-
erate, yon are not 58%0(%1 to get much back for the buck if you put 70
percent of that $1 into services.

Yet, on the other hand, if you have what California has or what
Ohio has or what I1linois has, or even what we have or what Florida
has, you can afford to start somegood service programs and you can
deliver somedirect services.

There is a catch in that, too. | think if you are going to provide
direct services, you have an obligation to your clients to continue
thoseservices. Our money isin jeopardy every 3years.

I will submit to you and recommend, as | have in my written
testimony, that the Secretary of HEW be ordered by the Congress
to conduct a continuing and fair evaluation of what it is that, we
have been mandated to do so that we can justify our existencein a
much moreeffectivefashion.

With that, I will close. Again, thank you very much for the op-
portunity to tell our story. I will be happy to answer any questions
about our program.

Testimony resumeson p. 4121 _
Mr. Bruninghaus' prepared statement and attachment follow :]
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| NTRODUCTI ON:

Mr. Chairnman, menbers of the subcomrmittee, ny name i s Roy Bruninghaus.

| amthe Executive Director of the North Carolina Council on Devel oprent al
Disabilities, and | amal so the Vice Chairman of the Legislative Task
Force of the National Conference on Devel opmental Disabilities. | wll
speak, however, primarily an behal f of the North Carolina DD Council

since the President of the National Conference and the Chairmanof its

Legi sl ative Task Force are acconpanyi ng me on this panel.

BACKGROUND:

It is the consensus of the North Carolina Council on Devel opnental
Disabilities that the Devel opnental Disabilities Act. PL 94-1p3,

shoul d be renewed and that the continuationof the DD program shoul d
preserve the original intent of PL 91-517, as anended by P.L. 94-103
whi ch enphasi zes the planning, influencing, and accountability roles

of pp Councils. The op programis the only programin the state of

North Carolina which has a mandate to ensure that the state i s responsive
to the service needs and to the rights of all of its citizens with

devel opnental disabilities. It is a very large, conplex task, but we
have adequate state and federal funds to d- this job well and oar

Council and staff are naking great progress.



Because we have been perceived by the state as a planning and influencing
program, We are located in the Office of the Secretary of the Department
of Human Resources where we are required by our Stare Db | aw to advise
her in all matters related to providing services to persons with devel op-
mental disabilities. From this vantage point, we have been able to
participate in significant planning and policy-making activities with

the pepartment and to use our fendg to take a lead role in devel oping and

demonstrating new ways to solve some of our ol dest problens.

The Council's nost recent accomplishments include:

(a} the design and passage of a Linted Guardianship Law,

(by the establishment of a Laboratory to neasure the anticonvulsant
drug levels in the blood of persons with Epilepsy in order to
mai ntain preci se drug levels for the control of seizures,

{cy the planning and devel opnent of a Case Mapagement System for
statewi de application if the demonstration programs neet
their objectives and satisfy the concerns of the Departnent
and the Legislature,

{(d) the demonstration of a model program for Mentally Retarded
Youthful COfenders in a nedium security PBrisen in order
to reduce their stay and their rate of return once rel eased.

{e) the establishment of the first Group Home For Mutistic Children

inthe state.
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(fy the establishment of a High Risk Screening Pilot Proiect.

in the newborn nurseries of six counties which coordinates
the efforts of the public and private sector and tracks
and coordinates services to high risk children, and

tgy the provision of Policy Guidance to the Secretary of the
Department of Human Resources rhich concentrates on the areas
of: (1)} primary and secondary prevention, (2) ipstitutjonal
reform, (3) gase management, and (4) the implementation of
Section 504 of the Rehabilitation Act of 1973 and the

Education for AXl Handicapped Children act of 1975, (P.L. 94-142).

The Council is convening a special interagency Task Force on Housing

to provide a unified state effort in obtaining funds from Federal programs
for appropriate housing for all the developmentally disabled. The Council
is funding four field staff positions for the WProtection and Advocacy
System. The Council is providing staff support to the Governmor's |nteragency
Task Force on Transportation which will develop a plan to neet the trans-
portation needs of personsrho live in rural areas, particularly the

handi capped. The Council is providing staff to the Secretary of the
Department Of Human Resources to coordinate and to devel op the efforts

of wolunteer manpower to assi st agencies which provide serwices to the
devel opnental |y disabl ed acress the state. The Council this year will
analyze the policies of all state agencies to ascertain their respdnsive-
ness to the service needs and to the rights of persons with devel opnental

disabilities.



Mr. Chairman, | review these activities because | want to highlight how
we have put the focus of the current DD |ax into action and what rerill

| ose if congress changes that focus in its amendments to the pD law.

PGSITION ON HR 11764: Area? of Agreenent

We believe that HR 11164 is basically a very geod bill. We wholeheartedly
support: (L) the retention of the current definition of Developmental

Disabilities, {(2) the increased dollar support for the Protection and

advocacy systems, ({3) the changes in membership requirenents for both

the National Advisory Council and the Db Councils, (4) the emphasis on

planning, accountability and xights, (5) the requirenent for state Councils

to plan for manpower devel opnent. {8) the changes in the roles and

functions of the Uniwersity Affiliated Pregrams, (7) the plan requirenent

of the National Advisory council, and 181 the elinination of construction

activities.

POSITION ON HR 11764: Areas of Disagreenent

(A) PRIORITY SERVICE AREAS

Objection:
We_object to the Congress setting priority services for states, and we
guestion On what basi s has Congress determined that the four (4) services

inthe bill are the priority services for North Carolina.
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Rationale:
There are sixteen (16} service areas for persons with devel opnment al
disabilities. Priority service areas vary from state to state. States

shoul d deci de what those priority areas are; not congress.

Recommendation:

W recommend that Congress require-state Councils to designate four priority

service areas in their state plans and concentrate their program planning,

influencing, and evaluating activities in these areas.

{B) 70% RULE
Objection:
We object s« the congress gequiring state Councils s« gpend 70% of their
al lotment "to assist in the provision of services™ to persons with

devel opmental disabilities.

Raticnale:
The essence of the devel opmental disabilities legislation is the planning.

influencing, and evaluating role of state Planning Councils, the protection

of rights by the Protection and Advocacy Systens, and the training of

manpower by the University Affiliated Programs.

To require a Planning Council to spend 70% of its funds in the provision

of direct services is a gontradiction of their mandate.
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Councils cannot previde direct gervices on a contipuing basis and carry

out their nandate for two reasons:
(1) there in an insignificant amount Of money in the Face
of the need, and
(2) there is no permanence to bb funding.
Both reasons place a cruel burden on both those who serve s those who

are served in terns of frustrated expectations and undue hardship.

Councils are nost _effective in influencing the state to develop quality

services when they: {(a) fund pilot or denpnstration projects, (b} evaluate

the success of such projects, (e} develop strategies Prior ko initial

funding to insure permanent state funding when they are completed and
proven successful, and (d) devel op the necessary suppert and commitments

for statewi de application.

This process nay require a Ceuneil in one year to spend mors Nbney ON
planning for the devel opnent of such projects than in operating them

In sone Years more funds may be allocated by a Council for operating the

projects than for planning then. And in some Years additional funds
may be allocated for intense evaluations and the devel opment of xeplication

strategies for the state.

It is unreasonable for Congress to curtail or restrict this flexibility

by placing any arbitrary per cent on the amount of funds a council is

required to spend on providing direct services.
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Recomrendat i on:
We recommend that paragraphs 4 A B, and C of Section 133, "Provision of

Priority services" be stricken fromthe bill.

{C) EVALUATION
yj ecti on:

We object to the fact that the Secretary has not conducted a fair,

effective, and continuing evaluation of the DD program

Rationale:

we are asked to cone before the congress and justify our existence every

three years. Yet the secretary has not assisted us by evaluating the

DD programon _the basis of it==rramtare—

[D Councils are mandated to plan for, to influence the development of.
and tc evaluate the quality of services for persons with devel opnmental

disabilities. Yet critics evaluate Councils on the basis of the direst

services which they provide. This is notonly unfair evaluation, but it

is also a pajor contribytion to the pervasive misunderstanding of what

the focus of the [D program is.

Recommendation:
we reccmmend that the Congress require the Secretary to develop a system

to evaluate the impact of State Councils' planning, influencing, and

eval uating activities.




CONCLUSION:

#r. Chairman, this concludes Ny testimony. Please let me enphasize again
that we support most of HR 11764. |t is a good bill, and we hope that
you will take our recommendaticns into consideration when the final

draft is prepared.
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ACCOWPLI SHVENTS oF THE
NORTE CAROLINA COGNCIL ON
DEVELOPMENTAL DIiSABILITIES

Pi oneered th: implementation Of Statewide Screening for Phenylketonuria.

Supported and assisted in the devel opnent of tegislatiom for Child Abuse
and Neglect Reportirg.

Assisted in the devel opnent of and supported change. in Legislatica to
allew more educational pregrams for persons with Developmental Disabilities.

Assisted i n the devel opment of end supported | egislation authorizing
grant-in-aid subsidies to sheltered workshops and day care prograns.

Picneered the development of and assisted in thz: establishnment of the
first gemetics counseling center in North Carolina.

Assisted in and supported the development of a specialized facility
for persons in the correctional syshem who have developmental disabilities,

assisted in and supported the establishnent of sheltered residential
facilities in communities.

Endor sed and supported | egislation for nandatory |icensing of day
care centers.

Asgisted iNn and supported the development of day care, research, and
sheltered employment facilities.

Devel oped ana supported the Special wiymgics in Worth Carolina.

Supported educational efforts to assure that all children receive
immunizations to prevent di seases that coul d result in developmental
disabilities.

Sponsor ed ' 'Car eer s bays" at col | eges and universities across the
skate to introduce students to thz variety of health rel ated careers.

sponsored "PACE' students to work in community programs serving the
developmentally disabl ed.

Devel oped | ocal Council* on Devel oprental Disabilities to plan services
for tns population they rspresent,

Devel oped material s and worked with communities in providing religious
programs for developmentally di sabl ed persons in their home churches.

Developed and influenced the passage of Legislation providing guardians,
with powers limited by the ability of the ward, for persons with devel opnental
disabilities.
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Provided training to persons affected by the limted guardianship
| egi sl ation.

Demonstrated the impact of screening of infants to detect devel opnental
disabilities at an early age.

Devel oped and supported eommunity residential facilities so that persons
vith devel opmental disabilities are able to remain in their hone communities.

Devel oped end supported the establishment of a |aboratory to analyze the
| evel of anti~convulsant drugs in the blood of perscns with seizure
di sorder.
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Mr. Roexrs. Thank you, Mr. Bruninghaus.

Dr. Carter.

Mr. CarTter. Thank you. Mr. Chairman.

| particularly wanted to compliment the gentleman from Ohio, Mr.
Brown, who gave such a nice presentation. 1 think he is eminently
worthy of being on the board in Ohio.

| have looked over the program here that you have from North
Carolina and | find, in your infinite wisdom, you have done quite
well. I am not going to castigate you or fla%rellate you for something
that isnot done. | think that is pretty well planned.

However, 1 hope that you would find funds somewhere for that
institution that you have for the autistic children. | believe you said
it costsyou $80,000 ayear to runit. I hopeyou will dothat.

Of course, apparently there are many problems. Again, you must
have planning; you must have coordination; you must have funds
for that. The impact of the funds should be to assist those who have
disabilities. Those people who are closer to those who have the dis-
ability perhaps realize this more than anyone else. Planning is very
necessary, and | support funds for that. But without training peo-
gklle to teach and t—~help these people, we would certainly be in sad

ape.
Thank you, Mr. Chairman.

Mr. Rocers. Thank you, Dr. Carter.

'As | understood it, the council generally supports the minority
Yiew:

Mr. BRowN. Yes,

Mr. Roeers [continuing]. Regarding the definition rather than the
majority.

Dr. WaTsoN. Yes Or the current definition.

Mr. Rocers. Does the law need to be clarified as to who is respon-
sible for planning and establishing the priority? | s there any confu-
sion there?

Dr. Watson. There is confusion in the law and there is absolutely
ulnrg]cs_();&/ed confusion in the regulations and guidelines. It must be
clarified.

Mr. Roeers. What should it be?

Ms. Camsnur. Can | speak in terms of thisin Georgia? We feel
strongly that because the administrative agency in Georgia is one
small agency, the DD population in that plan must reflect the ac-
tivities and gaps in programing for several, possibly nine, Federal-
State programs. So we see it almost an impossible task to ask an
agency to write a comprehensive plan that includes nine different
Federal-State programs.

I think this needs to be clarified definitely in the new legislation
that the State Development Disabilities Planning Council is respon-
sible for development of the plan. o _

'The same thing in the establishment of priorities. | don't think
that one agency, even if it is the human service agency can establish
comprehensive priorities—Ilabor is & very big part of the need of
seérvices for the developmentally disabled, so they also must speak
and must also listen. So we feel strongly that the council is best for
establishing priorities.
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Another advantage of the council isthat you have some very rea.
input in terms of one-third of that council menibership being con-
sumers and consumer representatives. You also have providers of
services; those people in the community who reside many miles from
our State capital. They need to be involved in planning as well as
the State agencies.

We feel that should be cleared, and it would be helpful to usas a
council if it could beclearedin the legislation.

Mr. Brown. May | spesk to one qualificationthat | feel needs to
be more defined, and that is what is a consumer. | n Ohio, we have
gone through amost total reorganization based on the fact that no
oneisquite sure what a consumer is.

For example, | made reference to the fact that 1 cannot, in Ohio,
under current law be classed as a consumer because | am also an
agency representative. | think that is unfair because, as Mr. Carter
has said, | think we need more of our own people serving our own
people, and if they do that, then thev cannot, under current law,
participate as consumers.

Mr. Rocers. May | suggest that you might want to submit to us
the Ianguge that 'you think would carry out your thinking on the
definition of consumer.

Wewill beglad to look at that.

Dr. Watson. We will bevery pleasedto do so.

[The information reguested was not available to the subcommittee
at thetime of printinﬁ-] ) )

Mr. Rogers. Thank 'you so much. The committee is grateful for
your presence heretoday.

Dr. WaTson. | have to say, sir, this was very educational for us.
The previous Panel said more good thngs about the DD Council
system in one placethan | have heard in 3years.

I thank you for the opportunity.

Mr. Rocers. The committee will stand in recessuntil 2 odock this
afternoon.

[Whereupon, at 12:15 p.m., the subcommittee recessed, to recon-
veneat 2 pm, thesameday.]

AFTER RECESS

[The subcommittee reconvened at 2 p.m., Hon. Paul B. Rogers,
chairman, presiding.]

Mr. Rocers. The subcommittee will come to order please, con-
tinuing our hearings on Development Disabilities Act Amendments
of 1978. 1 would hke to remind witnesses again that we are under
a time congtraint. |If those who give testimony could hold it to 10
minutes and those on panels to 5 minutes each, it will be helpful to
the committee.

The first pand this afternoon is a panel of State agencies. Mr.
Gareth Thorne, who is the commissioner of the Connecticut Depart-
ment of Mental Retardation, Hartford, Con?,, and Dr. Leonard
Ganser, who is the administrator of the Division of Community
Services, Wisconsin Department of Health and Socia Services, ac-
compained by Mr. Harry Schnibbe and Ms Jayn Wittenmyer, on
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. National Association of State Mental Health Program
paik afattie obcpod itof tile committee. Y our statements will

cers. You may proceed asyou desire.

STA1.AENTS OF GARETH THORNE, SECRETARY-TREASURER,
NATIONAL ASSOCIATION OF STATE MENTAL HEALTH RETARDA-
TION PROGRAMS DIRECTORS, INC.; AND LEONARD OANSER, M.D.,
ON BEHALF OF NATIONAL ASSOCIATION OF STATE MENTAL
HEALTH PROGRAM DIRECTORS ACCOMPANIED BY HARRY
SCHNIBBE, i DIRECTOR; AND 1 WITTERMYER,
EXECUTIVE DIRECTOR, WISCONSIN DEVELOPMENTAL DISABILI-
TIES COUNCIL

Mr. THorNE. Mr. Chairman, my name is Gareth Thorne. | cur-
rently serve as the commissioner of the Connecticut Department of
Mental Retardation. I am here today representing the National As-
sociation of State Mental Retardation Program Directors, which is
an or§anization of officids in the 50 States who are directly respon-
sible for the provision of today and residential services to over one-
half million mentally retarded and other developmentally disabled
citizens.

I have a statement that has been submitted and | will take from
the general statement certain areas that | think might be of interest
toyou [seep. 418].

Mr. Roeers. That would be helpful.

Mr. THorNE. Thank you, sir.

For the purpose of today's testimony, |1 plan to focus only on the
most fundamental harriers to accomplishing the goals of the devel-
opmental disabilities program. 1 would like to relate these broad
issues to specul ative revisions proposed in H.R. 11764. )

Ome of the basic difficulties associated with the program from its
onset has been the diffuse set of statutory goals. The gap-filling
philosophy underlying the legislation has proved to be a rather
nebulous target for many State councils and agencies. Lacking clear
legislative or administrative guidance concerning expenditure pri-
ority States have been faced with the unenviable task of addressing
a seemingly endless need of service needs with woefully inadequate
financial resources.

As a result, even where appropriate, service priorities have been
identified and activities initiated, the impact has been minimal due
to the massive scope of the problem.

The reasons for the mediocre performance of many States is quite
complex. I't seems clear that the original planners of the legislation
underestimated the difficulty of influencing the policies and practice
of large human service systems through a gap-filling or role-model-
ing approach.

H.R. 11764 addresses this problem by identifying four priority
service areas: Individual client management services and infant de-
velopment services, alternative community arrangement services, and
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nonvocational development services. The national association en-
dorses the target services approach, incorporated in the Roger bill
for the following reasons.

First, it leaves the individual States some flexibility to choose the
service areas in which Federal dollars are most needed, while at the
same time requiring each jurisdiction to focusits federally supported
activitieson clear. attainable servicegoals.

Second, it establishes a viable relationship between the service ob-
jectives of the program and the Federal aid available to help meet
these objectives.

Third, It permits an orderly expansion of the program as Federal
support increasesin further fiscal years.

While the association views the above provisions of H.R. 11764 as
a keystone to improving operation of the current development dis-
abilities program, we would like to recommend one relatively minor
change in the bill as introduced. Section 133(b) (4) (B) (i) (I) and
(IT) should be revised to allow a State to choose whether to focus
on one or two service priorities as long as the total section 131 ap-
propriation is bedow $60 million and on two or three priority areas
as long as the appropriation is below $30 million. The language of
the current bill iscontradictory.

Section 133(b) (4) (ii) seems to suggest that States would be per-
mitted to focus on one area while the other section, 133 (b) (4) (B)
(ii) (I)and (11), indicates the States must focus on two or three
service priority areas respectively.

What we are basically saying is that especially minimum allot-
ment Slates should be given the option of focusing on fewer priority
areas if a council agrees that a greater overall impact would be
achieved.

Mr. Rocers. | think that makes sense.

Mr. Tmorxe. | n terms of the general area of clarifying the plan-
ning service advocacy rolesof the council, there continues to be some
problem of clarification. While these changes that were made in the
proposed bill were intended to clarify t%e responsihilities in the
council, in fact, there continues to be a significant State-to-State
variation in the scope and types of planning and direct service tie-
tivity supported.

As a result, it is impossible to pursue national goals under the
current legislation as presently structured. The bill under eonsid-
eration, the Rogers bill. would attempt to resolve the confusion sur-
rounding the current planning and service advocacy roles of the
council by making it clear at least 70 percent of the State's allotment
must be used for the provision of servicesin one or more of the pri-
ority areasidentified in the bill.

I n addition, a stronger emphasis would be placed on development
of operational plansin theservice priority area selected by the State.
Our association agrees that increased emphasis should be placed on
operational plannin%

To be effective, the planning and implementation functions must
be part of the cycle Broces under the current law. However, the
council usually lacks both control over the necessary resources and
the political backingto assureits plans areimplemented.
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I n addition, signiﬁcant discrepancisoften exist between the global,
statewide plans developed by the council and the operational plans
prepared by various State and loca agencies engaged in serving de-
velopmentally disabled clients. Hopefully the Rogers bill will mini-
mize such discrepanciesby focusing the council's planning efforts on
the sdected priority areas and channeling the bulk of the State's
section 132 allotment to carry out the plan onceit isdeveloped.

Although we agree with the primary thrust of the Rogers bill, we
recommend that the subcommittee place some reasonable time limit
on the grandfather clause contained in section 133(b) (4) (B) (iii) of
the hill. Therefore, we suggest that section 183(b) (4) (B) (iii) be
applicableonly in thefiscal year 1979 year in order to permit affected
States to make transition to the new requirements of H.R. 11764.

This is addressing, | think, the problem that Dr. Carter has been
mentioning this morning. of getting some money into actual service
provisions and limiting the continuation of putting most of the
money in the planning.

I will skip along here. In terms of definitions, because definitions
have been always a problem and have been addressed in these hear-
ings and in others, | would just like to point out that while we in
general, favor the approach of the definition proposed by both the
majority and the minority members of the national t force on
the definition of developmental disabilities, clearly the criterion for
program eligibility should be based on the functional service needs
with severe disabilities originating in chlidhood, rather than upon
diagnostic labels. Such labels provide little practical guidance to the
program administrator charged with the task of designing an effec-
tive service programs.

Basically, on %rmlance the association recommendsthat the subeom-
mittee proceed with great care before approving any significant ex-
pansion in the current statutory definition. A completely functional
definition may be aworthy objective.

However, given the existlnﬂ gaPs in services to the disability
gmups currently covered and the differencesin the service needs and
delivery systems and groups that would be added under the task
force's major definition, we ssimply see no practical way to avoid
drawing some categorie parameters around program eligibility.

Now as a commission of a large department in the State of Con-
necticut and the developmental disabilities program islodged in the
department for administrative purposes, | would like to make a

eneral comment which | think summarizes to some extent what the
gtate directors are attempting to do. We certainly have always
strongly advocated planning. We have been pleased certainly In
Connecticut with the planning effort that has been made by the De-
velopmental Disabilities Council. 1t has been a very hard working
group, a very highly involved group and has worked very coopera-
tively with all the agencies.

However, there is a point in time when planning has to come to
same specific and end goal, SOme objectives. In other words, we plan
to the point of becoming amost an exercise in futility. Tt is very
frustrating for peopleto plan and plan and plan and not be able to
implement planning.
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Money, of course, isa major object. The developmental disabilities
program has never been funded to the extent that implementation
of planning has been carried out as a part of the Federal contribu-
tion. | t hasawaysbeen | eft up to the States to generatethe funding.

My personal belief isthat when we are looking at planning in the
perspective of coming up with a total, overall comprehensive plan
we end up with something that is not attainable and quickly gets put
on somebody's shelf and gather dust and we go to the next set of
plans theen we change administrations or Federal laws or whatever
It may

In my position my hope would be that our planning be directed to
specific goals, to specific major areas that need attention, that the
funds that come to the States be spent for the development of pro-
grams, direct service programs, that will meet the needs of people
and also directed to capacity building of in-place agencies.

We bdieve very strongly in a single agency designation for the
DD program, particularly an a?ency that has aready within the
State structure a levd of credibility and service provision that cuts
across a wide swath and that by building capacity in those agencies
or in that agency and by limiting planning to specific priority areas
and by implementing plansasa processanc%buildin aswego, | think
that we would make a lot more productive use of Federal dollars
and State dollars rather than trying to take on the world and have
a solution for everything.

Testimony resumeson p. 4281

Mr. Thorne's prepared statement follows:]
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Mr. Chairman : istinguished members of the Subcomwittee, I appreciate this
opportunity to appear before you to present the views of th: National Associati
of State Mental Retardation Program Directors on the Develormental Disabilities
Amendments of 1978 (H.R. 11764)

The membership of our Association consists of the designated officials in the
fifty states and territories who are directly responsible for the provision
of residential and community services to a total of over 4 million mentally
retarded children and adults. As a result, we have a vital stake in a variety
of federal health, education and social welifare programs. |n recent years! as
states have begun to emphasize the development of a wide range of residential
and daytime alternatives to large, publicly-operated institutions, the number,
scope and complexity of federal assistance pregrams impacting on state mental
retardation agencies has increased tremendously.

This morning | would like to outline far the Subcommittee the Association's

view on the Developmental Disabilities program, one small but important component
of the federal government's array of assistance programs which impact on mentally
retarded citizens. The state mental retardation agency serves as the designated
Unit to administer federal PR formula grant funds in approximately two-thirds

of the states. In addition, since an estimated 65 percent of the 54 million
developmentally disabled persons requiring services have a primary diagnosis

of mental retardation, even those state MR agencies which do not serve as the
designated DD unit, have a vital stake in the success of the Developmental Dis-
abilities program. For this reason, it seems both timely and appropriate to
describe our experiences as state officials who have been intimately involved

in the day-to-day operation of the program since its inception some 64 years ago.

As initially conceptualized, the Developmental Disabilities program was intended
to be a planning, coordinating and gap-filling mechanism which would hete con-
sumer reprerentativer. service providers and responsible state officials to
rationalize the expanding array of federal and state programs aimed at financing
and delivering services to some of our society's nore severely dirabled citizens.
I'n practice, however, the program has not achieved the lofty expectation which
many consumer advocates and professiarals held in 1970. At the same time,

the fundamental goalr which the original legislation addressed are, ifanything,
even more meaningful today than they were 64 years ago.

I recognize that this Subcommittee will receive a wide range of views or the
existing barriers to accomplishing the goals of the Developmental Disabilities
program. Clearly, there are a variety of issues to be considered. For purposes
of today's testimony, however, T plan to focus enly on those issues which appear
to be most fundamental and farreaching. In addition, I will attempt to relate
there broad issues to the specific legislative revisfons proposed in HR 11764
(Rogers).

1. Need for Statutory Service Priorities

One of the basic difficulties associated with the program from 1ts on-set has
been the diffuse set of statutory goalr. Despite glaring deficiencies in the
range and scepe of services available to the developmentally disabled in all



stater, the gap-filling philosophy underlying the legislation has proven to be
a rather nebulous target far many state councils and agencies. Lacking clear
legislative or administrative guidance concerning expenditure priorities,
states have been faced with the unenviable task of addressing a seemingly
endless array of service needs with woefully inadequate Financia) resources.
As a result, even where appropriate service priorities have been identified
and activities initiated, the impact has been minimal due to the massive scope
of the problem.

The designers of the DD legislation, however, never anticipated that the program
would furnish basic operating Support for a discrete set of services to eligible
recipients. Instead, they envisirmed federal DD service dollars as having a
catalytic impact on the expenditure of funds available through a wide variety
of generic and specialized service system within each state (e.g., education,
vocational rehabilitation, health, mental health, mental retardation, crippled
children, ete.). In other words, when linked with the planning and coordinative
activities of the state council, DD funds were supposed to have an influence

on the activities of the mega-service system dirpmportianate to the actual
nunber of federal DD dollars expended.

In practice, however, federal 0D service grants appear to have had ya Hmi d
and sporatic impact on the overall pace and direction of change n many states -
despite the notable accomplishments which have occurred ©+ a few jurisdictiens.
The reasons for the mediocre performence of many states are quite complex. How-
ever, it seems clear that the original planiers of the legisTation underestimated
the difficulty of influencing the poli:i¢ wud pra:ti ; of Targ human service
systems through & gap-filling or role modeling approach.

Ore lesson, therefore, which can be derived fran our initial experience with
the DD program, is that a somewhat more targeted and clearly defined set of
service objectives is essential ifthe program is to have a meaningful impact
on expanding and improving services.

HR. 11764 addresses this problem by identifying four priority service areas -
individual client management services; infant development services; alternative
community living arrangement services; and nbn-vocational social-developmental
services. Initially, each state would be required, by law, to select two of
those four priority service areas in which to concentrate its efforts. Until
appropriations under Section 131 reached $60 million annually, each state would
be required to expend at least $100,000 or Z0 percent (whichever was higher)

of 1ts annual alietment on servicte activities associated with the twe identified
priority areas. Once the annual appropriation was between $60 and $90 mi7lien,
a state would be required to expend 70 percent of its funds (or $100,000, i F
higher) on three priority service areas. HWhen annual appropriations exceeded
$90 miT1ion, a state would have to expend 70 percent of its formula grant
allotment on all feur priority service areas.

NASVRRO endorser the target services approach incorporated in the Rooers bill
Decause: {aj] 1t leaves the individual states some TIERIBI1ILY 0 cChogse (he
service areas in which federal dollars are most needed while. at the same time.




requiring each Jlurisdiction to focus its federally supported activities on
clear, aftainable service goals; (b} it establishes a viable relationshi
between the rervice objectives of the program and the federal aid available
to help meet these objectives; and {c) it permits an orderly expansion of the
pregram as federal support increases in future fiscal years.

While the Association views the above provisions of HR 11764 as the keystone
to improving the operation of the current Developmental Disabilities program,

we would like to recommend one relatively minor chanae in the bill, as introduced.
Section 133’!:);4)!13)[1'1)(1) and {I1) should be revised to allow a rtate to choose
whether to focus or one or iwo service prigritv areas as _long as the total Sec-
tion 131 approoriation is below ¥60 miTiion dolTars and on twe or three priority
areas as long as the appropriation is bdow 282 million. The language of the
current bilT {s contradictory. Secticn 133(b} (4J(31) seems to suggest that
states would be permitted to focus on one area, while Section 133(b)(#)(B)(ii)
{1) and {11} indicates that rtates must focus On Hwo and three service priority.
respectively. NAQ/RD believes that stater, especially minimm allotment

States, should be given the option of focusing on fewer priority areas if the
agency and council agree that a greater overall impact can be achieved.

2. Clarifying the Planning/Service/Advecacy Roles of the Council

The original Act was built upon the assumption that a coalition of consumer
representatives, professionzls and state officials - as represented by the state
council - would be in the test position to identify gaps in services and stimuiate
action to fill them. It was argued that the prioritv needs of the target population
varied significantly from state to state and, therefore, each state should be
given the flexibility to address #ts needs through a combination of service,
planning and gap-filling activities. Soms stater have found this approach to

be guite workable and, to a greater or lesser extent, the expenditure of federal
DD dollars and the activities of state councils have had a favorable impact on

the initiation and improvement of services. Many other states, however, have
achieved little or no progress in striking a balance between their planning,
service, and advocacy roles.

The Act itself, and related administrative regulations and guidelines, offers
state councils little in the wa%/ of practical “advice on tow to integrate these
distinct but interactive sets of activities into a total rtate program. Decisions
on hov much time, effort, and money should be devoted to planning, improving
services, and advocacy are left aimost entirely to the discretion of each state.
Despite the provision of an extensive array of national and regional technical
assistance aver the past five years, may rtate councils sti11 appear to be
sﬁruggling to sort out their appropriate roles and the best ways of pursuing

then.

In the 1975 amendments to the Act {F.L. 94-103} Congress placed greater statutory
emphasis on the council ‘s role as a systemi¢ advocate and as a focal Point for
comprehensive state-wide planning. This fact in reflected in the revised name

of the council and in the increased statutory emphasis on those aspects of the
council's role. Conversely, the council's responsibility far awarding service
grants was restricted.
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While these changes were intended to c¢larify the responsibilities of the councit,
in fact, there continues to be significant state-to-state variations in the
scoRe and types of Planning and direct service activities supported through

DDSA funds.” As a result, it is all but impossible to pursue national geals and
objectives through the pregram &s presented structured.

The Rogers bill would attewt to resolve the confusion surrounding the current
planning, service and advocacy roles of the council by meking it clear that at
least 70 percent of a state's allotment must be used for the provision of services
in one or more of the priority areas identified in the bill. The designated
state agency, in cooperation with the state council, would continue to be respon-
sible for submitting a state plan and conducting a review of needs in the four
priority service areas each year. However, a stronger emphasis would be placed
gg %ne dtevEeIopment of operational plans in the service priority areas selected

e state.

HASVRD agrees that increased empharir should be placed on operational pianning.
TO be effective, the planning and implementation functions must be part of a
cyclical process. Under current law, hewever, the council usually lacks both
contrel over the necessary resources and the political backing to assure that
its plans are implemented. In addition, significant discrepancies often exist
between the global, state-ride plars developed by the council and the operational
Plans prepared by various state and local agencies engaged in serving develop-
mentally disabled clients. Hopefully, the Rogers bill will minimize such dis-
crepancies by focusing the council's planning efforts an the selected service
priority area(s) and channeling the bulk of the state's Section 132 allotment
to carrying Out the plan once i1t is developed.

Although we agreez with the primary thrust of the Rogers bill, we recommend

that the Subceormittee place some reasgnable time Timit on the "orandfather
clause™ contained in Section T33(B)(4)(BJ(ii] of the hiT1. Whije Tt is true
that some states have devoted a relatively large percertage of their DDSA allot-
ments to planning activities and, in such instances, it may be disruptive to
require them to expend 70 percent on priority service area{s) in FY 1979, we
see Tittle justificatfon for continuing such an arrangement indefinitely.

In fact, such action would undermine the basic intent of the Rogers bill - i.e.,
to place stronger emphasis on the provision of direct services in all states.
For this reason, we sucoest that Section 123(b)(41(B}{ii1}) ke apnlicable onl
in FY 1979 in order to permit affected states to make an crderly transition
to the new requirements of H.R. T1764.

3. Impacting an &Generic Federal Funding Froorams

Oe of the basic tenets of the Developmental Disabilities Act IS that, because

O the seepe and longevity of the target population's needs, maximum progress

can be achieved through an inter-agency effort to access and coordinate the
activities of a variety of health, education, rehabilitation and social services
agencies which have a role to play in serving the develepmentally disabled. While
convincing arguments far this apProach have been advanced over the years, in

most states the program has had little or no influence on the policies and prac-
tifcers] ofb_tITe federal/state service programs mentioned in Section 133{b}{2){B)

of the bill.
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Among the reasons why most state councils have had only a minimum impact on
policies and expenditure priorities affecting developmentally disabled persons
under such major federal-state programs are: (@) the broad nature of the
eouncil's mandate and the limited time and roney available to pursue this
area; (b) the complexity of these huge humen service programs; {¢) the absence
of specific legal provisions far enforcing interagency cooperation; (d} the
lack of a planning orientation among most consumer and provider members of
councils; (e) the difficulty of altering statutory and regulatory policies which
limit participation by BD individuals from a state level; (f) the inadequate
data upon which to base sound planning strategies; ard (g) the high turnover
rate among agency, consumer and provider representatives on councils.

Under the Rogers bill, the council would retain its systemic advocacy role and
continue to be responsible for reviewing a variety of federal-state plans which
impact on developmentally disabled persons. In addition, the DD state Plan

still would have te contain a description of the extent and scope of services
provided to the developmentally disabled under such federally assisted Programs

as education for the handicapped, vocational rehabilitation, public assistance,
medical assistance, social services, maternal and child health, crippled children's
services, comprehensive health and mental health and such other plans as the
Secretary of HEW might specify.

In spite of past problems, we agree that it makes sense to assign the couneil
respons$bility for identifying barriers to full participation by the developmentally
disabled in publicly funded humen service programs. Given the diversity ot

funding streams and multi-agency involvements in all states, clearly this IS |

an important council function. ~Hopefully, by clarifying the role of the council

and targeting DD expenditures on a limited set of service priority areas, councils
will be able to devote increased time to this important role.

The Rogers bill also would require the reorganized National Advisory Council

on Services, Facilities, and Rights of the Developmentally Disabled to prepare,
end up-date annually, a national. five year plan for the target population.

V¢ agree that such a national plan would be most helpful, especially if it
focused on the {dentification and elimination of existing barriers to the effec-
tive utilization of various federal generic and specialized resources on behalf
of developmentally disabled persons.  However, given the apparent oppesition

of the Administration to continuation of the Council and the general antipathy
of OMB to statutory set asides for advisory comnittee staff (as proposed in
section 108(d} of the bill), we have serious reservations that the €ouncil can
develop such a national plan. The proposed corposition of the Council and the
fact that it would retain mest of its current functions only adds te our doubt
that the National Council could ecomplete the type of searching analysis and
foresighted everview of nationwide efforts an behalf of developmentally disabled
persons which is so desperately needed.

One possible approach which the Subcommittee may wish te considar s to require
T at a ortion of the ¢ ecial rpject ¢rant fun &, a ropriated under eccien
€
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4. Differenciating the Roles of Council and Administering Agency

ay

The 1970 Ie%i slation {P.L. 91-517) made it clear that the council was to pld,
nding

more than simply an advisory role in the formulation of federal/state Spe
priorities. Yet, the precise dimension of the council's responsibilities
were not made clear in the legislation, Since the original HEWregulations
failed to deal with this matter, each state was largely left to its ewn devices
to determine the worki nﬂ relationship between its council and designated state
agency. As a result, the various states evolved quite different patterns of
agency/council interaction = varying frem states in whick the council was almost
totally independent of the admnistering state agency to states where the council
served as sinply an advisory body te the state agency.

The 1975 amendments to the Act (P.L. 94-103) attenpted t o distinguish between
counci and agency roles. In essense, the revised Act assigned responsibilities
for day-to-day administration of the yro%ram including the awarding of grant
funds, to the state agencY and focused the council's activities on system wide
advocacy, conprehensive planning, suPervising the devel opment of the state plan
and eval uating the state's overall efforts on behalf of the developmentally
disabled. ~ one of the key elements in this realignment of councilfageney
resPon5|b||;t|es was the requirement that the agency prepare a "design for
implementation" - i.e., a detailed plan, consonemt with council-identified needs
and spending priorities, for using the state's annual allotment under the DDSA
program

While P.L. 94-103 had succeeded in clarifying some of the mest proncunced problems
in council/agency velatienships, the goals and activities of many councils

are still quite different from those of the designated state agency and vis-a-versa.
As indicated earlier, the Rogers 4111 would address this preblem by focusing:

a large share of available federal dollars on a iimited number of service priority
areas. However, the proposed language does not inctude expiicit lancuage spelling
out the role relationship of the council and the designated state agency. Section
137(b) 1ists the functions of the State Planning Council. But, nowhere in the
bi11 can we find a parallel list of the functions and responsibilities of the
state agency designated to administer the program. By inference, it appears

that the bill's drafters intend that the designated state agency: (a) prepare

and submit the state pian called for under Section 133, including the detaiied
plan for addressing the state's selected priority service areas %Section 133(b)
(4)(A)(91));: (b) disburse al} federal funds allocated to the state under Section
131; and (c) generally assure that the DD formula grant program is efficiently

and effectively managed.

He recommend that the Subcommittee insert a new section in the Rogers bill spelling
out the duties and resbonsibilities of the desigpated state agency, including
those Tisted above.

In addition, we think the Subcommittee should eliminate Section 133{h) and
modify Sectien 133(b)[11(BY and other relevant subsections of the bill to make
JE clear that the Goverhor must designate a singie state acency to administer
DD formula grant funds. This provision, which allows for the designation of
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one OF more agencies to administer formula grant monies, was included in the
original 1970 Act. To the best of our krowledge no state Or territory has
ever utilized this language as it was originally intended - i.e., to divide
the state's allotment according to the programmatic expertise of the various
state agencies (e.g., mental health/mental retardation; wvecational rekabili-
tation, education; transportation, et¢.}, based on each agency's relative
responsibilities for serving the target population. A few States have
divided res onsibility along functional lines {e.q., planning, construction
and service!, but, by and large, most states (48 in FY 1978) and territories
(all 6 in FY 19781 have elected to designate a single state agency. Given
the limited amount of funds available, both now and in the foreseeable future,
we believe this is the only practical approach to efficiently and effectively
managing the program.

5. Evaluating the Impact of the Program

The Yack of a clear set of national program objectives corbined with the strong
focus on state level goal setting has made it extremely difficult to evaluate
the impact of the Developmental Disabilities formula grant program. Since, as
indicated earlier, the fundamental purpose of the program is to influence the
quality and scope of services rendered to developmentally disabled perscns
through a variety of human service systems, traditional measures of the effec-
tiveness of grant-in-aid programs {e.g., number of clients served, percentage

of estimated needs met, number of individuals cured, rehabilitated, oraduated,
ete.) are almost meaningless. How does one objectively measure the effectiveness
of a council's efforts tc coordinate the activities of two or more major state
agencies or the impact of a comprehensive state plan or a series of "seed money"
grants on improving the accessibility of appropriate services to the target
popuTation. Can we determine if a particular council is serving as a catalytic
change agent and ferceful advocate for the interest of the developmental disabled
within the state everall service network?

Under the best of circumstances, these and similar euestions are difficult to
answer. But, given the fact that, within broad statutory parameters, each state
15 permitted to establish its own goals and priorities. it becomes almost
impossible to gain any general overall sense of the BD program's national impact.

We believe the Rogers bill would facilitate efforts to assess the national
impact of the pregram by establishing specific priority service objectives.
While, at least initially, the states would have flexibility to choose among
the four service priority areas, it should be considerably easier to design a
national strategy for determining the unmet needs of the target population
and evaluating the impact of the DCBA program fn meeting these needs.

6. Revising the Definition of Developmental Disabilities

Since the passage of the Developmental Disabilities Act in 1970, nore time

and attention has been devoted to debating which disabling conditians should
and should not be included in the target population than any other single

issue involving the legislation. Considering the fact that the term "develop-
mental disabilities" is a legal/admiristrative construct rather than a clinicall
diagnostic label, it fs not surprising that there is considerable disagreement,
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even among experienced diagnosticians, concerning whether one etiological
category or another meets the current criteria contained in the present Taw.

When this Subcommittee was considering the 1975 amendments, it |nserted an
amendment calling far an independent, objective study to establish "an
appropriate basis for determining which disabilities should be included and
which disahilities should be excluded from the definition . . ." (Section 201{b},
PL. 94-103). That study has now been completed and the Subcormi ttee vill
receive detailed testimony on the reccmmendations developed by the Mational

Task Force on the Definition of Develcpmental Disabilities. Therefore, we

will not review the Task Force's findings and conclusions here.

In general, we favor the functional approach to the definition proposed by both
the maaomty and the minority members of the National Task Force. Clearly,
the criteria for program eligitility should be bazsed on the functional service
needs of individuals with severe disabilities originating in childhood, rather
than upon diagnostic labels. Such labels provide little practical guidance

to the ¢lirician cr program administrator charged with the task of designing

an effective service program.

The Asscciation also supports the Task Force's emphasis on using BRSA resources
to improve the lot of individuals with revere, lifelong disabilities. The
original legislation was aimed at focusing nuhhc attention on persons considered
too handicapped tc benefit from mainstream huran service programs.  The ﬁroposed
Task Force definition tends to underscore this point by resuirirg that t
disabling condition sisoificontlv interfere with the individual's abilitv to
engage in two or more maior |ifefunctions

Although we agree that the term developmental disabilities should be defined
functicnally, we also recognize that one rust examine the aractical ramification
of expanding the nurber and tynes of dissbiiity groups currently eligible to
receive program benefits. |t is not sirply a question of broadening the target
group without comparable increases in federal authorization and appropriations
Tevels, but whether the services and facilities currently available to new
disability groups can and should be a logical extensien of the emerging federal/
State developmental disabilities service delivery system.

Under the proposed majority definition developed by the Task Force our under-
standing is that severely mentally ill children and adolescents would he con-
sidered part of the target population. thile we recognized that this {s an
underserved group, it is also true that most stater are currently ettempting
to address the problems of mentally ill children through their state rental
health system. In fact, the federally supported Cormmunity Mental Health Centers
are required by 1aw, to provide a full range of diagnostic, evaluation and
treatment services to mentatly ill children. Although we support the expansion
of federal aid for childhood mental health programs, the Association can see
little retionale far expanding the definition of a developmental disability

to cover such conditions. Mot only would the already limited federal o0
dollars have to be spread even thinner, but the repercussions, both fiscally
and organizationally, at the state level would be difficult to rationalize.
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On balance, then, the Association_recomrmends that the Subcommittee proceed

with great care before cpproving any sionificant expansion in the current
statutory definiticn. A completely functicnael definition may be a worthy
objective; however, given the yawning gaps in services to the dizability

groups currently covered and the differences in the service needs and delivery
systems of groups whe would be added under the Task Force's majority definition,
we simply see no practical way to avoid drawing some categorical parameters
around program eligibility.

However, should the Subcormittee decide to elimirate from the statutory definition
all reference to specific diagnostic categories, then we would suggest that

the age of onset of the diszhility be leweved to 6 Or, at most 12, (rather

than 22, as in the current definition), or 22, as in the Task Force's preposed
definition. Such acticn would: fa) give greater assurance ihat the program
would focus on the most severely handicapped children whese disahilities arc
generally demonstrable at a much earlier age; and (b) miniwize the growth in

the target population since cares of childhood mental $11ness often do not

oceur until the adolescent years.

7. Revising the Mandate for University AFfiliated Programs

The Association is generally pleased with the revised languroe authorizing

grants for university affiliated proovams (Section 121}, Thr new statutory
definition of a UAP would he a significant fwproverent over the current definition.
We especially like the clear receenition that interdiscinlinarv trainina is a
major mission of such university centers.

The Association believes, however, that the statutory goals of the unfversity
affiliated program shouid be more closely related to the general aims and
cbjectives of the basic federalstate formula grant precrsa, To achieve this
purpose, NASHRPD reccrinends that Sectinn 121(b) ke amendsd to reguire that,
after October T, TOBT, priority be olvon 16 OronLe waich w6Uld S10MI1I1CaRT T
assist state councils ard désicnated SLawe ACERCICS 10 & zve the pricrity
service objectives estsbl15had UNCEr SECTIoN 15a(biiATlin L.

* ok ok ok ok ok oAk

In summary, we strongly endorse the basic approach of the Regers bill and suggest
that the Subcommittee consider the modificaticng discussed above when it marks

up the legislation. BRs state officials responsible for the delivery of services
to this target population, we are acutely arare of the existing gaps in services
and recognize that increased federal assistance and leadership threugh the
Developmental Disabilities program is one essential ingredient in ¢losing these
gaps.

We appreciate this opportunity ta share the Asscciation's views with the
Subcommittee. Your past efforts to eliminate barriers to the full participation
of developmentally disabled citizens in our society arc ceeply appreciated by
the Association's mewbers. Far our part, we nledge our full support and
cooperation as you consider legislation to extend and awend the Bevelepmental
Disabilities Act.

28-568 O - 73 - 28
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Mr. Rocers. Thank you, commissioner, for a most helpful state-
ment. Mr. Carter?

Mr. CarTeR. | want to compliment the gentleman on what he has
said. | know that is the way we have proceeded in the past 4 or 5
years,; plans have been changed each year as we have gone along.

Mr. Chairman, it waseither poor planning——

Mr. Trornz. Well, planning for planning's sake means in the
sense that you have to changeit very year because you have to come
up with something different if you are doing your job. As a conse-
quence, what happens isthat you change plans but nothing happens
in he meantime because nothing is implemented effectively to change
Services.

Mr. Carter. If you say "plan and then implement it* | would
agree with that. But | do not think we need to have a different plan
each year.

Mr. Tuorxe. | do not think so either, but that is what happens.

Mr. CarTER. We get into the issue of specia planners and | do
not know whether it is good to have them or not. I think, perhaps,
they should bein another position.

Thank you, Mr. Chairman.

Mr. Roeers. Dr. Ganser?

STATEMENT (F LEONARD GANSER, M.D.

Dr. Gawxser, Thank you, Mr. Chairman. | have with me Jayn
Wittenmyer Who is the executive director o the Wisconsin Develop-
mental Disabilities Council and Harry Schnibbe, who is the execu-
tivedirector of the National Association of Mental Health Directors.

Mr. Rocers. We areglad to haveyou, gentlemen.

Dr. Gawser. | am speaking for the National Association of State
Mental Health Program Director [see p. 431]. Our association was
involved in the init1al legisation, in developing the initial legisla-
tion, and with your strong support, strong support of this committee.

We felt that the concept behind that legislation was sound and we
are extremely enthusiastic about it. We do have a substantial interest
in the legidation becansein the majority of states, the implementing
agency is either a mental health agency or a human service agency
and to a large extent also, the residential bedsin mogt of the States
are the responsibility of mental health programs.

The association endorses the thrust of H.R. 11764 quite strongly.
We do have some reservations about it and | will mention them
later. We think the strong support is important because there are
parts of it that do continue to reenforce the original concept of the
developmental disabilities bill. .

Certainly the strengthening of the council's capacity. to review
other State plans, the professional assessment and evaluation section,
makes it possible for the council and the university affiliated fa-
cilities to work more closely together and the strengthening of the
protection and advocacy system is i mportant.

We see these as especiadly important because they do follow
through on the original objectives which we think are still sound.
We do believe there are some radical departuresthat differ from the
original objectives.
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The current legislation has been in effect now for sveral years, The
original objectives are difficult to accomplish. The gap filling, the
coordinating kindsof objectives arevery difficult.

As a matter of fact, one of the problems that the States have with
those kinds of objectives is that the Federal agencies do not follow
through on them very well. There is little coordination at this level
of those kinds of things. Therefore, the onus does fall on the States
and local agenciesto bring that coordination together.

I think the DD legislation has been a good example of legislation
that encourages support and builds on that. I think the seed has been
sown. | think there have been accomplishments, but | think there
needsto beadditional planning for further accomplishments.

The original intent of the act to provide States the opportunity to
do their State planning, to determine their priorities, to determine
alocation of resources, and to develop options between implementing
gap-filling direct services versus planning, coordinating, influencing
activities Is very important and we believe should be strengthened
and continued.

The use of existing services affecting people with developmental
disabilities, the generic services, is an extremely important concept.
Some people might refer to it as mainstreaming, keeping them in the
general stream or system of services. If one does not do that and if
one begins to fund the services to the developmentally disabled asa
separate categorical kind of thing, one develops what | have often
referred to asthe waste basket phenomena.

Everybody says, "They do not belong to us, they belong over
there."” Thereis a tendency then to begin denial of services because
there isanother source of funding for those services.

We think that the radical departure from that initial concept is
involved in the provision in section 133, the provision of priority
services, and aso in the matter of the 70 percent and 30 percent split
of money in servicesversus planning.

So, we would suggest that this provision starting on page 24, line
20, and going through line 16 on page 28, be stricken from the hill.
The states and territories do have very different conditionsand needs
for services. Federal legislation that takes away the opportunity for
flexibility does not help them meet those individual kinds of pri-
orities.

You did hear some testimony yesterdey from Representative Mary
Lou Munts from Wisconsin which defined, | think, some of the
nnique things that have happened in Wisconsin in thegap filling and
the planning and the involvement of other kinds of services and |
want to add to those.

When | am through if Jayn Wittenmyer would like to add a
couple she thinks would be of interest to you, | will ask her to do

at.

This flexibility that is present in the present law is what makes
the small amount of money that comesinto a State for this purpose
available kind of thing and results in substantial increase in the
utilization of both State money and other Federal money to provide
servicesto the needs people.



chink in looking at the cutB6nt legidlation that if oneis even

nk about the concept of national priorities, we think that itis

ssary to look at how those priorities were arrived at. | have a

». Of gquestionsin my material and | merely want to say that those

are questionsthat | think need to be raised as to how those priorities
wer selected.

I think all of them are excellent. They are excellent areas where
service needs to beimproved. But I think'it isimportant to note how
they were selected, as an expression of what the needsare in all of
the states and not necessarily just in a few States but in all of the
States. | think that is a serious matter in trying to define those four
prioritiesin Federal legidation.

I just want to make one comment about the definition of Devel-
Disab. We fed strongly that the definition should continue as it is,
that there may be a time when it should be changed hut at the pres-
ent, the provision of servicesto this group still has been identified
as an important matter. It would be unfortunate to dilute that now
and not follow through with the intent.

Testimony resumeson p. 438.1

Dr. Ganser’s prepared statement follows:]
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LEONARD GANSER. M.D.

ADM NI STRATOR

DI VISION CF COMMUNI TY SERVI CES
DEPARTMENT OF HEALTH & SOCI AL SERVI CES
STATE GF W SCONSI N

ON BEHALF OF:  NATI ONAL ASSOCIATION CF STATE MENTAL HEALTH
PROGRAM DI RECTORS

DR. GANSER IS CHAIRMAN OF THE TASK FORCE ON
DEVELOPMENTAL DISABILITIES OF THE NASMHPD
AND SERVED AS PAST PRESIDENT
CF NASMHPD 1968 - 1969

L

Mr. Chairman: The State Mental Health Directors participated in the
first drafting of the concepts that |ed, with your encouragement and
support, to the original Developmental Disabilities Act in the 9ist
congress.

| have served as a witmess before this committee on a
muber of occasions on behal f of the state government nental disabilities
agencies, and | am happy to appear before you once again in support of
extension ef the bpevelopmental Disabilities Act.

* * *

me state Mental Health Agencies have a substantial
interest in this | egislation, Mr, Chairman, because jn 22 states the

"DD* program i S located organizationally in the state Mental Health
Department.

-1-
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Alsc, in 29 states the Memtal Health Department has
admi ni strative responsibility for the mental retardation program
accounting for 51,9 percent of all inpatient MR beds in state governnent

prograns.

Qur Associ ation endorses in general the hill (a.R. 11764)
introduced by you and M. Carter.

we do have sone reservations about some provisions
in the bill which, hopeful |y, might be resol ved through our discussions
with you this norning

We are inclined toward strong support of H.R., 11764
because, for the nost part, it continues and reinforces the original
intent of the devel opmental disabilities concept:

m A exanple of this reinforcement i s your new Section
137 (b){3) on page 29 which strengthens the
Council's rele in prior review of other state
pl ans that have respansibility to persons who
are devel opnental |y di sabl ed.

m  Ancther exanpl e Of your reinforcement of the original
concept i S section 11 amending Section 133 of the
act, paragraph (6) (on page 27 of the bill) relating
to professional assessment and eval uation systems.
This Wi l|l allow the Developmental Disabilities
Councils and university Affiliated Prograns to
work i n real synchrony.

m We al so see as encouraging your strengthening of the
Protection and Advocacy system which establishes
a "Bill of Rights" £or Devel opnental Disabilities
and a mechanism to implement it.




The state nental heal th agencies see 2.z, 11764 as
substantial ly furthering the objectives of the original Developmental
D sabilities concept.

There are, however, scme rather radi cal and surprising
departures framthe principl es propounded by this Subcommittee when it
devel oped the original Act, and we are bath concerned about how or why
these departures originated and disturbed over the possibility that
they will shatter the unique Land largely successful) "ecoordinating and
influencing” nature »f the present program {which is only neow begi nning
to growand capture the i magi nati on of public and private | eadership).

* & *

Bef or e di scussing the section of #,&. 11764 that disturbs
us, let's revi ewwhat was the concept behind the original act that «ams
out of this committee in the 91st Congress.

A principle on which the origi nal Devel opnental Disabilities
Act was structured sas confidance that the giversity of the American
system iz one of its great strenaths.

Thus it WAS the assumption of this conmmttee, and the
Congress and the many organi zati ons who hel ped frame and i npl ement t he
Devel oprmental Disabilities ast, that services to the devel opnental |y
disabled would Best flourish through a system that took advantage of
the s=nsz of diversity and encouraged flexibility. in:

m state planning

+ determination <f priorities

m allocation of rescurces

m options between inpl enenting gap-filling direct
servi ces ¥8 planning, coordinating and infl uenci ng
activities.
* * *

We are now confronted with what nust be considered a
rather radi cal departure frem the original assunptions of this committee
and the 7.8, congress.



The state government nental health agencies are
especially concerned about the change in direction of philosophy inherent
in your amendment of Subsection {b)} of Section 133, which adds a new
"(4)- Provision of Priority Services" {page 24, line 20 of H.R, 117641.

We respectful |y recommend that this provision, starting
on page 24, line 20 and going through line 16 on page 26, be stricken
fromthe bill. {Als0o to be deleted: the section defining "Ptiority Services™,
starting on p. 5 |line 15 thru line 8 on p. 71
The states and territories represent disparate conditions
and needs for services.

Federal legislation that would i npose national priorities,
set a percentage for allocation of resources, and mandate direct services,
would destroy flexibility and risk binding the states inappropriately in
a straight-jacket.

Perhaps | can best anplify on our position by describing
some of the successful pioneer efforts under our om DD systemin Wsconsin
which nost |ikely woul d never have wecurred without the stinul ating impetus
from t he federal Developmental Disabilities act.

In Wisconsin, coordination i n non-traditienal ways has
convi nced other public agencies that they should be aware of, and invol ved
in, bbb services within their own delivery systens.

Through the activities of the Wisconsin DD Council signifi-
cant progress has been made . . . . .
{1) in advocating |egislative changes in: zoning; Less
driving restrictions for persona with disabilities;
transportation; lead content in ceranic glaze and

genetic intervention

{2) in influeneing service dollars from H.U,D.; CETA;
Transportation, etc.
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(3) in promoting awareness of individual. who are
developmentally disabled and are caught-up in the
crimnal justice system; an impact has been nmade
on the need for know edge and sensitivity in the
courts, prebation and parole and generic community
services (including in-service-training and protection)

(4} in promoting W thin the pepartment of Natural Resources
work sites and accessibility to the park system

{5) [n sensitizing the community and professinals around
the specific needs of ninority persons who are
devel opnental |y di sabl ed

* * *

Those 5 examples of the types of progress made i n Wisconsin,
Mr. Chairman, are typical of mest of the states.

Those examples are essentially what moech of the DD Act is
about .

It is about flexibility in planning. priority-setting,
resource allocation and options to provide direst services Or provide
coordination and influencing of services.

we feel that your new section on page 24: "Provision of
Priority services", changer the whol e nature and thrust cf the original
concept .

For this reason we recemmend its deletion fromHR 11764,

I'n considering our recommendation that the "Priority Services"
section be del eted, the Subcommittee may rant to review for background
purposes several questions that should be satisfactorily answered before
final judgment on that Section is rendered.
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There are five (5) questions the state government mental
heal t h agenci es themselves dc not have satisfactory anawers for, and we,
as much as we presume you W || be, are concerned about receiving adequate
responses to them

They are:

{1) On what basis was it determined that there should he
a priority systen®

(2) How was it decided that there should be only four
priorities?7

(3) Ear were the four priorities agreed upon?
(4) Was a needs assessment conducted?

(5) Ear was the decision arrived at to allocate only to
direct services as opposed to using funds to inpact
on other resources? For example, Title XX, Title
19, H.u.D., Transportation. ete.

* &* *

In regard the "definition" issue, Mr. Chairman, we support
the definitionin year hill.

The impact of change in definition would require nassive
revigions in states' |egislation and would further reguire substantial
increases in funding to meet the m ni um needs of all persons to be included
in a new generic definition.

Clarification of other federal |egislation wuld assist
in providing services to other handicapping conditiens., for example, Title
xx, for physically inpaired. Many of the other handicapping condition
would require special services which are different from those rendered to
persons who are developmentally di sabl ed.
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I n summation, Mr. Chariman, the stare governnent nental
heal th agenci es support your efforts to extend and improwe the federal
Developmental Disabilities program, and we commend you and Mr. Carter and
this Subcommittee for yeur extraordinary achievements an behal f of the

nental I'y di sabl ed.

We strongly recommend that the section on "Provision of
Priority services" be removed frem the hill as destructive of the spirit
and intent of your original |egislation.

G herwi se we endorse XR 11764.

Thank you M. chariman for your courtesy in hearing us today.
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Mr. Rocers. Thank you, Dr. Ganser, for a helpful statement.
Ms. Wrrrenmyer. | think one of the things that Dr. Ganser sug-
ested is that Wisconsin is one of the States putting 100 percent of
their Federal dollarsin planning and coordination activities. Some of
the unique kinds of things is somedollars that were gotten from the
whole sale tax credit program for people living in group homes,
whichisaround $100,000 for thefirst try.

Ancther area isin the division of correction funding positions to
look at the correction system, doing inservice training for the staff,
tr%i ng to look at the kind of residential facilities for those people,
what kind of protection needed within the correction system to pro-
tect developmentally disabled from other peoplein the system. We do
havelotsof examples.

Mr. Rogers. Thank you.

Mr. Schnibbe, do you want to makea comment?

Mr. Scawmse. | do not think | have any comment after which |
will proceedtotalk for 10 minutes.

No, I thiik I would want to emphasize to you that Dr. Ganser's
statement iSin the processdof being cleared by the Governors. | cannot
say right now that the National Governors Association totally en-
dorsesit, but they arein the processdof reviewingit and | hopein the
course of the next few davys | can say to you it has been cleared by the
Governors. We are speaking for the Governors Association.

We reemphasizethe fact that the State mental health agencieshave
administrative responsibilities for 56 percent of the MR beds, plus
22 of the States have the DD dprogram lodged in those agencies.

So, what you are hearing today Is a rather emphatic statement o a
continuing and there is almost unanimity among the people who have
cooperated in the development of this statement, unanimity in sup-
port of maintaining the program the way you originally conceived
It whenit first camealong.

What you are proposing how in your bill, of course, is a radical
change in the nature. The nature of thething is to generate services
and fund prtgrams through a relatively modest amount of money.

A number of mental health commissioners,have said to me maybe
we could buy this priority services thing if Mr. Rogers, Senator
Kennedy, and the Congress would increase the funding about 10
times. Then you have money to put into services. But without that
kind of increasein appropriations, which you peopleare not ready tx
advocate, | suppose, then this kind o program that you originally
came up with, which is to use these resources and develop other re-
sources around the state the way Wisconsin has done, the way a
number o states have done, through other Federal prograins, other
State Frograms, is the most effective way to run this program.

S0, | think unless there is a substantial inerease in funding for
service, then this program is going to fail. Thisis the message we
get from the States.

Mr. Rocers. Thank you.

Dr. Carter?

Mr. CarTER. Thank you, Mr. Chairman.

I was particularly impressed, Dr. Ganser, with your statement
that you have gone into the prison system to find what mental dis-
abilities cause peopleto bethere.
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Dr. GANSER. Yes.

Mr. CarTER. | want to compliment you on that. Wht did you find?
_Dr. Ganser. When we started this the prison system, the correc-
tions system, stated as a matter of fact that they did not have any
developmentally disabled people in their system because they would
have been ruled out at thetime of the court bearing as being noncom-
petent. 1 think that was about the level of their understanding of
developmental disabilities, that they did not realize that they had
many people within the system who were developmentally disabled
and were either in local jails or were receiving services in a State
correctional institution. They have now gone through a process of
identifying the developmentally disabled in the prison system and are
just now at the point of attempting to design specific programs for
them so they can keep those individuals closer together and have
special training programs moresuitabletotheir needs.

Mr. CarTER. There is one portion of the hill with which I believe
Iyou are in disagreement would like us to delete, starting on page 24,

ine 20.

Dr. Ganser. Right.

Mr. CarTeR. Why would you want that del eted?

Dr. Ganser. We would like to see that deleted becanse that is the
ﬁart that hasto do with the defining of priority servi ces and alsothat

as to do with the percentagesof money designated for service.

We think that those should heleft flexiblefor the States to operate
asthey set their priorities.

Mr. Carter. | think the Chairman will agree that we have tried
it both ways, by the block grant method and by the categorical grant
method. Whichever way we tried, the State people come back and
ask for the other.

I sthat correct, Mr. Chairman?

Mr. Rocers. That isright.

Mr. Sca~ieer. Dr. Carter, what we are asking for is that the pro-
gram be maintained the way it was originally conceived by your com-
mittee because we do not think the program has failed. Wethink it is
succeeding all along. Now thisisa new switch.

We are not asking for anything new. We are not aski ng you to
change anything. Yon are the ones who are proposing to changeit.
We are saying give it a chance because it is a good program.

Mr. CarTer. Thank you. | think it is agood program too. | have
strongly supported it. My name is on it with the chairman's.

Mr. Roeers. 1 think on this point, as | understand it, Dr. Ganser
wants a 1(_)0—ﬁercent flexibility on spendi n? of funds, Commissioner
Thorne said he saw the need for the establishment of priorities and
maybe the requirement to go beyond planning to services.

Mr. THorNE. If you will look at what has happened throughout
the country there has been great disenchantment with the develop-
mental disability program from the point of view of mental retarda-
tion and State people responsible for operating the program.

The disenchantment has not come at al from the lack of interest
and lack of involvementdf people. What it has comefrom isthefact
that you simply cannot appres:h a problem from ashotgun approach
anzcﬂiI be able to really solve 1 You have to try to define what your
goalsare.



440

Aslong as you know you havelimited resources, funds, and as long
as you understand what the political sceneis and the whole business
of transition of power from one administration to the other, yon have
to get as much done as you possibly can within the time you have-.and
you should not plan beyond your capability of seemg it through.

If you can focus on or put your efforts in that area and if the
country in terms of this field can sdect some specific areas to focus
on, | think we can benefit the developmentally disabled much more
by the revelations we will receive from other States looking into the
same set of problems.

Thus, we will really have something to hang our hat on rather
than a whole proliferation of suggestionsand plans and so forth that
no one can put together into any meaningful continuity.

Mr. Rogegrs. Is it time now to begin to think more in terms of
ir}wplemén't'lng the plan rather than simply continuing to develop
plans?

Dr. Gaxser. | understand very much the kind of observation that
Mr. Thorne has made. | have a very capable young man who worked
for me, who has direct responsibility for the development of direct
service programs for the developmentally disabled. He is impatient
with the fact that money is used to ?et title X X money to do other
things because it means that some flexible money that would be i
his program isnot availableto Hm

My own responsibilities are such that | have responsibility for title
X X, SSI outreach for youngsters, a number of other responsibilities.
It seems to me that the real branching out and the growth of pro-
grams for the dbvelopmentally disabled need to be in those areas in
addition to the specific services to the developmentaly disabled or
mentally retarded.

| think the payoff from the developmental disabilities legislation
is just comig% through there. 1 think we do need more money for
service. We always need more money for service. We will never get
enough.

IngWisconsin we are usually thinking of between $30 and $40
million of direct general purpose revenue going into services to the
developmentall isabled, about $35 million title 1 X X money,
$125 million of title XX money, and $3t0 $10 million of SSI money
going into servicesin group homes. _ S

If we were to add this $600,000 of money from thislegislation, it
would lose its effectiveness in getting those other services bought in.

Mr. Rocers. Thank you. Now |et meask you this. _

Do you bdieve that the State councils should have the responsi-
bility for plansand setting prioritiesor should ithet h e —

Dr. Ganser. It is my opinion that State councils should have the
responsibility for setting the priorities and should be the major de-
signer of thestate plan.

Mr. Rocers. Do you sharethat view, Mr. Thorne?

Mr. Taorwz. | would not share that exactly. | think certainly in
terms Of the proposed legislation, that ought to be very definitely
stated. Certainly we have more hassle over that, who is what, and |
think that is one o the problems that emerged over that question.

It depends a little bit on how broadly you define the problem. |
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do not believe that planning rests with any specific body in Govern-
ment. | think that planning around some specific areas as outlimed
in the proposed legislation could be something that the council could
put itsteeth into.

But their finding is not going to stop, for example, agency
from planning because bf/] statute we have responsibility for plan-
ng;?. or would it stop the other departments o the State that are
dealing aso with the devel opmentally disabled.

Coordination of planning might be a very important function of
the council whereby those plans that are developed by various agen-
cies, if the council could help pull thosetogether——

Mr. Roeers. Should they have approval or disapproval ? .

Mr. Trorne. | think they should half signoff, but | do not think
it should be totally with them. |t should be a partnership relation.

One o the real things we have to work for is bringing the con-
sumer and the "bureaucracy” together. Now, if we give one full
option or the other, we are not going to bring them together that way.
We have to find a way of making a team out of this. | think that is
very important if the legislation can focus on the team effort, joint
responsibility.

Ms Wrrrenmyer. | concur that is what the couneil is. that is,
bringing tcs)%ether the agenciesand provider, consumer and the parent
and they should be the priority maker because their role is eoor-
dination withall the other plans.

Mr. ScexNiBee. Isn't that what you do in Wisconsin?In many of
our States where the mental health department is involved, this is
what happens, what Commissioner Thorne i1Ssaying iswhat happens.

Mr. Rocers. Dr. Carter?

Mr. Carter. | just want to say this, Mr. Chairman: Actually, of all
our mental health programs, thisisthe most effectived al. We have
comprehensive mental health programs of course, for acohalics, for
the mentally disturbed and for drug abusers. | regret that 1 do not
e the effectivenessin those areas, not nearly so asin this program.
I t has been extremely hel pful.

Mr. Scaxieee. Beeause those other programs are direct services
and you have all kinds of direct service problemsin there, unless
Congress is willing to put a half billion dollars in, the sums are
never sufficient. )

With this program, with the limited amount of money it is a
coordinating and influencing program that coordinates other pro-
gramsthat bri n(1;sthem into thesystem.

Mr. Carter. | should say on this that we do not have nearly as
much funding as we should. In other programs we have a lot more
money.

Mr. Scevzmee. More headaches.

Mr. CarTER. Yes, | regrettosay this.

Mr. Rogers. Ms Wittenmyer ¢

Ms Wrrrexmyer. On the comment about our corrections system,
our preliminary reports are showing about 10 percent of the adults
in the State correctional facilities are developmentally disabled and
between 12 and 15 percent of the juveniles. That is our preliminary
finding at this point. Soitisnot alarge percent, but it is peoplewho
need to haveattention.
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Mr. CarTer. If we could just find those children in our schools
gl trt]]e primary grades, we would be doing something to prevent all

this.

Ms. WrrreNMYER. | t is avery exciting area.

Mr. GARIER 1 think it would behelpful.

Mr. Ganser. | will leavea copy of thisreport.

Mr. Rogzrs. That will behelptul. Thank you so much.

Our next panel is Mr. Jon Rossman, the Governor's Commisson
on Advocacy for Persons With Developmental Disabilities, Depart-
ment of Administration; Mr. Stephen B. Schnorf, director of ad-
vocacy, Governor's Planning Council on Developmental Disabilities,
Springfield, 111.; Ms Dayle Bebee, executive director, Advocacy, Inc.,
Austin, Tex.; and Mr. Ethan B. Ellis, assistant project manager,
Office of Advocacy for the Developmentally Disabled, Trenton, N.J.

We welcome each of you to the committee. Your statements will
be made a part of the recordin full. We will ask you to try to observe
as much constraint in your testimony as far as time goes and you
may proceed.

STATEMERTS OF ETHAN B. ELLIS OB BEHALF OF STANLEY C
VAN NESS, PUBLIC ADVOCATE, STATE OF FEW JERSEY; JOB
ROSSMAN. DIRECTOR. GOVERNOR’S COMMISSON OB ADVOCACY
FOR PERSONS WITH DEVELOPMENTAL DISABILITIES, FLORIDA;
DAYLE BEBEE, EXECUTIVE DIRECTOR, ADVOCACY, IBC.; AND
STEPHEN B. SCHBORF, EXECUTIVE DIRECTOR, ILLINOIS DEVEL-
OPMENTAL DISABILITIES ADVOCACY AUTHORITY

Mr. Erus. | t isa pleasureto appear before you on behalf of Stan-
ley C. Van Ness, public advocate of the State of New Jersey, to
support H.R. 11764. Before | addressthe bill, let me briefly describe
the history and accomplishments of New Jersey's Protection and
Advocacy System for Developmentally Disable Individuals.

We began our program on December 12, 1976, when Governor
Byrne approved our plan.

Since then, we have handled over 300 cases Lessthan 10 of these
have required litigation for successful resolution. One, known as “In
the Matter of CS™ is currently before the New Jerse% Supreme
Court. It is the first right-to-treatment case brought on behaf of a
mentally retared citizenin our State. | n it, we are asking the conrt to
find that individuals residing 1n institutions for the mentally re-
tarded are entitled to a periodic judicia review of their statusand
treatment.

We have assisted the parents of 40 neurolo?ically impaired and
multiply handicapped children in convineing their country govern-
ment to create a comprehensivespecial education system for all phy-
sically and mentally handicapped students in that country. That sys-
tem will serve 150 children thisfall and 500 nextpear.

We are currently assisting the State civil servicecommission in the
revision of its regulations o as to assure the recruitment and hiring
of more disabled employees. The commission has already created one
special job title for the mentally handicapped and is preparing to
recommend a Statute to our State legislature which would allow It
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to create other job titles for which it could specifically recruit per-
sonswith mental retardation.

We received three additional Federal grants with the e%enerous
support and assistance of our New Jersey congressiona delegation.
That has alowed usto review the State's effortsat deinstitutionaliza-
tion and provide assistance for the clients of the State's division of
vocational rehabilitation. We are enthusiastic about our program.
We are very proud of its accomplishments, and yet we have a long
way to go. Asour efforts become more widely publicized, the number
of referralswe recaivei ncreasesgeometri caly.

We served 200 peoplein our first year, and have served 100in the
first 3 months of thisyear. We believethat will continue to grow at
that |rate. The legidation you are considering today will help us
greatly.

I't authorizes funds which, if appropriated, would assure an or-
derly expansion of our capabilities to meet an expanding need. This
isimportant, the need exists, and we must grow to meet it. However,
it is equaly important that our growth be orderly and well con-
sidered. Too often Federal pro-grams, having met with a clearly
defined need, are expanded too quickly to meet other needs which are
less elearly perceived.

| shoulg say parenthetically | was in the OEO programs in the
sixties, and saw what happened on a grand scale, and | tell you, we
tried to do too much too soon with too little, and we were all too
latein theend, | guess, tofill that clicheout.

The legislation that you introduced and Dr. Carter cosponsored
avoids this pitfall. Not only does itar)rovide for an orderly expan-
sion, but aso requiresan ongoing evaluation of the programsit sup-
ports, and of the needs of the people they are designed to serve. The
!af islation does severa other things which give vital support to our

orts. .

_I't retains the concept of developmental disabilitiesasavalid prin-
ci ﬁal around which to organize services for a vulnerable population
whose special needs have often been neglected. It extendsthe life of
the State DD planning councils and TUAF’s, Others who appear be-
fore you today and yesterday have explained the value of these pro-
grams far more cogently and in more detail than | can or will. Let
me say only this. If comprehensive.coordinated services are to exist
for developmentally disabled individuals and if trained daff are
unavailable to provide them, advocacy on behalf of the people who
need them will be that much more difficult. Except for the provision
increasing the authorization for the advocacy systems, most of the
changes this legislation brings about will have a more direct impact
on the councilsand on the TAF?s than they will on us

I n these issues, we are merdly interested spectators. We are quite
interested, but we have been watching for 2 daysnow.

I for one would. prefer to sit in the stands when these issues are
debated and root for you to decide them wisdy in a manner that 1s
greatest benefit to the developmentally disabled, and | judge by what
you havedoneso far that you will.

There are two issues which | must address, however, one because
it more directly affects the P. & A. systems than may be apparent,
and the other becausethe chairman hasinvited our comments.
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The provision which restricts the amount of resources a State
council may devote to planning and limits to four the service areas
on which it may expend its remaining funds bothers us. We do not
disagree with the concept in principle. However, advocacy is not one
of the designated services, and 35 of the P. & A. systems now receive
fundsfrom these councils.

We are not suggesting that this is something that should be man-
dated, but we do suggest that this is an option that might be kept
available to the States. They may not want to fund us directly, but
they might want to fund related advocacy programs. When you in-
troduced this hill, Chairman Rogers, you invited comments on the
review of the definition authorized in the previous legidation. This
will not affect our program in New Jersey very directly, so I would
prefer you listen to other folks who do have an opinion there.

Thereis, however a related issue which is not directly before yon,
but which soon will be Senator Jennings Randolph, in 8.2600, is
recommending the repeal of Public Law 94103, and would sub-
stitute the severely handicapped for the developmentally disabled as
the population we should serve.

I know that this concerns most of you. We have had questions
from our Congresspeople back in New Jersey about it. It concerns
usagreat deal. L et me address those concerns now.

First, let me make it very clear that we opposethe repeal of Pub-
lic Law 94103. Over the last 7 years, the developmentally disabled
have benefitted greatly from the programs established in the initial
DD legidation, and continued and improved in Public Law $4-103.
Until the unique needs of this wlnerableaPopulation are met, the
developmentally disabled require the special attention of this Con-
gress. Theissne of expanding the constituency of the P. & A. systems
I1s more complex. Philosophically and politically, we do not oppose
It.

In New Jersey, the Department of the Public Advocate wasfounded
on the proposition that all citizens may require someone with au-
thority to speak on their behalf at one time or another. Disabled or
not, we are not competent always to defend ourselvesin the face of
tréeedbureaucracy which was created in order to deliver serviceswe all
need.

However, the timefor such an expansion has not yet come. Most
of the P. & A. systems are less than 1 year old. They are just begin-
ning to demonstrate their ability to serve the developmentally dis-
abled. Thirty-five of them are established as private, nonprofit cor-
porations with boards of directors which reflect their current DD
clientele. To require them to reorganize so abruptly, so early in their
organizational lives will disrupt the orderly delivery of the advocacy
services they are just beginning to previde so effectively. The time
for such an exvansion will come, perhaps toward the end of the life
of thislegislation. .

When 1t does. that exvansion should be adequately funded. S 2600
authorizes no more funds to serve a greatly expanded clientele than
H.R. 11764 does for fiscal year 1980. Such an expansion also should
be very carefully planned. There are a variety of protection systems
for the disabled now in place, someof them generated by the Rehab
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Act of 1973, and | think in order to develp a system for a broader
congtituency, that fact should be taken into account, and a system
should be designed that is coordinated with the other efforts gen-
erated by Federal legislationto protect this expanded clientele.

Finaly, the needs of the developmentally disabled for advocacy
services should be explicity recognized. |t has been argued that the
developmentally disabled have this greater need because they cannot
speak on their own behdf. Thisistrue. However, it is an even more
persuasive argument which is less commonly made, perhaps because
what it says about the rest of us by implication bothersus. It isthis.
Because there are deficitsin intellect or communication, it is harder
g()ahraleﬁc)resent the developmentally disabled and to advocate on their

Lawyers | have talked to—and | am not an attorney mysef—
complain that you have to make decisons about your clients that
make you uncomfortablein that profession, and they suggest that if
one had a choice between representing a client who could make their
needs known easily and representing this population, their tendency
and their desire would be to represent those who were not develop-
mentally disabled.

In closing, let me commend the sponsors of the legislation for in-
troducing it, and the subcommitteefor acting on it so promptly.
Thank you.

Testimony resumeson p. 453.1

Mr. Ellis’ prepared statement follows:]



446

STATEMENT OF
ETHAN B. ELLIS,
ASSISTANT PROJECT MANAGER,
OFFICE OF ADVOCACY FOR THE DEVELOPMENTALLY DISABLED,

DEPARTMENT OF THE PUBLIC ADVOCATE

BEFORE THE
SUBCOMMITTEE ON HEALTH AND THE ENVIRONMENT,
UNITED STATES HOUSE OF REPRESENTATIVES

APRIL 5, 1978



447

Mr. Chairman and Menbers of the Committee, if iS a’pleasure-to
appear before you on behal f of Stanley C Van Ness, Public isdvecate Of the
State of New Jersey, to support H.k. 11764. Before| address the bill, 1let
me brieflydescribe the history and acconplishnents of New Jersey's Protection
and Advocacy System for devel opnental |y di sabl ed individuals.

On the advice of the New Jersey pp Planning Council, Governor
Brendan Byrne ordered that our programbe established in the Department of
the Public Advocate. (This cabinet-Ieuel agency i s unique t0 tHew Jersey. It
was created to protect the interests Of private Citizensin the face of a
grow ng bureaucracy. The Public Advocate | S empowered to bring | egal action
agai nst other cabinet of ficers when these interests are jeopardized or
negl ected and no ot her course of actiem proves effective.) The Ofice of
Advocacy for the Develcpmentally Disabl ed was formally opened on December 12,
1976. when the Covsernor approved its first Srace Plan.

Since then, we have handl ed over 300 cases. Less than t2n Of these

have required lirigation fOr successful resolution. one. krown @S In the

Matter Of CS, iS currentiy before the New Jersey Supreme Court. It iS the

first right-to-treatment cas: brought on behal f of a nentally retarded citizen
in our State. In ft, we are asking the CGourt e find that individuals
residing in institutions for the mentally retarded are emtitled tc a periodic
judicial review of their status and treatment.

We have assisted the parents of forty neurologically impaired and
nmul ti ply handi capped children in conwvineing their Freehol ders to wrzare a

conpr ehensi ve speci al education systemfor all physically and mentally

28-568 O = 78 - 30
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handi capped students in their county. This system will serve 150 children
thia fall. That nunber will exceed 500 next year.

We are currently assisting the State Givil Service Commission in
the revision of its regul ati ons so as te assure the recruitment and hiring
of nmore disabled employees., |t has already created one special job title
far the mentally handicapped. It is preparing to recoemend a statute to our
State legislature which would allow it to create other job titles for which
it coul d specifieally recruit persons with mental retardation.

With the support of three additional grants from various Federal
offices obtained with the generous help and encouragement of nenbers of the
New Jersey Congressional del egation, our staff has expanded fromthree te
ni ne prof essional enployees. T.i¥ nas enabled us to moniter the State’s
efforts to seek |ess restrictive commnity pl acements for individuals currently
residing in imstitutions for the nentally retarded. With this additional
staff, we are also able to assure clients of the State Division of vocational
Rehabilitation that they receive adequate and appropriate services.

We are enthusiastic about our program We are very proud of its
accomplishments. And yet, we have barely scratched the surface. As our
efforts become more widely publicized, the mumber of referrals we receive
increases geonetrically. We responded to 200 cases last year; we have al ready
responded to nmore than 100 in the first three months of this year.

The | egi sl ation you are considering today, H.E. 11764, would help
us greatly. It authorizes funds which, if appropriated, would assure an
orderly expansion of our capabilities to neet am expanding need. This is
important. The need exists and we must grow to meet it. However, it is

equally important that our growth is orderly and well Considered. Too eften,
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Federal programs, having net a clearly defined need, are expanded teoe quickly
to neet other needs which are | ess clearly perceived. As a resule, their
initial benefits are dininished or destroyed and clients, service providers.
and legislators al i ke becone disillusioned with them.

The legislation introduced by Mr. Rogers and cosponsored by
Mr. Carter avoids this pitfall. Not only does it provide for an orderly
expansi on, it alse requires an ongoi ng evaluation of the progranms it supperts
and the needs of the people they are designed to serve.

This | egi sl ati on does several other things vhich give wvital support
to our efforts. It retains the concept of developmental disabilities as a
valid principle around which to ofganize services for a wulnerable popul ation
whose speci al needs have often been negl ect ed.

It extends the |ife of state DD Planning Councils to coordinate
existing services for thin population and te plan for am implement the nore
conpr ehensi ve servi ce network they need. It continues funding for University
Affiliated Programs to research the cause* of devel opnental disabilities, to
devel op new techniques for their treatnment, and to provide training to staff
in the use of these treatnent techniques,

Others who have appeared before you yesterday and today have
expl ai ned the val ue of state DD Pl anning Councils and Uniwversity Affiliated
Prograns nore cogently end im nore detail than | can. Let ne add only this:
If conprehensive, coordinated services do not exist for devel opnental ly disabled
individuals and if trained staff are unavailable to provide them our advocacy
on behal f of people who need them will be that nuch nore difficult.

Except for the provision increasing the authorizationfor the

protection and advocacy systems, most of the changes this legislation woul d
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bring about will have a more direct impact on the bb Planning Councils and
on University Affiliated Programs than they will on us. On these issues, we
are merely interested spectators. |, far one, would prefer to sit in the
atands when these issues are debated and root for you to decide them wisely
in a manner which is of greatest berefit to developmentally disabled persons.

There are two issues which | must address, however: one, because
it more directly affects PM Systems than may he apparent; the other, because
the chairman has invited our comments,

The provision which restricts the amount of resources a State
Council May devote to planning and 1imits to four the service areas on which
it mey expand its remaining funds-bothers us. #e do nor disagree with this
concept in principle. However, advocacy is not one of the designated services.
In New Jersey, we have enjoyed the benefit of a sizeable grant frem the State
Council and have undertaken a mumber of joint projects with it. It is our
understanding that a similar relationship exists in most of the other states.
Therefore, we recommend that advocacy be included as a fifth designated
service area so that Councils can retain their options to support either the
PM Systems themselves or other related services.

Wen he introeduced HR 11764, Chairman Rogers invited comments on
the review of the definition of developmental disability authorized in Public
law 94-103. mile the changes contained in the majority and minority reports
of the 48T Commission will effect the providers of generic services and nay
effect the other P&A Systems,, they.will not have a great impaet-om us in
New Jersey. Therefore, we suggest that on this issue you he guided by the
testimony Of our colleagues from Florida, Illinois, and Texas, and others who

appear before you.
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There i s, however, & related issue which is nor directly before
you mow bur seom will be. 3enzter Jennings Randolph, in 8, 2600, i S recom-
nendi ng the repeal of Pvblic Law 94- 103 and would substitute the severely
handi capped f or the devel oprent al | y di sabl ed as the popul ation to be ssrved
by the P&A Systems.

| knew that this i ssue concerns wogz Of you. Back hone in New
Jersey, Mr. Magulre's staff has begiumn to ask some Insightful questions about
its impact on the disabl ed community. It concerns us, roo. Let me address
those concerns directly.

First, let ne nake it very ctlzar that we oppose the repeal of
Pvblic Law 94-103. Over the last-sevem years, the devel opnental |y di sabl ed
have benefited greatly from the prograns established in the initial devel op-
nmental disabilities |egislationand continued and inproved by Public Law
94=103. Unhtil the unique needs of this vul nerable popul ation are net, the
devel opnent al |y di sabl ed require the speci al attention of this Congress.

The i ssue of expanding the constituency of the P&A Systems is nore
conpl ex. Philosophically and palitically, we do nor oppose it. In New Jersey,
the Departnent of the Public Advocate was founded on the proposition that
all eitizens nay require someone with authority to speak on their behal f at
one riMe or =znother.

However, the rime for such an expansion has not yet cone. Most of
the P&A Systems are | ess than a year old. They are just begi nning te denon-
strate their ability to serve the developmentally disabled. Thirty-one of
them are established as private,. nonprofit corporations with boards of

directors which reflect rheir current developmentally disabled clientele.
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To require them to reorgani ze SO abruptly SO early in thelr organi zational
lives will disrupt the orderly delivery of the advocacy services they are
Just beginning to provide so effectively.

The time for such an expansion will cone, perhaps, toward the end
of the life of the |egislation you are considering here today. When it does,
that expansi on should be adequately funded. 5. 2600 authorizes no nore funds
to serve a greatly expanded clienrele than H.R. 11764 does for fiscal year
1980. Such an expansi on shoul d al so be planned for carefully.

Finally, the greater need of the devel opmentally disabled for
advocacy servi ces should be explicitly recognized. It has been argued that
the devel opmental | y di sabl ed have'this greater need because they carnot speak
on their own behalf. This is true. However, there is en even nore persuasive
argunent which is | ess coomonly nade, perhaps because of what it says about
the rest of us by inplication. It is this. Because of their deficits in
intellect Or communicatiom, it is harder to represent the devel opmentally
di sabl ed end advocate on their behalf. As a result, in any expanded P M Svstem,
their interests will tend to be neglected. Therefore, one prerequisite for
expandi ng the current P&A Systems nust be the guarantee of such services to
the devel opnenral |y disabl ed.

In closing, let me comrend the sponsors of this |egislationfor

introduci ng it and the subcommiteee far actiong on it so pronptly. Thank you.
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Mr. Rogers. Thank you, Mr. Ellis, for an excellent statement. We
are very grateful toyou for being here.

Mr. Carrer. Mr. Chairman, before | go, | would commend the
gentleman on hisstatement also.

STATEMENT (5 JOB ROSSMAN

Mr. Rossman. My name is Jon Rossman. | am the director of the
Governor's Commission on Advocacy for Persons with Develop-
mental Disabilities for the Stateof Florida.

Mr. Roarrs, Weareglad to have you here from Florida.

Mr. Rossmax. | am glad to be with you here. We stand behind
Mr. Elliss statement wholeheartedly, and would like to briefly de-
scribe our experience in implementing the protection advocacy sys-
tem, to demonstrate to you why we are in support of House bill
11764. Largely because as advocates for the developmentally dis-
abled, we feel it is in their best interest. and then also with thein-
terest of the protection advocacy systems themselves in mind, this
bill creates increased funding with very little changes, and | am sure
we are not thefirst peopleto come before you in support of that kind
of legislation.

Section 113 has created a dramatic opportunity for Florida to
exPand its commitment to the rights of the developmentally dis-
abled. The Florida Bill of Rights of Retarded Persons made Florida
thefirst State in the Nation to affirm the rights of retarded individ-
uals. Addressing widespread deprivations that had become common
practice in the institutions, the Florida bill of rights held open the
promise of dignity and appropriate care. In 1977, our legislature
codified the philosophy of normalized services to be provided in the
least restrictive environment, and exganded the protection of the
Florida bill of rights to persons with cerebral palsy, autism, and
epilepsy as well.

Since 1975, citizen committees have been functioning under legis-
lative mandate throughout the State, monitoring the entire human
services delivery system. These human rights advocacy committees
are our first line of defense against abuse and neglect at the local .
level and are supported at the statewide level by a statewide human
rights advocacy committee.

Our commission is made up of one-half the members of the state-
wide committee plus an additional group of individuals who repre-
sent the developmental disabilities, but not until the creation of the
State protection advocacy system have developmentally disabled citi-
zens had available to them a mechanism capable of pursumng ad-
ministrative, legal, and other appropriate remedies.

Until now, violations of rights could be identified and pointed out
to responsible authorities, but there was no place to %‘ohto pursue
remediesif change was not gratuitously forthcoming. This had re-
sulted in some overall movement toward long-range improvement at
a reasonable pace, but no reief for individuals denied benefits or
servicesto which they were presently entitled.

When the State began charging maintenance fees to parents of
children in ingtitutions, the P & A system stepped in to remind the
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State of its responsibility to provide free, appropriated education to
all children, including children institutionalized in retardation fa-
cilities, when in order to economize on a legislative mandate to pro-
vide involuntary admissions to State retardation institutions, the
State gcr;ency sought to institute mass guardianship proceedings in-
stead of pursuing the most costly voluntary procedures. Private law-
vers with the support of the P. & A. system havefiled suit to enjoin
that State action.

~ We have cases now which we are working on, not necessarily in
litigation, involving the use of strong psychotropic medications
which have been administered to a 12-year-old girl in a State in-
. stitution for pinching other institutionalized residents. We have
another case involving a doctor who simply refused to examine a
severely brain damaged child, and another case of a mother who
refuses to be forced to institutionalize her son, whom she knows she
can care for at at home, if only the services which are supposed to
be provided do not get fouled up in bureaucratic delay and disin-
terest.

We have been fortunate to have been able to mobilize existing re-
sourcesin the State of Florida in addition to the human rights ad-
vocacy committees to handle many of these cases. Our strategy has
been case-by-casereferrals and backup assistance. We are prepared to
hire counsel when necessary. Next month we will bring together pub-
lic defenders and lega service attorneys from evg:rag program
throughout the State for a specia developmental disabilities law
seminar. The Florida bar, largely through the efforts of the P. & A.
system, has demonstrated a very strong commitment by the establish-
ment of a bar committee on thelegal rights of mentally disabled and
by a commitment to continuing legal education programsin this area.

Next year we anticipate t0 concentrate with equal intensity on
developing and training non-lawyer-volunteer advocates. Finally,
if finanelal resources are increased and become available to us, we
must back up this entire system with regional centers with full-time
staff support. The presence of existing statewide groups has allowed
Florida to mobilizeits protection advocacy system very quickly at a
. very low cost. We still have not chosen to hire a second professional.
I am the only professional staff on the commission, and we have
held in reserve a sizable sum for Iit(ijfgation expenses. | n fad, we have
only drawn upon the first quarter of our Federal appropriation. Y et
this belies on impending confrontation with our limits. We have
deliberately held back on widespread publicity in order not to raise
too quickly expectations that we were not prepared to meet even with
ahigh percentage of casesreferred out to other agencies. We are find-
ing It more and more difficult to follow up with the kind of backup
support we would like to send along with a case before we refer it.

There is such an enormous variga/ of complex legal, social, med-
ical, and economic problemsinvolved in just this DD population that
each case virtually reguires us to start from scratch. It is for that
reason that at this stage we are extremely concerned about expanding
the definition beyond our capabilities

Every month; we have seen an increased number of cases referred
to us Even if we could keep up with just the back-up assistance,
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there is a limit to the number of DD cases outside systems can ab-
sorb. What we still have no way of knowingis, if our training and
development of nonlawyer advocates will relieve this burden or
simply increase the number of caseswhich are identified as requiring
the help of attorneys.

I n addition. we know that there are major systemwide issues that
we will have to address directly ourselves. If we began an extensive
investigation on just one of theseissues, we will very quickly exhaust
all our fiscal resources and leave very little time for anything dse.

H.R. 11764 provides us an opportunity to build on our experiences.
Perhaps our largest source of expertise in dealing with the problems
of the handicapped in education, habilitation, and institutionsin the
community isemerging out of the experienceof these protection and
advocaecy systems, at least those systems that have had an oppor-
tunity because of the level of their funding to begin to deal with
individual problems. A vast mgjority of the protection advocacy
systems in our region, in Kentucky, Tennessee, Mississippi, Alabama,

outh Carolina, ssmply have not able to gear up to the kind of
involvement we have done in Florida. We need to bring all States
at least tothat level.

In many respects, the P. & A. systems are like the first airplane.
If ever?/onewho wanted to get a ride climbed on after the first flight,
it would have never gotten df the ground again. Today, we have
trans-Atlantic transports and so forth. The P. & A .systemisa proto-
type of perhaps the mogt innovative concept in Federal legidation.
I't provides grassroots accountability for Federal programs and pol-
icies. We are very much in support and veryc%rateful for this com-
mitteg's effortsin giving us a change to get the ground. Thani

ou.
Y Mr. Rosers, Thank you very much, Mr. Rossman, for an excellent
statement.

Ms Bebee?

STATEMENT OF DAYLE BEBEE

Ms BEB@ Mr. Chairman, my nameis Deyle Bebee. | am an attor-
ney and the*executive director of Advoczacgé,l Inc. It ismy pleasure
to'speak to you today in support of H.R. 11764.

Advocacy, Inc., isa nonprofit organization that is implementing a
protection and advocacy system for the developmentally disabled in
Texas. Governor Briscoe designated the State Bar of Texas, which
had been the planning agency, to be responsible for the protection
and advocacy system. The State Bar contracted with Advocacy, Inc.
to actually implement the system. The corporation was created and
chartered for the sole purpose of implementing the State P. & A.
system. The corporation and the advocacy system have been in exist-
ence since October 1,1977. with a staff of five attorneysand one non-
attorney position.

We have an independent, 11-member board of directors, with the
members appointed according to our bylaws in this manner: 6 by
the State Bar of Texas, 1 by each of the four State consumer organi-
zatlons, and 1 from our State DD planning council. The board deter-
minesour operating policies and helps usset our goalsand priorities
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for the advocacy system. We are totally funded by HEW f unds, with
a total appropriation of $155,000. | believe | can truthfully say that
we have become the source of technical expertise in our Statein all
the laws relating to the Ie%al rights of the handicapped. Al of the
State agencies providing human services in Texas contact us and
refer personsto uswith thosekindsof questions.

Our steff of fiveattorneys deliver direct servicesto the DD popula-
tion and the service providers in these ways. | would like to mention
to you also that since October 1, 6 months ago, we have handled a
total of 335contactsin our State. Thisis ae%)roxi matellyq/ five contacts
per working day, and as Ethan mentioned to you, the number of
contacts is rising geometrically. There has been aimost a 300-percent
increase between last quarter and this quarter. The three components
of our protection and advocacy system are, first, education and train-
ing We are doing the research, and studying all of the new Federal
and State laws, Public Law 94-142 the Rehabilitation Act, and other
legislation. We are developing written handout materials that we can
then use in education and training sessions. Since we began, we have
held over 38 education and training sessions, and we have reached
an audience of over 4,500 people. Our second component is systens
advocacy. | n Texas, | served with a committee that wrote the Men-
tally Retarded Persons Act. which brought Texas into line with
Florida in recognizing the legal rights of the mentally retarded.
We have a naN;ﬁ]rﬁited guardianship statute in Texas for the men-
tally retarded. We have been working very closaly with our State
mental health, mental retardation department in implementing that
new legislation and in doing extensive review and comment and
working on task forces that write the rules and regulations under
both those acts.

We are extensively involved in our State in seeing to the imple-
mentation of Public Law 94-142. We are working very closdy with
our State education agency in raising issues about our State plan for
specia education, and in seeing to it that handicapped children are
giventhe education that they deserve.

We are adso planning to hold a statewide conference on how to
implement 503 and 504 of the Vocational Rehabiltation Act by
bringing in experts on how to come into compliance with those new
provisions.

Our third component is legal and protective advocacy. We have a
toll-free incoming WATS line where we take calls. We provide in-
formation about the law and legal rights of handicgloped persons.
We can make referrals, some referrals to the service delivery system,
and we can provide technical assistance to developmentally disabled
persons, their attorneys, and other advocates working on their behalf
i administrative proceedingsand legal proceedings. As an absolute
last resort, we have the authority to file litigation on behaf of our
own clients. We have not filed any lawsuits, but we are currently in-
volved in some negotiations on education-related issues, which |
expect probably will haveto belitigated.

Our priority areas for involvement thisfirst year were voted on by
our board in October, and they are, one, the right to education. This
is where we have had the greatest number of contactsin the State of
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Texas. Two, employment rights. Three, rights of personsin institu-
tions. Four, barriers to programs and services. Five, implementation
of recent Texaslegislation. L

I join Mr. Ellis and Mr. Rossman in their support of continuing
the concept of developmental disabilities and increasing the funding
to the P. & A. system. | bdievethat the population currently defined
as developmentally disabled have special needs for the voice and
assistance of an ocate on their benalf, and while I have no philo-
sophical di eament with expanding services to other handicapped
persons, | believe the DD population must continue to be a focus of
the advocacy services.

| also believe that we must realistically look at the extremely broad
mandate to the P. & A. systems and to the resources which are being
given to the States to meet that mandate. As Public Law 94-103 cur-
rently States, the P. & A. systems must have the authority to pursue
Ie%al, administrative, and other appropriate remedies on behaf of
DD persons. I n Texas, we have approximately 200, 000 to 400, 000
developmentally disabled individuals scattered over a state that
encompasses hundreds of thousands of square miles, with 12 State
schools for the mentally retarded, 13 State hospitals, and 28 com-
munity mental health, mental retardation centers. We are attempting
to meet that mandate with a staff of five persons, all located in
Austin, and a budget of $155, 000.

I have polled all of the other Statesin my region, Oklahoma, New
Mexico, Arkansas, and Louisiana, and most of them are attempti&%
to meet that mandate with a staff of one or two persons and $20,
in funding. Most every State desperately needs the ability provided
through adequate funding so that it can truly have statewidpe impact
and be able to provide services to the total constituency, including
minority personsand personsin rural areas.

| see twa basic problems with changing and expanding the popula-
tion to be served by the P. & A. systems. First there is the problem
of the services that can be reaIisticaII% rendered bg the P. & A.
system, and a related problem of outreach, and the publicity required
to tell people about the P. & A. system. | speak for Texas, but we are
not alone, when | say that we have not done an extensive outreach
publicity campaign, because it is painfully obvious to us that we
simply could not now handle the volumeof responses that would be

enerated. |f the population isto be increased, it isimperative that
the dollarsfor staff and services be increased, or we will only succeed
in raising the reasonable expectations of thousands of persons who
qualify for P. & A. services, only to have those expectations dashed
again because there is not enough staff to handle the requests for
assistance.

The second problem we can identify with changing the population
to the severely handicapped is that It is clear that the maﬂ'ority o
those persons who meet that definition will probably be living in
institutions. 1 fully recognize the significant needsof personsin insti-
tutions and the need for advocatesto be ableto attend to those needs.
However, | bdieve we would have a difficult problem with accessing
those clients. For example, the Texas P. & A. system is a private,
nonprofit corporation, as are 34 other States. We do havethe Federal
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mandate to advocate and protect the rights of the DD population,
but we have no greater authority than any other person in the State
of Texas or any other attorney to go into any institution in Texas.
There is no State law giving us any additional or special authority
to investigate institutions. Also, with a gaff of attorneys, we cannot
%‘? into institutionsto look for clientsor solicit business, yet theseare
thevery personswho will not he ableto contact us. Without any addi-
tional authority, we will not be able, except in isolated instances
where staff or family members contact us, to provide services to the
institutional population.

Another quick point 1 would like to makeis that the entire struc-
ture of the Texas P. & A. system, including our board of directors
and bylaws, would have to bechanged if the definition of our popula-
tion were changed to the severely handicapped, since, as | mentioned
to you earlier, our bylaws currently mandate a board of directorsand
services based on the DD structure. Most of the P. & A. systemsare
are less than 6 months into operation. Right now the most critical
issue is lack o funding to megt the mandate of 94-103. 1t saddens
meto report to you that a significant amount of staff timethat should
tgo into service delivery is being spent by necessity in seeking other

unding sourcesto provideaminmmum level of services

In closing, | would like to say that before Congress changes the

rogram, | believewe must havetimefor the P. & A. systemstolearn
ow to deal with their responsibilitiesunder the law and to learn
how to be effective advocatesfor their constituencies, and | hope that
Congress will recognize the tremendousneed for additional funding.
I am excited about my job and our program and the potential of the
protection and adv: concept, and | appreciate the support of the
subcommitteesand the Congress.
Ms. Bebee’s prepared statement follows:]
Testimony resumeson p. 466.1
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| am bayle Bebee, Executive Director of Advocacy, |ncorporated.
It is ny pleasure to speak with you today in support of HR 11764.

Advocacy, Inc. is the non-profit corporation that is inplenenting
the Protection 6 Advocacy Systemfor the Devel opnental |y Disabled,
created pursuant to P.L. 9%4-103, in Texas. Covernor Briscoe desig-
nated the State Bar of Texas, which had been the planning agency, to
be the responsible agency. The State Bar contracted w th Advocacy,
Inc. to actually inplenment the system The corporation was created
and chartered for the sole purpose of inplementing the state P & A
system

The corporation and the advocacy system have been in existence
since Cctober 1, 1977, with a staff of five attorneys and one non-
attorney position that is currently vacant. W have an independent
I'l - menber Board of Directors with the nenbers appointed according to
our By-Laws in this manner: six by the State Bar; one by each of
the State DD consumer organi zations. and one by the State pp Pl anning
Council. This Board determ nes our operating policies and hel ps us
set our geals and priorities for the advocacy system

We-are totally funded by BEW funds, with a total appropriation
of $155.000 for fiscal year 1978.

| believe | can truthfully state that we have become the source
of technical expertise in Texas with respect to the legal rights of
the devel opnental ly disabled. Since our beginning six nonths ago,
the staff has responded -to a total of 335 contacts; which is an
average of five contacts per working day, and the rate of the contacts
is rising dramatically each nonth.

Our staff delivers direct services to the pp population, fanilies,

and service-providers in these ways:
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(1) EBducation 6 Training - we have been researching all of the

recent federal and state |aw relaring- to the handi capped, such as P.L.
94-142, The Vocational Rehabilitation Act of 1973, and a new Mentally
Ret arded Persons Act in Texas; we prepare witten materials and hand-
outs explaining the laws and the requirenments for inplenentation; and
we provide education and training by hol di ng workshops, seninars, parent
neetings, nmeetings with service-providers, and sessions with attorneys
and judges. To date we have held thirty-ei ght education and training
sessiens, reaching a total audience of 4.500 persons

(2) systems Advocacy - we are involved in the legislative processes
in Texas; for exanple, | assisted the committees in Texas witing the
Mental |y Retarded Persons act and the Limted Guardianship statute for
the mentally retarded: we also work closely with the state agencies
responsible for inplenenting the laws to insure appropriate inplenenta-
tion, and we do extensive review and comment on proposed rul es and regu-
latidns; we serve on task forces that prepare drafts of proposed rules.
W have been very active in our state in working with our state edu-
cation agency to come into conpliance with the provisions of PL 94-142,
and we are planning a major state-w de conference for service-providers
on how to conply with the section 503 and 504 Regulations of the voca-
tional Rehabilitation Act

{3y Legal 6 Protective Advocacy = we have a toll-free WATS |ine

we provide information and answer direct questions; we nake sone refer-
rals for servieces; we provide technical assistance to DD persons, their
families, and other advocates in adnministrative procedures and in liti-
gation; and, as a last resort, when we have attenpted to resolve a par-
ticular problemin every way we think appropriate, we have the authority
to file lawsuits on behal f of our own clients. This has not been done

yet, but we are presently in the process of negotiating sone situations
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that will probably have to be litigated

Qur priority areas for invelvement for this first year are: the
right to education; enploynment rights; rights of persons in institu-
tions; barriers to prograns and services; and inplenmentation of
recent Texas |egislation.

I join M. Ellis in his support of continuing the concept of de-
vel opmental disabilities and of increasing the funding to the P 6 A
systenms. | believe that the popul ati on ecarrently defined as devel op-
nental |y di sabled have special need for the voice and assistance of
an advocate on their behalf, and while | do not have any phil osophi -
cal disagreenent with expandi ng services to other handi capped persons
| believe that the DD popul ati on must continue td be a focus of the
advocacy services.

| also believe that we nmust realistically look at the extrenely
broad mandate to the P 6 A systens and to the resources which are
being given to the states to neet that mandate. As P.L. 94- 103 cur-
rently states, the P & A systens nust have the authority to pursue
| egal, adnministrative and other appropriate renedies on behal f of
developmentally disabled persons in the state. In Texas we have
approxi mately 2¢¢,000-400,000 DD individuals scattered over a state
that enconpasses hundreds of thousands of square miles, with twelve
state schools for the nentally retarded, thirteen state hospitals,
and twenty-eight community nental health mental retardation centers.
We are attenpting to neet that mandate with a staff of five persons
all located in Austin, and total funds of $155,000. Most of the
other states in Region VI are attenpting to neet their responsibilities
with a staff of one or two persons and $20,000 in funding

Most every state desperately needs the abiiity, provided through
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adequate funding, to be able to regionalize the P 6 A system so that
it can truly have statew de inpact and be able to provide services to
the total constituency, including mnority persons and persons in
rural areas.

| see two basic problenms wth changing and expandi ng the popula-
tion to be served by the P & A systens, which is a concept that is
bei ng proposed in other legislation: First is the problem of the
services that can realistically be rendered by the P & A system and
the rel ated problem of outreach and publicity required to advise
peopl e about the P 6 A system | speak for Texas, but we are not
al one, when | say that we have not done an extensive outreach-publicity
canpai gn because it is painfully obvious to us that we sinply could
not now handl e the volume of responses that woul d be generated from
persons neeting the current definition of DD. If the population is
to be increased, it is inperative that the dollars for staff and
services be increased, or we will only succeed in raising the reason-
abl e expectations of thousands of persons who qualify for B & A ser- 7
vices only to have those expectations dashed'again because there is -
not enough staff to handle the requests for assistance.

A second problemthat we can identify w th changing the popu-
lation to the "severely handicapped’ is that it appears that the na-
jority of persons who neet that definition will probably be living
ininstitutions. | fully recognize the significant needs of persons
in institutions and of the need for advocates to be able to attend to
those needs. However,. I believe we would have a difficult problem
with accessing those clients. For exanple, the Texan P 6 A system
has been created as a non-profit corporation, as have about 34 other

state systens. We have the federal mandate to advocate and protect
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the rights of the devel opnental |y di sabl ed, but we have no greater
authority than any other citizen of Texas or than any ot her Texas
attorney representing a client to go into any institution in Texas.
There is no state law giving us any additional or special authority
to investigate institutions, nor is there any in the federal law
Also, with a staff of attorneys, we are not able to go into institu-
tions and seek out ¢lients or "solicit business", as this is in vio-
lation of the Canons of Ethics. Yet, these are the very persons who
will not be able to take their own action to contact us. Wthout any
addi tional authority, we will not be able, except in isolated instances
where staff or famly menbers contact us, to provide services to the
institutional popul ations that are the persons who weutd be defined

as "severely handicapped’. | also believe that there are many persons
who are fortunate enough to be able to live in the community but who
still have substantial needs for advocacy to assist themto get the
community prograns and services they need so that their futures are
not limted to institutional settings.

_. For all of the ahove reasons, | support the mnority definition
of developmental disabilities. Fromny own experience, many people
who call us and for whomwe can and do del i ver needed advocacy woul d
not be able to nmeet the other proposed definitions. yet they nust be
abl e to access the advocacy system Al so, | can foresee | udicrous
situations, again fromny own experience, if we had to "di agnose"
each person who contacts us for services to determine if that person
meets a nunber of a given set of criteriain a definition. W have
no way to nake that kind of analysis on each person who contacts us

and asks for advocacy services or assistance with | egal problens.



Anot her quick point | would like to make is that the entire struc-
ture of the Texas P & A System including our board of directors and
By- | aws would have to be changed if the definition of our population
were changed to the "severely handi capped”, since, as | nentioned to
you earlier, our systemcurrently is based on a devel opnental disa-
bilities structure. | amsure this applies to other state system;
that are non-profit corporations.

Most of the P & A systenms are less than six nonths into operation.
Ri ght now the nost critical issue is lack of funding to nmeet the nan-
date of PL 94-103. 1% saddens nme to report to you that significant
amounts of staff time that should go into service-delivery in each
state are being spent, by necessity, in seeking other funding sources
to enabl e each systemto provide a minimum |evel of P 6 A services

In closing, | would like to say that before Congress changes the
program | believe we nust have time for the P & A systens to learn
how to deal with their responsibilities under the law and to learn
how to be effective advocates for their constituents, and | hope
Congress will recognize the tremendous need for additional funding to
enable the state P & A systens to neet those responsibilities.

I am excited about my job and OUr program and about the potential
of the protection and advocacy concept, and | appreciate the support

of this Subcommittee and of Congress.
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Mr. Roeers. Thank you very much. It has been an excellent state-
ment.

The committee mill stand in recess for 5 minutes. There is a vote.

[Brief recess]

Mr. Carrer. [presiding]. The meetingwill cometo order.

Mr. Schuorf, you are next.

STATEMENT OF STEPHEN B. 3CHNORF

Mr. Scex~orr. Thank you, Dr. Carter. | am Stephen Schnorf. |
am the executive director of the Illinois Developmental Disabilities
Advocacy Authority.

Some time in our advocacy role we become disenchanted with the
bureaucracy of State agencies. | see that our own bureaucracy broke
down and got the wrong job title to you on the information you
have. I do work for the ITlinois Developmental Disabilities Advocacy
Authority, the agency created in Illinois to discharge the State's re-
sponsibility under section 113 of Public Law 94-103.

Illinois had made a substantial commitment to meet the public
responsibility inherent in the protection and advocacy requirements
of the Developmentally Disabled Assistance and Bill of Rights Act.
This commitment includes a significant amount of State tax dollars.
Our plan in Illinois, prepared by the Governor's Planning Council
on Developmental Disabilities, with extensive community input,
creates a citizen consumer-controlled, community-based advocacy
service. Legal advocacy is provided through a consortium of legal
assistance foundations throughout Illinois.

We provide some additional funding through those legal assistance
foundations above and beyond the Federal fundsthey receivethrough
the legal services corporation, in order to encourage and enable them
to develop a specific expertise in developmental disabilities. That
project has been operational for 2 monthsin Illinois.

To give the committee some idea of the types of activities they
are becoming involved in, most recently they have successfully rep-
resented in an administrative hearing an epileptic person suspended
and threatened with dismissal by the U.S. Postal Service after a
seizure. The law project successfully pointed out to the U.S. Postal
Service that that might he a rather flagrant violation of the person's
guaranteed rights in this country, and is currently representing a
child denied supplemental security income benefits by the Social Se-
cnrity Administration, in direct conflict with the Social Security
Administration's own regulation. The child livesin a 24-hour-a-day,
year round, residential facility for severely handicapped children,
oceasionally visits parents at home, and the Social Security Admin-
istration in its infinite wisdom has deemed that the child lives at
home and that therefore the parents income should be counted in
determining the child's eligibility for benefits. Those are just two
examples of the approximately 20 cases that the law project is cur-
rently involved in after 2 months of operation.

Assistance to consumers and their representatives in pursuit of
administrative and other nonlegal remedies isavailable through area



467

advocacy projects operated by community groups under contract with
our Advocacy Authority and through an ombudsman service oper-
ated by the Authority itself.

Again, as an example of thekindsof activities that weareinvolved
inin those nonlegal areas, currently we are assisting a mother whose
%/oung daughter in a State-operated institution in Illinois has suf-

ered some rather severe Ehysical abuse and physical i Qg’ury. Weare
assisting the mother in obtaining some immediate relief, transfer of
the child from one unit to another.

Mr. CarTer. Isthechild mentally retarded?

Mr. ScHNorE. Yes; the child is mentally retarded. We will con-
tinue to assist the mother in achieving her long-range desire, which
is to get the child back closer to home in a residential facility.

Mr. Carter. What about this using SSI funds for youngster?

Mr. Scexorr. That youngster is multiply handicapped, physically
handicapped and mentally retarded.

Mr. CarTER. | see

Mr. Scaworr, We are also representing some of thekinds of things
that some of the earlier presenters spoke to, special education, place-
ment appeals. For instance, in one school district in Southern I1linois,
a family has successfully pursued a sr)ecial education placement
appeal, and has obtained from the school board a satisfactory place-
ment in a class, but the school district refused to provide transporta-
tion for the child which rendered the earlier decision rather moot,
and we successfully represented the mother in a1 appeal of that deci-
slon and obtained transportation for the child between home and the
classthe child had been approved for.

Concerning the type of issue that Ms. Bebee raised earlier regard-
ing institutional advocacy, in our system a full-time adveecate
er_n?loyed by us and independent of the State mental health agency
will be assigned to each of the 12 State institutions, with a large
number of DD residents, so we will have a full-time staff advocate
in each of those institutions representing the interest and welfare
available to the residents and their families to seek assistance from
when problems of potential denial or abridgement of rights might
occur.

That is a little backgfround on where we are at in Illinois right
now. We have carefully reviewed House Resolution 11764, and
endorse it, including the proposed legislation's recommended con-
tinuation of the current definition developmental disabilities.
However, regarding the report that has been issued as called for
under 94-103, of the two definitions recommended in the report, if
those are the choices, we strongly endorse and recommend the minor-
ity report.

I have two specific concerns | would like to raise for the commit-
teg's consideration concerning 11764. One, if it is the sponsor's, and
yours, Dr. Carter's, intent to provide additional fundsfor the protec-
tion and advocacy systems, and | believethat it is, as reflected in the
recommended authorization for protection and advocacy included in
the bill, then I urge the committee, as Ethan did earlier, to carefully
review the potential negative result that might accrue to some pro-
tection and advocacy systems that are receiving substantial funding
from their State DD planning councils.
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We in Tllinois for instance are receiving $200,000 for fisca year
1978 for protection and advocacy from our state DD council. The
recommended authorization level for fiscal year 1979 in the proposed
bill might result in an increase in the Federal protection and
advocacy funding to lllinois of even slightly in exeess of $200,000,
but that would be the approximate increase, we believe, based on the
formnla. If the bill is adopted as currently written, with P. & A .not
included as one of four national priorities, we would lose our ability
to receive funding from the State DD planning council, and the net
I’eSliI{t would belittle, if any, increasein funding for P. & A. services
in lllinois.

We would gain perhaps $200000 from the formula, but lose
$200,000 from the DD council, and we think that would probably not
reflect theintent of the sponsor of the legisation. The samesituation
eould hold true in any State wherethe DD council has made a sub-
stantial commitmentto fundingtheP. & A. system.

As Ethan pointed out, nationally approximately 35 of the DD
councils are committing some funding to P. & A. (siygtéms | request
that the committee look at various options for dealing with this
possible eventuality, including something similar te & hold harmless
clause that would permit DD councils to continue to fund P. & A.
systemsif they have done so in the past, or including D. & A. as a
national priority eligible for funding by DD councils, regardless of
what other priorities are selected and separate from the question of
level of appropriationsto State DD councils.

| am sure there are other options available to deal with the con-
cern. | would, however, hate to see Illinois or any other State that
has made a substantial commitment to protection and advocacy
services penalized in the face of the obviousintent of the bill and the
sponsor toincrease fundingfor P. & A .systems. o

Second, | would like to request that the committee consider incor-

orating into the hill language that would alow P. & A. formula
unds under the act to be used as a match for other Federal funds,
including title 20 of the Social Security Act. State DD council funds
and other potential —I think there could be a variety of ones where
avariety of Federal funding sources, whereit wil |be greatly advan-
tageousto allow Federal P. & A. formula funds to be used as match.

One of the problems that has prevented some States from using
DD council funds has been the unavailability of thelocal match, even
though they are receiving the minimum of $20,000 under P. & A., it
cannot be used to match the potential even small amounts of funds
that they have received from the State planning wuncils.

| also from my own perspective personally, insofar as Illinois is
concerned, would like to offer my tﬁugi I question the priority
decison that has been suggested in the bill. | have seen too many

happen in Illinois that over the past 7 years that have been

ene cial, that could not have happened through the DD council, if
these four national priorities had been in effect. | see things that we
are looking at movinginto right now. Asan example, we are looking
at a joint project with our DD council to put together an intensive
seminar in lllinois for key leadersand decisionmakers in thelegida
ture and the administration on the potential implications of recent
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court decisions on the future of institutional services, that might or
might not be able to be snuck in under the rubric of community resi-
dential alternatives, but | would hate to foresee a situation where
positive things could be dgine for relatively minimal amounts of
money, in this case perhaps $3, 000 or $4, 000 that might be precluded
by the perhgps—I| don't want to say arbitrary, because | know it has
been well thought out, hut the perhaps unfortunate delineation of
four narrow priorities for expenditure of DD counecil funds.

Thank you very much for the opportunity to speak to you.

Mr. CarTer. Thank you for a very good statement. Are there any
protection and advocacy activities which are common to many States
and which could be carried out better at the Federal level?

Mr. Rossman. | might speak to that from an example. | think
perhapsthe answer isno.

Mr. CarTER. That iswhat | expected.

Mr. Rossman, Let me share a fact situation with yoll we have
recently encountered, which may give you a good example. An indi-
vidual was referred to us by a State representative who had experi-
enced employment discrimination on the basisof his having epilepsy.
When | received the materials on this case, the first thing | did was
try to find out why various places which he had been referred to did
not help him.

First he had goneto the local epilepsy foundation. They were able
to identify that he had reasonable causeto believe he had been dis-
criminated agai nst, and made a few phone calls, and found out that
indeed they did discharge him because of his epilepsy, but really it
ended there. There wasnot ng they could do. He was employed by
the county in a socia services program as a social worker, which was
funded under a CETA grant, so they recommended he contact the
contract compliance board of the Department of Labor in Atlanta,
and hedid that.

The Department of Labor determined that since CETA isa grant
program and not a contract program, which is a 504 discrimination
matter and not a 503 discrimination matter, they referred him to the
Office of Civil Rights. The Office of Civil Ri%hts in July 1977,
accepted hiscaseand had it on file, and | called them and said, what
have you done about this. They said, absolutely nothing. They had
not made the first phone call, the first inquiry, or written the first
letter. Why ? Because we are under an extreme backlog, handling not
504 discrimination cases, but race and sex discrimination casss,. which
they have been building up over the last several years, and in fact
the office in Atlanta is not handling any 504 discrimination cases.

He was then referred to a State agency which was supposed to be
able to handle employment discrimination cases, and they exercised
their option to refer it to the protection and advocacy agency, and
thereupon we got the case. Like Ms. Bebee indicated to you already,
we have no more remedies than any private attorney, than any of
our clients bringsto us. We have no enforcement powers or investiga-
tory powers of any kind. All we have is whatever cause of action
the individual wonld have, and we generally deal with it ourselves
or refer it, as | mentioned, to alocal legal service program. We have
referred it to alocal legal serviee program.
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The Catch-22 in this wholescenario isthat aslong as the Office of
Civil Rightsin Atlanta holds onto that complaint, the Federal courts
probably will not even alow the case to survive, and will throw it
out for failure to exhaust administrative remedies. So, all 1 am sug-
gesting is, we really dont need any more Federal administrative
remedies.

Mr. CarTER. Thank you.

Mr. ScHNorF. Dr. Carter?

Mr. CarTeER. Excuse me | would like to ask you what happened
when you took over the case? Did you pursue it suecessfully ¢

Mr. RossMan, We have just gotten it, and we put it in the hands
of thelocal legal services program.

Mr. Carter. Al right.

Mr. ScHinorF. | can give a similar example, | think. that will indi-
cate that sometimes even the Federal mechanism is counterprodue-
tive. I'n the case of lllinois, our fair employment practice4 commis-
sion has virtually this same situation. Because they received funding
federally to pursue civil rights violations, sexua and racial discrim-
ination Issues get a priority. They have only probably successfully
completed action on about 25 percent of the cases that have been
referred to them since their inception. The other 75 percent are back-
logs of 114 years, but becauseof their priority to race and sex dis-
crimination cases, they have completed action on zero percent of the
complaints for discrimination becauseof handicaps which have been
referred to them.

They received approximately 500 such complaints in the last 2
%eards_., and have issued no rulings in 3 years on a case involving

andi caps.

Mr. Carter. | take it that you think P. & A. should be uniauely
a Stateand local function.

Mr. Rossmax. Dr. Carter, if | may, there is one possible way of
changing the existing legislation to perhaps make it more effective,
and that would befor Coré?ressto say that we have gone be%ond the
finding stages in the developmental disabilities bill of rights, and
create enforceable rights, and perhaps couple that with a private
right of action which attorneys might even be able to receive fees,
and that would astronomically increase the effectiveness of our iab.

Mr. Scunorr. [Nods affirmatively.]

Ms B [Nods a,ﬂirmatively.]y

Mr. Well, | certainly want you to keep it in State hands.
| think itisa State and local funection. Could you, Mr. Schnorf, sub-
mit those examples for the record so that the committee can consider
them as wereview the vriorities?

Mr. SCHNORF. Y €s, sir.

Mr. CarTter. | have one other question | would like to ask you
gentlemen. Suppose that we have an orphan mental retardate who
was left a sum of money. Would it be left up to the court to appoint
aguardian for her?

r. Rossmaw. That would be correct.

Mr. CarTerR. You would not comein as an advocate in her case
unless—you werecdled in, | guess

Mr. —— No; in the State of Florida at least, a public
defender could be appointed to represent the interests, | believe.
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Mr. Scaxorr. |t would be technicaly possible. Ths court might
appoint an attorney from the protection and advocacy system as
guardian at litem, duringthetimethe hearingwag-

Mr. CARTER. This causes a great deal of worry for families who
have only one child. who happens to he retarded.” They worry about
that child after they aregone. That isquite a problem.

Mr. Erus. Dr. Carter, in New Jersey, we are currently reviewing
the guardianship statutes, which are, accordingto our attorneys, very
antique, and primarily designed to deal with property issues rather
than other decisions that may be within the capability of the indi-
vidual to make even though his intellectual functioning may be Soma-
what limited. Issues, for example, of whether or not an individual
has the right to determine whether he wantsto live in the community
versus in the institution are, we take it, in some cases decisions th
should be able to make, and we should not refer them to their guard-
ian.

There are sometimes conflicts between the guardian wishes on the
capabilities of the individual, and we have found a great need to
review those statutes, on at least two issuesthat have recently come
to us contesting thosein the courts. 0 | think thisisan issue we have
to look into further.

Mr. CarTER. | think that their rights certainly should be protected.

Thank you so much for your testimony. | t has been very helpfnl.
~ Dr. Hugo Finarelli? Doctor, if you will highlight your statement,
it will begreatly appreciated.

STATEMENT OF HUG0 FINARELLI, JR., Ph, D.,
GOVERNMENT STUDIES AND SYSTEMS

Dr. Fixarerrny. Thank you, Dr. Carter.

| am very happy to have the opportunity today to describe the
results of a study carried out by Government Studies and Systems on
behalf of the Developmental Disabilities Office, the Office of Human
Development. Our project had two primary goals: first, to design a
set of mode standards for evaluating the quality of services and
programs to persons with developmental disabilities; and second, to
devise a aualitv assurance mechanism which States could use to
implement' those standards. )

The legidative mandate for thestudy was section 204 of the Devel-
opmentally Disabled Assistance and Bill of Rights Act. The lan-
gwageof section 204 suggests two prime motivesfor the study. First,
there was apparent concern over the effectiveness of existing stand-
ards and quality assurance mechanisms. Second, there was a growmg
awareness of the need for outcome standards which directly State
expectations regarding the developmenta progress and the overall
well-being of personswith developmental disabilities.

_To date, most quality assurance efforts in developmental disabil-
ities, as in other human servicesfields, have relied almost exclusively
on input and process standards. Input standards specify organiza-
tional, administrative, and physical requirements that service pro-
viders must satisfy. Process standards describe the manner in which
services should be delivered. The warrant for such standards is the
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belief that compliance with input and process requirements will, con-
tribute to or result in better outcomes for the persons receiving
services.

Unfortunately, studies to determine whether or not this is true,
whether compliance with input and process does result in better out-
comes, have been infrequent and inconclusive. I n fact, it has been
widely contended that many of the standards currently promulgated
by regulatory agencies and professional organizationsare of doubtful
validity, being neither necessary for quality nor predictive of desir-
able outcomes.

A second concern regarding standards in current use is simply
their recent proliferation. At present, there are so many standards,
from s0 many sources, that service providersare likely to find them-
selves subject to conflicting requirements, or are likely to face incon-
sistenciesin the interpretation and use of similar standards issued by
different jurisdictions.

Our first major project task, therefore, was to collect and classify
hundreds of standards currently in use, to eliminate duplicates
among them, and then appraise the remainder, to determine which
were valid, reliable, and practical for use in quality assurance. On
the basis of this extensive review, we were able to develop a set of
input and process standards which we fed are nearly free of the
defectsfound to beso common among existing standards.

The legislation clearly required, however, that the model standards
go well beyond the traditional input and process requirements. In
section 111 .of the act, it is stated that services, treatment, and habil-
itation must be designed to ""maximize the developmental potential ™
of persons with developmental disabilities. I n turn, section 204
requiresthat the standards be ""based upon performance criteria for
measuring the developmenta progress of persons with developmentd
disabilities." Therefore, a seecond major project task was to find a
reliable set of measures of the developmental progress and overall
well-being of persons with developmental disabilities.

The use of outcome measurement in quality assurance in human
sarvicesis o rare, however, that the feasibility of this outcome-based
approach was not known at the outset of the study. Therefore, we
undertook a critical review of the state of the art of behavioral
assessment in developmental disabilities and of outwme-based qual-
ity assurance in other human service fields. We concluded that out-
come measurement is, in fact, feasible, and that outcome standards
shoul%r)lay asignificantrolein quality assurance.

Finally, our project required us to design a modd quality assur-
ance mechanism which States could use to Implement the proposed
standards. By this wemean aset of administrative procedures which
States co i t =2 oowge, & ,or require service po : to
maintain certain levels of quality as specified in the underlying stand-
ards.

Our methods, findings, and revmmendations with respect to both
standards and quality assurance mechanisms are described in detail
in a series of reports prepared for the Developmental Disabilities
Office. All of them are available for your examination. My purpose
inthe next few minutes, therefore, isto simply further highlight the
resultsaf our study.
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As | mentioned before, our first major task was to review and eval-
uate existing standards. In order that this evaluation be objective,
GSS saff and a group of expertsin the field of developmental dis-
abilities devised a series of precise judgment scales addressing such
issues as the reliability of a given standard, the practicality of its
use, and its susceptibility to action by the service delivery system.

The most important issue, however. was validity, whether or not
the standard was judged to be a valid indicator of one of the three
most desired outcomes: increased skill levels or the achievement of
adaptive behaviors on the part o persons receiving services; more
normalized patterns of daily living; and the protection of individual
rights, including protection from neglect and abuse.

Nine experts in the fild of developmental disabilities used this
detailed evaluation protocol under the supervision of GSS gaff to
individually appraise several hundred of the standardsin current use.
Theratings of the expertsled usto the concluson that whilethe vast
majority of existing standards express worthwhile sentiments and
describe useful practices, they are nonetheless beset by recurring
defectswhich render them of limited use in quality assurance.

These defects—lack of measurability, lack of rdliability, lack of
relevance, lack of objectivity, and in some caseslack of sensitivity to
current concepts of human services delivery—render many. of the
existing standards ambiguous, obscure, or simply inappropriate.

Our next project task, then, was to develop a set & mode input
and process standards which maintained the best features of the
existing standards, but eliminated these fundamental weaknesses. We
fedl that we were able to do this, that we were able to design a set of
input and process standards which are valid, comprehensive and
reliablefor use

Despite the fact that they are comprehensive, our modd standards
are relatively short in length. Most notably, there are no standards
with respect to staffing levels, staff qualifications or credentials, or
methods of service delivery, all common concerns in existing bodies
of standards. Quite simply, we found that thereisno consistent war-
rant, either professional consensusor empirical justification, for such
standards. I'n fact, it is widely held that these standards tend to
encourage overprofessionalization, overprotection, and other excesses
that work against the best interests of persons with developmental
disabilities.

On the other hand, our standards are quite detailed in some areas
that we think are critical to the desired outcomes. For example, we
specify in detail the minimum contents of individual habilitation
plans, the core of individualized service delivery, and we specify at
great length administrative procedures for the development of such
plans. We aso recommend numerous standards regulating living
environmentsand other settings for service delivery, and prohibiting
practices which we feel most restrict or deny the rights and dignity
of personswith developmental disabilities.

I'n writing input and process standards, we have therefore had to
wak a middle ground between the extremes overprotection and
underattention. We had to balance the interests of those who need
close supervision and protection, and those who need greater inde-
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pendence and freedom of movement. We think we have found that
middle ground.

Our approach to the design of model outcome standards had to be
somewhat different. As | mentioned earlier, our review of the litera-
ture in health, education, and rehabilitation services indicated that
outcome measurement was rarely used for qualit?; assurance, and
that outcome standards are virtually nonexistent. Thus, most quality
assurance in health and other human servicesfalls at present in the
category of "peer review,” which is a congenial way of saying that
colleagues and associates, membersof the same professional organiza-
tions, appraise one another's work. More often than not, vaguely
worded input and process standards, which do little to inhibit the
intuitive conclusions of the appraisers, are used in these transactions.
Our study of the feasibility of outcome standards demonstrated, how-
ever, that the absence of outcome standards is not due to any defect
in the concept. Rather, we judge that it is due mainly to a small set
of technical problems, all of which are solvable, and a long list of
provider objections, most of which are groundless. We concluded,
therefore, that there is no formal barrier to the useof outcomestand-
ards for quality assurance of programs and services for persons with

ental disabiliti - provided technicall competent. ap-
proaches are used.

Specificaly, we recommend outcome standards in two categories,
developmental growth and normalization of living experiences.
Developmental growth is measured by any of the scores of tested
behavioral assessment scales and instruments currently in use Of
tive and self-help/independent living skills.
particular concern are motor, cognitive, social, affective, ecommuniea-

Our model standards also include two sets of normalization meas-
ures. The first set characterizes the degree to which persons are
integrated into society at large by measuring the degree to which
their social and physical environments are as normal as possible. The
second set is used to compare the use of time by persons in supervised
living situations with the use of time by persons of the same age and
sex m the gganeral population.

The problem with using outcome standards, of course, is the cur-
rent lack of norms or expectations with respect to outcome measures,
which makesit very difficultto estimatehow much progress or change
persons receiving services should experience over a given period of
time. But our report does suggest several approaches for creating
such standards, including the use of time series analyses, goal attain-
ment approaches and comparison analgses.

I n summary, we feel that the problem of setting outcome stand-
ards is solvable in a number of practical and understandable ways,
and thus we recommend that States use outcome standards in con-
junction with a concise set of input and process standards in their
quality assurance efforts.

What, then, aretheimplicationsof our study ?

To begin with, our recommendations regarding model standards
and quality assnrance mechanisms have been well received by State
administrators and by service providers, as well as by the Develop-
mental Disabilities Office. | N SOMeinstances, organizations have taken
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steps to implement the recommendations on their own initiative.
However, in a recent end-of-the-project workshop there was clear
support for more formal follow-up activities.

The two key recommendations were the following: first, that the
developmental disabilities office sponsor a project to provide tech-
nical assistance to up to five states that volunteer to fidd test the
mode! standards. We see the field test as a key step in refining the
standards further, in operationalizing the quality assurance mechan-
ism, and in identifying and resolving any Issues which arise during
implementation.

Second, it was suggested that active support of field test activities
he sought from other Federal agencies and programs that provide
or fund services to persons with developmental disabilities, in the
hope that early coor nation among these ag?encieswould eventually
facilitate the consolidation of the many overlapping review processes
to which service providers are now subject.

Thank you.

[Testi mony resumeson page£87.]

Dr. Finarélli's prepared statement follows:]

di
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| NTRODUCTI CN

M. Chairman and nenbers of the Subcommittee, | am
pl eased t o have the opportunity today to describe the results
of a study carried out by Government Studies L Systems on
behal f of the Devel opnental Disabilities Ofice, Ofice of
Auman Devel opment. Qur project had two prinary goal s:

(1) to devel op a set of nodel standards for appraising

the quality of services and prograns for persons
wi t h devel opnental disabilities; and

{2z} to devise a nodel quality assurance nechani sm

whi ch States could use to inplement the proposed
st andar ds.

The | egi sl ative mandate for our project was Section 204
of the Devel opnental |y Di sabl ed Assistance and Bill of R ghts
Act. The |l anguage of Section 204 suggests two prine notives
for the study. First, there was an apparent concern about
the effectiveness of existing standards and qual ity assurance
mechanisms. Second, there was a grow ng awar eness of the
need for outcome standards that directly address both the
devel opnental growth and the overall well-being of persons
wi th devel oprrental disabilities.

To date, nost quality assurance efforts in the field of
devel oprrent al di sabilities, as in other human service fields,
have relied al nost excl usively on i nput and process standards.
I nput standards set forth organizational, admnistrative and
physi cal requirements to be satisfied by service providers.

Process st andards descri be the manner in which services shoul d
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be delivered. The warrant for such standards is the belief
t hat adherence by service providers to i nput and process re-
qui rement s contri butes te desirabl e out cones for the

persons recei Vi ng services.

Unfortunately, studies to deternine whether conpliance
with i nput and process standards results in better outcones
have been both infrequent and inconclusive. In fact, it has
been i ncreasingly contended t hat nmany of the standards
currently promul gated by regul atory agenci es or prof essi onal
organi zations are of questionable validity, there being little
evidence in nost cases that existing standards are either
essential to quality services or predictive of desirable out-
cones.

A second concern regardi ng standards in current use is
sinply their recent proliferation. A present, there are so
many standards, fromso many sources, that service providers
are likely to find thensel ves subject to conflicting require-
nents, or are likely to face i nconsi stenci esintheinterpreta-
tion and use of simlar standards issued by different, and
per haps overl appi ng, jurisdictions.

our first major task, therefore, was to coll ect and
cl assify hundreds of the nost w dely used standards, elininate
duplicates, then apprai se the renai nder to deternine which

were valid, reliableand practical for use in quality assurance.



On the basis of that extensive review, we |ater devel oped a
set of model input and process standards nearly free of the
defects we found i n existing standards.

The legislation clearly required. however. that the
nmodel standards go beyond the traditional input and process
requirements. In Section 111 of the Act, it is stated that
treatnent, services and habilitation shoul d be designed to
"maxi m ze t he devel opnental potential” of the person. In turn,
Section 204 requires that the recormended standards be "based
upon performancecriteria for neasuring and eval uatrng the
devel oprent al progress of persons with devel opnental disabilities."
Thus, a second naj or project task was to select reliable
neasur es of the devel opnental progress and the overall wel I-
bei ng of persons wi th devel opnental disabilities, and then to
desi gn nodel out come standards around t hese measures.

The use of outcome standards for hunan services quality
assurance is so rare, however, that the feasibility of this
outcome-based approach was unknown at the outset of the study.
A critical reviewof the state-of-the-art of outcome-based
qual ity assurance in other human services, and of behavi oral
assessment in the field of devel opmental disabilities, was
therefore undertaken. Qur concl usion was that outcome neasure-
ment is, infact, feasible, and that out cone standards shoul d
play a significant role in quality assurance of services and

prograns for persons with devel opnental disabilities. Qutcome
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standards for use in conjunction with the model input and
process standards were thus also devel oped.
Finally, our project required us to design a nodel
qual i ty assurance nechanism By this we nean a set of
admi ni strative procedures whichwill enable States to require,
encour age or assi st service providers to naintain (or at |east
to take steps toward achieving) certain levels of quality as
expressed in a set of pre-established standards. Qur concern
here was to design a mechani smthat woul d be effective,
efficient and equitible when used with the nodel standards.
our met hods, our findings and our recommendaticns W th
respect to both standards and qual ity assurance mechani sns
are described in considerable detail in a series of reports
prepared for the Devel opmental Disabilities Office. Al are
avai l abl e for your examnation. Therefore, ny purpose in the
next fewmnutes is sinply to further highlight the key

findings and recommendations resulting fromour study.

REVI EWAND EVALUATI ON CF EXI STI NG STANDARDS

In order to obtain an objective eval uation of existing
standards, @ss staff and a group of experts in the field of
devel oprent al di sabilities devised several precise judgnent
scal es, addressing such issues as reliability, practicality
of use, and susceptability to action, anong others. The nost
i nportant i ssue, however, was validity = whether ox not the

standard in question was a valid predictor of one or nore
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of the three nost desired outcones: increased skill |evels
or the achi evenent of adaptive behaviors by the individual(s)
recei ving services; nmore nornalized patterns of daily living;
and enhancenent of individuals' basic human rights, including
protection fromnegl ect and abuse.

Ni ne experts in the field of devel opnental disabilities -
state programadnini strators. direct service providers, per-
sons on the staffs of University Affiliated Facilities and
others ~— used this detail ed eval uation protocol under the
supervi sion of ¢85 staff to individually appraise each of
several hundred standards culled fromthe literature. The
experts' ratings led us to the conclusion that while the
vast majority of existing standards express worthwhile senti-
nents and recommend useful practices, they are nonet hel ess
beset by recurring defects that timit their usefulnessin
qual ity assurance activities. These defects - | ack of
neasurability, lack of relevance, lack of objectivity and | ack
of sensitivity to contenporary concepts of human services -
general Iy render existing standards anbi guous, obscure or

sinply inappropriate.

MODEL 1wrur AND PROCESS STANDARDS

Our next task, then, was to design a set of input and
process standards whi ch incorporated the best features of
exi sting standards, but which also allowed for the adaptation

of those existing standards judged valid hut unreliable for



qual ity assurance. New standards were al so created where none
existed. The result is a set of standards that, as far as

we can nowtell, is conprehensive, valid and technically
reliable.

Despite its conprehensi veness, our |ist of nodel
standards is short. Mbst notably, there are no standards with
respect to staffing level s(ratios of staff to popul ation
served), staff qualifications or credentials, or nmethods fexr
service delivery. W have found, quite sinply, that there
is no consistent warrant = either enpirical justification or
prof essi onal consensus - for such standards. Rather, there
is widespread belief that such standards tend to foster over-
prof essi onal i zati on, overprotectiveness, and ot her excesses
that can sonetines work agai nst the best interests of persons
wi t h devel opnental disabilities.

On the ot her hand, our standards are quite detailed in
areas that, as we see it, are directly predictive of desired
outcones. In particular, we have specified in detail the
m ni numcontents of, and addressed at |ength adm nistrative
procedures for the preparation of, Individual Habilitation
Pl ans = the core of individualized service delivery. W have
al so proposed nunerous standards regul ating |iving envirconments
and ot her settings for service delivery, and prohibiting
Practices that seemto nost restrict or dimnishthe rights

and dignity of persons with devel opmental disabilities.
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Inwiting input and process standards, we have there-
fore had to wal k between t he extremes of overprotection and
underattention. V¢ have had to bal ance between the interests
of those who need cl ose attention and supervi si on and t hose
who need greater independence and freedomof novenent. W

think we have found a valid mddl e ground.

MCDEL OUTCOME STANDARDS

Qur revi ewof outcone neasurenent in education, health,

rehabilitation and other human services showed that outcone
neasures are rarely used in quality assurance. In turn, out-

come standards are virtual ly non-existent. Thus, nmost quality
assurance in heal th and hunan services consi sts of "peer

review " a congenial way of saying that col |l eagues and

associ ates, persons in the same professional organi zati ons,

apprai se one another's work. Mre oftenthan not, vaguely

worded i nput and process standards, which do littleto inhibit the
the intuitive conclusions of the appraisers, are used in these
transacti ons.

Qur feasibility study denonstrated, however, that the
absence of outcone standards is not attributableto any defect
in the concept. Rather, we judged that their absence i s due
mai nl yt a a small set of technical problens (all of which are
solvable) and a long |ist of provider objections (nost of which
are groundl ess). W concl uded, therefore, that there is no

formal barrier to the use of outcome standards i n apprai si ng
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services for persons with devel opmental disabilities, pro-
vided technical |y conpetent approaches are used. (Techni cal
errors and excesses aid the political resistance forces.)
Specifically, we believe that outcone standards shoul d be
devel oped for both devel opnental grzowth and normalization of
I'i ving experiences.

The first outcone category, devel opmental growth, is
neasured by any of the scores of tested behavi oral assessnent
scal es or instrunments. C particular concern are notor.
cogni tive, communicative, social, affective and self-hel p/

i ndependent living skills.

our nodel outcome standards al so i ncl ude two sets of
normalization nmeasures. The first set is used to characterize
the degree t o which persons are integrated i nto society-at-
large by neasuring the degree to which their physical and
soci al environments are as normal as possible. The second
set of measures is used to conpare the use of time by persons
in supervised living situations with the use of tine by per-
sons of the sane age and sex in the general popul ati on.

The difficulty of using these measures as standards, of
course, is that we do not yet have an adequate. set of norms
or expectations fromwhich we can esti mate how much progress
or change an individual (receiving services) should experience
in a given period. ©Our report contains several recommendations

for creating standards, including the use of tine series



485

anal yses, goal attainment approaches (keyed to objectives set
forth in a person's Individual Habilitation P an), comnparison
group anal yses or conparative programanal yses.

In summary, we are satisfied that the probl emof setting
out cone standards i s solvable in any of several practical and
under st andabl e ways. W& concl ude, therefore, that States can
and shoul d use out cone standards in their quality assurance

efforts.

QUALI TY assurance MECHAN SV

Quality assurance nechani sns are diverse, and quality
assurance organi zati ons have varied purposes. At one extrene,
there are those organi zations that viewtheir mssion as
educational. At the other extrene are those agencies that
l'icense and regul ate, that have the authority to i npose
sancti ons agai nst poor quality.

Wi chever approach is adopted - our preferenceis for a
posi tive. service-enhanci ng approach with sanctions reserved
for only the worst offenders - there are fundanental design
i ssues that nust be addressed and a m ni mumset of inplenenta-
tion activities for which adm nistrative procedures nust be
devel oped. The quality assurance nechani smwe have recommended
presents a step-by-step approach for the design phase as wel |
as the inplenentation phase. Procedures which a quality
assurance agency could use to carry out a sel f-eval uation of
the effectiveness, efficiency and equity of its quality

assurance activities are al so suggest ed.
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| MPLI CATI ONS

The nodel standards and qual ity assurance mechani sns
devel oped in this project have drawn nany favorabl e r esponses
fromState agenci es and providers, as well as fromthe
Devel opnental Disabilities Gfice. |In some instances, organi-
zations have already taken steps to inpl enent our recommenda-
tions on their own initiative.

Nevert hel ess, a recent end-of-the-project wor kshop
generated clear support for more formal fol | owup activities.
Two Key recommendations were the foll ow ng:

I. that the Devel opnental Disabilities Cifice proceed
wi thout del ay to sponsor a project to provide
techni cal assistance to five States which vol unteer
to field-test the nmodel standards and nodel quality
assurance nechanisns; the field-test is seen as a
key step in the further refinenment of the nodel )
standards, the operationalization of the nodel quality
assurance nechani sm and the identification and
resol ution of any inplenentation probl ens whi ch may
ari se;

2. that active suEport of the field-test activities be
sought f£rom ot her Federal agenci es and programs whi ch
provide or fund services to persons wth devel op-
nmental disabilities in the hope that early coordina-
tion anong agencies would facilitate the eventual
consol i dation of the many overl appi ng revi ew processes
t o whi ch service providers are now subj ect.

I shall be happy to answer any questions.
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Mr. Roszrs. Thank you very much. Your testimony was interest-
ing, as we have had alot of discussion about the outcome of stand-
ards. Dr. Carter?

Mr. CarTeR. Thank you, Mr. Chairman.

It isavery difficult task, | would think, to evaluate the standards
of quality assurancein this particular area. | don't think you can
project just what the outcome will be on different retardates. Cer-
tainly, we have had examples of people who had spastic conditions
today who are certainly affected in no way mentally as far as was
discernible. Measurement in this area is very difficult. We can see
progress. How you specify it to a certain degree, a percentage, would
be, it seemstome, very difficult.

Thank you, Mr. Chairman.

Mr. RoGers. What do you estimate the cost would be in evaluating
SOMeoneon an outcomebasi s?

Dr. FinareL LIThat we have not addressed yet. | can give you a
couple of examples, however. The State that is doing the most in this
regard at present is Minnesota. They have developed, at a cost, ac-
cording to the project director, of approximately $350,000, which
seems a modest cost for where they are so far, a behavioral assess-
ment instrument called the MDPS, or the Minnesota developmental
programing system, and they have administered that instrument as
often as three times on an annual basisto the residents of all State
institutions and many community residences in Minnesota, o that
they are be%inning to build up the longitudinal data base that is a
prerequisite for setting outcomestandards.

Cdlifornia, on the other hand, has spent an estimated $800,000 to
$850,000 designing an evaluation system which includes outcome
measures, JCAH-type facility surveys, and a cost acéounting € ement.
Their eventual goa isthe ability to perform cost effectiveness analg—
sesand to tiein Iicensi'ﬁ‘g1 and quality assurance with evaluation. So
there are two fairly wide estimates on the cost of developing an
outcome-based system.

Mr. Rocers. If we were to authorize five demonstration projects,
as you suggest, what should the funding be for those five projects,
somewhere %etween $300,000 and $300,000 each? _

Dr. Fmwarern1. | suppose it depends. Both Minnesota and Cali-
fornia designed their own instrument for assessing an individual’s
skills and behaviors. If a State were going to do that, | would think
half a million dollars would probably be a reasonable figure. On the
other hand, if a State were willing to accept an instrument developed
elsewhere, one could be talking of $100,000 to $200,000, perhaps.

Mr. Rocers. | see

Dr. Finarerrz. The proposal that technical assistancebe provided
was made on the assnmption that States would assume responsibilit
for developing thiskind of a system on their own, even without Fed-
eral encouragement or requirements, simply because they are spend-
ing so much money for developmentally disabled services that they
should want to know themselves what the most effective programs
were. So, at the time the recommendation was made, there was no
discussiondf Federal appropriations.
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Mr. Roaers. Thank you so much. Have you any more questions?

Mr. CarTER. NO.

Mr. Roaers. We are grateful to you for being here. Thank you for
giving ustheresults of your study.

Dr. Fivarerrr, You are wdcome

Mr. Roam. That concludes our list of witnessestoday. The com-
mittee stands adjourned.

[The following statement was received for the record:]
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TO THE
SUBCOMMITTEE ON HEALTH AND THE ENVIRONMENT
OF THE
HOUSE COMMITTEE ON !NTERSTATE AND FORE|GN COMMERCE
RELATIVE TO

H.R. 11764 TO RENEW THE DEVELOPMENTAL DISABILITIES ACT



The National Association of Private Residential Facilities for
the Mentally Retarded {(WAPRFMR} is composed of over four hundred
private programs which serve mentally retarded and other develop-
mentally disabled individuals. Members range in gsize from foster
care facilities serving one or two people to large, full-service
programs serving a hundred or more.

The NAPRFMR would fike to take this opportunity to thank
Representatives Rogsers and Carter for introducing H,R.11764 to
provide continuing support for the only Federal program which specif-
ically addresses the needs of America's most vulnerable citizens.
Those pecple who are severely handicapped before they become adults
are deprived in special ways and. as was pointed out in the testi~
many of Mr. Ethan Ellis from New Jersey, are not only unable to
speak for themselves, but suffer from the inability of The rest of

us to adequately represent their needs.

- Definition of Developmental Disabilities -

NAPRFMR Members who serve adults usually serve a few individuals
who are intellectually impaired but who de¢ net fit the definition of
“developmentally disabled."” These people have been seriously brain
damaged in a(_juH' life. Their needs are, indeed, very much the same
as people whose disability originates prior to age eighteen, as
required under The current definition. Despite the similarity of

need exhibited by such adults, the NAPRFMR recognizes the special
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needs of people who are disabled before the lesarning process is
complete. Our Members favor the adoption of the definition devel-
oped in the majority report from Abt Associates. We feel that this
functional approach without specific mention of any special segment.
of this population will result in greater assurances that ail
pacpie who become seriously disabled during their youth will be
served by the Developmental Disabilities program. We fear that a
listing of specific disorders tends to eliminate some paople who

should rightfully be served.

= Prioritization of Services -

In its capacity as a member of the Consortium Concerned With
the Developmentally Disabled ¢ccpp), the NAPRFMR has been concerned
with the need to demonstrate the effectiveness of the Developmental
Disabilities Act more clearly. it was with this in mind and in the
belief that the priority areas of community Jiving arrangements;
nonvocational, social developmental services; individual client
management services; and infant developmental services represent
those areas in which developmentally disabled persons experience the
greatest need for Federal assistance. I't is our belief that other
needs are more readily addressed by other Federally supported
programs. W are sfrongly supportive of the prioritization of
services presented in H.R.11764. We feet that although there is
a need for ongoing review and revision of planning for this popula-
tion, the major planning has been completed in the States and it is

time to direct more attention to the delivery of services.
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- Employment of Handicapped Individuals =
Our Members are most supportive of continuing requirements fo:
affirmative action in the hiring and promoting of people who are

handicgpped.

- Protection and Advocacy Systems =
The NAPRFMR is encouraged by the progress that is being made in
the development of Protection and Advocacy Systems within the States

and endorses the increases in authorization to fund these programs.

- State Formula Grants -

We atso support the authorization levels provided for the State
Formula Grant program. The increase in minimum allecations for the
States is particularly important. The current levef of $150,000
provides for very {ittle in the thirteen states that are currently
at that.level. Additional funding wil|l be needed s¢ that more
support can be provided to fill the gaps in service delivery to this

population.

- state Planning Councit =

NAPRFMR also suppecris the revisions proposed for State Planning
councils. The revised composition would provide for greater consumer
involvement which we feel will increase the likelihood that the
Developmenta! Disabilities program will address the greatest needs in
the field. We join the National Association for Retarded citizens
in requesting that serious consideration be given to adding the
requirement that one of the representatives of mentally impaired.
developmentally disabled individuals be a relative or guardian of a

person who is instituticonalized. W find that it is difficult for



TF

those who do not have close involvement with the special consider-
ations in instituticnal placement to adequately address the issues.
We believe that it is important for a person with such familiarity

to be involved in each state Council.

The NAPRFMR would like to thank all members of the Subcommittee
on Health and the Environment for their expressions of concern for
this vulnerabie popoiation. We encourage your ful) support for
H.R.11764 to assure that programs for people rho are developmentally
disabled will improve in their abiiity to serve those in need.

_ [Whereupon, at 4:10 p.m., the subcommittee Was adjourned, sub-.
ject to the call of the Chatr.]






