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DEVELOPMENTAL DISABILITIES ACT AMENDMENTS 
OF 1978 

TUESDAY, APRIL 4 1078 

Houm OF REPRE~ENTATIVPB, 
S U B O O M M I ~  ON &TE AND THE ENVIRONMENT, 

C 0 ~ m n - m ~  ON INTERSTATE AND FOREIQN COMMERDE, 
Washington, D.C. 

The subcommittee met, pursuant to notice, a t  10 a.m., in room 2322, 
Rayburn House O5ce Building, Hon. Paul G. Rogers, chairman, 
presiding. 

Mr. Room. The subcommittee will come to order please. 
Today we open h e a h g s  on legislation to extend and amend the 

p,?gram for the developmentally disabled. Some 10 million of our 
citizens suffer from dieabilities incurred during the developmental 
years. For at  least 2 million of these individuals, their handicap is a 
severe one. 

Although they often q u i r e  and can benefit fmm.support and 
services from many existing education, medical and service programs, 
too often the needs of the develoamentallv disabled are overlooked 
or inadequately addressed. 

. " 

The program established by the Developmental Disabilities Act 
was deslgned to provide funds to support activities at  the State level 
to identify persons in need and to develop plans for serving the devel- 
opmentally disabled population, as well as to provide moneys to de- 
velop model programs, to gain access to existing programs which can 
provide semces 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 dih- 
pentlv in the States to make the needs of the developmentallv disabled 
gctuilly known and a source of concern. 

As we address extension of t h ~ s  legislation this year, we will be 
particularly interested in yeiving. the advice and counsel of our 
many witnesses on two particular issues: whether a chan e in the 
dehition of what constitutes a developmental disability s % odd be 
made and whether the particular needs of the developmentally dis- 
abled continue to require the focus of a program designed particularly 
for them, +her than for all severely &gabled persons. 

We certamlv welcome the witn-s today, Dr. Carter, do yon have 
a statement to&? 

Mr. CARTZR. Thank you, Mr. Chairman. 



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

The purpose of this program is to improve and coordinate the pro- 
vision of services to persons with deveIopmenta1 disabilities, who are 
persons with significant handicaps which impair their ability to func- 
tion normally in society. Frequently we h d  that these individuals 
fall through the cracks of vanous programs which could help serve 
their needs. 

I n  other instances the necessary programs or services are simply i 

not available. Some of the people who fall through the cracks over 
the years have been dyslecties. 

Mr. Chairman, as we recall, in the 93d Congress the word "dyslexia" - 
s 

was included in the definition of developmentally disabled. I am in- 
terested to see what steps this particular department has made in 
covering dyslectic children. As you 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 af our prison population at  the present time 1s com osed 
of dyslectics. This is an area to which we have not given su 2 .  cient 
emphasis and I hope, Mr. Chairman, in this legislation we will e v e  
further consideration and backing to the care and training, particu- 
larly training, of the dyslecties. 

Thank you, Mr. Chairman. 
Mr. ROGFXS. Mr. Ottinger. 
Mr. OT~INGER. Mr. Chairman, I too share your interest and Dr. 

Carter's interest in this program. I am somewhat concerned as to the 
limitations of definitions of those people who are included, particu- 
larly the age limit of 22. I understand that cerebral palsy and other 
debilitating diseases can make themselves known to people after that 
age cutoff and still present the same kind of problems to the indi- 
vidual. 

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

I, therefore, think we should either consid?r broadening the de6& 
tion or consider the legislation that has been introduced in the Senate 
by Senator Randolph which would eliminate this program and in 
effect have a much broader coverage and also much larger sums I 

involved. 
Mr. ROGERS. 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 m the record. 
[Testimony resumes on p. 44.1 

- 

[The text of the bills referred to follows :] 



96~11 CONGRESS 
a,S~ssrolr H. R. 11764 

I IX THE HOUSE OF REPRESENTATIVES 

IvLutcn 29,lOiR 

Mr.. R o a ~ n n  (for l~imself rind Bfr. C.\RTEB) introdneerl the following bill; whicl~ - 
I 11-ns mfe.rred to tho Committee on Interstate and Fol-rign Commerce 

A BILL 
To amend the Derelopmcntal Disabilities Selviees and Facil- 

ities Constrnction Act to rerise and extend the programs 

under that Act, and for other pnrposes. 

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

2 t i ~ v , ~  of tlie United Slates of America in Congress assembled, 

0 o SIIORT TITLE; REFERENCE TO ACT 

4 SECTION 1. (a)  This Act may bc cited as blie "Devel- 

.j opmentnl Disnbilities Act Amendments of 1978". 

(i (b)  Eucrpt a3 othcmise s1)ecificaIly provided in this 

7 Act, ml~encrcr in this Act an amendment or repeal is eu- 

s pressed in terms of an anlendmcnt to, or repeal of, a section 

!I or otllrr provision, tlio reference shall be considered to be 



1 made to a section or other provision of the Developmental 

2 Disabilities Services and Fadities Construction Act. 

3 SlIOllT TITLE; FINDINGS AND PURPOSES 

4 SEC. 2. Part A is amended by striking out section 101 

5 and inserting in lieu thereof the following sections: 

6 "SHORT TITLE 

7 "SEC. 100. This title may be cited as the 'Develop- 

8 mental Disabilities Act'. 

9 "FINDINGS m P U ~ S  

10 "SEC. 101. (a )  The Congress h d s  t h a t  

11 " (I)  there are more than two million persons with 

12 developmentnl disabilities in the Gnited States; 

13 " (2) individuals with disabiiities occorring during 

their developmental period are more vuh~erable and 

less able to reach an independent level of existence 

than individlials who have a normal developmental 

period on which to dram during the rehabilitation 

proces; 

" (3) persons with developmental disnbilities often 

require specialized se

rv

ices to bc provided from biith to 

death a id  by many agencies in a coordinated mnnner 

in order to meet the persons' needs; 

" (4) general service agencies and agencies pro- 

24 viding specialized services to disabled persons tend to 



1 overlook or exclude persons with developmental dis- 

2 nl~ilitiea: in their plalu~ing and delivery of services; 

3 " (5) it  is in the national interest to strengthen 

4. specific programs, especially programs that reduce or 

5 eliminate the need for institutional care, to meet the 

6 needs of persons ~vitll developmental disabilities; and 

7 " (6) there is a need for a national plan for persons 

8 with developmental disabilities which takes into account 

9 the needs common to the entire developmentally disabled 

10 poptilation as well as those needs uniqne to each identi- 

11 fiable gronp in the population. 

12 " (h) (1) I t  is the orerall purpose of this title to assist 

13 States to nssure thnt persons with developmental disabilities 

14 receive the care, treatment,, and other services necessaiy to 

15 cnnble them to achieve their maximum potential through a 

16 system which coordinates, monitors, and evaluates those serv- 

17 ices and which ensures the legal and human rights of persons 

18 with developmenkd disabilities. 

19 " (2)  The specific purposes of this title are- 

20 " (A) to assist in the provision of services to pemns  

21 with derelopr~lental disabilities, with priority to those 

22 persons whose needs cannot be coml)rehensively covered 

2:1 or otherwise met under the Education of A11 ITnndi- 



capped Children Act, the Rehabilitation Act of 1973, or 

other health, education, or welfare programs; 

" (B) to develop a national plan for meeting the 

identified and nnmet needs of persons with develop- 

mental disabilities, which plan is coordinated with State 

plans relating to persons with developmental disabilities; 

" ( C )  to nssist States in appropriate planning activ- 

ities ; 

" (D) to make grants to 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 

provision of services to pemns with developmental disn- 

bilities, and interdisciplinnry training progrnms for per- 

sonnel needed to provide specinlized wrrices for these 

persons; and 

" (F) to make gmnts to support a system in each 

State to protect the legal and human rights of all persons 

with developmental disabilities without regard to age or 

eligibility for services fimded under thiq title.". 



1 DEFINITIONS 

2 SEC. 3. (a )  Section 102 (1) is amended by inserting 

3 "the Eorthern Mnriana Islands," after "Guam,". 

4 (b) Section 102 (8) is amended- 

5 (1)  by inserting " (A)  " after " (8) "; 

6 (2) by striking out "means specialized services" 

7 and all that follows through "such term includes" and 

8 inserting in lieu thereof the following: "means priority 

g services (ns defined in subparagraph (B) ) ,  and any 

lo other specialized services or special adaptations of ge- 

11 neric services for persons with developmental disabilities, 

12 including in these services the"; and 

13 (3)  by adding at the end thereof the following new 

14 subparagraphs : 

15 " (B) The term 'priority services' means individual 

16 client managenlent services (ns defined in snbparrtgraph 

17 (C) ) , infant development services (as defmed in subpara- 

18 grapl~ ( D )  ) , alternative community living arrangement 

19 services (as defined in subparagraph (E) ) , .md nonvooa- 

20 tional socialdeveloprnental services (as defined in subpara- 

21 , aph  (F) ) .  

22 " ( C )  The term 'individual client management services' 

23 meam such services to persons with developmental disabil- 

24 ities a3 will a&t the111 in gaining access to needed social, 



1 mcdicd, edncational, nnd other services; and such term 

2 include+ 

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

4 a continuing relationship (lifelong if necessary) be- 

5 tween an agency or provider and 11 person with a de- 

6 velopment~l disability and his family, that the changing 

7 needs of the person and the family are recognized aad 

8 appropriately met; and 

9 "(ii) client coordimation services which provide to 

10 persons with developmental disabilities support, access 

11 to (and coordination of) other services, iufonnation on 

12 programs nnd services, and monitoring of the person's 

13 progress. 

14 " (D) The tenn 'infant development services' means 

15 such services as will assist in the prevention, identification, 

16 and alleviation of develoymentd disabilities in infants, find 

17 includes (i) early intervention services, (ii) counseling and 

18 training of parents, (iii) early identification of develop- 

19 mental disabiiities, and (ir) diagnosis and evaluation of 

20 such developmental dirabilitics. 

21 " (E) The term 'alternative conlmunity living armnge- 

22 merit services' means sue11 services as will assist persons 

23 with developmental disabdities in maintaining suitable resi- 

24 dential arrangements in the community, and includes in- 

25 house services (snch a? personal aides and attendants and 



1, other domestic assistance and supportive services), family 

2 support services, foster care services, group living serv- 

3 ices, respite care, and staff training, placement, and mainte- 

4 nance services. 

5 " (F) The tenn 'nonrocational social-developmental 

G services' nleans such services ;rs will assist persons with 

7 develol~nlental disabilities who are over eighteen years of 

s age in perforlning daily living and work activities.". 

9 (c)  Section 102 is amended i ~ y  amending paragraph 

10 (9) to read as follows: 

11 " (9) The term 'State Planning Council' means a State 

12 l'lanliing Coiulcil esta.blished under section 137.". 

13 (d)  Paragraph (10) of section 102 is amended to read 

14 as follows: 

15 " (10) The term 'university affiliated program' means 

16 a program wliich is operated by a public or nonprofit entity, 

17 which is associated with (or is an integral pnrt of) a col- 

18 lege or university, and which provides for at least the follow- 

19 ing activities: 

20 " (A)  Interdisciplinaly training for personnel con- 

21 cerned wit11 developmental disabilities and related handi- 

22 capping conditions. 

23 " (B) Provision of exemplary services relating to 

24 persons with developinental disabilities and related 

25 handicapping conditions. 



1 " (C) Technical assistance and consultation for State 

2 and locd public agencies, private agencies, service pro- 

3 viders, State Planning Councils, protection and advocaey 

4 systems (described in section 113), and other simiiar 

5 entities. 

6 " (D) ( i )  Ilissemination of research findings, rele- 

7 vant to services pro~ided to persons with developnlental 

8 disabilities, to entities described in subparagraph (C) , 
9 (ii) researchers and government agencies 

10 sponsoring such research with information on the needs 

11 for further service-related research, and (iii) conduct- 

12 ing selected service-related research.". 

13 NATIONAL ADVISORY COUNCIL ON SERVICES, FACILITIES, 

14 AND EIGHTS OF THE DEVELOPMENTALLY DISABLED 

15 SEC. 4. (a) Paragraph (1) ofsection 108 (a) is amend- 

16 ed to read as follows: 

17 " (1) ( A )  There is established a National Advisory 

18 Council on Services, Facilities, and Rights of the Develop 

19 mentally Disabled (hereinafter in this section referred to as 

20 the 'Council'). The Council shall consist of- 

21 " (i) sixteen ex officio members, described in 4 -  

22 paragraph (B) ; and 

23 " - " (ii) twenty meml~ers appointed, in accordance 

54 with subparagraph (C) and without regard to the pro- 

25 visions of title 6,  United States Code, governing ep- 



1 pointments in the competitive service, by the S e c r e t q  

2 from persons (I) who are advocates in the field of serv- 

3 ices to persons with developmental disabiitiea (inolud- 

4 ing leaders in State or local government, in institutions 

5 of higher education, and in organizations which have 

6 demonstrated advocacy on behalf of such persons), and 

7 (11) who are not full-time employees of the United 

8 States. 

9 " (B) The ex officio members (referred to in subpara- 

10 graph (A) (i) ) shall be of twelve representatives from 

11 the Department of Health, Education, and Welfare, two 

12 representatives from the Department of Labor, one repre- 

13 sentative from the Department of Rousing and Urban De- 

14 velopment, and one representative from the Department of 

15 Transportation, each such representative to be designated by 

16 the Sec re tw  of the respective Deparhnent. 

17 " (C) Of the appointed members (referred to in snb- 

1s paragraph (A)  (ii) ) - 
19 " (i) eight shall be persons with developmental dis- 

20 abiities or with a milder form of any such disability; 

21 (ii) seven shall be immediate relatives or guardi- 

22 ans of persons with mentally impairing developmental 

23 disabilities, at least one of whom is an immediate w rela- 

24 tive or guardian of an institutionalized person with a 

25 developmental disability; 



1 " (iii) one shall be the director of a protection and 

2 advocacy system (described in section 113) for develop- 

3 mentally disabled persons; 

4 " (iv) one shall be the staff director of a State Plan- 

5 ning Council (established under section 13 i )  ; and 

6 "(v) three shaU be selected from State and local 

7 direct senrice providers (both public and private) and 

8 university affiliated programs.". 

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

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

11 (c) Section 108 (b) is amended- 

12 (1)  by inserting "office" after "shall hold", and 

13 (2) by striking out "has expired" and inserting in 

14 lieu thereof "have expired". 

15 (d)  Subsection (c) of section 108 is amended to read as 

16 follows: 

17 " (c) The Council shall- 

18 " (1) develop a national five-year plan for persons 

19 with developmental disabilities, which plan identifies 

20 the unmet service needs of persons with developmental 

21 disabilities and the actual and potential infringements 

22 of the legal and human rights of these persons; 

23 " (2) annually review and revise this five-year plan; 

24 " (3) recommend to the Secretary priorities (con- 



sistent with the priority of the senices described in sec- 

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

port D of this title; 

" (4) advise the Secretary with respect to any regu- 

lations pronlulgated or proposed for promulgation by the 

Secretaiy in the implementation of the provisions of this 

title; 

" (5) monitor the execution of this title and report 

directly to the Secretary on any delay in the rapid execu- 

tion of this title; and 

11 " (6)  submit to the Congress annually a report on 

12 the Council's activities under this subsection during the 

13 year and on any needs and priorities relating to persons 

14 with developmental disabilities not being met under this 

15 title.". 

16 (e) Subsection (d) of section 108 is amended to read 

17 as follows: 

18 " (d)  The Secretary shall make available to the Council 

19 at least one full-time professional staff person and one fd- 

20 time secretarial assistant, such other secretarial, clerical, and 

21 other assistance, such statistical and other pertinent data 

22 prepared by or available to the Department of Health, Edu- 

23 cation, and Welfare, and such other resources as the Council 

24 may require to any out its functions.". 



1 ( f )  The heading to section 106 is amended by strikiig 

2 out "SEEVICES AND FACILITIES FOR" and inserting in lieu 

3 thereof "SERTTCES, FACILITIES, m~ BIGHTS OF". 

4 (g) (1) Section 110(a) is amended by strikiig out 

5 "Services and Facilities for" and inserting in lieu thereof 

6 "Services, Facilities, and Rights of". 

7 (2) Subsections (a) and (e) of section 145 are 

g amended by striking out "dter consultation with the Na- 

g tional Advisory Council on Senices and Facilities to the 

10 Developmentally Disabled" and inserting in lieu thereof 

11 "taking into consideration the priorities established by the 

12 National Advisory Council on Services, Facilities, and 

13 Rights of the Developmentally Disabled". 

14 (h) Notwithstanding the amendment made by sub- 

15 section (a) of this section, the appointed members of the 

16 National Advisory Council on Services and Facilities for 

17 the DevelopmentalIy Disabled (as established under section 

18 106(a) of the Developmental Disabilities Services and 

19 Facilities Act as in effect before the date of the enactment 

20 of this Act) shd  he considered appointed members of the 

21 National Advisory Cound on Services, Facilities, and Rights 

22 of the Developmentally Disabled (as established under the 

23 amendment made by subsection (a) of this section) until 

24 their terms (as of the date of the enactment of this Act) 

25 expire or such members resign from their ofice. 



REGULATIONS 

SEO. 5. The text of section 109 is amended to read as 

follows : 

"SEC. 109. The Secretary, not later than one hundred 

and eighty days after the date of enactment of any Act 

amending the provisions of this title, shall promulgate wch 

regulations as may be required for the implementation of 

such amendments.". 

EVALUATION SYSTEM 

SEO. 6. (a) Section 110 (a) is amended- 

(1)  by striking out "within two years of" and 

all that follows through "Bill of Rights Act develop" 

in the first sentence and inserting in lieu thereof "de- 

velop, not latcr than October 1, 1979,"; 

(2)  by striking out "Within six months after the 

development of such a system, the" in the second 

sentence and inserting in lieu thereof "The"; 

(3)  by striking out "the rcceipt of assistance under 

this title, that each State" in the second sentence and 

inserting in lieu thereof "a State's receipt of assistance 

on and after October 1, 1980, under this title, that the 

State" ; 

( 4 )  by striking out "Within two years after the 

date of the development of such a system, the" in the 

third sentence and inserting in lieu thereof "The"; and 



1 (5) by striking out "the receipt of assistance under 

2 this title, that each State" in the third sentence and in- 

3 serting in lieu thereof "a State's receipt of assistance on 

4 and after October 1, 1952, under this title, that the 

5 State". 

6 (b) Subsection (c) of section 110 is amended to read 

7 as follows: 

8 " (c) Upon development of the evaluation system 

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

10 Congress a report on the system, which report shall include 

il an estimate of the costs to the Federal Government and the 

12 States of developing and implementing such a system.". 

13 (c) Section 110 is amended by striking out subsection 

I4 (a) .  

15 EIGHTS OF THE DEVELOPXENTALLY DISABLED 

16 SEC. 7. Section 111 is amended by adding at the end 

17 thereof the foIlowing new sentence: 

18 "The rights of persons with developmental disabilities de- 

19 scribed in hdings made in this section are in addition to 

20 any constitutional or other rights otherwise afforded to all 

21 persons.". 

22 PZOTECTION AND ADVOCACY OF INDIVIDUAL RIGHTS 

23 SEC. 8 (a) Section 113 (a)  is amended- 

24 (1) by striking out "The Secretary shall reqnire" 



1 and all that follows through "such system will ( A ) "  

2 and inserting in lieu thereof "In order for a State to 

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

4 have in effect n systom to protect and ad\-orate t l~c  

6 rights of persons with develolm~ental disabilities, and 

6 (2) such system must ( A )  ";and 

7 (2) by striking out the last sentence thereof. 

8 (b) The second sentence of section 113(b)  (1) is 

9 amended to read as follows: "Allotments and reallotments 

10 of such sums shall be made on the same basis as tho 

11 allotments and reallotments are made 11nder tlie first. 

12 sentence of subsections (a) (1) and (d)  of section 132, 

13 except that no State in any fiscal year shall be alloted 

14 an amount which is less than the greater of $50,000 or tlie 

15 amount of the allotment to the State for the previous fiscal 

16 year.". 

17 (c) Paragraph (2)  of section 113 (b) is amended to 

18 read as follows : 

19 " (2 )  For allotments under paragraph ( I ) ,  there are 

20 authorized to be appropriated $9,000,000 for the fiscal year 

21 ending September 30, 1979, $12,000,000 for the fiscal year 

22 ending September 30, 1980, and $15,000,000 for the fiscal 

23 year ending September 30, 1981.". 



1 GRANT AUTHORITY, APPLICATIONS, AND AUTIE[OBIZATION 

2 OF APPEOPRIATIONS FOR UNIVERSITY AFFILIATED 

3 PBGGRAMS 

4 SEC. 9. (a) Part B is amended to read as follows: 

5 "PARF %-UNIVERSITY AFFILIATED PROGRAMS 

6 "GRANT AUTHORITY 

7 "SEC. 121. (a) From appropriations under section 123, 

8 the Secretary shall make grants to university affiliated pro- 

g grams to assist in the planning, development, administration, 

10 operation, and maintenance of the activities described in sec- 

11 tion 102 ( l o ) ,  and of such additional activities as the Secre- 

12 tary determines to be appropriate to carry out the purposes 

13 of this title. 

14 " (b) The Secretary may make a grant to a university 

15 affiliated p r o g m s  receiving a grant under subsection (a)  to 

support one or more of the following activities: 

" (1) Affiliation of the program with governmental 

and nonprofit organizations, in order to promote the 

provision of quality services to persons with develop- 

mental disabilities who reside in geographical areas 

where adequate services are not available. 

" ( 2 )  Expansion of the program so it can assess 

the need for trained personnel in providing assistance 

24 to persons with developmental disabilities or with related 

25 handicapping conditions. 



" (3) Provision of service-related training to 

pra

c

titioners providing services to persons with devel- 

opmental disabilities or with relnted handicapping 

conditions. 

" (4) Conducting a long-teim applied research pro- 

gram which can develop methods for applying basic 

research findings to prodoce more efficient and effective 

methods (A) for the delivery of services to persons 

with developmental disabilities or with related handi- 

capping conditions, and (B) for the training of pro- 

fessionals, para-professionals, and parents who provide 

these services. 

"APPLICATIONS 

"SEC. 122. (a)  Not later than one year after the date 

of the enactment of the Developmental Disabilities Act 

Amendments of 1978, the Secretary shall establish standards 

for university amated programs. These standards for pro- 

grams shnll reflect the special needs of persons with devel- 

opmental disabilities or with related handicapping condi- 

tions who are of various ages, and shall include performance 

standards relating to each of the activities described in sec- 

tion 102 ( lo ) .  
" (b) No grant may be made under section 121 unless 

an application therefor is submitted to, and approved by, 

the Secretary. S a ~ h  an application shall . - be submitted in such 
. , I 

. . 



form and manner, and contain such iuformation, as the 

Secretary may require. Such an application shall be approved 

by the Secretary only if the application contains or is sup- 

ported by reasonable assurances tltnt- 

" (1) the making of the grant will (A) not result in 2 
5 

any decrease in the use of State, local, and other non- 

Federal funds for services for persons with developmen- v 

tal disabilities and for training of persons to provide such 

services, which funds would (except for such grant) be 

made available to the applicant, and (B) be used to 

l1 supplement and, to the extent practicable, increase the 

12 level of such funds; and 

13 " (2) the applicant's prongam (A) is in compliance 

14 with the standards established under subsection (a ) ,  or 

15 (B) will, not later than three years after the date of 

16 approval of the initial application or the date stand- 

17 ards are promulgated under subsection (a) , whichever is 

18 later, comply with such standards. 
1 

19 " (c) The Secreta~y shall establish such a process for 

w review of applications for grants under section 121 as will 
C 

21 ensure that each Federal agency that provides funds for the 

22 direct support of the applicant's program reviews the 

23 application. 



" 
1 AUTHORIZATIOY OF APPROPRIATIONS 

2 "SEO. 123. (a) Eor the purpose of making grants under 

3 section 121, there are authorized to be approp1,iated $15,- 

4 000,000 for the fiscal ycar ending Sel~teml~cr 30, 19'79, 

5 $18,000,000 for the fiscal year ending Scptcml~er 30, 1980, 

and $21,000,000 for the fiscal year ending September 30, 

7 1981. 

8 " (b) Of the sums appropriated under subsection ( a ) ,  

9 not less than- 

10 " (1) $9,000,000 for the fiscal year ending Sep- 

11 tember 30, 1979, 

12 " (2)  $10,000,000 for the fiscal year ending Sep- 

13 tember 30; 1980, and 

14 " (3)  $11,000,000 for the fiscal year ending Sep- 

15 tember 30, 1981, 

16 shall be made available for grants under seotion 121 (a) to 

17 qualified applicants which received grants under section 

18 121 (a) during the fiscal year ending September 30, 1978. 

19 The remainder of the sums appropriated for such fiscd years 

20 shall be made available as the Secretary determines, except 

21 that not less .than 40 percent of such remainder shall be 

22 made available for grants under section 121 (b) .". 
23 (b) Section 103 (0) is amended- 



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

2 a satellite center" and inserting in lieu thereof "univer- 

3 sity affiliated 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 facility,". 

8 AUTHORIZATION AND ALLOTMENTS FOE FACILITY GRANTS 

g SEO. 10. (a) The text of section 131 is amended to read 

10 as follows: 

11 "SEO. 131. For allotmenbs under section 132, there are 

12 authorized to be appropriated $60,000,000 for the h o d  

13 year ending September 30, 1979, $75,000,000 for the fiscal 

1s year ending September 30, 1980, and $90,000,000 for the 

15 fiscal year ending Sepbember 30, 1981.". 

16 (b) Seotiou 132 (a)  is amended- 

17 (1) by striking out subparagraph (B) of paragraph 

18 (1) and paragraphs (2) , ( 3 ) ,  and (4) ; 

19 (2) by strikimg out "(A) " in paragraph (1) (A) 

20 and by redesignating clauses (i) through (iii) of such 

21 paragraph as subparagraphs (A) through (C) ), respec- 

22 tively; and 



1 
(3) by inserting at the end thereof the following 

2 new paragraph: 

I' 

3 (2) For any fiscal year, the allotment under ,paragraph 

4 (1)- 

5 "(A) to each of the Viigin Islands, American 

6 
Samoa, Guam, the Northell1 Mariana Islands, or the 

7 T m t  Territory of the Pacific Islands may not be less 

8 t h ~  $IOO,OOO, and 

9 "(B) to any other State may not be less than the 

10 greater of $250,000 or the amount of the allotment 

11 (determined without regard to subsection (d) ) received 

12 by the State for the fiscal year ending September 30, 

13 1978.". 

14 (c) Subsections (b) and (c) of section 132 are 

15 amended by striking out "134" and inserting in lieu thereof 

16 "133" each place it appears. 

17 STATE PLANS FOR PBOVISION OF SERVICES AND 

18 FACILITIES 
., 

19 SEC. 11. (a) Subsection (b) of section 133 is amended 

20 to read as follows: 
5 

21 " (b) In order to be approved by the Secretasy under 

22 this section, a State plan for the provision of services and 



1 facilities for persons with developmental disabilities must 

2 meet the following requirements: 

3 "Provision for State Planning Council and 

4 Administration of Plan 

5 " (1) (A) The plan must provide for the establishment 

6 of a State Planning Council, in accordance with section 137, 

7 for the assignment to the Council of personnel adequate to 

8 enable the Council to carry out its duties under that section, 

g and for the identification of the personnel so assigned. 

10 " (B) The plan must designate the State agency or 

11 agencies which shall administer or supervise the admimistra- 

12 tion of the State plan and, if there is more thbn one such 

13 agency, the portion of such plan which each will administer 

14 (or the portion the administration of which each wilJ 

15 supervise). 

16 "(C) The plan must provide that each State agency 

17 designated under subparagraph (B) will make such reports, 

18 in such form and containing such information, as the Secre 
f 

19 tary may from time to time reasonably require, and will 

20 keep such records and &or& such access thereto as the 
v 

21 Secretary finds necessary to verify such reports. 

z-2 " (D) The plan must provide for such fiscal control and 

23 fund accounting procedures as may be necessary to =sure the 



1 proper disbursement of and accounting for funds paid to the 

2 State under this part. 

3 "Description of Objectives and Services 

4 " (2)  The plan must- 

5 " ( A )  set out the specific objectives to be achieved 

6 under the plan and a listing of the programs and re- 

sources to be used to meet such objectives; 

" (B) describe (and provide for the review and 

revision of the description, not less often than annudy) 

the extent and swpe of services being provided, or to 

be provided, to persons with developmental disabilities 

under such other State plans for federally assisted State 

programs as the State has relating to education for the 

handicapped, vocational rehabilitation, public assistance, 

medical assistance, social services, maternal and chid 

health, crippled children's services, and comprehensive 

health and mental heal&, and under such other plans as 

the Secretary may specify; 

"(C) for each fiscal year, assess and describe the 

extent and scope of priority services (as defined in 

section 102 (8) (B) ) being or to be provided under 

the plan in the fiscal year; and 

" (D) establish a method for the periodic eGalnation 



1 of the plan's effectiveness in meeting the objectives 

2 described in subparagraph (A) .  

3 "Use of Funds 

4 "(3) The plan must contain or be supported by m- 

5 surances satisfactory to the Secreta~y that- I 

6 " (A) the funds paid to the State under section 

7 132 will be used to make a significant contribution 'r 

8 toward strengthening services for persons with de- 

9 velopmental disabiiities in the various political sub- 

10 divisions of the State; 

11 " (B) part of such funds will be made available 

12 by the &ate to public or nonprofit private entities; 

13 " (C) such funds will be used to supplement 

14 and, to the extent practicable, to increase the level 

15 of funds Chat would otherwise be made available for 

16 the purposes for which Federal funds are provided 

17 and not to supplmt such nowFederal funds; and 

18 " (D) there will be reasonable State financial par- * 
19 ticipation in the oast of carrying out the State plan. 

20 "Provision of Prioriiy Services 

21 " (4) (A) The plan must- 

22 " (i) provide for the annual examination of the 

23 provkion, and the need for the provision in the State 

24 of the four Werent areas of priority services (as defined 

25 in section 102 (8) ( B )  ) ;and 



1 "(ii) provide for the de~~elopment, not later than 

2 the second year in which funds are provided under the 

3 plan after the date of enactment of this paragraph, apd 

4 the timely review and rcviqion of a comprehensive 

5 statewide plan to plan, financially st~ppolt, coordinate, 

6 and otherwise better address, on a statewide and com- 

7 yrehensive basis, unmet needs in the State for the 

8 provision of at least one of the arens of priority sew- 

9 ices, such area or areas to be specified in the plan. 

10 " (B) (i) Except as provided in clause (iii) , the plan 

11 must provide that not less than $100,000 or 70 per centum 

12 of the amount available to the State under section 132, 

13 whichever is greater, will be allocated, as provided in clause 

14 (i i)  , to the areas of priority services specified under snh- 

15 paragraph (A)  ( i i ) .  

16 " (ii) For any year in which the sums appropriated 

17 under section 131 do not elceed- 

18 " (I) $60,000,000, not less than $100,000 or 70 

19 per centlnn of the amount available to the State under 

20 section 132, whichever is greater, must he allocated 

21 to no more than two areas of priority services specified 

22 under subparagraph (A) (ii) , or 

23 "(11) $90,000,000, not levs than $100,000 or 70 

24 per centum of the amount available to the State under 

25 section 132, whichever is greater, mnst he allocated to 



1 no more than three areas of priority services specified 

2 under subparagraph (A)  (ii) . 
3 " (iii) A State plan, in order to comply with clause 

4 ( i )  for a fiscal year, is not required to reduce the amount 

5 available to the State under section 133 which is allocated 

6 to planning below the amount so allocated in the preceding 

7 fiscal year, if sul)stautially the remainder of the amount 

8 available to the Statc, which is allocated for other than 

g adn~inistration, is allocated to the areas of priority services 

10 specified under subparagraph ( A )  (ii) . 
11 " (D) The plan must provide that special financial and 

12 technical assistance sliall be given to agencies or entities 

13 which are providing or are planning to provide priority 

14 sewices specified under subparagraph (A)  (ii) for persons 

15 with developmental disabilities who are residents of geo- 

16 graphical areas designated ss urban or rural poverty areas. 

17 "Standards for Provision of Services and Proteetion of Rights 

18 of Recipients of Bervices 

19 " (5) (A) The plan must provide that services furnished, 

20 and the facilities in which they are furnished, under the plan 

21 for persons with developmental disabilities will be in accord- 

22 ance with standards prescribed by the Secretary in regu- 

23 lations. 

24 " (B) The plan must provide that services are provided 

25 in an individualized manner consistent with the requirenleuts 

26 of section 112 (relating to habilitation plans). 



1 " (C) The plan nmst contain or l ~ e  supported by assur- 

2 ances satisfacto~ to the Secretary that the human rights of 

3 all persons with developmental disabilities (especially those 

4 persons without familial protection) who are receiving treat- 

5 ment, service?, or habilitation under programs assisted under 

6 this title will be protected consistent with section 111 (relat- 

7 ing to rights of the develol>mentally disabled). 

8 "Professional Assessment and Evaluation System 

g " (6)  The plan must provide for- 

10 " (A)  an assessment of the adequacy of the skill 

11 level of professionals and paraprofessionals serving per- 

12 sons with developmental disabilities in the state and 

13 the adequacy of the State programs and plans support- 

ing training of such professionals and paraprofessionals 

in maintaining the high quaIity of services provided to 

person with developmental disabilities in the state; and 

" (B) the plarlning and implementation of an 

evaluation system (in accordance with section 110 (a)  ) . 
"Additional Information and Assurances Required by 

Secretary 

" (7) The plan also must contain such additional in- 

22 formation and assurances as the Secretary may find necessary 

23 to cany out the provisions and purposes of this part.". 

24 (b)  Section 133 (d) (2) is amended by striking out 

25 "during the fiscal year ending June 30, 1975" and inserting 

26 in lieu thereof "duringbe previous fiscal year". 
" .  . . 

. . <, , .: ,-. 



1 STATE PLANNISG COUNCILS 

2 SEO. 12. (a) Section 137 (a) is amended- 

3 ( I )  by inserting "higher education training fuili- 

4 ties," after "representatives of the principal State agen- 

5 cies," in the third sentence; and F 

6 ( 2 )  by amending the fourth sentence to read as 

7 follows: Y 

8 "Of the members of the Council- 

9 " (1) at least one-sixth shall be persons with de- 

10 velopmental disabilities or u,ith a milder form of such 

11 disability, and 

12 " (2) at least one-sixth shall be immediate relatives 

13 or guardians of persons with mentally impairing 

14 developmental disabilities, 

15 who are not employees of any State agency or of any other 

16 entity which receives funds or provides services nnder this 

17 part.". 

18 (b) Section 137 (b)  is amended to read as follows: 
2 

19 " (b) Each State Planning Council shall- 

20 " (1) supervise the development of and approve the 
1 

21 State plan required by this part, including the specifica- 

22 tion of priority service areas under section 132 (b)  (4) 

23 (A)  (4 ; 
24 " (2)  monitor, review, and evaluate, not less often 

25 than annually, the implementation of such State plan; 



"(3) to the maximum estent feasible, review and 

comment on all State plans in the State which relate to 

programs affecting persons with developmental dis- 

abiiities; 

" (4)  promote plnnning for training of personnel 

needed to provide services (including advocacy and 

training in consumer participation) to persons with de- 

velopmental disabilities; and 

" (5 )  submit to the Secretary, throngh the Gover- 

nor, such periodic reports on its artivities as the Secre- 

11 tary may reasonably request, and keep such records and 

12 afford such access thereto as the Secretary finds neces- 

13 sary to verify such reports. 

14 The State shall provide, to the maximum extent feasible, an 

15 opportunity for the State Planning Council to prior review 

16 and comment on all its State plans described in paragraph 

17 (3).". 

18 (c) Section 137 is amended by striking out subsection 

19 (c) .  

20 SPECIAL PROJECT GRANTS 

21 SEO. 13. (a )  Section 145 is amended- 

22 (1) by inserting " (particulmly priority services) " 

23 after "othe~wise improving services" in subsection (a) 

24 ( I )  ; 

25 (2) by striking out ", including programs" and all 



1 that follows through the semicolon at the end of para- 

graph ( I )  of subsection (a) and inserting in lieil there- 

of "; and"; 

(3) by striking out "subsection (d) " in subseo- 

tions (e) and (f) and inserting in lieu thereof "subsec- i 

tion (e) " each time it appears; 

(4) by redesignating subsections (b) through (f) w 

as subsections (c) tlnoogh ( g )  , respectively; and 

(5) by inserting after paragraph (1) of subsection 

10 (a) the following (and rcdesignating paragraphs (2) 

11 through (9) of subsection ( a )  as paragraphs (1) 

12 through (8), respectively) : 

13 " (2) demonstrations (and research, training, and 

14 evaluation in connection therewith) for establishing pro- 

15 grams which hold promise of expanding or otherwise 

16 impro

ving 

protection and advocacy servioes related to 

17 the statewide protection and advocacy syskm (described 

18 in section 113) . 

19 " (b) Grants provided under subseotiou (a) s h d  in- 

20 clude grants for-". 
F 

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

22 read as follows: 

23 " (e) For the purpose of making payments under grants 

24 under subsection (a) , there are authorized to be appropriated 

25 $25,000,000 for the fiscal year ending September 30, 1979, 



1 $28,000,000 for the fiscal year ending September 30, 1980, 

2 a ~ ~ d  $31,000,000 for the fiscal year ending September 30, 

3 1981.". 

4 TECHNICAL AND CONFORMING ANENDXENTS 

5 SEC. 14. (a)  Section 112 is amended- 

6 (1)  by &iking out "after September 30, 1076," 

7 in subsection (a) ; 

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

9 and inserting in lieu thereof "The"; and 

10 (3)  by striking out "an" before "objective criteria" 

11 in c l a w  (B) of subsection (b) ( 3 ) .  

12 (b)  Section 134 is amended- 

13 (1) by strikiulg out " c o s s ~ ~ u c ~ ~ o ~ , "  in its 

14 heading. 

15 (2)  by striking out " (a)  " in subsection (a ) ,  and 

16 (3) by shikig  out subsection (b) . 
17 (c) Section 135 is amended- 

18 (1) by striking out " C ~ N ~ T R U ~ T I ~ N , "  in its 

19 heading; 

20 (2)  by striking out " (a) " in subsection (a) ; and 
9 

21 (3) by striking out subsection (b) . 
22 EFFECTIVE DATE 

23 SEC. 15. The amendments made by this Act shdl apply 

24 to payments under title I of the Mental Rehrdation Facili- 

25 ties and Community Mental Health Centers Conqtmction 



1 Act of 1963 for fiscal years beginning on and after 

2 October 1, 1978. 



0 3 ~ ~  CONGRESS 
1 8 ~  SESS~OA H. R. 278 

I N  THE HOUSE OF REPRESEKTATIVES 

JANUARY 4,1977 

Mr. CONTE introduced the follo%ving hill; which was referred to the Com- 
mittee on Interstate and Foreign Con~merce 

A BILL 
To providc for acceleratcJ rcscnrel~ 2nd development in the 

care and treatment of autistic children, and for other 
purposes. 

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

2 tives of the United Statcs of America in Congress ossmbled, 

3 That this Act may be cited as the "Autistic Chiidren 

4 Research Act". 

5 ANENDMENT TO THE PUBLIC JTEALTH SERWCE ACT 

6 SEC. 2. Part E of the Public Health Service Act is 

7 amended by adding at the end thereof the following: 

8 "RESEABCII PRWEAM ON AUTISM 

9 "SEC. 446. (a)  The Director of the National Institute 

I0 of Child Health and Human Development shall- 



1 ' ( 1  plan and dcvctlop a coorili~lntcd nntism re- 

2 scnrc.11 progrnln enconlpassi~~g tllc llrog:.ams of tlic 

3 Y:II~OII:II 111stit1ttw ( i f  IIC;IIIII an11 rel:11<~1 ])rogr:1111< of 

1 citltrr ~r-scarcL institnlcs, and other I"cduv;rl nnd norl- 

5 f cdc~xl 1)rogranls; 

6 " ( 2 )  collcrt aualyzo, and clis~cn~innte all iltlta 

7 uscful ill 1 r e i n ,  diagnosis, :~nd treatment of 

8 antism; and 

9 " (3)  c~tn1)lirll comprehccsirc, coordinated ding- 

10 no&% aud e ~ a l t ~ n t i o ~ ~  pruccdorrs tllnt pmvicle for early 

11 dctcction and rffcctivc: g ~ ~ i ~ l n i ~ c c  for nntistic cllildren. 

12 ' ( I )  'I'11~r.e ilru nutl~oriaed ro 1)c apl~rcrprintr:il to carry 

13 IJUI lllc ~ R V ~ K I S ~ ~ ~ I ~  fl~is >cc.li~rl~ soc.11 smus as n1:Ly be 

11 necessary. 

15 "I.EARN~NC AXI) CARE CENTBI~B 

16 "SBC. 447. (a )  The Secretary may make grants, loans, 

17 ond loan gnarantees to any public or private nonprofit 

18 entiiy operating or proposing to operate a residential or 

19 nonresidential center with education progrnnls for autistic 

20 children. 

21 " (b)  A grant, loan, or loan guarantee under this sec- 

22 tion may be made only after the Secretary approves a 

23 plan snhmittcd I J ~  sncl~ entity sul~~nittrd in such form and 

24 ennt:~ining snu11 inform;ition :IS the Secretary rnay reqnke. 

25 " (c j  There nrG tilntllorized to 1)e npyrr~pri;~ted to carry 



1 out  1110 provisions of illis section $500,000 for f i s d  year 

2 1977 and $5,000,000 per ,annm for fiscal years 1978, 1979, 

-3 1980, and 1981. 

4 " ( ~ 1 )  Fvr tllc l~ol.l,oses of illis section niid s(s.ctinn 44G 

5 1 1 1 ~  trwn ';intistic' mc;>~ls, Itnt is not liiilited to: those nffliclcll 

G ,!,it11 ilif;lrltile nuiisn~ (Kannrr's syn:lrome), prnfo11lld qllla- 

7 sin,. dlildliood psycl~nsis, or any other condition rbaracter- 

8 izcd 1,:. severe deficits in language ability and behavior nnd 

9 by the lack of Jiliiy to relate appropriately to others." 



8STa CONGRESS 
1 s ~  S ~ a s ~ a n  H. R 2151 

I N  THE HOUSE OF REPRESENTATIVES 

JANUARY 19,1977 

Mr. ROE introduced the following bill; which wss referred to the Committee 
on Interdata and Foreign Cornem 

A BILL 
To provide for accelerated research and development in the 

care and treatment of autistic children, and for other 

purposes. 

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

2 tives of ths United States of Am&a in Congress assembled, 

3 That this Act may be cited as the "Autistic Children R e  

4 search A&". 

5 ANENDMENT TO TXE PUBLIC HEALTH SEBVIOE ACT 

6 ~ E C .  2. Part E of the Public Health Service Act is 

7 amended by adding at the end thereof the fohwing: 



1 "RESEAECH PF~OGB.AM ON AUTISM 

2 "SEC. 446. (a) The Director of the National Institute 

3 of Chid IIcalth andHuman Developn~ent shall-: , . . ~ 

4 "(1) plan and develop a coordinated autism re- 

5 search program encompassing the program of the 

6 National Institutes of Health arid related programs of 

7 other research institutes, and other Federal and non- 

8 Federd programs; . . 

9 " ( 2 )  collect, analyze, and disseminate all data 

10 useful in the prevention, diagnosis, and treatment of 

11 autism; and 

12 " (3) establish comprehensive, coordinated diag- 

13 nostic and evaluation procedures that provide for early 

14 detection and effective guidance for autistic children. 

15 " (b) There are kthorized to be appropriated to carry 
. . 
113 out the purposes of this section such sums as may be 

17 necessary. . .  . 

1 8  .~ "LE&NRTO AND CARE CENT= 

19 "SEO. 447. (a) The Secretary may make grants, loans, 

20 and loan gullrantees to any public or private nonprofit 

21 entity operating or proposing to operate .a residential or 

22 nonresidential center with education programs for autistic 

23 children. : , . 

24 '"b) A grant, loan, or loan guarantee under this sec- 

25 tion may be made only after the Secretary approves a 



1 plan submitted by such entity submitted in such form and 

2 containing such information as the Secretary may require. 

3 " (c) There are authorized to be appropriated to carry 

4 out the provisions of tbis section 5500,000 for kcal year 

A 1976 and 55,000,000 per mnm for fiscal years 1977, 

-. 6 1978,1979, and 1980. 

7 " (d) For the purposes of this section and swtion 446 

8 the teim 'autistic' means, but is not limited to, those amcted 

9 withinfantie autism (Kanner's syndrome) , profound apha- 

10 sia, childhood psychosis, o r  any other condition charaeter- 

11 ized b y  severe deficits in language ability and behavior 
. . 

12 and by the lack of ability to relate apprt&iitt.ely to others." . . 



Qha CONGRESS 

l--- H. R 10059 

I N  THE HOUSE OP REPRESENTATIVES 

NOVEYBEB 4,1977 
Mr. ROE (for himself, Mrs. B- of Cslifornia, Mr. JOHN L. BUBTON, Mr. 

C o w ,  Mr. Dawmr, Mr. Daww, Mr. G m w ,  Mr. MAZ~OU, Mr. Mm- 
u r n ,  Mr. M o m ,  and Mr. ST-) introduced the following bill; which 
was referred to the Committee on Interstate and Foraign Commerce 

A BILL 
To provide for accelerated research and development in Dhe 

care and treatment of autistic children, and for other 

purposes. 

1 Be it enacted by the Saate and House of Represata- 

2 tives of the United States of Amaica in Congress assembled, 

:I That this Act may be cited as the "Autistic Children Re- 

4 search Act". 

5 AMENDMENT TO THE PUBLIC HEALTE SERVICE ACT 

6 SEO. 2. Part E of the Public Health Service Act is 

7 mended by adding at the end thereof the following: 

S ' ' ~ E A R C H  PEBGRAM ON AUTISM 

9 "SEO. 446. (a) The Director of the National Institute 

10 of Child Health and H u m  Development shall- 



1 "(1) plan and develop a coordinated autism re- 

2  search program encompassing the prognwns of the 

3 National Institutes of Health and related programs of 

4 other research institutes, and other Federal and non- 

5 Federal programs; 

G " ( 2 )  collect, analyze, and disseminate all data 

7 useful in the prevention, diagnosis, and treatment of 

8 autism; and 

I) " (3) establish comprehensive, coordmated diag- 

10 nostic and evaluation procedures that provide for early 

11 detection and effective guidance for autistic children. 

12 " (b)  There we authorized to be appropriated to c m y  

13 out the pnrposes of this section sucli sums as may be 

14 necessary. 

15 "LEARNING AND DAEE CENTERS 

10 "SED. 447. (a) The Secretary may make grants, loans, 

17 and loan guarantees to any public or priratc nonprofit 

18 entity operating or proposing to operate a residential or 
I 

19 nonresidential center with education programs for autistic 

20 children. z 

21 " (b)  A p t ,  loan, or loan guarantee nnder this sec- 

22 tion may be made only after the S e c r e t q  approves a 

23 plan submitted by such entity submitted in such form and 

24 containing such information as the Secretary may require. 



1 " (c) There are authorized to be appropriated to carry 

2 out the provisions of this section $500,000 for fiscal year 

a 1978 and $5,000,000 per annum for fiscal years 1979, 

A 1980,1981, and 1982. 

5 "(d) For the purposes of this section and section 446 

G the term 'autistic' means, but is not linlited to, those afflicted 

7 with infantile autism ( W e r e r ' s  syndrome), profound apha- 

8 sia, childhood psychosis, or any other condition character- 

9 ized by severe deficits in language ability and behavior 

10 and by the lack of ability to relate appropriately to others!'. 



Mr. R w m .  Our first witnesses are from the Department of 
Health, Education, and Welfare, Mr. Robert Humphreys, the Com- 
missioner of Rehabilitation Services Administration, 05ce of Human 
Development Services, and Mr. Francis Lynch, Director of the Office 
of Developmental Disabilities. We welcome you gentlemen. Your 
statements will be made a part of the record in full and you may pro- 
ceed as you like. 

STATEMENT OF ROBERT R. EUKPHREYS, COMMISSIONER, REHA- 
BILITATION SERVICES ADXINISTRATION, OFFICE OF HUNAN a 

DEVELOPKENT. DEPARTMENT OF HEALTH. EDUCATION. AND 
WELFARE, AC'COXPANIED BY FRANCIS LYNCH, DIRECTOR, 
0,FFICE OF DEVELOPMENTAL DISABILITIES, OFEICE OF HUMAN w 

~EVELopMENT 

Mr. Hnarp-s. 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, torpqide  an overview of the programs under the Develop- 
mental Dm &ties Act, and to present our recommendation that the 
program be extended for 2 years. 

The administration believes that the developmental disabilities 
program has been successful in helping the States to plan, evaluate, 
and implement service programs to assist the developmentally di- 
abled to achieve maximum functional skills attainable within the least 
restrictive environment. 

Before I begin my testimony, I wish to rea5rm for the record a 
few statements I expressed in an interview shortly after I was sworn 
in as Commissioner on November 7, 1977. 

In acceptin this assignment, I intend to be an advocate for all 
disabled popu?ations of our Natlon and for programs that are de- 
signed to serve them. 

All Rehabilitation Services Administration programs, including 
the recently acquired developmental disabilities pro rm, exist Only 

i. 
for the benefit of those who are disabled. I might ad they do benefit 
society as welI. 

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

I am attempting to develop the Rehabilitation Services Admiiis- 
tration o h  as a coordinative and support o5ce which is involved 
with the total needs of the disabled. It is not surprising that after 
6 months of service in this position, I hold these same views today. 

The Develoomental Disabilities Act enables the Federal Govern- 
ment to asist'in providing the coordination of services to a popula- 
tion which has a comwlexltv of service needs and helns to marshall 
and coordinate resouries, bith human and financial, so that the most 
efficient, effective service delivery and program direction may be 
attained. 

This act also has enabled the States to develop a data base for un- 
derstanding the disabled population's needs, develop new services and 



45 
model 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 and its major provisions are: 

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

The basic goal of the act is to provide for a significant improve- 
< ment in the quality, scope, and extent of services for persons with 

developmental disabilities by means of: 
Comprehensive State planning for the current and future needs of 

the DD population; coordination and appropriate integrated util- - c ization of existing services and resources for the developmentally 
disabled at all levels of government and in the private sector; devel- 
ment and demonstration of new programs designed to fill existing 
gaps in services and of specialized resources to strengthen and expand 
present service capabilities. 

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

It is estimated, as the chairman indicated earlier, that there are 
in excess of 10 million Americans who have developmental disabilities 
and over 5 million who can be classified as substantially handicapped. 
The substantially handicapped developmentally disabled population 
represents almost 21/i percent of the total population of our c o m 9 .  

At this time,.as I indicated earlier, the administration is proposing 
a &-year extension of the existing Developmental Disabilities Act be- 
cause we believe that this important rogram should not be changed 
before the completion of the studies d a t  were mandated by Congress 
and are now underway. I will discuss each of these as part of an 
overview of the administration of the act, as well as your bill, Mr. 
Chairman, H.R. 11764. 

t In addition, I might inte ject,, we believe it is essential to limit 
the exoansion of the act at this tlme because we feel that a number 
of thggs are impinging on the devlopment of services and approaches 
toward meeting the needs of the &subled 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 a major focus for the disabled within the Federal 
Government. So, there are a number of things that I t h i i  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 elements for indi- 
viduals with developmental disabilities. I would l i e  to review each 
of these parts explaining the program progress we have made and 
share with you the plans for the future. 



PART A-ENERbL PROVISIONS 

This part of the act provides for 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 snd development which P 
will aid in the standardization of habilitation plans. This effort will 
he completed in the next 2 years and made available nationwide. 

Each State participating in the program was to have in place a 
protection and advocacy system by October 1, 1977. The protection 
and advocacy 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 also protects individuals from getting lost in a complex 
service system, which involves several and private service 
agencies and 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 well as early 
and continuing. training and technical assistance. 

The protection and advocacy programs are now in operation and 
early reports of their activities indicate that they are successful. 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 p r o p m s  to mature before measurement of 
their effectiveness can be realized. We plan to do that this year. 

PART B-UNIVERSITY AFFILIATED FACILITIE@ S 

The university affiliated facilities program has developed many 
model programs of services to the developmentally disabled over the 
years. The university affiliated facilities also play an essential role a 

in providing interdisciplinary training for personnel needed in serv- 
ices for individuals with developmental disabilities. It is important 
that this program be continued. 

The Department is in the process of evaluating the university affil- 
iated facilities program, more clearly defining its relationship to and 
coordinating with similar maternal and child health programs, and 
will develop performance standards for this activity. 

As yon know, UAFs 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. 



With the introduction of the Developmental Disabilities 05ce to 
the Rehabilitation Services Administration, we are beginning to 
examine the interrelationships that might be established between the 
UAFs and the research and training centers under that Rehabilita- 
tion Act. 

PART -RANT8 FOB PLANNING, PROYISION OF SERVICE6 
AND CONSTRUCTION 

+ The major purpose of the DD act is to 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 

4' five important areas of information concerning the target popula- 
tion and available services, including: A description of the State DD 
population; an identification of the service needs by age group; a 
description of the existing service network including quantity of 
participants and quality of service; a description of identified gaps 
in services; and a comprehensive plan containing goals and objectives 
for filling identified gaps utilizing existing resources within the 
Statp  -.. ... 

During the past 2 years, the Department has administered a pro- 
gram to help States develop guidelines for 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 population, service network and the service agency objec- 
tives than ever before. An analysis and additional experience in this 
comprehensive planning effort will permit the identification of legis- 
lative recommendations in the next few years. 

One of the important program components of the Developmental 
Disabilities Act is the mandated State Planning Council. This coun- 
cil is one of the few examples where consumers have actual input into 
program and policy decisions. The consumer activity in program 
planning is of considerable interest to me and basic to the develop- 

& mental disabilities program. 
The State Planning Council supervises the development of the 

State plan. The act, section 137, requires that one-tihrd of the council 
be composed of consumers. Also, the act requires State agency di- 

i rectors to be members of the council. 
In  this way, both the receivers of services and providers of services 

are involved in the creation of the comprehensive State plan, its im- 
plementation and the evaluation of the service system. As I have 
stated, I believe consumers should have input into programs which 
affect their lives. The State DD planning council, because of its re 
ouired inclusion of consumers. is a vital nart of the develoumental 
disabilities program. 

. 
Let me interiect again to indicate thaC new organization of RSA 

includes an Office of Advocacy and Coordination, which will adopt 
for the first 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 im2act that 
they would have on the target population. The uniqueness of each 
State and its delivery of services will require careful analysis if 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 mate~mal and child health. Therefore, more time is .e 

required to study these priorities and their impact in relation to the 
needs of our population. 

I might say in reviewing those priorities, at first review, they 
looked most meaningful and important and reflect in a smaller way 'f 

my directions for the entire program for the disabled. 

PART D--BPECIAL PROJECT GRANTS 

The Department has been active in increasing technical knowledge, 
assisting State councils and service agencies and exporting model 
programs for general utilization through the use of special project 
grants. Because of their significance, I want to cite the following ex- 
amples of the development of our technical knowledge : 

Identification of characteristics of the residents and t h m  indi- 
viduals released by long-term care facilities for the mentally retarded 
and their adjustment to the community setting. 

Development of model diagnostic and training techniques for hear- 
ing impaired developmentally 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 the aged developmentally disabled. 

Development of community based agency capable of furnishing 
an array of residential and other service/alternatlves. 

These research efforts have provided the Department with knowl- 
edge and service models that aid the developmentally disabled. We c 
are particularly interested in getting these newly created models to 
service agencies in 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 programs to,: 

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

Train the State DD councils or subsets or units of the councils; 
State DD council planners and 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 assistance in comprehensive plannlng and evaluation. 

It is important that the specla1 projects extend our knowledge con- 
cerning our population and also develop assistance for the groups 
involved with the population. We have accomphshed both of t h a  
tasks through the special projects grants. 



Studies and recommendations: I am httppy to report to the Con- 
gress that the Department has compiled with the DD Act's require- 
ments that certain studies be conducted. We have completed a review 
and evaluation of the standards and quality assurance mechanisms 
applicable to individuals with developmental disabilities and devel- 
oped model standards for programs for persons with developmental 
disabilities. 

Also, there is a quality assurance mechanism for implementing the 
standards. At present, we are studying the feasibility and implemen- 

d tation strategy for the model standards. This effort will be concluded 
by the end of hca l  year 1980. 

Also, the Department has completed tho study of the definition of 
- 
r' 

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 
force recommended a relatively significant expansion of the dehition, 
while a sizable minority recommended a definition closer to that of 
the current law. 

We believe that for the time being, the existing de&ition should be 
retained until we have had an opportunity to analyze the impact 
which the majority opinion would have on our population. We have 
initiated a study to determine the impact of 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 i t  has had for some time now, the possibility of establishing 
a uniform deKition throughout the Department for programs on 
disability. The same issue is under consideration with respect to the 
Rehabilitation Act. I t  is a very complex kind of problem and I think 
that in that context, the definition of the developmentally disabled 
should also await our study of that area. 

Finally, we have concluded the evaluation of the social and legal 
issues of the confidentiality of records for our clients and as assess- 
ment instruction for client growth and development. We are in the 
nrocess of develo~inn an overall desirm and s~ecifications for an 

A - - A 

e evaluation system. 
The De~artment has available surnmarv results of the com~rehen- 

sive stateplans for fiscal year 1978 as ;ompiled from the DDEIS 
format. Also, we have available the detailed reports from the special 

i studies which were mandated in the act. We have made some pre- 
sentations to your staff and would be pleased to be available for any 
additional meetings in the future. We believe that we have made 
sipnificant progress in the last 3 years in provi

di

ng services for indi- 
vidhals with developmental disabilities. 

In  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 sums as are necessary for fiscal year 1980. 

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

Section 113(b) (2)-protection and advocacy program, $3 million; 
section 123(a)-university affiliated programs, $6.5 million; section 
131-basic 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--special project grants, $5.5 million. 

We intend to work closely with the subcommittee to improve State 
services and the service delivery system for the benefit of individuals 
with developmental disabilities. I appreciate this opportunity to 
testify and look forward to assisting you in the future. 

I shall be happy to answer any questions. 
Mr. ROGERS. Thank you very much. That is a helpful statement. 
I might say it wonld be helpful to the committee if you could state 

a specific figure for 1980 and 1981. I realize you recommend such * 
sums but this committee will write in specific amounts. 

Mr. H ~ P H R E Y S .  As I indicated, Mr. Chairman, we are proposing 
a 2-year extension for 1979 and 1980 and presumably the level for 6 
1980 would reflect the budget request and we would anticipate a 
level funding for that purpose of $61.9 million. 

Mr. ROGERPI. For 19808 
Mr. H~PHREYS. Yes. 
Mr. ROGERS. And for 19818 
Mr. HUXPH~YS.  For 1981 we are not recommending any level be- 

cause we are only asking for a 2-year extension. 
Mr. R w m .  What I am saying is that it would be helpful to us 

to have a figure for that. 
Mr. HUMPHREYS. We can provide that for the record. 
Mr. EWERS. Thank you. 
[The following information was received for the record :] 
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 wiU agree to a simple 2-year extension, we are not in a 
position to recommend a funding level for tlaeal year 1981. 

Mr. RWERPI. Dr. Carter. 
Mr. CARTER. Thank you, Mr. Chairman. 
I want to compliment the gentleman on his excellent presentation. 

I am particularly impressed by the fact that you mentioned dyslexia, 
which is something on which I want to focus a little bit more. What 
is your estimate of how many persons would he added to the "DD" 
program coverage if the task force's recommended definition were to + 
be adopted ? 

Mr. HWMPHREYS. YOU are speaking of the majority report? 
Mr. CARTER. Yes. Of course, that is the recommendation. But I got 

the impression that you did not want to follow either the majority II 

or the minority report according to what you said. 
Mr. HUMPHREYS. At the moment, no. 
Mr. CARTER. If you adopted the majority position, which I think 

would be the logical thing to do, how many more people would he 
included in the developmental disabilities program ? 

Mr. HUMPHREYS. 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 really 
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 to the age of the majority. 



Mr. CARTER. They are part of the law at the present time. 
Mr. HUMPHREYS. Yes; 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 able to generate new sources of support at the State level? 

Mr. HUMPHREYS. There have been successes in that area, certainly. 
As the respect at the State level for the Developmental Disabilities 

4 Council increases and as their effectiveness increases, their capacity 
also increases to have an impact on other State programs. 

Mr. CARTER. YOU have noticed then increases in appropriations by 

rZ the States for these developmental disabilities programs? 
Mr. HTJMPHREYB. If I may, Dr. Carter, ask Mr. Lynch to respond 

to the specifics. 
Mr. LYNCH. Yes; in both instances in terms of increases in State 

genera1 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 h a 1  year 1978 State 
plans in that area. 

Of more significance in terms of the ability to access funds the pro- 
tection and advocacy program, for example, has in a very short 
period of time gathered other resources in terms of State general 
revenue sharing and other public and private sources. In Illinois, as 
an example, the protection and advocacy program got $1 million f r ~  
general revenue to conduct a protection and advocacy program in 
excess of the base amount available in that State to finance that 
pro-@am. 

Mr. CARTER. Do you follow these programs down to the State level 
to see how thev work? 

Mr. LYNCH."Y~S. 
Mr. CARTFS. How well are the States complying with the law? Are 

they enacting good programs to aid the developmentally disabled? 
Mr. HTJMPHREYS. Many are doing so. Some, of course, are not. - 

There is really no uniformity. 
L Mr. CARTER. Are those which are not conducting good programs 

still receiving funding from the Federal Government? 
Mr. HUMPHREYS. The funding that they receive through this pro- 

gram is, of course, in the nature of coordinating dollars. It is not 
i really service delivery dollars. The expectation is that 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 receptive than others, quite simply. 

Mr. CARTER. There are some service dollars in there. 
Mr. HTJMPHREYS. Yes; but its primary purpose is to serve as a 

catalyst for bringing together the resources of a number of programs, 
at least nine, under the law. 

Mr. CARTER. We have many schools for the mentally retarded. Do 
service funds go to them or not? 

Mr. HTJMPHREYS. There are funds, of course, provided under a 
number of different acts. I do not believe that the service dollars 
under the DD program go specifically for schools for the mentally 
retarded. Mr. Lynch can answer that more specifically, I think. 



Mr. LYNCH. NO; not directly in h s  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 a t  the 
planning and coordinating levels. Now, I would like to ask you how 
much money you are spen

di

ng on osteogenetic dysplasia. 
Mr. H~HREYS. I think probably none, unless it is rassociated with 

another disability covered under the act which results in multiple t 

handicaps. 
Mr. CARTER. We have people with osteogenetic dysplasia who have 

multiple handicaps. It implles multiple handicaps. It is very dscu l t  I 
for them to move around. Are we doing anything for them? 

Mr. H ~ H R E Y S .  Yes; indeed, but not enough for any disability. 
In  the area of rehabilitation, departing somewhat from the purpose 
of the current testimony, I cannot give you numbers. But each dis- 
abled individual who has a reasonable ex ectation of employment 
capacity may be determined eligible by a 2 tate Vocational Rehabili- 
tation agency for services. There are, of course, dollars available 
under title XX. 

Mr. CBKPER. Not from this? 
Mr. HUMPHREYB. That is c o m t .  Unless there is a relationshiv to 

the primary disorder, a developmental disorder. 
Mr. CARTER. Of course there is a relationship to it. These are de- 

velopmental disorders. People are born with them. 
Mr. HUD~PHREYS. Yes; but under the law the only ones that are 

susceptible of being provided those services and that coordination are 
those four major categories. 

Mr. CA- That is right. Under this legislation i t  does not go 
very far or do very much. 

Mr. H m m m .  I could not agree with you more that we need to 
do a great deal more for all our disabled population whether through 
this act or another. 

Mr. CARTER. Thank you. 
Mr. ROGEFS. Mr. Ottinger. i 
Mr. O ~ N Q E R .  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 1 

task force reports, what the impact would be if we specifically were 
to include multiple sclerosis, and give us some idea of what programs 
are available presently for multiple sclerosis victims? 

I have the impression that these people are particularly under- 
served and have frequently 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 is contem lated 

Mr. HUMPNREYS. !?ha& you, Mr. Ottinper. I will certainly respond 

you mean by removing the age h i t .  Do you mean that-in the context 
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of the population that is included within the current dehition or the 
proposed definition ? 

Mr. OTTINGER. That is right. If we were to broaden the definition 
so that the specific diseases covered mental retardation-maybe that 
is not properly defined as a disease, but a disability-mental retarda- 
tion, autistic behavior, cerebral palsy, dyslexia, if we broaden that 
so that they would not have to be as ascertained before the age 22 
but were cove& at whatever a the person was inflicted with that 

i disability, what the impact wou 'i" d 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 mth  these 
particular diseases as adults. 

c Mr. H U M P ~ Y S .  Let me suggest that inasmuch as these categories 
of disabilities are for the most part by their nature developmental, 
the effect of removing that 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. I t  came through in S. 2600. We would 
have to make an assessment of what the numbers would be by in- 
creasing the age of one's disability. 

Mr. O ~ N O E R .  Can you do that for us in a fairly short time frame 
so that we could make that consideration howledgeably? 

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

[The following information was received for the record :] 
It does not appear that the number of individual8 defined as developmentally 

disabled would increase substantially. (+5 percent) 
Mr. OTIWGER. What about adding multiple sclerosis, which I un- 

derstand is a disease which is generally not apparent until an older 
age ? 

Mr. HUMPHREYS. I do not think the genesis of multiple sclerosis is 
generally known or when its onset begins. Certainly, I agree with 
you that multiple sclerosis, along with other specific disabilities, have 

b been underserved by our programs in the past. 
Quite recently, I concluded with the National Multiple Sclerosis 

Society an agnement to provide greater emphasis on jo~nt efforts 
toward services for the population who have multiple sclerosis. I can 

i provide a copy of that memorandum of agreement for the record if 
you wish. 

Mr. O ~ G E R .  What kind of impact would it have and what addi- 
tional resources would you need if we were to add multiple sclerosis 
specifically to this legislation 8 

Mr. H U M P ~ Y S .  The total "MS" population, as I recall, is some- 
thing around 500,000. I f  we were to mandate services coordination 
for that population, my assumption would be then that that would 
increase the total population covered under the existing definition by 
rouqhly 5 percent. 

Therefore, the additional population would not be that great. 
[Testimony resumes on p. 71.1 
[Questions from Congressman Ottinger and Mr. Humphreys' re- 

sponses follow :] 



Questions From Congressman Ottinger and M r .  Humphrey's Responses 

Q: What would be the iopact, i n  terms of the ntmber of individuals 

included, of increasing the age of onset of a d i sab i l i ty?  

A: Ihe National Task Force on the i)efinition of Developmental 

Disabi l i t ies  addressed thie  issue a t  the second and third of i t s  

meetings and requested that  a stafE paper be prepared on the 

issue. Attached is a copy of the issue paper. Smme.rized below 

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

Final Report: 

. Rue Task Po- examined the issues of origination (point 

a t  which the condition began or was caused) end manifes- 

tat ion (point a t  which the condition became evident or 

was detected) and decided to  focus the age of o&at on 
-. 

manifestation since it i s  manifes@tation which actually - 
af fec t s  the development oE .m individual. This is a 

change fm. the current defini t ion which specifies origination. 

The age of onset for  most of the disorders identified i n  the mtt- 

&Donald study i s  e i ther  before age 20 or a f t e r  age 30 (p.11). 

It does not appear tha t  tk rider of individuals definsd as 

devslopnentally disabled would increase substantially (*5%) 
3 

with the change fmm a@ 18 to  age 22. The Task Force recommended 

the change t o  age 22 fa r  the folloving reasona: 

3 
1. it represents a generally accepted end point of a 

primary maturational period. 



2. it is consistent with a variety of programs (tax, Social 

Security, welfare, education, etc.) which use this age 

as a critical point. 

9: "hat would be the impact on the developmental disabilities program 

C 
if multiple sclerosis were tncluded as s developmental disability? 

A: When national associations were contacted by the National Task 

w Force on the Definition of Developmental Disabilities to request 

their input into the study. the Multiple Sclerosis S n c i e t y  

responded that they felt that multiple sclerosis waa not a 

developmental disability. The manifestation of multiple sclerosis, 

usually in early adulthood,gonerally eliminated it from the 

consideration of the Task Force since there was general agreement 

that the definition should focus on the developmental period. 

the crucial maturational period. When multiple sclerosie was 

diagnosed in the tmder age 22 population, the Task Farce 

definition would include those individuals within the develop- 

mentally disabled population. 

Ihe Task Force report specifically mentions d t i p l e  sclerosis 

as a condition which originates early in life but which does 

not generally manifest itself until adulthood. To quote frcm the 

report." Persona with such conditions were considered to be 

significantly different in terms of their developmental experiences 

and service needs from those intended to served by the Developmental 

Disabilities Rogram" (p. 13, Final Remrt). 





bring the meetings of the National Task mrce on the Definition of 

Developmntal Disabilities, there his been much discursion on the issue of 

age on onset of developmental disabilities. Sone Task Force menhers prefer 

the aoncept of the disability originafinq between 0-18 years iar in the 

current definition) while others feel that the cutoff point should be extended 

to 21 years in order to mke the definition nare mnsistent with other fed- 
i 

era1 programs' definitions. Still others felt that eince the tern develop- 

mental inclndes all stages of life no cutoff should he used. 

Related to thin q"estion of cutoff point. is origination of and * 
C mifestrrion of disability. Sy oriqinaeim, r e  man the point at whish t h ~  

specific condition actually beg- or was caused. ~ ~ i f e s t a ~ i o n  refers ro 
the point at which this condition became evident o; n s  detected. ID .any 

cases, a mndition originates at birth but is mt ~ i f e r t  until later in 

shildhccd or ewn in adulthood. Of:-, a condition m y  only be mifeot, 

rhen it has rerulred in a limitation in functioning or in a disabilit7-- 

Mat is, an inability or lideation in perfomling social roles and asti-,. 

ities in relation to work. school, family, or independent living. 

~ a e k  Force n e a e r r  feel that the definition should include only those 

persons vith disabilities hlving their origination a d  mnifesmtion before 

the particular cutoff point (18/21/or whatever); others feel that person. vikh 

disabilities originating before the cutoff pint but not mnifcsting then- 

selves ""ti1 lake* in life should also be included. For e m p l e .  certain 

types of epilepsy m y  originate before age 18, but seizures arc M t  evident 

until ioter in life, or in the case of di-tes the condition may occur 

early in life; but disabilities resulting from ir, such a8 blindness. may "or 

oss- wrii adulthood. 

I" short, Dn, question. related to this issue need to be resolved by 

Task Force momhers at the September meeting: 

11) Mat age cutoff pint, if any, should be used in the 
definition of developntal disabilities? 

12) ~f an age cutoff is used should it refer to origin.arion 
Or to IMDifeStatiDn? 



me =ask ~orce is faced with five -jar options regnrdinq the;e 

issues.. The definition can include persons vim disabilities having: 

(11 origin9ric.n amd manifestation before age 18 
rationale: in order to maintain focus and intent of 

original icgislation; 

(21 oriqination and manifesration before ege 21 
rationale: to naintain the childhood disabilities focus 

yet make the age limit more coinpariblo wirh 
other federal and stare legislation age limits: 

14) origi~rion hmre age 21, but manifestation after that eqe 
to include g persons whose disabiliries 
originate before 21, whether or nor *hey 
rere p ~ i f e e t e d  before that point; 

I51 origination and wifeatation at any pink in life 
rationale. to include developlnental disabilities 

originating or nanifest at any point in 
life in order to be conzistenr wirh the 
tern "developmentel" which inplies a lifelong 
process. 

 his paper addresses these options by e x a i n i n g  some of the 

underlying plisy, program and political issues and by presenting. where 

possible, eriseing data on technical issues such as the incidence of 

disabilities by age and the prevalence of disabilitie* originating during 

Ehildhood but not ranifelted vntil adulthood. mis Paper is m e  intended 

to sere as an exhaustive review of we literature, but rather, a= a 
rebOvrCe Task Force wmbers in mking their decisions. 

The Task Force is faced with tw related decisidns which are 

displayed in the following tale: 

originate. 

mifests 

of the Task Force. 

These particular optiow are presented because they represent the various 
approaches which emerqed during discussions at the first and semnd meetings 



Given these decisions there are three wain mssibilities: 

hlly disabilities both originating 
a Bpffified age will be included. 

manifesting prior to 

2. Disabilities originatinq prior to a specified aqe but mani- 
ferting at any time during a person's life   ill be inclsded 

3. Disabilities originating and ranifesting at any ti~ne during 
a person's life ."ill be included. 

i' 
m i s  criterion (age on "onset-) is one of the descriptors m bevsed 

in the definition.  heref fore, the =ask mrce does not necessarily have to 

incluae disabilities which fall into one of the above cakegories. First. 

.z we have attempted to collect data on whst the size of the developmenrallY 

disabled population would be if different age cutoff points were used. This 

information i ill indicate whether the sire of the tatal DD pqulaeion could 

change substantially if different age cutoff points vpre wed. 

please "ate that after each of the svbheadingn ~hich follow, refer 

ense is made to the options ldiscvssed in 1.0) to which the research is 

msr relevant. 

2.0 ZNCTOENCE OF CHILDHOOD DISABILITIES (Option 1) 

mfomation on *he incidence of various disabilities hy age is 

aifficulr, if nor impossible, to obtain. There have been some studies of 

birth defects, but after birth there are few studies eonducked to provide 

an estinate or the occurrence of new cases of impairments. ~enpsey explain* 

thar "such studies are of next to prohibitive cost and the feasibility of 

maintaining a highly nobile merisan population under surveillance for tvo 

decades is highly questionable (Dempsey, 19761". 

Everts in the field believe that the origination of virtually all 

childhood impaiments is at birth. Hatfield (19731 found in his study of 

blind children fhar over 80 percent were blind frm birth. rn Dempsey'a 

studies of cerebral palsy 1197a1, it was found that the base majority of 

case* suffered brain damage no later than ar the rime surrounding birth. 

TheX2vai study, in whish 1.311 preg~nsies were followed u n t i l  the children 

c were 10 years aid, ~ound the majorit; at the cases of handicapping conditions 

occurred or  birth or during infancy leieman st. 1965). similarly. wvlf 



et al. (19661, in their study of mnqenital defects in a small. defined -- 
Vermont popvlation over a twelve-year periad beginning with birth found that 

38 of the 56 cases of mngenital defects requiring long-tern care were . 

diagnosed in the first two years of life. Hak~snlo 119731 follaed a birth 

cohort for 10 years: the smulative insldence frequencies shoved a high 

detection rare of defects in the first year of lire, a considerable aetes- 

tion rate of defects until af ivle 8, and a l a  detection rate of defects 

thereafter. 

What ate the jloplisetionr of these findings for thle study? Since 

it is generally held that the origination of all childhood impairments is 

birth or infancy, we can assme that a change in cutoff point from 0-18 

to 0-21, or to vnder 18, vovld have little effect on the size of the totarl 

population included in the definition. A change in cutoff point from 18 

years xo"l.3 only % appmpriare for reasone unrelated to sine of the popula- 

tion.  or e-le, s- ?ask ~orce d e r s  favored a c u t o f f  point or 21 

year5 so that the definition Would be campatihle with age ljloifs in other 

1eqis1arion. "owever. an eraDinati0.7 Of other federal ieqis1ntion (See 

"1Ulalysis of Federal law. in Backgrolmd materials) shows that there is no 

single age limit .pplied as-* the variovs prograns. Far example, the 

childhood ~isaility Benefits ~ r n g r ~ ,  under the social security ~ct. vses 

the cutoff point of 18; the ~arly and ~eriadic screening. ~iagnosis and 

Treatment act includes children up to age 21; the Education for iill ~andi- 

sapped lndividvals covers children 3-18 years old. Task Force d r s  

rovld "eea to identify the specific pieces of legislation with which it 

wishes the definition of develop~ntal disabiliries to be compatible before 

a c-ge in age limit -"la be formulafee. 

2.1 xnsidence of Disabilities in u c ~ l m m d  

TO exmine the implications of e1i"Linatir.g the .ge cutoff and 

including specific disabilities originatinq at anypoint in life. info-- 

tion on the inddence of these disabilities in adulthood would be useful. 

mese figvres would help deternine the sire of the newly defined develop- 

mentally disabled population. However. data on the incidence of disabilities 

in adulthood aze =Yen .ore sc.rce than incidence studies of childhood 

disabilities hesalue of the logistical and financial problem in studying 

a mhorr throughout life. n, nu: kmowledqe, no study has followed a sample 



of persons thmulnour l i f e  to determine the incidence of d i s ab i l i t i e s  

each age. 

Conceprua~ly, discuss em 0~er.11 tyvs of d i s a b i l i r i e s  of 

.dulth.od: 

1. oonditian. whish or ig inated  i n  childhood, but  are not 
manifested u n t i l  aaulthooa--e.q., Huntinston.? chorea. cp r t a in  
farms of epi lepsy,  o ther  heredi tary  conditiona, chi ldhmd 
diabetes.  ets. 

& 
2 .  condi t ions  oriqinaLing mn i f e sk inq  in  adulthood-. 

e.3.. accidents. tra-ric in jury .  senility. etC. 

me latter d i s a b i l i t y  ~ r o u p  occurs -re frequently than those  i n  the nrsi 
A 

I' gxoup. ~ e s a u s e  me narure of these groups is  so d i ~ ~ e r e n t ,  they s h a l l  be 

discussed separa te ly .  

Experts agree that a va r i e ty  of conditions o r ig ina t e  prenata l ly  o r  

at the time of b i r t h  bu t  are not manifested u n t i l  l a te r  i n  l i f e .  I n  -gar's 

study I19681 of b i r t h  defects, she i den t i f i ed  many condi t ions  w i t h  delayed 

ranifestation, including so- w h i s h  are not mifeste.3 v n t i l  .d"lthoM. N 

seen in ~ d l e  1. sme of the b i r t h  defects mmifesring a t  20 years or la&= 

include HvntingZon~s chorea, Uzheiner's preseni1e psychosis,  and di-res 

lnellestvs ( l a t e  type, . 
rn a d r a f t  " ~ e v i e r  of  *he m n n a n a l i t i e s  and ~ i f f a r e n c c s  of va~iovs 

N ~ ~ ~ O ~ O ~ ~ C Y I  ~ i . ~ r d e r ~ , .  (1977) presented by m t t - ~ c ~ o n a l d  associates to  t he  

~ p i l e p s y  and Hunrington*s o isease  commissions, the  age af onset of  various 

muroloqic.1 disorder5 was examined. T a l e  2 lists d i so rde r s  wi th  age of 

onser i n  childhood and i n  a d u l t h o d .  The d i so rde r s  with onset i n  adulthood 

included multiple s c l e ros i s ,  p r a p i e g i a ,  nuntington's d isease .  ~a rk i a lon i sm.  

W t r o p h i .  l a r e r a l  scheros is ,  stmke, and a1rheiners  d inen t i a s .  

~ l y n f  11973) i den t i f i ed  the following b i r t h  defects which do not 

genora11y occur u n t i l  later i n  l i f e :  hyperrensiocl, diah3r.s. arteriosclerosis, 

schizo&renia, and gonr. Another condition i n  whizh manifestation is  often 
L 

delayed is epilepsy. Lenox (1960) (cited i n  Basic Statist ics  o f  tha E p i l c l > o i r . i i  

esCinwfei that only Sl igh t ly  nmxc thar. thrsc-four ths  of people with cpilcilLy 

have t h e i r  f i r r r  se izure  before the  age of  20. 

i 



we L ~ O I  that a nlnber of conditions exist vhich originate at birth 

hut are "Or mifelted vntil adulthood. NO study, haever, has attemptee 

to estimate the actual incidence ox prevalence of there delayed-manifrsta- 

ti." conditions. me size of t h i s  group of disabilities is unknown but is 

generally nor sonsiderod large. 

2.1.2 ~isabiliti~s originating and nanifesring in adulthood toption 3 )  

m a report &sea on dara from the social security survey of the 

Oisabled, I966. the age of Onset of various condlLioM was examined. In 

this *r"d,.. the tern --see- referred r o  the paint when the condition "a. 

fi-t noticed-that is, the ter. is rynon-us vith the tern "marufesta- 

tion- as used in this paper. 1"  able I ,  the age of nnnifesrarion of 

various disabilities 14 presented by diagnostic condition and functional 

limitation. worn this table, we =an examine which types of disabilities 

mar frequently have onsets in adulthood; they are broxen down into the 

following ranges: 18-14, 35-54, 55-64. Treitel s w r i z e s  *he types of 

disabiliries nost c m o n  for each of these age range categories: 

1 larger pmportion of Chore with onset of disability 
between aqe 18 and 34 have musculoskeieral disorders than 
Uase with onset of disability at other stages in the life- 
cycle. m y  of there diwr6-rs nay be due U, injuries in 
acciaentl aria less to diseases xhi& are =re prevalent at 
early and later aqes. This g r o q  also had a greater pr-pox- 
tion vith mnta1 illness or n e m s  trouble than those 
disabled at other ages. m n g  the sewrely disabled, about 
three rims as many persons direbled in early adulthood had 
a mental illness or nervous condition than those disabled at 
other ages. "owever, the greater proportions shown €01 young 
disabled adults of WCh musculoskeletal disorder and rental 
illness m y  largely be attributable to the lover risk to 
these young adults of degenerative diseases associated vith 
aging. The prevalence of there diagnostic catewrie* is nor 
-eater for young adults than older persons when the entire 
civilian population at risk is mnsidered inslvdinq the 
nondisabled. 

~iwcaers -ng persons age 35-54 appax to reflect a 
w i n g  proporkion of degenerative disorders related to aqing. 
mere is an increased proportion with cacdiovarular mnditions. 
Aearly half who have musculoskeletal d ~ m ~ d e r s  hare i rrrhri i i s  
or rhewlatism colnparee to less than a third of those disabled 
before age 35. 

mi* trend is increased among those disabled at aqes 55-64. 
with about 40 percent with disorder. due to n cardiovascular 

m n g  the older disabled. those vith onset of 



disability before age 55 had a smaller proportion of heart 
trouble and high blood pressure as their primary mpaiment 
than did persona of the same age x;th later onset of disa- 
bility (Treital, p. 6). 

mar are the i,"plioafions of the meitel report for the Task 
Porse's deliberations on the age of origination? The data show fhar 

the types of disabilities with origination and nanifestatian in adulthood 

a are ~ f r e n  quire different frorn those originating in childbmd. I€ the ~ r r k  

mrse decide. that the definition should include disabilities occurring in 

adulthaod as well as childhood, the DO program will be dealing with new 

types of disabled persons--many who became disdled due to injuries in 
< accidents and ro degenerative disorders related to aging. The service needs 

or these groups might be quite different From those traditionally focused on 

by the Do Pmgran. A comparison of service needs follows in the next section. 

3.0 COMPARISON OF SERYTCE NEEDS OF VARIOUS GROUPS OF DISABLED PERSONS 

Thus far, we have discussed three groups of disabled persons; 

11) children vith disabilities originating and manifesting 
prior ro a specified age (generally 18 or 211 

( 2 )  adults with disubilities originating before a specified 
age lase 18 or 211 but rnanifesring *that Lime 

(31 adults with disabilities originating and manifesting at 
any mint during life 

  he main emphasis of the oo ~ r o q r a  has been on persons in this first 
category. Tn some cases, persons in this second group have been included. 

Persons in the third group traditionally have been excluded from DD 

~ r o g r a s .  now different are the neeas of the latter two groups? would 

the  DD ~rogran be able to plan and advocate for their needs as well as 

those it has traditionally served? 

m n y  people arwe fh.5 the servioe needs of these groups are very 

different, particularly the needs of me first group as contrasted with the 

latter Ua groups. ls Dempsey (1976) summarizes, ..... Eor the adult popularion 
6 the principal precipitation of disability is seen as the ions of ability 

to continue ro meet long stadin9 demands for the ehvironmnt. . . ( t h i s  is 

in contrast to] aeuelopmenmlly disabled chiidren who never had certain 

Z abilities or who lost abilities early in the developmental years before 



enterins the traditional performance dnnalldinq environment of c h i l d h u d ,  

such as 5choOl. FoI these children there is no =of abilities irhicb 

,"d Men used to met  en'iironmental pcrfocmnce demnds." Persons who 

becone disabled in ad~lthmd need ebilitation services. ~ersons disabled 

at birth or in ~hildhcad need @litation serui"es--they never had the 

skills or abilities to which they Could then be rehabilitated. 

weitel confirms these findings in hi* report, claiming that the 

naturb and consequences of disabilities eze quite different for children' 

vor~ing-age adults, and older persons. liccordinq t o  tha ssn data, 1966, 
persons disabled in childhood had the following characteristics (pp. 5-6) 

T,, terms of functional itmiwcions. a Treater proportion Of 
M e  childhood disabled we- so functionolly linired as to be 
.ore physisolly dependenk (23 peicent) than those disabled 
when ndvlta (about 16 percent). b n q  the severely disabled 
aWut half of M e  childhood disabled ware dependent cowsred 
U, atour 30 percent 05 those disabled later in life. 

A snrr11er pzoprtion Of the childhood disabled had minor and 
noaerate degrees of functional limitation but a greater pra- 
prtion of the childllood disabled ware functionally dependent 
or bad no loss. Thus. those disabled in childhood were re- 
prted  to h a  mare e x t r a  ranges of functional loss than 
persons who hecam disabled when adults.  

I" re- ot service needs, ~ r e i t ~ l  hyinthesiros that disabillries 

occurring in early chilahood may lead persons to greater dependency than those 

pr-s with disabilitiesocsurring at a later sqe if tbry s e r i ~ u s l y  inerr- 

Eere with the individual's education. entry into employment, end social 

relatirms. He stares: 

From e developental perspective, people m y  he *en as  

interfere with these progressions and lead to alternative 
personal and social arrangements. * person disabled in 
&ildhood nay mntinue to be dependent on his i~lilY when 
adult; a worker who surfere an injury which prevents employ- 
.mC €or an extende m i o d  of tinr Dilv need to establish 
dieabiliq or velfare status in an inmme mintenance proqram; 
an older worker with an mairmenr ~ l y  decide on early retire- 
-t. I'l'reitei, Ih? . pp ---! 



m i l e  m e  wrsons naintain  t h a t  the service reeds of these groups 

are inherently d i f f e ren t ,  others arque t h a t  t he i r  needs are functionally 

similar.  IF an adul t  needs adwcacy services  or job t ra ining or personal 

care, it d0eSn.t matter i f  */he needs it because s/he "as disabled a t  b i r th ,  

i n  adolescence. o r  i n  adulthood. The important f a c t  remain* that certain 

needs e x i s t  fo r  whish services  mst be planned and pmviae.3. According to 

this theory. *he c-onaliry of the needs of persons is mre inportant than 

S the orisin and manifestation of those needs. 

S W R Y  

Based on the  data of the various stvdien described i n  t h i s  report, 

iS the folloving conclvding statements can be made: . ~t i a  genera-ally held that the age of or iginat ion of a11 
~ h i l M m d  impairments is b i r t h  or infancy. Therefore a 
change i n  a t o f f  frm 18 to 21 or t o  below 18 would have 
l i t t l e  e f f e c t  on the  tom1 sire of the population included 
i n  the  def ini t ion.  . It is ""clear whether a ch3nge from. cutoff point from 18 
t~ 21 would make the definition more nmmpt ib re"  with 
other l eg i s l a t ion  s ince the  cutoff p o i n t s  used i n  other 
l eg i s l a t ion  vary considerably: . mere are a varie ty  of conditions which or iginate  prenatally 
or at b i r t h  but are M t  nanifested u n t i l  l a t e r  i n  l i f e .  No 
study, however, has attempred to estimate the s ine  of t h i s  
population. ~f t h i s  gmup is included i n  the oa defini t ion.  
it "ill be d i f f i c u l t  to estimate it. impact on the s i r e  of the 
OD populations. . mere i s  a l a m e  varier" or d i s a b i l i t i e s  with or is inat ion 
and manifestation after age 18. These types of disabilities 
i n  adulrhoad are qu i t e  d i f f e ren t  than those originat ing i n  
childhod--parric;larly with respect to adul ts  becoming 
diaablod due to i n j u r i e s  i n  accidents and to degenerative 

for education. en@lo~~"nr. 1-d socrr, rclitlvrv ib"" dlS.b.1.- 
TI%-. oLcvrr.ng irccr in i l f e .  H . v l l l ' . . , t : o r .  IS the  pr.n*ry 
ewhasla  of serv1n.r for personr dlsablrd i n  ~ h l l ~ o u d .  r r -  
h a b l l t r n t l o n  rs the focus of ~ e r v ~ c e r  for prrsonr dlrablvd la ter  



Range " C  Victfms a t  Onset of Late-Appearing Blrlh Defects 



T=.B 2 :  AGE oi: ovstr nus Lr rE  ITPEC~AXY EY UIJOIU>ER 

Spina XiCida Rirth Ncar I~!omal 
Tay SS"ikS 1st. year 3 
Tu'ne:o~:s S i l t r a s i s  1st. yrar 20 
Cerebral Pilsy 0-2 KCIT Nom.71 
Lhtism 1-3  Near K0rn.d 
hienis1 Rafnrdafion m i l d  Kcac N012al 
>%scull:  3.srrooily 3-35 20 
Gi l les  i b  i a  Torreite's 2-15 15 
Dystoi~ia 3-16 7 
Myasthenia Gravis 5-20 Near Komal 
A t ~ a s  8-15 15 
h'arcolcpsy 12-16 Near Noma1 
Epilcpry hbstly O~i ldrcn Near Wo'on~1 
Schiiq,i#renia b r l y  M u l t  Ncar Nonml 

Assu2ing rccc ipf  of proper  rcrriccs 

(MOtt-HoDOmld  sacl lake^, June 1917) 





Rmrr,0,>n, l i i , ~ a m  

........................ T ~ ~ ~ I , ~ ~ ~ ~ , ~ ~  

~ 0 1 0 ~ 3 1 1  ................................ .......... blLnor I.tr ................... .. 
H . ~ ~ ~ ~ L  L~~~ ............................. ..... loss ....................... .. 
>bnc~iolwllg d ~ ~ > e ~ ? d c ~ # c  ................... 

1, No loss in  r n p n c i r l c n  lor i41yricnl art luir) . .  mrbiiiky, a1 ..If-rare. 

100.0 

13.7 
25.1 
19 .h  
12.2 
29.6 

100.0 

18.8 
I .  

9.9 
1.8 

11.7 

100.0 

19.1 
21.0 
7 .  

9.0 
27.2 

100.0 

9 . 3  
2 6 . 1  
2 1 . 2  
11+.1 
27.7 

100.0 

li.'J 
7 5 . 0  
1'1.1 
13.2 
23.c. 
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Mr. OT~INGER. Would you have any objection to having that in- 
cluded ? 

Mr. HUMPHREYS. My preference would be, Mr. Ottinger, to at this 
time to hold the line, a s 1  suggested in my testimony, pn either includ- 
ing any specific disablhty or in broadly expanding i t  to lnclude all 
disability categories, because I think that we, a t  least from my stand- 
point in the Rehabilitation Services Administration, are only begn- 
ning to really look at the policy implications of doing that sort of 

i thing in the context of our entire effort on behalf of the disabled 
population and coordinating all programs for the disabled. 

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

3 Mr. HWPHREYS. At the present time, no. 
Mr. OTPINCER. S. 2600 does provide almost double the resources, 

however. If we were to adopt S. 2600, do you have any feeling as to 
the adequacy of these resources which are authorized? 

Mr. HUMPHEEYE. I can only suggest to you the scope of the prob- 
lem that we encounter in providing services to the disabled popula- 
tion 1 in 10 or 1 in 20. A doubling the dollar 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 great demand and 
great need for services to service the disabled population. 

Mr. O ~ G E R .  Thank you, Mr. Chairman. 
Mr. ROGERS. AS I understand it, you are supporting a 2-year ex- 

tension. 
Mr. H~PHREYS. Yes. 
Mr. ROGERB. 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 
cycle than annually? 

Mr. H~PHREYS.  We have under consideration, and hopefully wi!l 
have successfully concluded within the Department, a request to l im~t  
the need for annual State plans. 

- 

Mr. ROGERS. Incorporating i t  in the overall plan. 
b Mr. HUMPKREYS. The overall plan for the Department now in con- 

junction with the hoped-for limitation on reporting requirements is 
to provide for State plan submission once every 3 yam. Hopefully, 
we will be able to do that within HEW for all programs and provide 

c only annual updating where i t  is needed. 
Mr. Rwms. Why don't we just provide it in the legislation? 
Mr. HUMPHREYS. That, of course, would be your prerogative. I do 

not think the Department would object to that. 
Mr. ROGERS. What about encouraging deinstitutionalization? 
Mr. H~PHRFPS.  We are cnrrently within the Department very 

seriously and very energetically looking at problems of deiustitu- 
tionalization. 

Mr. ROGERS. Have we studies on it? 
Mr. HWPHREYS. There have been many studies on it, sir. 
Mr. ROGERS. Thousands probably. What is the conclusion? 
Mr. HUMPHREYS. We defmitely ought to encourage it. At the same 

time we need to provide for alternatives in community living. We 



are in the proeess now of developing agreements with 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. H~PHREYE. Indeed, yes. 
Mr. Room. We mav wnte somethine there. Should we reauira 

some standards for university a5liated Giversities? 
Mr. H~PHREYS.  We do have performance criteria which we a? e 

studying now. Specific standards I would recommend against untll 
we have the study on performance standards established. 

Mr. Room. HOW long is that going to take? 
Mr. H~PHREYS.  We expect to have that by 1980. - - 
Mr. R m .  We cannot wait that long. Suppose we direct you to 

issue standards in 6 months, could you do i t ?  You have done the 
study. 

Mr. HWPHREYS. 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 ~robablv in mneral we know what the . - 

standards need to be. 
Mr. Room. Do yon have to prolong this until 1980? We have to 

get this program moving. Could you do it in 6 months? 
Mr. HWPHREYS. Let me have Mr. Lynch respond to that. 
Mr. Room. It probably could be done, could it not? 
Mr. LYNCH. It could be done better in 2 years. 
Mr. RWERE. Of course. Thank you. 
Now, in your budget, I notice you increased the amount requested 

for State formula m n t s .  but vou have kind of offset that with a 
decrease in project @ants. Why i' 

Mr. HUMPHWJYB. That was done on the basis that many of our spe- 
cial project grants can really better be translated to the basic State 
grant program and the funds can be better used on a fonnula basis. 

Mr. h m .  Will you let us have for the record specific examples 
of what you plan to transfer and why you should have a decrease in II 
the special project budget? 

Mr. HUMPHREYS. We will, yes. 
[The following information was received for the record :] 
In Ii'Y 1979 DDO will increase the formula grant allocation by $16.8nM. -I 

($14.010M from the Special Projects Section and $2.812 new money) 
The rationale for this is that since special projects have been largely local 

sewice demonstrations they could just as easily be done through the State 
Oormeils. The DDO has received negative comments on the relative imbalance 
of the special project allocation. 
In fiscal year 1977 : XiLl4ora 

Projects of national significance ---_.--------.--..-.....--.--.-... $5.9 
Soecial nroiects ................................... 12.5 - 
While all States totaled --.---.--..-....-.---.-----.-.-.-.-.-..--. 30.0 

This move redresses the balance. 

Mr. RoaERE. As to your expansion of definition, I understand the 
Commission wrote majority and minority reports on this. 

Mr. HUMPHREYE. Yes. 



Mr. Roome.. How many additional persons is i t  estimated would 
be added to the coverage if it is broadened ? 

Mr. H n n r ~ m s .  Depend' on how it was broadened- =% Mr. Room. As represented y the Commission. 
Mr. HUMPHREY.=+. I understand it would be somewhere on the order 

of one third. 
Mr. Rwme.. A 50-percent increase? And what would be the char- 

acteristics of these persons generally? 
i Mr. HWPHREYS. They would be individuals who had substanti?l 

impairments to their functioning in three or more major life actin- 
ties. They would be people whose disability was manifested prior to 
age 22. 

a Mr. R w ~ .  Both of them recommended going to age 22. 
Mr. H~PBRFYLI. Yes. 
Mr. R w m .  Minority and majority. 
Mr. H~PHREYS. That is right. 
Mr. Rmme.. DO you disagree with that? 
Mr. HOMPHREYS. I ~ersonallv have not reallv come to a conclu- 

sion on that yet. 
Mr. ROGERS. I t  must be ~ r e t t v  good if both maioritv and minoritv 

think it is pretty good. I donot &-any disagr-zemkt. " 

Mr. H ~ ~ Y s .  Not among those-- 
Mr. OTPINQER. I do not see any logic to that. I t  apparently was not 

addressed. I t  was just assumed. 
Mr. H~PHREYS.  I t h i i  it is more than an assumption. The under- 

lying reason behind that is that the concept of developmental dtsa- 
bilities is one which occurs during the developing years. Presumably 
those years go up to the age of 21, the majonty. But physiolo@cally 
and every other way, at least to our knowledge, that year is 21 or 22. 

Mr. ROGERS. Are their service needs similar to those of the cur- 
rentlv covered ~ o ~ u l a t i o n ?  

M;. HUMPI&~S. Yes. 
Mr. ROGERS. So you do not have any problem with that. 
Mr. H~PHREYG. We do not have differentiation in services. 
Mr. OT~INGER. AS I understand it. cerebral ~ a l s v  can be contracted 

as a result of an accident during adult years.L~& 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. H~PHREYS. You do make a good point. Of course, there could 
be other cases where the traumatic result of an accident, for example, 
results in a manifestation of epilepsy or mental retardation, pr ?t 
least diminished mental capaciy from brain injury. So your pomt B 
well taken. 

This population under this definition where there is an age limit 
would not be consided within the scope of the developmentally 
disabled. 

That raises another policy issue which, I 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 oFr 
severely disabled population in the overall context -of oqr semce 
delivery system. 



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 the manhaling of resources to focus on the needs of this targeted 
population. 

But I think we need to reflect on what DD has done over the past 
several years and where we are going in the future and what needs 
to be done in this area. 

One of the major efforts that I think is absolutely necessary is the * 
development of a national policy on disability: What do we need as 
a Nation in developing a program for our disabled population?. 

Mr. ROGERS. Let me ask you to comment on the approach whlch is 
an alternative approach being considered by the Senate, which would .c 
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 would they tend to be overlooked? 

Mr. H ~ H B E Y S .  My assumption is, and I do not know if it is a 
valid assumption or not, that the State DD councils and the mecha- 
nisms that are already in place would continue. Having been estab- 
lished, they would continue to be supported, by virtue of the fact 
that they have enjoyed in many cases a good reputation. I n  some 
cases they have not, however, and in those cases, possibly they would 
suffer. 

Again, I point out that S. 2600 would no longer fund or specifically 
recognize in the legislation State planning councils. 

Mr. FLORIO. I want to amplify on that point. Should the Senate 
approach be enacted, would we not find the developmentally disabled 
competing among themselves for money since funds 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 scurrying around to grab off as much as they can and, un- 
fortunately, we will find some people who are left out. 

I have some apprehensions that it will be the developmentally dis- 
abled who will be left out. 

Mr. H ~ P H R E Y ~ .  That, of course, i s  potentially the case. We are 5 

in the process of developing some legislative initiatives in some other 
areas. Among those are independent living rehabilitation services. 
We are also developing an initiative with respect to community-based a 
technical assistance to provide information through technical infor- 
mation resource centers, which would in turn be a resource in a region 
to individual communities to develop their own capacity to serve 
their disabled residents in many ways. 

Those are two things that are in some ways reflected in title I1 of 
S. 2600. We think those are good ideas but we can not at this point 
support the whole approach of title 11. 

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

Mr. H~PHREYS. I do not think we know that wholly yet. We 
have developed a conceptual framework-xcuse me if I am too long- 
winded-we have developed a conceptual framework for a t  least the 



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 five levels of concern, from prevention, 
to amelioration, to maintenance, to habilitation, to rehabilitation. 

Mr. ROQEFS. When will you present that to the Congress? 
r' Mr. H~PHREYS.  I cannot guarantee that as a concept I can pre- 

sent to the Congress. I have, myself, developed a concept paper inter- 
nally, which I would be happy to share with you. 

Mr. ROQERS. I think that would he helwful if vou could furnish that 
to the committee. 

A 

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

Now, as I recall, you praised the DD councils and feel that they 
do play an important role. 

Mr. H~PHILEYS.  I believe so. 
Mr. ROQERS. Have you any suggestion on how we can make them 

more effective? Are they adequately staffed now or should we set 
some minimum standards? 

Mr. HWMPBREYR. Quite frequently they are not adequately staffed. 
Of course the amount of money available to the State councils is quite 
limited, and the amounts appropriated have been considerably below 
the amount authorized. 

Mr. Roam. Can you give us a list of those who are not adequately 
staffed? 

Mr. H ~ H R E ~ .  We will do that. 
[The following materal was received for the record :] 



Full-time or Part-time Pmiessional Positions h & d , b Y  DD 

STAG12 AC. , . i4L. i  

C08ltTacL- P C ~ ~ 0 l l l > f  !. 

0 ' * 
Perso l r i e l  on Loan 

Figure 1: Continunilr shorring p o l a r  oxlrcrncs of 
employmsnt c o n f i g u r a t i o n s  of  OD pro:css ionnls .  

On t h e  one extreme t o  t h e  l e f t ,  t h e  Coonci l  h i r e s  t h e  DD 
p r o f c s s i o n a l l s )  o n  c o n t r a c t .  The p r o f e s s i o n a l  is  h i r e d  by 
t h e  Counci l  and r e p o r t s  s o l e l y  t o  Che Council.. The o t h e r  ehd 
o f  t he  spectrum on t h e  r i g h t ,  i s  t h e  s i t u z t i o n  i n  which t h e  
A d m i n i s t r a t i v e  Agency enp loys  t h e  p r o f c s s i o n n l  and " loans"  
him or her t o  t h e  Counci l .  The p r o f c s s i o n n l  r e p o r t s  t o  t h e  
agency but - se rver .  t h e  needs of  t h e  Counc i l .  There are v a r i o u s  
emp1oyn:cnt c o n f i g u r a t i o n s  a l o n g  t h i s  c o n t i n u a x  and solne are 
st i l l  b r i n g  workod o u t .  

Table 1 shn:,.s t h a t  a t  p r c s r n t  Chere a r e  1 3 7  f u l l - t i m e  o r  
pa r t- t ime  p r o i e s n i o n a l  p o s i t i o n s  .funded i n  Dfvelopmcntal D i s -  
a b i l i t i e s  i n  t h e  United S t a t c s  a t  t h c  p r c s r n t  t ime .  There  
are 14 s t e t e s  which have o n l y  one p r o f e s s i o n a l  s t a f f  p o s i t i o n .  
There are 17 s t a t e s  which have two p r o f e s s i o n a l s  r e p o r t i n g  t o  
t h e  DD Counci l .  The m a j o r i t y  of t h e s e  s t a t e s  have a D i r e c t o r  
or Coordinator  and a l'lannel-. Ther,e are 34 s t a t e s  t h a t  t.ave 
on$ o r  '"Ore Plenrlers  OD staff. 

There is  a g r e a t  v a r i e t y  of p r o f e s s i o n a l s  w i t h  s p e c i f i c  
s k i l l s  r e p o r t i n g  t o  DD Counc i l s ,%hroughout  t h e  c o u n t r y .  The 
t i t l e s  af the  i n d i v i d u a l s  a r e  recorded  on Tab le  1. 
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Mr. Roam.  Do we need to clarify the relationship and responsi- 
bilities of the State councils and State agencies ? 

Mr. H ~ H R E Y S .  I do not quite know how to answer that quaion. 
Let me have Mr. Lynch speak to that. 

Mr. LYNCH. The question is: Do we need to clarify the role between 
the State agencies and State councils? 

Mr. ROGERS. The relationship and the responsibilities of the State 
councils and the State agencies. 

Mr. LYNCH. I think they were clarified in the last legislative go- 
round where the responsibfity for design implementation rests with T 

the State agency personnel and staff. 
Mr. ROGERS. DO you think that is sn5cientt 
Mr. LYNCH. I think i t  is working out well, sir. 
Mr. FLORIO. Would the eentleman vield on the auestion? e - 
Mr. R m m .  Certainly. 
Mr. FLORIO. It is mv understandinc that the result in a number of 

States varies tremendously; and inosome instances, my own State, 
the council-we think it is desirablehas gotten to the point where 
it has become the leader. 

In other States, the council is an advisory body, and the agency 
makes policy after they consult with the council. So, although the 
rules are fairly standard, what happens in effect may very well gravi- 
tate to the personalities involved. Maybe that is desirable. 

Could I 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. HUMPHREYS. I think your perception is correct, Mr. Florio, I 
agree that probably in many cases it is a matter of personalities rather 
than the specifics of the law. 

Mr. hm. IS it desirable or not desirable? 
Mr. HUMPHREYS. I think we have to determine that. I 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 hope they would. I 

Mr. FLORIO. Thank you. 
Mr. ROGERS. NOW, you seem very supportive of protection and ad- 

vocacy systems. 
Mr. HUDIPRREYB. Very much so. 4 

Mr. ROGERS. Already we are at  the authorized level. Do we need 
any increase. in authorization? 

Mr. H ~ E R E Y S .  As I stated, Mr. Chairman, we have only just 
be@ to put thosa systems into operation. The $3 million was a 
starting point. I think that probably as States develop their capacity, 
assuming that there is an interest on the part of the States in doing 
so-and I think there will be, not only for the developmentally dis- 
abled population but for all disabled individuals-there will be a 
great interest in expanding and improving and strengthening. 

Mr. ROGERS. YOU say you need additional authorization, in effect. 
Mr. H ~ P ~ ~ B Y B .  I think the States could very well u s  additional 

funds from some source. 
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Mr. RWERS. On the deinstitutionalization effort, what are your 
plans on this, and can we strengthen our legislation to address this 
issue more effectively? 

Mr. HUMPHREYS. The deinstitutionalization? 
Mr. Roam. Yes. 
Mr. HUMPHREY~. Of course the role of the developmental disabili- 

ties program in deinstitutionalization is relatively small. We have a 
panoply of HEW pro ams that are involved and concerned with 
deinstitutionalization, t e problems of long-term care, nursing homes 

C 
r 

and intermediate care facilities, a wide range of people who are 
institutionalized who are not directly and specifically related to the 
DD uroeram but which we must definitelv address. both as a de~a r t -  < - meni an'd as a government. 

z Mr. Roam. Have we not specifically tried to target in on the DD 
population? As I recall, that was the thrust of the last legislation. 

Mr. H ~ H R E Y S .  Yes. There is a requirement for 30 percent of the 
funding in the developmental disabilities program to be directed 
toward cleinstitutionalization. 

Mr. Roam. What has happened? 
Mr. HUMPHREYS. There have been efforts toward deinstitution- 

aliuation. 
Mr. ROOER~. How successful have they been? 
Mr. HUMPHREYS. I think in some cases they have been more suc- 

cessful than they perhaps should have bean. The reason I 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 
the streets in some cases. 

Mr. Rooem. What will yon propose on deinstitutionalization? 
Mr. HUMPHREYS. I cannot project it a t  this point. 
Mr. Roam. What is your own thinking? 
Mr. HUMPHREYS. My own thinking is most tentative at  the moment. 
Mr. Roam. I understand that. What is i t?  
Mr. HUMPHREYS. I certainly believe that for myself we need to 

develop a greater resource capability in the development of residen- 
tial housing. 

L Mr. Rocm. How will we do that8 
Mr. HUMPHREYS. We can do it through, I think, joint agreement 

between HUD and HEW. 
Mr. Roam. Have you had negotiations with HUD on this? 

r Mr. H ~ H R E Y S .  Yes. 
Mr. RWERB. Are they agreeable$ 
Mr. HUMPHREYS. 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 
mleasc=rl ----- 

Mr. FLORIO. Would the gentleman yield? 
Mr. ROOERE. Yes. 
Mr. FLORIO. 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 a m  allocations for sections 8 and 2028 



Mr. HUMPHREYS. I frankly do not know the source of that. I can 
provide that for the record. 

Mr. FLORIO. Well, I think that i t  is very significant. The moneys 
set forth for sections 202 and 8 already are deficient for existing 
needs. If we are going to set aside a portion of that allocationJ we are 
not really saying anything at all. If  there is a contemplation that 
we are going to ask for and request additional moneys over and above 
what we have now, that is one thing. If  we are just going to get the 
statement that we are going to set aside moneys from an already de- 
ficient amount, then I regard that as a non-answer from HUD. 

Mr. HUMPHREYS. I cannot at the moment give you a better answer 
but I will attem t to provide one for the record. 

Mr. FLORIO. T \ ank you very much. c 
[The following information was received for the record:] 

a m  202 Wocaaas' 

Fiscal Year 197-750 was originally required for new starts in constrnc 
tion/renovatiou of group homes for handicapped and congregate homing for 
the elderly. 

In light of HUD's concern for the deinstitntionalimtion of the developmental 
disabled and the mentally ill, and the need for community based alternatives 
for the physically handicapped (non DD $50 million more was added to fiscal 
gear 1979's 202 program request. $5 million is earmarked in for use by the 
Mentally I11 and $50 million in l3scal year - will be for DD and physically 
handicapped. None of the above has been 5nally approved. 

Mr. ROGERS. This would be one approach, to,go through HUD. 
What else are you planning on deinstitutionalization ? 

Mr. HUMPHREYS. I think that certainly we need to provide a "gate- 
keeping" function. 

Mr. ROQERS. What? 
Mr. HUMPHREYS. 'LGaitB_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 i t  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. if 

Mr. ROGERS. DO yon expect to present any legislation before the 
May 15 deadline? 

Mr. HUXP~REYS. We will have legislation to amend the Rehabili- 
tation Act. We will also have, as I suggested, a proposed hill to 4 

extend for 2 years the Developmental Disabilities Act. 
Mr. RoaERs. To do what? 
Mr. H~PHREYS.  TO extend the DD Act. 
Mr. ROGERS. What are you recommending in the other area? 
Mr. HUMPHREYS. In  the Rehabilitation Act? I alluded to two.of 

the major initiatives that we had proposed. The third is an expansion 
of employment opportunities for the severely disabled. There are 
several areas within that. 

We would provide an expanded project with an industry program, 
which is a cooperative arrangement between RSA and industry to 

-~ ~ 

'Information from Dave Willlarnson*s o5ee. O s e e  of Independent Living. HUD. 



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

Mr. ROGERS. Why aren't you recommending the HUD program, in 
this progmn and why aren't you recommending the gatekeeprng 
approach here too? 

Mr. HUMP~REYS. We had initially thought of bringing forward 
the gatekeeping concept within this legislation or within the com- 
munity-based services part of the Rehabilitation Act extension 

C 
amendments. We believed, however, that i t  was perhaps 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 approaching it piecemeal. 

'C Mr. ROQERS. YOU have that for the vocational programing? 
Mr. HUMPHFSYS. NO. 
Mr. ROGERS. But YOU are going to recommend it for that? 
Mr. HUMPIIREYE. We may. I cannot say that with certainty yet. 
Mr. ROGERB. YOU are thinking about doing it, I understand. 
Mr. HUMP~EYS. We in RSA are. I am not sure we can get i t  

through the 05ce  of Management and Budget. 
Mr. ROGERS. Why is it you want to pick out the vocational program 

and not help the DD on gatekeeping and on the deinstitutionaliiation 
by the HUD program? 

Mr. HUMPHREYS. I perhaps misspoke myself. What I meant was 
that in establishing this gatekeeping function, i t  would be an amend- 
ment to the Rehab'llitation Act. As I 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 well. We are bringing the Developmental Disabilities OEce 
within the organizational structure of RSA. 

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

Mr. ROGERS. Why should that not be enacted within this program 
as well, is what I am asking? Why should we wait? 

Mr. HUMPHFSYS. I do not know that i t  matters which act is 
L amended to provide for that. 

Mr. ROGERS. Will you l i t  us have your recommendations on that, the 
legislative recommendations, so that we can consider whether to put 

c them in this? That will be helpful. 
Mr. HUMPHREYS. Yes. 
[The following information was received for the record :] 
Mr. Humphress has informed the Committee that a eopy of the administre- 

tion's proposals on independent living will Qe furnished as soon as  aU clearances 
have been made. 

Mr. ROGERS. NOW, on this evaluation system, as I recall in the 
1975 legislation, we required the administration to develop a system 
for evaluation of services provided to the developmentally disabled. 
I t  was supposed to be available in 1977 so that the States could begin 
implementing it. 

Now, in the legislation we are considering today, you have had to 
postpone that time table evidently. You have indicated, though, that 



you are now substantially complete in the consideration of this. What 
have the results of the study been and what particular problems 
would there be ? 

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

Mr. ROQERS. Two years? 
Mr. HUMPHREYS. Yes. A number of different steps had to be taken 

in sequence in order to fully develop the evaluation system, the initial F 
part of which was the determination of what was required in terms 
of privacy and confidentiality. At the time that was adopted, the 
Privacv Act was onlv in its besinnine s t a ~ s  of imulementation and c 
we had no precedent" and not Luch Listxnce to dkermine how we 
should ~ - 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 a survey of the socio-legal aspects 
of confidentiality and privacy. Subsequent to that then-and that 
was completed, as I recall in 1 9 7 6 t h e  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 svstem and desim soecifi- 

" A  

cations for :I compwhrnsive evaluation rviteli. 
I wonld (:ommend those rrho r)receded trlr on rhe tllorou~hness wit11 

which they approached the task' here. I t  appears to me th%t with the 
carefulness and the consideration of all the various factors involved, 
the comprehensive evaluation system will be a good and complete 
system, once it is in place. 

Mr. ROGEKS. When will that be ! 
Mr. HUMPHREW. MY understanding is that in October of 1979, 

the study and model will have been completed so that the States may 
imulement it by October 1982. That seems a long way away. 1 

Mr. ROGERS. In  other words, vou are taking this study and now are 
studying how to use the study? Is  that about i t ?  

Mr. HUMPHREY~. Let me undertake, Mr. Chairman, to determine 
whether and in what ways that time schedule might be compressed. - 
I spree it does seem overlj long. 

Mr. ROGERS. Would YOU let US have that for the record. 
Mr. HUMPHREYS. I Will. 
Mr. ROGERS. I think i t  needs to be speeded up. 
[The following information was received for the record :I 

TIMETABLE FOR COMPEEHENSIVE EVALUATION SYSTEM 

Under our present schedule, the spciflcations for the system will be ready 
for dissemination to the states by October, 1979. The timetable we have been 
foIIowing subsequent to that is the one prescribed in Public Law 94-103. That is, 
that the states have six months to develop plans for implementing the system 
and, based on the approval of those plans, two years to implement and opera- 
tionaliee the system. 



Six months to develop plans is a reasonable expectation, and important, since 
it is through the plans that we can ensure that the systems developed by the 
states meet the specifications we have so carefully designed. The two-year im- 
plementation phase may he somewhat misleading. We have projected that 
wlthln two vears the evaluation svstem will have reached everv develo~mentallr 
disabled n&sons in the svstem. "includine initial individual" assessments and 
subsequeit measures of d&elopmeutal prigress. That is, within two years, the 
system would be fulls operationalieed. It does not mean that the system won't 
be implemented until 1982. 

In fact, we have estimated that in most cases, the systems will be operating 
E successfully after one pear. The purpose of the second year is to evaluate the 

states' efforts and provide technical assistance in resolving any problems they 
may be confronting. Since implementation is required for the states to receive 
their formula grants, the intent was to ensure that deadlines in initiating this 
entirely new activity were not punitive. 

Z 
Projected Implementation Schedule: 

October, 1979 .---........... Specifications and guidelines disseminated 
to the states. 

April, 1980 .--............-. Implementation plans due from the states. 
June, 1980 --........-....._. States begin implementing approved plans. 
April, 1982-. ....._...--.-.. Evaluation systems are fully operational in 

all states and territories. 
Mr. FLORIO. Mr. Chairman, I have just one or two questions. 
With regard to the Senate approach including generally disabled 

people in a larger category, what are the m+r groups that would 
then be encompassed in the category of generally disabled who would 
not be in the category of developmentally disabled? 

Mr. HU~WPHREYS. The intent, as 1 understand it, of title I1 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 the list. 

Mr. FLORIO. Can you give me some rough numbers as to what the 
category of DD would be as contrasted with what this new, larger 
classification would entail? 

Mr. HUMPHREYB. AS I 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- 

D abled are about 2 million. 
Now, the best estimate we have of the total population of disabled 

citizens in the United States is roughly 35 million from least severe 
i 

to most severe. The total number of severelv disabled persons of what- 
ever categorv is somewhat more than 10 million. 

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

Mr. FLORIO.%~~~ are the corresponding amounts of money that 
have been talked about for exwanding this wowulation to be serviced? 
Do you have five times the amount of &oney'&ne; authorized? 

Mr. HUMPEREYS. Not initially, as I recall. The first year's author- 
ization is something on the order of $100 or $110 million under 
title 11. There are a couple of categories that provide for separate 
authorizations but that is, I think, the primary program. 

Mr. FLORIO. 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 comparabl~. and, as a result, we are going to have more 
intensive competition for the lesser amounts of money. 
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Mr. HUMPHREYS. That could very well be the result. 
Mr. FLORIO. On the housing question, you represented to me that 

in 1977 HUD provided mone s for only 56 group homes for handi- 
capped people under the 202 9 oan 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 about 8 

Mr. H~PHREYS.  They probably have gotten into that kind of 
detail. I have not been a party to that particular discussion. I do 3: 

know that there are plans underway on a demonstration basis tq pro- 
vide housing from HUD and services from HEW for 400 chronically 
disabled, mentally ill individuals. to deinstitutionalize those indi- - v viduals in group Gomes. 

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

Mr. HUXPHREYS. I cannot s ~ e a k  to that. 
Mr. FLORIO. I have no further questions. 
Mr. R m m .  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. HWPHREYS. We will do so. 
Mr. ROGERS. DO you have further questions, Dr. Carter? 
Mr. CARTER. Yes, Mr. Chairman. 
Has there been useful research in connection with activities of 

university-affiliated facilities? 
Mr. H~PHREYS.  Excuse me, Sir. I did not hear the first part of 

the question. 
Mr. CARTER Has there been much useful research in connection 

with activities of university-amated facilities? 
Mr. H m m s .  Much of what the UAF does is training of pro- 

fessionals, parents and consumers. The research effort, a t  least as far 
as the developmental disabilities portion of the funding is concerned, 
I cannot speak to. DD funds are a relatively small proportion of the 
total support for UAF's. 

Mr. CARTER. Have you seen one? * 
Mr. HUMPHREYS. Yes, I have. 
Mr. CARTER. HOW many do we have? 
Mr. H ~ H R E Y S .  There is a total of 37 university-awated pro- 

grams which are supported in part by DD and 46 overall. JI 

Mr. CAHTE& What was unusual about your observation of the 
University-Afliliated Facilities? 

Mr. HUXPHREYS. I do not know that anything was particularly 
unusual about it. 

Mr. CARTER. Definitely unusual. 
Mr. H~PHREYB. They did not have m y  dyslectics. 
Mr. CARTER. YOU could see them but they could not see you when 

you were observing. 
Mr. H~PHREYS.  I see. In  the training process. 
Mr. CARTER. Thank you. 
Mr. WERS. Thank you very much. 
rTestimony resumes on p. 104.1 
[The following concept paper was received for the record :] 



Being Disabled in  Aserica 

A shorr overview of the problems and needs of 

disabled citizens, and same approaches to 

solurioon. 

I. Introduction 

Disabled individuals represent e sizeable minority of the Nation's to t a l  
p ~ p u l a t i ~ r s .  The needs of this population have been addressed i n  an ad hoc. 
piecemeal fashion, v i t h m t  an overall  strategy, p01icy. 01 plan to  use 
ss the basis fo r  service delivery to  meet all or a large percentage of 
those needs. As a resul t  there a n  hvge service gaps and u m c  needs, 
and there is no coordinated emprehensi'rc network for the prr*vl$ion of 
services. 

This Papar d ~ e r  ooc purport to address a l l  the needs of th is  inpozrant 
segment of our saeiecy, fo r  they are mny and complex. It does indicare, 
t o  the extent chat such in£ormatim is currently available,  the scope of 
rhe problem and m e t  needs. It srrongly recommends some bold new 
approaches i n  legislacion md  administrative action that can bring more 
r a t io - l iq ,  coherence, and efficiency t o  the Federal gave-ent'n 
e f t o m  to  +act favorably on the lives of the handicapped c i t izens  
of this country, and begin to  build the capacity far providing a nation- 
vide service netDork f o r  disabled people. 

me inmediate purpose of t h i s  paper is to  pmvide justification for  a 
ser ies  of major legis la t ive  in i t i a t ives  and possible administrative 
ch.age.es. 

i 



11. 5- of Facte and Conclusions 

1. The population of chronically disabled people i n  America i. e s c h t e d  
variously a t  25 t o  35 mill ion.  or  beween 10 and 15% of the  t o t a l  
united Sta tes  population. Of these. mre than 10 &ion may be 
categorized as severely disabled. 

2. Disabi l i ty  l ~ l y  be defined a s  an i n a b i l i t y  t o  perform sooe kcy l i f e  
functions,  as contrasted with an impairment (a residual  l imi ta t ion  
resul t ing  from coogenital defec t ,  disease,  o r  in jury) ,  or a handica P 
(enviro-ntally imposed impediment ra an individual 's  a b i l i e  
rork o r  t ravel ) .  

3 .  The populatiom with "hcm we associa te  the  term d i sab i l i t y  include - - 
those who are mcntally retarded, mentally ill. ead physically 
disabled. Peeple i n  the l a t t e r  category have wide and varyin8 nges 
of disability, inclvdlng paraplegia,  a r t h r i r i s ,  sensory d e f i c i t s  
(blind, deaf, deaf-blind). epilepsy,  hear t  disease,  cancer, rrmke, 
ampucarioos, - l r ip le  sclerosis, cerebral  palsy, -c&r dystrophy. 
osrcogeeoi.  imperfects, apioa b i f l da ,  cys t i c  f i b ros i s ,  chronic 
respiratory dysfunction, and many ochers. 

4 .  There is a t o t a l  spectrum of d i s a b i l i t y  levels. People with 
d i s a b i l i t i e s  nay l i v e  and function with r e l a t i ve  eosa ead n o m a l i q .  
or they may be homebormd o r  i n s f i t u t i ond i r ed .  

5 .  S e d c r  prop-  exist f o r  the bene f i t  of disabled individuals. S- 
of these, such as vocational  r ehab i l i t a t i on  and conprehensive medical 
r e h a b i l i ~ a t i o n  centers,  attempt t o  meet nnoy of the needs through 
d i r ec t  and indi rec t  means. Other programs such as developmental 
d i r ab i l i c i ee .  art-r ro leverage a f a i r l y  broad range of services for 
a d i sc r e t e  s;sment bf the disabied population. othe;r provide services 
f o r  specific purposes but  are not spec i f ic  ro disabled people. These 
include food atampa, incone maintenance, and medical service programs, 
f o r  erample. 

6. cmmmdrp based .emices especia l ly  r a i l a r ed  t o  the  need. of disabled 
M i v i d u o l s  are badly needed, b u t  are not widely avsilable.  

7. C m p r & + s i n  semices t o  indi*u;.ls who are severely disabled and 
do not  have a m e a t i d  goal  o r  anclcipeted vocational  mtsona,  
exist only fa widely sca t te red  d-nstratian p r a p w .  

v 
8. Ti..e~e is no omprehensive program t o  provide employment f o r  disabled 

people who wish to  work. Training services and preparation f o r  
employment are prmided,  along with o the r  spec ia l ly  ta i lored  services.  
through m e a c i o d  r ehab i l i t a t i on  programs. but placement a e m i c a  are 
inadequate, and followup for job adjuscnent and s a t i s f ac t i on  are 1 

almost nonexistent. 



There is no nationwide network of comprehensive services t o  meet the 
v ide  range of needs of all disabled c i t izens .  Without auch a network. 
these needs w i l l  M C  be fu l ly  met; de inr t i tur ional iza t ion  cannoc be 
a c c ~ l i s b e d  on a Large sca le ;  servtces eannoc be delivered with 
nrrimm tfficiomcv. maximum e f f ec r imness  t o  disabled indiuld-1s. - - -- . . , 
nor w i l l  the e c m z c  impact of providing s a v i c e s  be reduced to  the  
mini-. 

We pmpose t ha t  p l a n i n g  be i n i t i a t e d  fo r  the  construction of such a 
a t i o r m i d e  network of comprehensive services. A National Policy 
on Disabi l i ty  must be developed t o  el iminate con f l i c t s  in Federal 
programs and t o  coordinate po l i cyand  planning f o r  those programs. 

With the  reorganization of the Office of E- Davalopnenr S e d c e s  
m d  within it, the Rehabil irat ion Services bdminisLration. a structrrrCI 
frm-rk is esrabYshed t o  begin to  r a t i ona l i ze  Federal pro$ra.s fo r  
the disabled. S A  now include. the  d-lopmencal d i s a b i l i t i e s  
progran, w i l l  creace an o f f i ce  of  advocacy and coordination i n to  
which the Departmental coordinating uni t ,  the Office fo r  Handicapped 
Individuals v i l l  be placed. A bmad nev cons-r oriented R a t i o d  
D i sab i l i t i e s  Ad-dsory Council w i l l  be established,  and a specia l  
uni t  t o  analyze and assess the cross-go--nt recommendations of 
the  m i t e  Hovoa Conference on Handicapped Individuals. 

The proposals to -end and extend the Rehabil i tat ion A c t  and the  
Developmental D i sab i l i t i e s  Act and the Developmenral D i sab i l i t i e s  
Act w i l l  f i l l  four major gaps i n  the provision of services t o  people 
with d i s a b i l i t i e s ,  and w i l l  bui ld  capaci t ies  i n  communities, States.  
and the  Federal government f o r  developing a c~mprehensive serv ice  
network: 

Independent l i v ing  r ehab i l i t a t i on  services v i l l  be established,  
f i r s t  on a l imited sca le  through pmjee t  grants ,  then compre- 
henaively through a formula grant program. 

. Co-nity-based info-cion and technical  ass is tance  centers v i l l  
be astabllshed i n  each region to  a s s i s t  l oca l  govermoent i n  
meeting the needs of disabled residents.  

An expanded system of governmenr-induszry in terac t ion  to provide 
Job- co disabled people w i l l  be i u i t i a ced ,  with n a c i o d  guidance 
and d i rec t ion  pmvided by BSA, which w i l l  plan and bui ld  a veb of 
such in terac t ions  across the  nation. 

. Srates  will be given an o p p o r w t y  t o  develop a gatekeeping capacity 
t o  prevent inappropriate i a r t i t n t i d i z a t i o n .  t o  r e m e  individnala 
from in s t i t u t i oa r ,  and to  improve those i n s t i h l t i -  which continue 
t o  be required. 



13. Theso l e g i s l a t i v e  pmpoeals are quite modest, and m i l l  not begin to 
meet the t o t a l  need. They do represent a beginning, and a national 
e d p l e n t  ro provide a cmtinuvn of care for our disabled c i t i z e n s .  
The network of services w i l l  be developed, through pol icy  develop- 
mat, long man8e planping, and carefully mrdzored program expansion 
in f"ture years. 



111. Scope of the emblem: 'me Dnisersa of Needs 

Althntgh numerous Federal p rogras  u e  designed t o  provide renicee  t o  
disabltd p e p l r .  md though many of these u c  eminently sueecsrful in 
addressing a partion of the t o t a l  need, there is no overs11 direct ion 
and no plan t o  mest the complex a d  i n t e n e l a t a d  needs of the disabled 
per8.m as a t o t a l  individual. 

.4 
Who u e  the disabled? How u e  they defined, ' a d  how many people can be 
characterized 1s disabled? 

Total populatim figures on the disabled have *ever been empiled. 
x Qmertiom included i n  the 1970 U.S. Census have provided r m e  answer,, as 

have ' ru ious  dewgraphic studies.  But oo Eully r e l i ab le  data bare nor 
exis ts .  

. Roject ions  baaed on a Mw Iork study i n d i c u e  that there . r e  over 
2,000,000 severely disabled individuals vho u c  homebound. 

. About 24 000 000 Americas have u t h t i t i s ,  of which sole 5 000 000 
are d i r a b l e d m a  475.000 u c  receiving Social ~eeurity-ty 
benefits.  

. 'mere ~c 230.000 to  500,000 adult Americms with multiple sclerosis. 

. S- 13 000 000 Americans u c  hard of hearing, of which 1,800,000 arc 
severely di-deafne8s. a d  of vhieh an estimated 100.000 u a  lob- 
functioning deaf. 

m r  5 500 000 individuals u e  m+nt.lly retarded. Of t.hosc, about 
3,500,000 u-tially handicapped by retardation. 

. norc th ln  4 000 000 Americsns have epilepsy, md 1,400,000 of these 
uc m b s t a n t i a l l ~ p p e d  by t h i s  condition. 

. A t  l e u t  2 000 000 .du l t s  with severe, p r s i s t a n t  psychiatric 
d i s a b i l i t i e s  r e m e i r  s d t i e . .  

The folloving chart provides m cstimsse of the severely disabled pepulatim 
i n  h r i c a * :  

4 E  - a u k *  
Under 18 180,000 
18 - 64 4.200.000 
65 md over 3.900,OOO 
Inscituciotializcb ( a l l  ages) 1,787.000 

'source: utb.n Ins t i tu t e .  July 1975 



The Uzbm InscLmta, in a study c o d u ~ t e d  purnuaot to  saction 130 of 
the Behnbllitiltlon Act of 1973 (ent i t led  "Ccmzxehensim Needs S t d y  of 
M l v i u  with rh. Mest S-em Hmdiups") alluded to  the many 
daflnlti-  in use to describe the p o p d a t i m  a t  r isk .  The am& 
rec-nded tha t  the cam hal-t be used to  describe 6 res idual  
l M t a t f O n  r ~ d c i r m  fmm connerdcal defect. disease. or i n i w .  
D i u b i l f q  dercrlbe; an imb&ty ro perform some k d  l i f e  fun;ciop.. 
A holldlca occurs vhon the enviromeut Lmposcs h p e a n r a  t o  the 
& i d ' s  a b i l i r y  to c a v e 1  or work. 

01,.~all ,  the t o t a l  papulacim of disabled individuals in h r i u  bas bean 9 
w i o u s l y  escf5ated ac 25,OW,000 t o  35.000.000, which figures include 
7-8 degrees of ehmnic d i d i i l i r y .  An accurate data b e e  i. essent ia l  
t o  w e f fo r t s  t o  d u i g !  the  scope of a s e d c e  d e l i m r p  system for  chis 
pcpdacion. f 

Thara are m y  paral la ls  between Ehe condltioss and a t t i tudes  faced by 
disabled imeeiuw today m d  those mnfronring the eaeirl minorities in 
the 1960s. Inab i l i ty  to o b t h  e m p l o p e ~ ~ t ,  public a t t l t u d ~  toward 
d i sab i l i ty ,  pooerry. fnndqurca health care, and other f o w  of d i s c r i d -  
ra t ion are as r e l w z n t  to  disabled people nov as thry ware ca bib in 
decades p u t .  It is hardly necessary co m c e  that disc&Mtion pglLnst 
r;rM nllmrlr iea  ewrin-, although &-tic advances hove been rmde 
in recant years. 

S- s t a t i s c i e a l  ioro- t in  m i l e d  by the Social S a c e m  ~ S C r a t i ~  
is useful in beg- to  portray a pro f i l e  of d i sab i l i ty  i n  M u .  

The foUnrLn$ x*tias apply to  to t a l ly  disabled individuals ia.rmlation 
to  m ~ d l s a b l c d  individuals: 

. Hospitalization (=.on) - 4 often as non-dlrabled 

. Days hospl ta l l red - - 3 tines longer than mn-disabled 

. cost  of d u l  car. -, higher t h m  non-disabled 

5- high 

Then are other cree~ses freed by disabled people t h a t  the "ablcbodied" do 
m c  have. hn e l e c t r i c  vhetlchalr costs some $3,000 to  $4.000, vim- f 

mahcrmne. costs  of $l.ZW t o  61,600 -more =ban most mtomobiles. Imez- 
p n t a r r  f o r  t h e  dar t ,  readers f o r  the b l i d ,  attendants f o r  a w e r e  
paraplasim, horn h e d t h  care, ell repre=& c ~ n t i n u i n ~  ngensas  f o r  
disabled p o p l a .  .I 



0 t h  data help U, flll out this disparag- p i e w c .  Cmly 50% of 
t o u l l y  disabled run d 60% of to t a l ly  disabled MOLW have health 
insurmce protection. cmpared with 90% of those who are not disabled. 
Pull7 318 of coellly dislbled people - 37.5% have lnccau, earned 
d -ed. balov the  povmrtg level.  Severim-rLr p a r c a t  of to t a l ly  
disabled ..n d a of t o t a l ly  disabled -a are not  in the labor 
fore.; only lZ and 2%. r eqecc ive ly ,  wrk f u l l  the. 

E d u u t i m  and d i sab i l i ty  are also in terre la ted.  -percent of to t a l ly  

4 disabled p e r o m  h n n  attended college, as oppoeed t o  of chose who 
are oat  dissblad, while f u l l y  44% of the t o u l l y  disabled have m 
slemer~cary school education o r  Less, pnd only UZ of the non-disabled 
are in t h i s  category. 

i Although rat- of ur r iase  u a  comeirsble for t o t a l ly  disabled and nrm- 
disabled pezsow, o m  who la t o t a l ly  disabled la M c e  as 1lLely u I& 
nos-disabled munterpart  to  be diwrced o r  separated. 

mis i d o n r t i o n  a r r i s r .  u s  in r.eopiz.- the devastating Impact of 
d i sab i l i ty  on the  individual d hla or her E d y .  Without major 
&forts t o  semieea and eooedlnate theo, i c  is d U y  that 
the- sad sutistiu d 3 . I  ch.od. drsrmtic l l ly  in the turnre. 



a,=. Pressures for  Change 

Because of tha reco&tim of the massive d e f i c i t s  in meeting the needs 
of &&led people, tha Congress took some posi t ive  initial s teps  m 
m r r e e t  past de£iciencies thmugh a n a c w t  of Public inr 93-U2, 
the  B lbab i l i t a t im Act of 1973. Taa earlier, -re d i t i o u  r-es 
we=. vetoed by P r u i d e n t  U h .  

Several of the prwir iona of tha t  law be- cata lys t  f o r  change. C 

T i t l e  V of the B.hrbi l i ta t ion Act eontaioa four osctioar which are only 
nou beginning to  hnrrc naciowlde iwnaact. Section 501 requires &fFrmntiva 
action by the  Federal gwernmant to  hire, place, and advance in q l o y n e u t  
handicapped h i iv idua l s .  Section 502 established m Archi tecnxal  and 9 
Tr-portstion Barriers Compliance Board m mrrpitor and edorca Federal 
nxency and srantea adherence m s t d ~ d s  established vodar the Archi- 
t;ct=al ~ - i e r s  Act of 1968. Section 503 rcquircs gove-ne conmactorr 
t o  have &£-ti- a c t l m  pmgr- t o  h i r e  d i a ~ b l a d  individuals. Finally. 
section 504 prohibits discrimination sole ly  on Oa basis  of handicap by 
any individual o r  iorti@ac5om nee iT In8  Fedoral f inancia l  assistance. 

with the  1974 amenbncs  t o  the Behabill tation Act came enabling legis-  
la t ion  for  the  establishsent of n White Barsa Conference on Handicapped 
I n d f v i d d s .  'Ibat conference, held fn May layf 1977, a t t racted nationvide 
interest on Lha narr ot  disabled individuals and =eneratad the hooa and -. . . . . . - - 
axp~ccat lon chat govex-ent - Federal, State,  and l o d  - would be- 
more responsive to  the i r  nee&. Hundreds of recommendatiorul f o r  l eg i s l a t ive  
and adminlstrativt change m a t e d  from the W t e  Eorue Conference. Re@-- 
and appropriate fql - ta t ion of those rec&arions are about to  begin. 

Public Law 94-142, tha Education f o r  A l l  Earsdisappad Children Act rm.ulru 
that  all hrmdicapped children be prmided a f ree ,  appropriate,.publie 
eduutlon. DardUnar f o r  meeting chis requirement are iwneoaed. 

mue d e v e l o p n u  have generated n w  consiner lnvol-ent, advocacy, a d  
man milttsncy. Public avareness of the  need. of the  disabled has been 
heightened. Citatiolu are hains issued by the Architectural and Ir-por- 
t a t i m  B d a L s  Cmpliauce Board. A n e ~  A M n i s t ~ ~ t i o n  ~ m m l t t l d  to  
i r h n g  the  r ights  ef handicapped Americans, h.s taken o f t l c r .  bin- 
s t i t u t i o n a l l n t i m  of mentally retarded and mentally ill persona is under 
act ive  review. C o u r t  de&ioas qmd+ng c h  r ights  of i o a t i t n t i o ~ e d  
pen- are being rendered. 

'2 

Adding t o  O s  coapledeg and the challenge of these factors  are adv-er 
in = d i d  d h i m e d i d  b l e d g e  d teshnology. Persona with con- 
geni ta l  dafects o r  tr-tic in jury or disabling diseases who -Id ham 
died a generation o r  m ago, src through these advances baing nretaiaed. 
an increasing umber of older p.rsons, with a t tmdnnt  d i s a b i l i t i e s  in 

. 
mpn). cases, inclvding ~ ~ t h r l t i O ,  renal  disease, r e t i n i t i s  p a t o s a ,  



and many ochers, are adding to the prob la .  Recreatioaal accidmts nnd 
disablizg aut-bile and motorcycle accidents are increasing the umber 
of parsem with a p W  mrd injuries and traumatic brain damage. Cancer, 
s t r o b ,  nnd heart dbesoe contiwe inexorably to add to the list of 
disabled ind iv ldu~ l s .  

It i. clear that the pressures for change in  our w r y  of dealing with 
the disabled are increasing. Bow can ve begin to  deal v i th  thoan 
k c r a a r i g  pressures, which are i n  the f ine l  analysis, merely reflections * of *ad? - 



V. Proposed Strvctvre for  a Comprehensive ServiceSystem 
for  Disabled Individusle 

A. mere is no wnrem for  the deliver-, of a coorinum of services t o  
disabled people i n  America. 

There are scattered p m g r a a  vhich, v i th  varying levels of adequacy, 
address di f ferent  needs of these individuals. Some of mesa are 
directed co the special nee& of the disabled, ouch aa rehabi l i ta t ion f 
semices  and SSDI. Others are not disabi l i ty  related, such as t i t l e  XX 
and f w d  scamps. Since there is no coherence, pattern, o r  plan 
relacing ro the provision of semices the needs of the whale individual 
are muhere considered, and a. a r e su l t  there are both major gaps i n  - 
s c ~ c e s  and pemrasie -t needs. 

I n  the absence of a comprehensive plan to meet those needs, i r  is a 
logical  consequence that cmaclry also lacking on the part  of 
Federal, State,  and local  gove-mt, and i n  the  private neetor, t o  
oravide a f u l l  ranse of services to  disabled individuals. In addition 
;o the lack of capiciry to  m e t  needs, goiemme.nc and private funds 
have i n  past years been spent oo f a c i l i t i e s  that are now perceived 
to be inappmpriare. Ocher f u d 9  have been spent on services that  
are misdirected. 

Tbese deficiencies i n  policy, plaming, services, and f a c i l i t i e s  a11 
represent barr iers  to  the f u l l  integration of the disabled Lnm the 
mainstrean of *nericsn society. Since these deficiencies have existed 
since the beginning of our nationhood, disabled individuals f o r  the 
most par t  have been sheltered, and inntitutiomalized. Because they 
are "different" from the  able-bodied. they are all too often misunder- 
n twd and even feared. 

Pear, misunderstanding, and a sheltered environment have resulted i n  
a society that  ignores the needs of chis population. Barriers, not 
only physical bur ale0 at t i rudinal ,  are the legacy of these long 
generatinns of neglect. 

The task for  society, man, is to  begin to  correct these long scanding 
ird-cies. O w  prssioo is to  vmvide a eooceorual tram-rk fo r  
thei r  co r rec t im throuph a planned, cmrehensive nehmrk fo r  service m, and co begin to f i l l  soma of the gaps i n  services, senrice 
delivery capacity, and public awareness and att i tudes.  ? 

B. me ideal s r w r u r c  f o r  comorehensive serr ice  delivery wu2  irsure a 
continurn of s e n i c e  for dl disabled fnd iv idua l~  rwinq  frw 
preconceprion r3rour.h senescence. 

Ibis i l l p l i e ~  the coordinated development of a capacity to provide f ive  
levels of care d senrise: 



In order to innure mnt inu fw o t  services in a hol i l i t ie  f-rk it 
is D e C e S S W  t o  provide a focal  point i n  goverrmant t o  coordinate 
both the  a c t i v i t i e s  of service providers and the progr- under which 
services are provided. & the pr incipal  Federal agency with respomi- 
b i l i c y  Tor -tin8 many of the  needs of people over a f u l l  rilnge of 
d i sab i l i r i e s  and levels  of d i sab i l i t y  f o r  people of all agar, i t  is 
logica l  t o  place t h i s  coordinative respomsibiliq' in the  Rehabilitation 
ServlCes Administration. & a point of departure. BSA should be given 
lead a g e w  respcueibi l i ty  for  the develo-t of a national Federal 
policy on d isabi l i ty .  

c C. Pcndinx the d s s t l o m n c  of a national policy we can offer  a conceptual, 
f r l r v o r k  f o r  ch. b u i l d h a  of . c m r t h e n s i v e  service d e l i v e n  meme 
for DeoDle d t h  d i sab i l i t i e s .  

Such a network would necessarily include (1) ins t i tu t lo l la l i r s t ion  f o r  
those who are oa profoundly disabled tha t  no a l ternat ive  l iv ing 
srransements are feasible.  (2) independent 11- r e h a b i l i t o t h .  
l a r l d i n g  t r a n s i t i o d  l iv ing,  congregate l iving,  and hal£uay house 
accmmadations, and a bmad range of services t o  develop i n  disabled 
iadividuals who have no w c r t i o a a l  goal the capacity to live 
independently and n o d l y  i n  t h e i r  h m s  and c m m ~ n i t i u ,  (3) wca- 
t i 04  rehabi l i ta t ion  f o r  persons, both severely and leas  severely 
disabled, who reasonably urn be expected t o  develop vocational goals, 
( 6 )  comnity-based services, t o  insure tha t  a continam of services 
is available f o r  all disabled people vho are not in ins t i tu t ions .  
The 1-1 of sernices and the  intensiveness of such services would 
depend on the needs of the  individual. )(any disabled pwple  w i l l  need 
some services throughout t he i r  l l fe t imc,  which nay wt d i r ec t ly  relate 
to the level  of t h e i r  d isabi l i ty .  The following a c h m t i c  portrays 
i n  broad t e r n  the  scope of t h i s  network: 



I t  would be useful  ro indicate  the range of services under these 
programs: 

C d q  based services  ( a l l  d i s a b i l i t y  levels .  dl ngesL 

equal employ~lmtlaff imst ive act ion t raasporrar ioo 
a rch i t ec tu ra l  b a r r i e r  removal recreat ion 
ru akt- ts l f lnancfal  i n c m t i v u  pYblie safety 
l a e a l  i=folMtion d r e fe r ra l ,  our-h publ ic  -renesn m d  edocacion 
public heal th-prmatal ,  poarprp- ~ e s ~ ,  t . impirr t ion 
i n r e p a c i T e  gwenmenr laoe ia l  service agency p r o p a n s  
technical  aoaiarance t o  school sysc-/appropriate education assurance 

Vocational r ehab i l i t a t ion  services (vor!dm age oopulafion. v o c a t i o d  
g.als) 

co-aling and guidance r e s t o r a ~ i o n  s e ~ i c e s  
evaluation of rehab i l i t a t ion  po ten t i a l  urended wa lva r ion  
p r~v i l i ion  OF aide and devices f-ily servicw 
d . E a ~ n C e  during rahnbllitSLion plat-t m d  follouun 
in te rp re te r  and reader se lv ices  recruitment and t r a i a ing  eelvices  
socar ional  snd other u'alnlng acrvieca and marerials 
transparcation related t o  vocational r e w i l i c a t i o n  services 

Indeoendeot l i v i n g  services  (severely disabled, no s o c a t i o n d  noals) 

attendant ma~gemenf,  attendant care f inancial  management 
m o b i l i ~ y  atd t ransportat ion recreat ion 
home mar=gemen~, chore sarvices  peer courseling 
medical maintenance and self-care  se-1 pnd personal adjurtm-t 
t r a n a i t i a d  l i v i n g  arrangements 
soc ia l  s k i l l s  and problem solving 

Ins t i tu t ions  ( a l l  ages. moat severely disabled) 

a c t i v i t i e s  of da i ly  l i v i n g  physical e re re i sa  
e d - = i d  d n r e l o m n t  s o 4  dedop- t  
- d i d  u y e ,  0th- l i f e  nutainlng seP7ices 

D. Survey of services  cvrrent lv  provided. 

Whxt ~ a r v i c e s  ace m being provided, and by whom? me voeaciooal 
r ehab i l i t a t ion  pmgra .  has  provided s e r v i c e  through a S t a t e  qency 
syste .  f o r  many yearn. Rehabilitacioa counselors, employed by t h e  
State ,  secure eduearioo. t ra ining,  vork experience, diagnosis, 
walunrion and restorat ion services fo r  t h e i r  c l i en t s .  Mlch of t h i s  
is &me through purchase of services Fro. pvblic or pr ivate  rehabi l i-  
t a t i o n  f a c i l i t i e s ,  manufacturers of a ids  m d  devices. phyniatr isU.  
psychologiars. a d  burinesees. Education and r ra tolng and medical care 
can be coordinated through a t h e t  programs. such as CETA, t i t l e  XX, 
ned icuJHedica id .  



State developmental d i sab i l i t i e s  cnuncils attempt to leverage and 
caordinato a wide range of resources tor mentally retarded persons 
and those v l t h  cerebral palsy, epilepsy, and mtism, without regard 
to age o r  employability. 

Comprehensive medical rehabi l i ta t ion centers provide rehabi l i ta t ion 
services, p c h r i l y  with a a d i c a l  amphasis, t o  individuals outride 
the v o c a t i o d  rehabili tation system. These centers are located 
chiefly i n  hospital  se t t ings  and may be supported through foundatiaoul, 
as publicly supported ent i t ies ,  o r  aa private f o r  p ro f i t  o r  not fo r  
prof i t  operati-. 

I M t i t u t i o l ~ ~  f o r  -tally retarded. mentally ill, o r  profoundly 
phgsically handicapped individuals a r e  provided by Stares, c i ty  or  - county reso~rces. and other public and private f o r  p m f i t  and nor 
f o r  p ro f i t  ageaelea. 

Comunity s e n i c e s  and independent l iv ing services g e n e r d y  are not 
provided W a coordinated way. Larger c i t i e s  may give attention to  
the apeclfic nee& of the  disabled, and States have in r f w  cases 
established independent l iving services through vocational rehabili- 
tation agencies with State fuads. 

The l ink bstveea v o e e t i d  rehabi l i ta t ion services and e m p l o p n t  for  
those who hme been rehabili tated has not been addressed i n  a major 
way. Traditionally, vocational rehabi l i ta t ion agencies have viewed 
the i r  ro le  as one of p reos r s t im of the individual tor  emelomant. 

E. TO creace a nationvide x m r k  of cmprehensivc services t o  dlJsbled 
tcuiividuls.  aechrni$- and deliver). sgsrem. and coordinst~on point, 
rmlr  be errablished. 

For c o d t y - b a s e d  services, capacity building v i l l  ha accomplished 
through regional, intergovermentaL resource centers vhich w i l l  
provide technical neshtmce,  slidenca an integrasive p m e r a m i q ,  
madel ordinances, public infornution materials. These centers w i l l  
aid c-unities i n  Cheir raglone in dmlop ing  cornmunit7 semice  
mechsPIscm. Monitoring of center ac t iv i t i e s  and aceomplishmsnrs 
w i l l  be done thmugh the S a g i o d  Offices of USA. 

For independent Uving rehabili tation, grants dl1 be provided to  
Sta te  v o c a t i o d  rehabili tation agencies, t o  c m d t y - b e s a d  
orgdraciooul,  t o  private nonprofit and possibly pmfit-making 
organizations. and to SOIIB-~ o r g d z a t i o ~  md cooperatives. 
Coordination r i t h  vocational rehabi l i ta t ion wencies "ill br 
effect  t o  transfer to the vocational rehabi l i ta t ion program 
indlviduds  vho develop vocational goals as a resul t  of thei r  
Wd'pendmt l iv lng rehabili tation. Illformation and r e fe r ra l  
mechamism rill be w a d e d  a t  the S ta te  and local  levels. Guidance 
and monitoring vill be d m  by USA. 



- The l i nk  batmen vocational r ehnb i l i t a t im and employment dl1 be 
forged through a mjor new cmperative e f fo r t  with buainesa and 
W n s t ~ p .  Vocational rehabi l i ta t ion agencies w i Z l  work on a 
continuing basis with Wistv coc~lmcils i n  =Jar c i t i e s  and 
m u s t r i d .  areas t o  match Jobs a d  vocational rehabi l i ta t ion 
c l ients ,  i n c l u d i y  job modification by employers to  aceomda te  
individual needs. Field testing, marketing and dirtribotiom 
of n- technology aide and devices wi l l  be developed through PSA. 
Cmperative c-ercial entexpdses comprised of handicapped persons 
wi l l  be supported fo r  the purpose of developing and marketing 
pmducts and services. t 

. states v f l l  be given an oppartmilty t o  develop a garekeaping 
copad- to  prevent i n s t i t u t i o d i z n t l o n  of individuals Where such 
plac-nt is inappropriate, t o  remove individuals from institutionaL i 
sat-, d to Insure t h a t  f o r  individuals for vkm L n a t i t u t i o d i -  
r a t io .  Ls required, the best poasible conditions are maintained. 

To insme  tha t  the r ights  of disabled individuds  are s a f e v r d r d ,  
and chat soluncary cobl iance with 1- protecting those r ights  
is fu l ly  accomplished, technical assistance to  States,  $me-nt 
eontrscrors, and recipients of redera1 finamcial ~ s s i s t m c e  w l l l  
be ~rovided.  Protection and advocaw systems w i l l  be expanded i n  
each State. Cmmmiry-based o f f i ces  w i l l  provide counseling t o  
the disabled on the i r  r ight .  under law, and on means t o  break d m  
barr iers  that confrmt them in the environment. A nationwide 
c u e s t  assistpnce prop". wi l l  provide onbud- for  insuring 
that v o e n t i d  rehabfli tation c l i en t s  receive appropriate atrention 
to  the i r  needs. 

. 10 eIfrmMte fear,  mist-t and mLarndersCamding i n  the co-nit7 
so that a t t i t u d h l  barr iers  and hpsd-nts to  commnity support 
can be r-vcd, c-fp advocacy and i n b m a t i o n  funftioos w i l l  
be established through the regionel c-cers described above. Public 
fo- and d l s c u s s i a s  wi l l  be encouraged. 

e. Ccnc1usion. 

Many additional challenges f ~ c e  o m  government amd our society in the 
e f fo r t  to proplde f u l l  quality nnd equalit? of l i f e  f a r  b r i c a ' s  
disabled people. h n g  these are full u t f i i z ~ t i o n  o t  techmlogy. 
medical and bi- adv-u in disabi l i ty  prevention and rastoration; 
c tsa t ion of a coordinated, nationwide progrpn of dcios t i rut ional iut lou;  
prodding the f u l l e s t  educational oppr tun i ty  f o r  disabled children 
throush a fu l ly  coordinated Bead S t a r t  - special education - mcntio-1 
education - vocational rehabili tarioo p m g r a .  



It i s  c lea r  t h a t  the  l e g i s l a t i v e  proposals we are presenting are 
modest but affirmative s teps toward building a comprehensive 
service network f o r  our disabled c i t i zens .  They a r e  i n i t i a l  s teps,  
but important ones, and they must be adopted i f  we are t o  rea l ize  
our goal of f i l l i n g  the major gaps ln  services and the mechanisms 
to  del iver  them. The momentum f m  making t ruly great  s t r i d e s  i n  
bringing the disabled in to  the mainstream of America must not be 
l o s t .  

i 



I .  Plans for t h e  F ~ t u r ~ i  A Tencntive Agenda 

~a indicated e a r l i e r  i n  t h i s  naner. the  d e s h n  of r ~ u r o ~ l r  of new amroeches 
r o  &dress the cmprah-1- h.;ds-of the diirb1.d in o t i  &clety 
await th. d e v d o ~ ~ t n ~  of n n r i m i .  coord lu red  polic,. Furrhe~, v l t h  
n m e c r  t o  a d d i r i o d  =lor program i d c i a r i v e s  f o r  the Pehabil i ta t ion 
s.&ces Administzaclon,-the~cr&cion of e policg dne1ommr.r. analysis ,  
a d  1- -e planning capacity will great17 *rove our a b i l i t y  t o  
rermund nnr direct ions.  

in of areas. %re. of tho;. h n n  bran preaenred t o  the S.sr.r.zy 
u -lor 1.sisLariv. i d r i a r i v e s  - m indep.ndmc l i e n %  rohnbili:.rioa 
program, rm acc.1erar.d e m l o m n r  nod rrlil;l% prosram, nod a m r p  
&.Gtar.ce and publie  -remess program. The authorizat ion l eve l s  f o r  
t h . ~  chi" p r o p o d s  t o m 1  $96 million. l%at modest flmdtng 1-1 w i l l  
not, of ururse, u*. -a of all the  needs. But i C  viLl make a di f fenmce  
ZD th-ads of disabled paogle, d t h e  ilmnvlr w e n d e d  w i l l  be =turnad 
-fold in t a m  of cold economic jus t i f i ca t ion .  mare is ma wag m 
place a q w n c i f i a b l e  v a l u  on *med qna l i ty  of f e. improved self-hap, 
social acceptance, o r  Job sat isfa=cion.  

S- addit ional  ner d i r a s t i m  we w i l l  be e x e l o r 4  include: 

W o r w  t-rd a t u l l y  mordln.ted Bead Start - spec ia l  aduuc ien  - 
W U ~ W I  education - v o c a t i ~ n a l  r ehab i l i t a t ion  program, cationvide. 

Und .~~Wng r semprahansiv. nat ional  survey of d i n a b i l i q  and 
I&C. need., with comsqucnc d e v e l o m n t  of a na t iona l  data  
syrr .n  on d i sab i l i ty .  

. Wouncing a mjor ourreach and m f a r r a l  p r o g m  virh ra;pecc t o  
disabled individuals  vh. u e  moat egregiously m d a r s e r r d  - 
eta- with multiple handicaps of physical or mental d i s a b i l i t y  
combined with cultural and e c h c  deprivation. 

. EIMmrilM dlr i incant ir .  t o  r r h l b l l i t a t i o n ,  inclvdlnl  the 
rerent ion .£ Mediclralmdicl id beoefirs  and food srmnps after 
ml-n t .  

. supporciq 1.011 ueia-ca enters f o r  the d iaab la i  to  pmrecc 
t h e i r  q h t s  t i t l e  v of the a e h a b i l i n c i o n  *st. 

EstabUahlnp a m t m  system of c l i m t  arsixcince pmgr- so 
chat. thro-h ombud-, disabled individusls  wi l l  be ab le  to  
"fighc ch. sy)..rat' t o  obtain th. N l e s r  passibla  sacvise bcnefies. 



. ~ o a t r a c l n s  ner approaches to  nutting the  tramsportation d 
resident ia l  needs of disabled people. 

In i t fa t ing a e w p a r a t i a  reseluch e f f o r t  in eantra l  nem- 
aysra (spinal cord) rcgene.ation, and i n  arau of disabi l i ry  
pmrencion, r e l l o r a t i o n .  and tratpmt. 

. Adapting s n n  fo- for  in tarnat ional  r e h a b i l i c ~ t i o n  interchmg.9 
to  take a d m t l g a  of technological a d  service deli- i n n o - ~ a t i a ~ r  
of developed nations. 

Erp lo rh8  w q .  t o  m"t the w d  for  ncu or -.raced n h a b i l i u t i o n  
f 8 c i l i t i w  and phys icd  b p r m e e n t s  i n  i ~ l t i ~ t i ~ n s  which b a u e  
phyrierlly and -tally disabled p.ople. 

C 

mua are a r c i t i n s  t h  f o r  d i s a b l d  h e r i m m  because the p o r c n t i d  
e t s  f o r  dr-tic breakthroughs in t he i r  4 - b e i n s .  We mrut h 
th. 7 d . l  and the d . t . a~ . t iOn  tD 8.. t O  it that  b.i= die~b1.d i L n  
h r i e a  is net 8 contimution of that  which has gone on befor.. We wt. 
as a gmermnenqreinforee our d t m e n t  to  meat head-on one of the mior 
ehal1ang.r of our drg - bringing into  the mainstream of American sociary 

vulnerable and precioau hmaa resource - the d l l i o w  of disabled 
citizen. i n  our id.  
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We now have a panel on the task force report on definition of de- 
velopmental disability, Mr. Norman V. Lourie, chairman of the task 
force on definition of developmental disabilities and executive deputy 
secretary, Pennsylvania Department of Pubiic Health. We welcome 
you. 

Dr. Louis Z. Cooper, who is 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 * 
a member of the task force on definition of developmental disabilities, 
representing the minority report, and Dr. Elinor Gollay, ,p~oject di- 
rector, ABT study of definition of developmental disabihties. 

We welcome each of you here. We appreciate your presence. Your r 
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, CHAIRMAN, NATIONAL TASK 
FORCE ON DEVELOPMENTAL DISABILITIES; ELIXOR WLLAY, 
~ h .  D., PROJECT DIRECTOR, STAFF DIRECTOR (DD); L o m s  Z. 
COOPER, M.D., PROFESSOR OF PEDIATRICS, COLUMBIA, OH 
BEHALF OF MAJORITY VIEW; HON. MARY LOU KUNTS, WISCON- 
SIN STATE REPRESENTATIVE, ON BEHALF OF MINORITY 
REPORT 

Mr. LQURIE. Thank you very much. 
We are pleased to be here. We suggest that I open briefly with a 

summary; then Dr. Gollay, who was staff director, will talk about the 
processes; Dr. Cooper will describe the majority report and Mary 
Lou Munts the minority. Then we will be available for questioning. 

Mr. ROGERS. That will be line. 
Mr. LOURIE. YOU do have a copy of the report and I have provided 

for today, what amounts ot a brief overall summary [see p. 1061. 
I would like to say a little about the Task Force and the report. I t  

was a wide open process. The way members of the task force were 
chosen; access to the documents and 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 were distributed. 1 

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

In  our m e e t i i  we were presented with staff documents and docu- 
ments from the field which dealt with such issues as the 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 issues that derived from the nature of the cur- 
rent definition and program as it is legislatively mandated and as it 
is operated, particularly at the State level. 

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

Finally, while it was not our task to evaluate this program, to look 
at what lt was doing, how well it was doing, and whether or not we 
thought the program was effective or not effective, i t  was inevitable 
that we should have come across some of these questions. We debated 
some of them but without coming to a conclusion. In  the report we 

* stated what seemed to us to be some of the major policy issues. 
I t  is quite clear from your questioning earlier today that these are 

policy issues and dilemmas that face Congress, the people m the 
program and the people in the field. We summarized four of them. 

s I would like to repeat them before we go on. 
One is that there is a lack of clear responsibility at the State and 

apparently at the local level for care of the developmentally disabled 
population and for all the eeverely handicapped, no matter how de- 
fined, and a lack of direct link between the State service program 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 roordinnrion and rase minagemelit of the many scrv- 
ices which derelopmentally disabled individuals requirr as well as 
all of the handica1;ped. 

Third, there is a lack of coordination between the major missipns 
of the developmental disabilities program and its actual author~ty, 
both at the national and State levels. 

Finally, there is a general lack of clarity concerning the purpose 
of the developmental disabilities program. People vary in their opin- 
ions as to what it is supposed to accomplish. 

With that, I will ask Dr. Crollay to describe the process of how we 
got the'report and recommendation before you. 

Mr. R o a ~ ~ s .  Thank you very much, Mr. Lourie. 

E Testimony resumes on p. 129.1 
Mr. Lourie's prepared statement and attachment follow :I 
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U T R O D U C T I N  
1 VERY MUCH APPRECIATE THE I N V I T A T I O N  TO REPORT 

TO YOUR COMMITTEE THE RECOMMENDATIONS OF THE NATIONAL TASK 

FORCE ON THE DEFINITION OF DEVELOPMENTAL DISABILITIES. THIS 

TASK FORCE.CARRIED OUT THE CONGRESSIONAL MANDATE TO THE 
i 

DEPARTMENT OF HEALTH, EDUCATION AND WELFARE FOR A SPECIAL 

STUDY ON THE DEFINITION OF DEVELOPMENTAL DISABILITIES. 
1 THE TASK FORCE REPRESENTED A WIDE RANGE OE.U(PERTS 

AND INTERESTS. A COPY OF THE REPORT WAS TRANSMITTED TO THE 

COMMITTEE, ON NOVEMBER ~ R D ,  AND WE HOPE THAT THE COMMITTEE 

WILL SEE FIT TO INCLUDE THE REPORT IN ITS RECORD. FOLLOWING 

THE ACT OF CONGRESS, IN SECTION 3 0 1 ( ~ )  OF PUBLIC LAW 93-1011, 

THE DEVELOPMENTAL DISABILITIES OFFICE, OF THE DEPARTMENT OF 

HEALTH, EDUCATION AND WELFARE AWARDED A CONTRACT TO ABT ASSOC- 

IATES, INC., TO CONDUCT THE "INDEPENDENT STUDY OF THE DEFIN- 
ITION O F  DEVELOPHENTAL DISABILITIES". A ?IATIONAL TASK FORCE 

WAS ESTABLISHED, UNDER MY CHIARMANSHIP. THF ENTIRE TASK 

FORCE, AS WELL AS MANY I N D I V I D U A L S  AND ORGANIZATIONS THROUGH- 

OUT THE COUNTRY, WORKED HARD TO CONTRIBUTE TO THE REPORT. . 
THE LIST OF ITS MEMBERS IS ATTACHED. - 

THE DEVELOPMENTAL DISABILITIES OFF ICE NOW I N  THE 
b 

HUMAN DEVELOPMENT SERVICES ADMINISTRATION, OF HEW, WAS MOST 

COOPERATIVE IN THIS EFFORT. LARGE NUMBERS OF INDIVIDUALS 



AND ORGANIZATIONS RESPONDED TO LETTERS AND DOCUMENTS, RE- 

SPONSES WERE THOUGHTFUL AND USEFUL. 

THE TASK FORCE WAS CHOSEN THROUGH A CAREFUL PROCESS 

AFTER S O L I C I T I N G  NOMINATIONS FROM OVER TWO HUNDRED ORGANIZA- 

TIONS, AS WELL AS FROM FEDERAL AND STATE PROGRAM OFFICIALS. 
r - 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 0 

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; D E F I N I N G  THE C R I T E R I A  THAT SHOULD BE 

APPLIED I N  ORDER TO DETERMINE WHO I S  INCLUDED 

WITHIN THE RUBRIC "DEVELOPMENTAL DISABILITIES;" 

2. DEFINITIONS OF THE MAIN I SSUES THAT DERIVE FROM 

THE NATURE OF THE CURRENT DEVELOPMENTAL DISABIL- 
I T I E S  PROGRAM BOTH AS I T  I S  LEGISLATIVELY MANDATED 

AND AS I T  I S  ACTUALLY OPERATED, PARTICULARLY AT 

THE STATE LEVEL; 

3. CONCERNS DERIVING FROM THE BROADER CONTEXT IN 

WHICH THE DEVELOPMENTAL DISABILITIES PROGRAM 



OPERATES AT THE FEDERAL AND THE STATE LEVELS; 

AND 

4 IMPLICATIONS FOR POPULATIONS INCLUDED OR EX- 

CLUDED FROM THE DEFINITION. 

s 
RECOMMFNDED DEFINITION 

THE RECOMMENDATION OF THE TASK FORCE FOR THE APPRO- 
PRIATE BASIS OF A DEFINITION STATES: 

L FOR PURPOSES OF THE DEVELOPMENTAL DISABILITIES ACT, 
A DEVELOPMENTAL DISABILITY IS A SEVERE, CHRONIC DISABILITY OF A 

PERSON WHICH: 

1) IS ATTRIBUTABLE TO A MENTAL OR PHYSICAL IMPAIRMENT 

OR COMBINATION OF MENTAL AND PHYSICAL IMPAIRMENTS; 

2) IS MANIFEST BEFORE AGE 22; 
3)  IS LIKELY TO CONTINUE INDEFINITELY; 
4) RESULTS IN SUBSTANTIAL FUNCTIONAL LIMITATIONS IN THREE 

OR MORE OF THE FOLLOWING AREAS OF MAJOR LIFE ACTIVITY: 

A) SELF-CARE, 

B) RECEPTIVE AND EXPRESSIVE LANGUAGE, 

C) LEARNING, 

D) MOBILITY, 

E) SELF-DIRECTION, 

F) CAPACITY FOR INDEPENDENT LIVING, OR 

G) ECONOMIC SELF-SUFFICIENCY; AND 



5) REFLECTS THE NEED FOR A COMBINATION AND SEQUENCE OF 

SPECIAL INTERDISCIPLINARY, OR GENERIC CARE, TREATMENT, OR 

OTHER SERVICES WHICH ARE 

A) OF LIFELONG OR EXTENDED DURATION, AND 

B) INDIVIDUALLY PLANNED AND COORDINATEDs 5 

THIS FINAL RECOMMENDATION REFLECTS THE MAJORITY OPIN- 

ION. EACH ELEMENT OF THE DEFINITION WAS VOTED ON SEPARATELY. 
? 

IN  VIRTUALLY NO INSTANCE WAS THERE A UNANIMITY. SOME DIF- 

FERENCES WERE HELD MORE STRONGLY THAN OTHERS. MOST STRONGLY 
EXPRESSED WERE THE DIFFERENCES CENTERING AROUND SPECIFICATION 

OR IMPAIRMENTS AND CATEGORIES OF CONDITIONS. 

!YlJORITY REPORT 

THERE IS A MINORITY REPORT WHICH DIFFERS FROM THE 

MAJORITY REPORT Q N U  IN THE RESPECT OF NAMING SOME CATEGORIES 

IN THE DEFINITION. THE MAJORITY REPORT DEFINES A SEVERE, 
CHRONIC DISABILITY OF A PERSON WHICH "IS ATTRIBUTABLE TO ilECLIBL 

0-T OR COMBINATION OF MENTAL OR P H Y S I W  

JMPAIRMENTS", 

THE MINORITY REPORT PROPOSES THAT THE SEVERE, CHRONIC 
DISABILITY IS "ATTRIBUTABLE TO MENTAL RETARDATION, CEREBRAL 

PALSY, EPILEPSY OR AUTISM. OR IS ATTRIBUTABLE TO ANY OTHER i 

CONDITION OF A PERSON SIMILAR TO MENTAL RETARDATION. CEREBRAL - 
PALSY, EPILEPSY, OR AUTISM BECAUSE SUCH CONDITION RESULTS IN . 



S I M I L A R  IMPAIR MENT OF GENERAL I N T E L L  ECTUAL FUNCTIONING BCLn 

ADAPTIVE BEHAVIOR AND REQUIRES TREATMENT AND SERVICES S I W  

-," 

UMITATIONS OF THE MINORITY RFPORZ 

TRANSLATED INTO OPERATIONAL TERMS BOTH PROPOSED DE- 
* 

F I N I T I O N S  PROBABLY COULD BE S A I D  TO COVER THE SAME POPULATIONS, 

HOWEVER, THE MAJORITY REPORT IS MUCH MORE CLEAR IN THAT IT 

b S P E C I F I E S  A L L  OF THE MENTALLY AND PHYSICALLY SEVERELY HANDI-  

CAPPED. THE MINORITY REPORT, IN SPECIFYING SEVERAL CATEGOR- 

I C A L  CONDITIONS, DOES NOT DEAL WITH THE OBJECTIONS OF INTEREST 

GROUPS WHOSE CATEGORIES ARE NOT MENTIONED. AND, PRESUMABLY, 

THE STUDY WAS DIRECTED BY CONGRESS, I N  PART, BECAUSE THESE 

CATEGORIES WERE UNHAPPY ABOUT NOT BEING MENTIONED. ONE NEEDS 

TO QUESTION WHETHER THE NON-MENTIONED CATEGORICAL INTERESTS 

W I L L  BE S A T I S F I E D  WITH THE PHRASE, "SIMILAR TO MENTAL RETARDA- 

TION, CEREBRAL PALSY, EPILEPSY OR AUTISM E!XLE SUCH CONDI- 

T I O N  RESULTS I N  S I M I L A R  IMPAIRMENT OF GENERAL INTELLECTUAL 

FUNCTIONING AND ADAPTIVE BEHAVIOR AND REQUIRES TREATMENT AND 

SERVICES S I M I L A R  TO THOSE REQUIRED FOR SUCH PERSONS" . 

ON T H I S  GROUND, THE MAJORITY REPORT, WHICH I N  EFFECT 

IS THE RECOMMENDATION OF THE TASK FORCE, I S BROAD ENOUGH TO 
L 

COVER A L L  CATEGORIES OF MENTAL AND PHYSICAL D I S A B I L I T Y .  

D I F F I C U L T I E S I N R E L Y  HAI ID ICAPER 
b IN CONSIDERING THE ISSUE OF CATEGORIES WHICH COULD 



POTENTIALLY BE LISTED IN A DEFINITION--TERMS APPLIED TO 

CONDITIONS THAT REQUIRE SIMILAR SERVICES TO MENTAL RETARDA- 

TION, CEREBRAL PALSY, EPILEPSY, AND AUTISM--THE TASK FORCE 
LOOKED AT LONG LISTS OF TERMS APPLIED BY PRACTITIONERS TO 

SEVERELY HANDICAPPED PERSONS. THE LIST INCLUDED: 
i 

ASSOC~AT~ON DEFICIT PATHOLOGY ATTENTION DISORDERS 

BLIND BRAIN INJURED 
CENTRAL NERVOUS SYSTEM DISORDER CEREBRAL DYSFUNCTION T 

CONCEPTUALLY HANDICAPPED CONGENITAL ALEXIA 
CONGENITAL STREPHOSYMBOLIA CYSTIC FIBROSIS 

DEAF DEAF AND BLIND 
DIFFUSE BRAIN DAMAGE DISGRAPHIA 
DYSCALCULIA DYSLEXIA 

EDUCATIONALLY HANDICAPPED HYPERKINETIC BEHAVIOR SYNDROME 
HYPOKINETIC SYNDROME LANGUAGE DISABILITY 

L~NGUAGE DISORDERED CHILD LEARNING DISABILITIES 

MATURATION LAG MINIMAL BRAIN DAMAGE 
M I N I ~ ~ A L  BRAIN DYSFUNCTION (MBD) MINIMAL CEREBRAL DYSFUNCTION 

MINIMAL CEREBRAL PALSY MINIMAL CHRONIC BRAIN SYNDROME 
MULTIPLE HANDICAPPED NULTI-SENSORY DIFFICULTIES 



ORGANICITY OSTEOGENESIS IMPERFECTION 

PERCEPTUALLY HANDICAPPED PRIMARY READING RETARDATION 

PSYCHOL~NGUIST~C DISABILITIES PSYCHONEUROLOGICAL DISORDERS 
READING DISABILITY - 

& SPECIFIC LEARNING DIFFICULTIES SPINA BIFIDA 
STREPHOSYMBOLIA STRAUSS SYNDROME 

TOURETTE'S SYNDROME 
6 

- 
WORD BLINDNESS 

THE MAJORITY REPORT, IN EFFECT, SAYS THAT IT WOULD 

BE IMPRACTICAL AND ADMINISTRATIVELY CONFUSING TO TRY AND SORT 

OUT A USEFUL AND UNIVERSALLY ACCEPTABLE LIST OF CATEGORICAL 

TERMS. 

DFVELOPREFITAL DISABILITIFS POLICY ISSUES 
IN PLANNING ANY PROGRAM FOR GROUPS DIFFERENTIATED BY 

DIAGNOSIS OR CATEGORY ONE IS ALWAYS FACED WITH A TRIANGULAR 

DILEMMA: PLANNING ON THE BASIS OF FUNCTIONAL CAPACITY ON THE 

ONE HAND; ON THE BASIS OF CATEGORICAL CONDITIONS ON THE OTHER; 

AND ON THE THIRD SIDE THE BASIC OPERATIONAL ISSUES OF HOW TO 

COORDINATE SERVICES IN THE BEST INTEREST OF PERSONS TO BE 

SERVED, 
C THE TASK FORCE WAS NOT CHARGED WITH ANY RESPONSIBILITY 

FOR EVALUATING THE DEVELOPMENTAL DISABILITIES LEGISLATION OR 

c ITS OPERATIONS, HOWEVER, IN DEALING WITH DEFINITIONAL ISSUES 

IT WAS DIFFICULT TO AVOID CONTACT WITH THE BROAD POLICY ISSUES 

INVOLVED IN SERVING THE RISK POPULATION UNDER  CONSIDERATION^ 



WHILE NOT MAKING RECOMMENDATIONS ON THESE POLICY ISSUES, 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 D ISABLED POPULATION AND 

LACK OF A D IRECT L I N K  BETWEEN A STATE SERVICE PROGRAM AND A 

FEDERAL SERVICE AGENCY FOR THE TOTAL DEVELOPMENTAL GISABILITIES 

POPULATION AND FOR I T S  LARGEST GROUP, THE MENTALLY RETARDED. 

2 .  THERE IS A LACK OF CLEAR RESPONSIBILITY AT THE INDIV- 

I D U A L  C L I E N T  LEVEL FOR COORDINATION AND CASE MANAGEMENT OF THE 

MANY SERVICES WHICH DEVELOPMENTALLY D ISABLED I N D I V I D U A L S  REQUIRE. 

3, THERE IS A LACK OF CORRESPONDENCE BETWEEN THE MAJOR 

MISS IONS OF THE DEVELOPMENTAL DISABILITIES PROGRAM AND ITS 

ACTUAL AUTHORITY, BOTH A T  THE NATIONAL AND AT THE STATE LEVELS.  

4. THERE I S  A GENERAL LACK OF CLARITY  CONCERNING THE 

PURPOSES OF THE DEVELOPMENTAL DISABILITIES PROGRAM. 



'In most I t aFer  t h e r e  is no s i n g l e  ope ra t ing  agency w i t "  t h e  

c l e a r  r e s p o n s i b i l i t y  f o r  t he  care of t h e  de.ielopnencally d i sab led  ?opulation. 

TI? same states t he  Mental R e t a d a t i o n  agency has  been r e t i t l e d  a "Develop- 

* mental   is abilities ~gency:' 1n a few of these states t he  change in  L i r l e  has  

represented an a c t u a l  change i n  t he  target populat ion €or t he  agency: t h a t  

is. t h e  agency n w  serves i nd iv idua l s  r i c h  ep i l epsy ,  c e r e b r a l  p a l s y ,  or 

aut ism who are nor  re tarded:    ow ever, i n  v i i t u a l i y  a l l  o the r  s t a t e s  the  
6 

mental r e t a r d a t i o n  agency cannot l e g a l l y  serve t h i s  populatLan. Ind iv idua l s  

wim ep i l epsy  or ce reb ra l  pa l sy ,  f o r  example, w i l l  unfor tunate ly  f i n d  t h a t  

many r e t i t l e d  "developmental d i s a b i l i t i e s "  programs i n  r e a l i r y  are agencies  

whose primary o r i e n t a t i o n  is s t i l l  towards mental r e t a r d a t i o n .  Of t in  nan- 

mentally r e t a rded  persons  are c a l l e d  mentall? re tarded i n  order to receive  

s e r v i c e s  

m states which have not changed t h e  t a r g e t  populat ion for t h e i r  men- 

t a l  r e t a r d a t i o n  program, ind iv idua l s  who have ce reb ra l  palsy  bu t  who are n o t  

r e t a rded  ( f o r  examplei are v i r t u a l l y  unable to l oca re  any C O ~ Y D L ~ ~  res idence 

p r o g r m s  comparable t o  those  which a re  be ing  e s t ab l i shed  f o r  mentall!, re tarded 

persons. S t a t e s  ,which have changed t h e i r  r anda te s  are f ind ing  themselves 

faced wi th  t h e  problem of r e t r a i n i n g  staff, adding new s taf :  w i th  neii s k i l l s .  

d i f f i c u l t i e s  of chanqing t h e  image and orienk.arion of e u n r i n q  services while 

e s t ab l i sh in .  new s e r v i c e s  f o r  a p rev ious ly  ""sei".d and f requent ly  u s -  

mderetood populat ion,  expanding mandates bu t  n o t  necensa r l ly  expanding bud- 

g e t ~ ,  erc. As t h e s e  agencies  ha- expanded t h e i r  target populat ion to 

include developmental d i s a b i l i t i e s  o t h e r  Chm mental r e t a r d a t i o n ,  i n d i v i l u a l s  

w i t h  a t h e r  s i m i l a r  d i s a b i l i t i e s  e x h i b i t i n g  m e  need f o r  s i m i l a r  s e r v i c e s  

(such as sp ina  b i f i d a  or muscvlar dystrophyi i nc rease  t h e i r  demands Ear 

* access to p r a g r m s .  

The state mental r e t a r d a t i o n  agency comes c l o s e s t  i n  mcst stares to 

being the main s e r v i c e  provider  f o r  a l a r g e  s e p c n t  of t h e  developmenial 

L d i s a b i l i t i e s  popu1ation. It is  ince re se ing  to note thaC t h e  stare cen ia1  

r e t a r d a t i o n  a g e n q  i s  t h e  one malor s t a t e  servrce agency r n i c h  does n o t  have 

a d i r e c t  counterpar t  a t  t he  f e d e r a l  l e v e l .  =her* is no s i n g l e  f e d e r a l  agency 

which i s  t he  counterpar t  ts the state mental r e t a r d a t i o n  s e r r i s e  s ? n t s m  as 

the re  a re ,  for  example, f o r  t he  state educat ion,  ( i nc lud ing  s p e c i a l  education1 



d e p a r m e n t ,  r o c a r i o n a l  r e h a b ~ l i t a t l o n ,  p v b l r c  assistance l r n c l c d m q  S S I i ,  

s o c i a l  s e r v i c e ,  h e a l t h ,  m e n t a l  h e a l t h  and  h o u s i n q  F'oq'&75. I n c r . a s i n ~ l j .  t h e  

f e d e r a l  ~ i t l e  I::< l s a c i a i  s e c u r i t y  rlcrl program (fir e i p e n d i t v r s  o f  monies  

under  : i e d i c a i d  f o r  a - v i d e r a n g e  o f  h e a l t h  care i n c l u d i n ?  I n t e r m e d i a t e  Care 

r a c l l i t i ~ s  f o r  t h e  mentall) retarled a n d  ather d e v e l o p m e n t a l l ?  d i l a j l e d i  

is having  an extremely serong i n f l u e n c e  on tke  shape o f  s t a t e  rn-nral retar- 

d a t i o n  p r q r a h s  b e c a u s e  many states are  p u t t i n g  large mounts of t h e i r  ;U 

f u n d s  >"to i n s t i t u t i o n s  eo b r i n g  them up co ICF/:.IR stnneards. and are :here- 

f a r e  hav inq  a l i m i t i n g  e f f e c t  on c m m i t y  p r a q r a m s .  

I" sum, t h e r e  are many d i s a b l e d  i n d i v i d u a l s  'dh0 cannot now turn Lo 

any  s i n g l e  stare a g e n c y  as t h e i r  p r i m a r y  5O"rce to p r o v i d e  "1 secvra t h e  

total r a n g e  o f   erri ices which t h e y  n e e d ;  as t h e  case manaqenenr 11nk between 

them and  a n  array o f  s e r v i c e s  from m v l e i p l e  qencies. ~ e v e ~ n p m e n t a l ~ ,  

d i s a b l e d  p e r s o n s ,  as those i n d i v i d u a l s  f r e q u e n r l ?  mast i n  need o f  m u l t i p l e  

s e r i i c e s  and advocacy ,  are i n  a p a r t i c u l a r l y  v u l n s r a b l e  p a i l t x o n  as a r e s u l t .  

The d i z c u s s i o "  so f a r  h a s  p a i n t e d  out .one made;"ncles a t  t h e  "road 

systems i e ? e l  i n  s e r v i n g  d e v e l o p m e n t a l l y  disabled p e r s o n s .  ~ i s k  iorce r e v  

h e r s  .Tressed t h e  concern t h a t  at t h e  i"di.ridual c 1 i e n r  1?,.?1 t h e r e  <Ends 

to be  a major case r e s p o n s i b i l i t y  vacuum. c e r e l o p m e n t a l l ~  l i j a b l e d  jerzons 

r equ i r e  i e r v i c e s  from d i f f e r e n t  a q e n c i e s  a n d  f r w  d r f f e r e n t  d i s c r p l i n z s .  

The l a c k  nf a s i n g l e  stare agenr ,  w i t h  r e s p 0 n l i b i l i t . i  for :he i r  care  , m i -  

f e s t s  i t s e l f  a: tie c l i e n t  l e . ~ e l  ,with a w i d e s p r e a d  l a c k  nf aie;uare cas* 

management. w h i l e  many ( f e d e r a l 1  e n t l r l e m e n t s  errst f o r  tne g o p u l a t i o n  

( s u c h  as 94-112, t he  Educatron o f  A l l  Handicapped C h i l d r e n  ic:, a n d  Supple-  

mental secnri~? 1ncame1, i n d i v i d u a l s  r h o  have a u l t i p l e  needs on a l o n g - f e r n  

b a s i s  are l i k e l y  a f a l l  ~ h r o u g h  t h e  c r a c k s .  iii the i n d i v i d u a l  l e . i e l  some 

t y p e  o f  ' ~ ~ l a c e n e n t "  agency or case management structure is need%d.  his 

ag.ncy, in o r d e r  ta be e f f e c t i v e ,  must ha". t h e  c a p a c i v  an= au~ha::rg to 

accesi  s e r - , i c e s  f o r  t h e  OD p o p l l l a t r o n .  Some er;erL,e3ts i n  ?%nn;.'lvanla 

and i l j c r n s l n  s h o u l d  be '.>aLched c l o s e l y .  The DD Prcqr i in ,  t!lrlu.ln :he DD 

C o ~ n c l l . ~  ?rants, coll ld be used to fund  model 5er.,ice in te?r+tLon pmjec:; 

on behalf  OF t h e  d e v e ~ o p m e n t a ~ l y  d i s a b l e d  populatran. sur  :his does ,o: m 
Lhe long run s u t s t i t v t e  far a n  o p e r a r i n g  l e v e l  enti:lei.nz ij-s:ez. !';hrle 

t he  d e v e l c p n e n r a l l y  d i s a b l e d  p a p u l a t i o n  is Ear from hemg the  o n l y  ~ o i u l a t i o n  



r equ i r l nq  such s e r v i c e  i n ~ a a r a ~ l o n .  :he DD p a p v l a r ~ o n  need f o r  m s l t l p l e  

s l r v i c e s  tend- t o  be ?reatex than f o r  m o s ~  p o p u l a ~ i v n s  an3 the a b i l l q  t= 

access th=se rn~l?i"l .  s e r v i c e s  tends  to be 1.25s.  

* 
c u z i ~ n t l y  t h e  in tended focus  of  the DD ?rooran (as  a r r i c u l a t e i  for  

example i n  t h e  statement by i l a r j o r i e  Kirkland,  s h i c h  appears  a t  the end of 

Sec t ion  4 . 1 1  is planning and advocacy a t  t h e  jyrtems and ind rv idua l  l e v e l e .  

0 
interest groups have maintnined that o n l y  i f  the  DD counc i l s  have 

appro.ial paver. over f e d e r a l  program expendi ture  and s t a t e  p lannicg .* i l l  

t h e  DD corvlc i l s  be e f f e c t i v e  i n  t h e i r  systems ad,iocacg znd planning r o l e s .  

flowever, e x i s t i n g  agencies  p o i n t  out t h a t  i t  is not  reasonable t o  erpec: 

a carvlci1 a: indr . i iduals  s s ru inq  i n  an a d r i s o r j  ca;azii:- o u t s i d e  of :he stace 

operar ing sys:ems. t o  provide an adequate and efiecrr,:. rsvlei of + s s r p l s x  

state plan such as t h a t  ihich ia r squ i r ed  i n  5 , ~ c i a l  educa t ion .  ~ h r s  srf.za- 

t i o n  becanes -up" c l e a r e r  when the c a r g e t  popularrnn gf  :he 03 ~ r o y r a ; l  is 

r e l a t i v e l y  narrowly de f ined  and ndt necehsarrl? seen as d e s c r i j i n g  a popula- 

t i o n  .whish w a r r a n t s  OD councr l  ve to  power over stare l a n s  in tended f s r  auc> 

~t seems u n r e a l i s t i c  and perhaps  i napp rop r i a t e  t o  expect  rhi;  :he ED 

c o w c r i s  as c u r r e n r l ?  constructed rill o b t a i n a p p r o v a l  ;o;er aver a l l  stair 

p lans  f o r  ope ra t i ng  agencies  aEEectins the d e ~ i e l a p r n e n t a l l ~  d i s a b l e l  -o:uls- 

t i o n .  on t;c orner hand, i f  t h e  progran is t o  be ~ f f e c t i a e  as a qs:ena 

advocaq force. better m e c n a i s a s  than cu r r en t l ;  c:<ist L - X ~ I  have :a ss 

developed and iilF12nenLed. 

In a d d i t i o n ,  at Llie i nd iv idua l  le,;el ,  the newly e r e M i i s h e d  ?rote=- 

t i a n  and Rdacac;. Systems could  p rov ide  vreari? enhancsd accsse t o  srrvrces. 

C If  the Pr0rec:ion and i d r o c a c j  p r a g r m s  are t r u l y  e f i s s t l ' re ,  tilei rill be r in  

ra accumulate a h i s t o r y  o f  cases, the dccunrn i i r i on  of ' w n ~ c h  cau ld  5.r-re 

as a p o r e i f u i  '001 :or Lhc spsLem i idvoc~r;.  .u>d?rLJk?n 5s Lhr OD C ~ . ~ l c l l S .  

  ow ever, the Pro tec t i on  and iidvocic? ws:m r s  c u r r e n ~ l i  inadequatel:. fl;lr:.n 
I 

a"d \ d i l l  neee a f e u  years of nce ra t i ons  befor*  its :rao p9Leni ia l  can te 

r s a l ~ z e d .  rn addrtion, because  i t  c o u l d b e  seen a s  threa:+ninq to e r i s r r o s  

gene r i c  aqencies ,  s p e c i a l  care r r l l  read to be 5a;:e., to *"sure Lhaz 1:s 



rale ir m a i n t a i n s 2  and  enhanced  r a t h e r  t h a n  dm-encrl. U l o t l > e r  major Factor 

i E  t h a t  inne ien :  i n  m s t  F e e e r a 1  proqi.%x i d r d s t . l s  .in3 ra ti;? rk+rie :a 

state " p e r a t i n ;  a , ~ a n s r e I ,  Lbare  do errst aLhnz adlio,:acj f1lnl:iuns i n c l u j i n q  

<nose s a r r r e d  by ~ " b l l  ;.2r:ize an* i.qa1 scr-.rc*5 7::ri::3::-.ns ';ndDi ;_ 

Federal, s k a t e  end l o c a l  L u i  f u n d s  and  b? prl.iare fcnds. 

A r e c u r r i n q  tile-.$ t h r o u g h o u t  t h e  c o n d s c r  o f  thz S F l c l a l  S t u r n ,  b o t h  

from Task Force n e m b e r s m d  o t h e r  i n t e r e s t e d  i n d i . , l d u a l i .  ' n s  the l ack  of 

c l a r i t y  u h i c h  e l i s t i  concern i i lg  t h e  p u r p o I e I  o f  the L'e?elopmental D i s J 1 2 l l i i i : ~  

~ r o g r m  as c ~ r ~ n r l y  rkructured. ii major c o n f ~ s i o n  c r i s ~ s  a r o v l d  eke >sine 

of semice d e l l ? e r i . .  ran? p e r s o n s  see the p r l n a r ,  nxssi-n at :he DJ ?rcgran 

as b e l n q  t h e  p r o v i s i o n  o f  s e r v i c e s  to the t i l r g r ~  population. ior l h e s e  

persons, the s m a l l  anom: man- cu;ren:lg i n  rh? CD ~ r q r a n  rs b e i n g  

s p r e a d  t h i n  enonoh nosi a n d  the p o t e n t i a l  sedition o f  ortier groups . , ;oolj  

endangex those i l d i . v i d u a l s  currenily covered. me belief 'hat th* DD ‘rearm 

is a major se rv ice  program f a r  t h e  p o p u l a t i c n  1s r e i n f o r c - d  by r h e  s l rua t lon  

d e s c r i b e d  d e s p i t e  the p r o l i f e r a t i o n  o f  f a x d i n g  sources a: :he fenera1 

l e v e l  an6 i f  n p r n t i n g  agencias a t  t h e  stake :e . is l ,  there g e n e r a l 1  i s  -.c 

s l n q l e  stare agency r e s p o n s r b l e  for d e l r v e r /  o s e r v 1 c e s  -0  :he e r r a b l e 3  

p p u l a t l o n .  

m h e r  persons see :hl DO ~ r o g r m  p r r a a r i l i  as  a p?=>ulninq an" ad'mcsc-1 

system. ~ h r ?  see i t s  p r l n a r i  mission as  m b l l i i i i r ;  is* ra;ouces . . n i o  

e x i s t  i n  other s r n r e  a g e n c i e s  towards  m e e t i n g  the needs at t h e  :ac?er SOP- 

" l a t i o n .  AS 211 ad.-ocarj  f3i-c. w i t s i n  :he stat-. :lie ,r3v,rzm cou1;l .nand 

i t s  t a r g e t  p o p u l a t i o n  w i t h o u t  s e r i o u s l y  j e o p r r i i i = i n g  2:; i ' ~ f ~ ~ r l . , ~ ~ e r s .  

I n d e e d ,  i t  c o u l d  be  azgued :hat r i m  a l a r g e r  ~ o n s t : t u e n ~ /  I: roulr: 2- r l r e  

ra the r  t h m  lees e e f i e c t i ~ i e .  p r o p o n e n t s  o f  t h i s  p o s i t i o n  pal": o u t  hw s m a l l  

t h e  t o t a l  anour.r of zone-, is : ,rchin t h e  OD procrm, bu: hoir *i:e=tr-;e tha: 

moriey can be ^hen v i e d  t o  l e v e r a g e  a d d l r i o n a l  sources i n d  to  d.ernonstra:e :he 

e f f e c t l . ~ e ~ e ~ =  o f  matiol .rcqrms ~ h i c h  generic u-ccciri ilr- reiuc:a:rr 3: 

f i r s t  m tr/. 

The DD iroqrm, r e q a r d l e s s  o f  vnetner i t  is i ji:.Ji;e ? r y r E i l  cr r? 

advocac:i and  p l + n n i n g  pragrarn,  is nor c l e a r l ?  i rnuezs i rcd .  1s a rescl!, in=?- 

proF:iats expec-==ionI  are r i d e s j r e a d .  *-iL~ t h e  r ~ s . ~ ~ : a a c  .diees;raad dissa:;;- 

F a c t i o n  oi m c t  e::pec:aeions. ilrny f i s a b l % d  indi.:r+aais 3x3 3rou;s s f  



i n d i - r r d o a l s ,  a s  e ' i idenced  by r h e i r  s:rong d e s i n  Lo be i n c l v d s d  as "deva lcp-  

menta l  disabilities," st= the OD Proqr&? 1s all IOF-ITTIII I  on. f o r  n e e r i n g  

t h e i r  needs. Indced .  the program h a s  been  lmporre l l t  i n  h l r t h e r i n g  :hn c s m  

o f  :he i n d i v i d u a l s  i n c l u d e d  b o t h  d i r e c t l y  L'lrouyh :h.. f u e i n q  0: specific p r o  

grams a n d  i n d i r e c t l y  Lhzough i n c r e a s e d  " i ~ i b i i i t , .  c;fort,x,.tely, :he 

p r e c i s e  b r n c f l r s  LO be  d e r i v e d  by i n c l u s i o n  ere not c l e a r l y  u 7 d e i s r o o b  j y  

man., individuals. 
I 

I" sum, an e f f o r t  n e e d s  to be  made to c l a r i f y  t h e  p u r p o s e  o f  'he 

DO ~ r o y r a m .  as t h i s  e f f o r t  i s  made, c a r e f u l  c o n s i d e r a t i o n  s h o u l d  b e  made o f  

t h e  v a r i o u s  p u r p o s e s  v h i c h  it c o u l d  or s h o u l d  f u l f i l l  f s r  a g r o u p  o f  d i s -  

a b l e d  i n d i v i d u a l s ,  a n d  c o n s i d e r a t i o n  s h o u l d  then p e r h a p s  be  g i v e n  to a r.er 

focus f o r  t h e  p r o g r m .  A t  t h e  cwrent t i n 4  i t  i s  ,not a d e q u a t e l y  funded O: 

structured to be a true s e r v i c e  d e l i v e r ?  program, yet it h a s  not  been 3°C- 

C ~ S I ~ U ~  a t  ~ o n ? ~ n c i ~ ~  people t h a t  it is p r i m a r i l y  a p l a n n i n g  and  a d u o c a r y  

progzam p r r m a r i l j  because a l l  a t h e r  .o l e g a l  in;tru;:ian that 

t h e  DO program is t h e l r  c o o r d i n a t o r .  

u statement r e f l e c t i n g  t h e  o f f i c i a l  p o l i q  o f  t h e  program, made to 

t h e   ask iorce by : . a r j o r i e  i t r r k l a n d ,  m p u t j i  ~lrrctor o f  roe OW, is a t t a c h e d  

at the en2 o f  t h i s  c h a p t e r .  

4 . 3  1 1 ~ 1 1 ~ 3 t i C 1 ; ~  Of t h e  Proposed  m r . n i t i 0 n  o f  D s . i s l c ~ e c r i 3 1  :iil:,ili:irs 
tor I r d r v i d u a l n  w i t n  O t h e r  D i ~ a b l l i t l ~ ~  

Par: i B )  o f  Lhe s e c t i o n  o f  t h e  N ~ e l o p m e n t a i  D i s a b l l r r i e s  A c t  r h l m  

mandated t h e  conduc t  o f  the s t u d y  oi the d e f i n i t i o n  o f  d s a ~ l o c i l r r i a i  d i s a b l i -  

i r i e s  c a l l s  f a r  a,, ~ r r m i n a t i o n  of " t h e  nature Evld aeequac., o f  'he s e n i c e s  

prO.,ided unte: o t h e r  f e d e r a l  programs f3r p e r s o n s  lil'i, i i s a b l l i l i e s  zot 

l n s l u d e d  i n .  . . [ t h e  recommended1 defln1:lan. ' '  

R l thougn  it a 5  not p o s s i b l e  '< i th i :>  the Scope o f  sL~idY LO COnduc? 

an i n - d e c t h  ma1y.i. o f  t h e  ser . , ices,  a number oi specific e f z o r f n  were mad* 

1. co inforlakion aiiout the n a t u r e  and  scope of c u r r e n i f s l e r a ~  e f f o r t ;  

to serve  p e r s o n s  ..Sikh A l l  types o f  d i s a b i l i t i e s .  i , ; L i l  fh*  final :.:omm?n- 

daLlon r,a. mad? by t h e  T a s k  Force i t  rran noL p o s 5 i ~ l c  Lo 1;ien:if;. rho :<as :o 

be e x c l u d e d  f rom the p r o p o s e d  d e f i n i t i o n .   be e : r c l d e d  p o g u l a i i a n  is i is-  
F 

cu*s.>t  1:; s*c:icn 2.4 3bo,=. son* si 'he i7;i:rc'icn; Sf :'.mgra ia t i ;  

d e f i x i r i o n  o f  d e v e l o g n c n c a l  d i s a b i l i t i e s  3 s  ;erczi ie.? hy E c d s n l  izan=re; 

f o r  r h e i r  pr?irms arc d e s c r i b e d  b r i e f l y  ~n Sa?:~an 5.10 o o l g r .  X s j  f e d e r a l  



?,:though no in-de-th siuej. '*as t e a s l b i e ,  an ?f:=rr r ,3s xai. i;rhln 

t he  S i > ~ ~ i a l  s tud-  m de t s -7 ine  t h e  exrent :o d h l c h  ,:IS WIed lildl ' i idunls no t  

jncluded ir. a pctenti.1 eef in! t ion OP de,.elo!.mantal d > * a b l l i r l r s  are e l i ; i b l l  

for services  s i m i l a r  to those which are provided throuq'l t h e  ~evel=pmcn:al 

D i s a b i l i k i e s  Program. 1: seemed most l o g i c a l  Co :ocos on *nose s p e c i f i c  jene- 
S- 

f i t s  Which d i sab led  ind iv idua l s  are l i k e l y  to receive  through :he DL1 Pro- 

gram: 

1. ccmprehensim s t a t e  planning vh.hir.h ;~!=.nt:iios the  +eru;ce ne~?; of 
d r sab ied  2ndividualI  across a l l  s c a t 5  ayencies. 

m 

2. Pei.le:i Of s t a c e  glanS I O T  use Of fede ra l  monies Co deter.mne 
t h e i r  u t i l i t g  Co the developmentally dzsabioti ;opziaclon. 

3 .  EiLlb:isF.~enf of s p e c i a l i z e d  ;rcCecci?n snfj idi.ncacj. se:r.ices 
riLhxn each state for  the developmentally d:sabled popuial;on. 

4 .  me da.,n~op,=nt 01 ind icad~a :~~ . t i  nab i i l i r : i 0c  .pians in iezded 
to l t e n i r f y  the  toes1 range oi 3" i ? t i v i d v a l ' s  neeos rciars 
agencies  and, poeenc la l ly ,  thrauphout life. 

5 .  r l e r i b l e  mn ie*  f o r  i i l i l n y  g.,rs .*"d *ee-sCr,C,rg i.mo.. .e:ire 
programs a t  chs  s t a t e  and federal  ie.,eis. 

i. S L I C ~  C O U C F ~ ~ S  ~ i m  irdnridc.6 o n s u ; . ~ r  re;r++enizr;cn :r,%cn :re 
in tended :o be the main mec.5eaism for e.zsurinq Chit C i c  a>cve 
p u z p o s e ~  a r e  iilrrled out a t  t h s  s t a t e  l e v e l .  

Y i r t u a l l y  a l l  these  program elements ace a.,allab'e in  one i,r or 

anar)ler =hrav?h other f ede ra l  programs xhrch s ~ r v e  n o n - S e ~ i a l a p n e n t a l l  

d i sab led  handicapped ind iv idua l s .  However, there axe  sane ,uxw= rspecfs aE 
:k ce.vel9pm~nrai ~ i s d i l i t i e ~  Program shlcn ere nor s i a i l z l j l e  :.~rouob LT~ 

~ k h e r  pmqram. rouse unique aspects i nc lvd r :  

1. rl Incus  on r 3;rciEic popolacion ir::.? an -.r3hlsrs 0- a, ?xan:?a- 
f i n n  " 2  the r ? t a l  need; boc.5 of sjeci.';c ; na i . r : i u i s  i n d  n: the 
tctrl poguiat ion.  *h i s  focus on tire tots1 range n: re*& icrgss 
ar.ncie5 3nri  across d s p e c i f i s  r;t oi sar-ice3 ,>;!rlre"T;iLlis 
fhe  DD Prograi7 f r o m  ",,st of Car niner feicral ;ro?ra,s. 

2.  i 5oc:;s on a S p o c i f i i  pp"l"C:~':  COT 1 5 5  - i ? i i Z l  l i i e i ; l e ,  : : i c  
just f c r  ch;ldilaod. or for i t s  c!,pin..ihl;. 6 " i r s .  sr  rd"1tioc.i. 

as 50 m s f  oihzr f e d e r a l  .prqra.~s d in+< if ser?;::~ ::and1;;.:.~1C 
in~ i i l - i dua l s .  

. ..., 3.  ,, focus on access ing  gene r i c  ser;::.s .a::.> :r.*>;g *'Fr 11 these 
serr.3ces ~ ~ r : r e r  tnan on the -.st.b;,si.7e,c if i 5;1=1.?121.d CISFTI?O 

prcv2dlng a larye smunC of Clrec: 3 e r : l < D 5 .  



. ,I s F c c ; a ~  ~ c ' i , ~ i ; r n  for prcv2,idiac i;:ccc;riin and a#.,ocacp srr- 
vices.  

Ther. doss  nor now * x i s t  a comparable p n , ? r a n  Lnr tho r? i la indcr  OF 

t h e  huldicapp.d popula t ion xhich can act  as t h e  13cus a: ii:e s:are l eva1  :or 

f h e i i  i n t e r e s t s  i n  the  way the Deve l~pmen ia l  D l s a b i l i k i c s  Yrogra, i s  intended 

to funct ion.  It i s ,  ho*.c.ier, d i f f i c u l t  to assess t h e  c:::enL t o  : h i c h  Lhc 

non-deve~opm.ntal~y d i s ab l ed  popvlar ion of persons r i c h  d i s a b ~ l i r i e s  r equ i r e  
C 

this t y p e  of pragrun. I t  is p r e c i s e l y  because  of  t h e i r  unizue c h a r a c t e r i s-  

t i c s  that t h e  dei~elopmenral ly  d i s ab l ed  aersans a r c  s e n  as being more I r k a l F  

khan other d i sab l ed  i n l i v i d v a l s  to requira comprehensl.,e services rhrough- 

6 out l i f e ;  a re  most l l k e l y  to be excluded from e x l s t i n g  seivrcl p r o g i m s  

i n c l u d ~ n g  those  in tended to serve handicapped persons; and are l e a s t  like* 

to be a b l e  to ad.,ocaLe on t h e i r  oun b e h a r i  to e n ~ v r s .  that  thelr needs nis 

net. 



&lCKGROUND PAPERS 
THE REPORT ALSO INCLUDES A SERIES OF BACKGROUND PAPERS 

PREPARED BY THE STAFF FOR USE BY THE TASK FORCE DURING THE 
STUDY. ABSTRACTS OF SOME OF THE PAPERS ARE INCLUDED IN THE 
REPORT. FULL VARIATIONS OF THESE AND OTHER RELATED BACKGROUND 
MATERIALS ARE AVAILABLE IN VOLUME I1 OF THE FINAL REPORT. THE 
TOPICS COVERED ARE: 

5.1 HISTORY AND BACKGROUND OF THE DEVELOPMENTALLY 
DISABLED ASSISTANCE AND BILL OF RIGHTS ACT (PL 94-103); 

5.2 ANALYSIS OF FEDERAL hws AND COMPILATION OF 
~ E F ~ N ~ T ~ O N S  PERTAINING TO THE HANDICAPPED AND THE DISABLED IN 
FEDERAL STATUES AND REGULATIONS; 

5.3 AN OVERVIEW OF THE IMPLEMENTATION OF THE DEVELOP- 
MENTAL DISABILITIES PROGRAM; 

5.4 A FRAMEWORK FOR THE BASIS FOR A DEFINITION OF 

DEVELOPMENTAL DISABILITIES: SOME OPTIONS; 
5.5 THE DEMOGRAPHICS OF DEVELOPMENTAL DISABILITIES; 
5.6 BRIEF DESCRIPTIONS OF SPECIFIC IMPAIRMENTS; 
5.7 AN ANALYSIS OF A FUNCTIONAL APPROACH TO THE 

DEFINITION OF DEVELOPMENTAL DISABILITIES; 
5.8 AGE OF ONSET: SOME ISSUES; 
5.9 ALTERNATIVE APPROACHES TO A ~ E F I N ~ T ~ O N  OF DEVEL- 

OPMENTAL DISABILITIES: POTENTIAL IMPACTS ON THE STATE DEVEL- 



OPMENTAL DISABILITIES PROGRAM; 
5.10 SOME FEDERAL ~ M P L ~ C A T ~ O N S  OF CHANGES I N  THE 

DEFINITION OF DEVELOPMENTAL DISABILITIES: 

5.11 IMPLICATIONS OF THE DEFINITION OF DEVELOPMENTAL 

DISABILITIES FOR NON-FEDERAL L~SERS OUTSIDE THE DEVELOPMENTAL 

C DISABILITIES PROGRAM, 

PERSONAL O B S E R V A T I m  
e MY RESPONSIBILITY AS CHAIRMAN OF THE NATIONAL TASK 

FORCE IS TO REPORT TO YOU ON THE RECOMMENDED DEFINITION. I 

HAVE DONE SO. f TAKE T H I S  OPPORTUNITY TO MAKE SOME PERSONAL 

OBSERVATIONS. 

AS THE RESULT OF MANY ACTIONS BY CONGRESS AND THE 

STATES, WE ARE ON THE THRESHOLD, AND AT LONG LAST, ARE ALREADY 

ENGAGED I N  A MAJOR REVOLUTION I N  THE WAYS WE SERVE THE HANDI-  

STATES. THIS COMMITTEE IS WELL A WA RE - OF  THE NEW MAJOR THRUSTS 

IN THE SSI ,  EDUCATION FOR THE HANDICAPPED, AND SOCIAL SERVI CES 

PROGRAMS, AS WELL AS THE CONTINUATION AND SOMETIMES EXPANSION 

EPSDT, COM~~JNITY MENTAL HEALTH, DEVELOPMENTAL DISABILITIES, 

ETC, WE ARE INDEED ON OUR WAY TO CARRYING OUT THE COMMITMENT 
e 

OF A C I V l L l Z E D  NATION TO I T S  MOST SUFFERING- 



HOWEVER, THE MATTER IS 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 I S  NOTHING RATIONAL ABOUT THE MANNER I 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 R E S P O N S I B I L I T Y  FOR TOTAL SERVICES R E S P O N S I B I L I T Y  I N  ANY 

ONE CASE. IF ONE LOOKS A T  THE RELAT IVE  RAT IONAL ITY  OF A 

GENERAL HOSPITAL  OR A T  A VARIETY OF PUBL IC  UTILITES- - TELEPHONE, 

WATER, SEWER, ELECTRICITY- - AND COMPARES THEM WITH OUR GENERAL 

HEALTH AND SOCIAL SERVICES ARRANGEMENTS, THE LATTER ARE UN- 

KEMPT A T  THE VERY LEAST. 

ONCE OUR SOCIETY IS AGREED UPON THE NATURE OF A PRO- 

BLEM I T  WISHES TO SOLVE, I B E L I E V E  I T  HAS THREE OBLIGATIONS:  

TO DETERMINE WHO I S  A T  RISK; TO DETERMINE WHAT ARE THE NEEDS 

OF THOSE A T  RISK; AND F I N A L L Y  TO PUT I N T O  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 F I T  W I T H I N  THE D E F I N-  

ITION OF DEVELOPMENTAL DISABILITIES--NO MATTER HOW IT COMES 

OUT. WE ARE ALSO QUITE CLEAR ABOUT THEIR NEEDS, BUT THE 

ARRANGEMENTS FOR SERVICES I N  NO WAY CAN BE DESCRIBED AS PRO- 

V I D I N G  GUARANTEES THAT NEEDS ARE MET. 



As OUR TASK FORCE AND MANY OTHERS HAVE SO WELL 

POINTED OUT, AN INSTRUMENT AT THE GOVERNOR'S OFFICE LEVEL FOR 

A L L  OF THE HANDICAPPED OR FOR SOME OF THE HANDICAPPED, UNDER 

PRESENT FEDERAL LEGISLATION, CAN ONLY HAVE AN ADVISORY OR A 

PRODDING FUNCTION, SUCH BODIES, EVEN WHEN WRITTEN INTO LAW, 

I AS IN THE DEVELOPMENTAL DISABILITIES LEGISLATION, HAVE NO 

POWER BECAUSE OTHER MYRIAD FEDERAL LEGISLAT ION DO NOT G I V E  

THEM POWER. 
1 

ONE ALSO HAS TO BE  CONCERNED ABOUT HOW MANY COORDIN- 

AT ING BODIES  AND FUNCTIONS ARE CREATED TO IMPROVE SERVICES. 

THE DEVELOPMENTAL DISAB~LIT~ES LEGISLAT ION DEALS WITH  THE 

SEVERELY HANDICAPPED. THE DEVELOPMENTAL ~ ~ S A B ~ L ~ T I E S  COUNCIL 

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 FUNCTIONS AT THE STATE LEVEL 

THERE WOULD THEN BE  A T  LEAST TWO BODIES DEALING WITH OPERATING 

LEVEL AGENCIES ON S I M I L A R  GROUNDS, AND I F  ONE TALKS TO ADHERENTS 

OF OTHER PROGRAMS WHICH CROSS OPERATING PROGRAM LINES, A VERI-  

TABLE CACOPHONY OF COORDINATING MECHANISMS COULD E A S I L Y  BE  THE 

RESULT. 

IT WOULD PERHAPS BE  I D E A L  I F  EACH P I E C E  OF FEDERAL 

* LEGISLAT ION PROVIDING MONEY TO STATES FOR THE HANDICAPPED AND 



AND SEVERELY HANDICAPPED WOULD MANDATE P A R T I C I P A T I O N  I N  

INTEGRATIVE PROGRAMMING AND SERVICES ARRANGEMENTS. AS I T  

I S  NOW, EACH CATEGORICAL PROGRAM I S  RESPONSIBLE ONLY W I T H I N  

I T S  L I M I T S  AND NO ONE PROGRAM I S  SUFF IC IENT  ENOUGH TO MEET 

A L L  OF THE NEEDS OF THE HANDICAPPED AND SEVERELY HANDICAPPED 

PERSONS, IT WOULD PERHAPS BE I D E A L  IF ,  A T  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 I T S  SPECIALT IES  

OPERATING EFFECTIVELY  AROUND A PERSONS NEEDS WITH A CASE 

MANAGEMENT AND RESPONSIB IL ITY  FACTOR WRITTEN I N .  

OBVIOUSLY, NO ONE COMMITTEE OF CONGRESS CAN DO THIS 

BY ITSELF, THERE ARE CLEARLY SOME MAJOR GAPS IN FEDERAL 

PROGRAMS FOR SERVICES TO THE SEVERELY HANDICAPPED. WHILE 

SSI, VOCAT~ONAL REHABILITATION, SOCIAL SERVICES, MEDICAID, 

PUBLIC 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 T I M E  COMMUNITY 

LIVING NEEDS OF THE SEVERELY HANDICAPPED, FOR INSTANCE. SOME 

STATES HAVE DEVELOPED PROGRAMS OF THEIR  OWN AND I N  THE PROCESS 

OF D E I N S T I T U T I O N A L I Z A T I O N  HAVE INVESTED CONSIDERABLE SUMS I N  

COMMUNITY LIVING ARRANGEMENTS, RESPITE SERVICES, AND SIMILAR 

SERVICES WHICH ARE DESIGNED TO KEEP THE SEVERELY HANDICAPPED 



L I V I N G  A T  T H E I R  HIGHEST POSSIBLE POTENTIAL I N  THE LEAST RE- 

STRICT IVE  ENVIRONMENTS. IN SOME INSTANCES THE COUNTIES HAVE 

BEEN INSTRUMENTAL I N  PUSHING THE STATES TO ACCOMPLlSH THESE 

TASKS, 

FINALLY, ON ADVOCACY. THOSE WITHOUT POWER NEED 

* SPOKESMEN. ANYBODY OR FORCE WHICH TAKES ACTION IN BEHALF OF 

A CAUSE I S  PRACTICING ADVOCACY. IN MY VIEW, THE HIGHEST EX- 

.. PRESSION OF ADVOCACY I S  NOT ALONE I N  THE FLAG R A I S I N G  OR 

FLAG CARRYING. IT I S  I N  THE ULTIMATE TRANSLATION OF RESULT 

--THE GUARANTEE THAT THERE ARE SYSTEMS I N  PLACE WHICH GUARANTEE 

THAT NEEDS ARE MET. 

THE DILEMMRS ARE COMPLEX AND CLEAR AT THE SAME TIME. 

I KNOW THAT YOUR COMMITTEE WILL CONTINUE TO GIVE ATTENTION 

TO THEM. I HOPE VERY MUCH THAT THE NATIONAL TASK FORCE HAS 

MADE A CONTRIBUTION TO YOUR TH INK ING AND I T  W I L L  BE  USEFUL I N  

YOUR WORK. 



bE.IE:*BERS OF THE NXTlONiZL TmX FORCE ON 

m e  a w r N m a r  OF ocl,no??uiirnr. a r s x s n i n e s  

liar, iUer1e). 
Si lver  5prin9, ilarylend 

' i3i11.m Bean 
Washin*on, D.C. 

Gerard Bensberg 
lubbock. TC-s 

Elizabeth Boggl 
"ampto". New jersey 

' James Burr 
Washington, o.c. 

Geraldine Clark 
salt ~ a * e  city, ursn 

Bercy J. Cleckley 
K + o ~ i l l s ,  Tennessee 

.Tames D. Clemencs 
UlaPhlee, Georgia 

louis coopor 
New York, New York 

ilrllim X. CTuickshnhk 
Ann iVbor, ac'lrgan 

' John Oempsey 
washinrfon, D.C. 

Floyd Dennis 
N a s h v i l l e ,  Tennessee 

' Joseph DraSe 
aetJ,.?esaa, XArilan* 

cunnar Wbwad 
iialtham, !4assachuseiis 

Emice FlQriro 
New Yoik. Ne.x York 

'ObeTt is. Gettmgs 
i u i i n g r m ,  ilrglnla 

~ o y  ~olladay ~velyn ~roviet 
pcocheseer. ~ e w  york ~anslnq. :Lisrigan 

Leon Greenspan Lloyd E. Sdder. 5r. 
sew yo=*. ~ e u  ~ o r k  oklanorna clrj., oklahoma 

* Lawrence 0 .  Haber Raymond PrmiLir 
Washmgion, D.C. Springfield. Illi"Oi* $ 

Dennis x=ggerry Lee Rubin 
~hilaalphia, Pennsylv~"ia Harrisbn~g. Pennsylvania 

El~ie "else1 Janice E. Ryan * 
=hens,  ohio ~urlington. vemonr 

' Lawrence elart ' He-" Saeirlsr 
Roskville. Mqlan.3  Washingten. 0 . C .  

' Rudolph P. HOmuth Lee E. SFhlChL 
XocXville, MF<land Mimeapolis, Minnesota 

Sichard X. Johnson manas ~sheinost 
washinqton. D.C. ~ierre, south ~ a k o r a  

marle5 V. XeerM,  Jr. Hilde 5 .  Sshlesmger 
m s  mgeies. calisomia san ~ranciscn. california 

%wise C. ~ o t r  sally I. smith 
Trenton, New Jersey lashimgton, D.C. 

nomn v. xOurie - maman ~awrence  T.  Tafr 
Harrisberg, Pennsylvania Piscnixday, sew zerse, 

Dorothy McCon*ey Eli Tash 
Fairfax, Virginia XilrcLkee,  w>sconsi" 

Jack Msllli~tei a t a  'iarela 
Washington. n . ~ .  ~ephyrbills. ~lorida 

3-s M s r  &chard "ervrlle 
Seattle, Washington iiashmgton, D.C. 

.Yaw lo" XUnts Janes VcDonald l a t s o n  

imdisan, wzscanisn ~ortland. oreson 

Paul PearSon 
maha, Nebraska 

In addition, the following groups had a representative a t  each meeting 
but no conzistenc =*ex of the =ask ~orce: 

hoexican rederation of state, cowry -6 ~ c ~ i ~ i ~ . l  ~~~l~~~~~ 
(XFSCIEI/A*L-CTO 

Wishington, D.C. 

Social sec.uiv;. i ~ v i n i s t ~ a r i ~ ~  
Baltimre. xaryland 

federal 7enbers of the  ask iorce 
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STATEHENl' OF ELINOR MILLAY, Ph. D. 

Dr. GOLLAY. My thanks also for the opportunity to present our 
thoughts to you. I will briefly review the history and outcomes of the 
study. I will not go into detail on the recommendations. I will leave 
that to the task force members, but I am available for any further 
questions you might have on the conduct of the project. 

I was the project director, staff director, for the task force. The 
project began at the end of September 1976 and was completed at 

8 the end of October 1977. The first major activity was the selection 
of the membership of the task force and, as Norman indicated, we 
solicited nominations from over 200 organizations, reviewed existmg 
lists and in general, I think, ended up with a h a 1  task force that was 

6 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 vanety of related.org?viFa- 
tions, the National Advisorg Council on Developmental Disabihties, 
the National Conference on DD, the Coalition Consumers on DD, and 
with Federal representatives of relevant agencies. 

In  addition, there were many other meetings conducted through- 
out the project. As Norman indicated, materials were sent out and 
i t  was in general intended to be a very open process. 

The purpose of the project, as we saw it, was to take the DD pro- 
gram as i t  is currently operating and determine the most appropriate 
way of describing or defining its target population; that is, who 
should be included or excluded, given the current DD program. This 
is ~rimarilv a auestion of volicv. a vroeram auestion. and to some " ,  z - 
exient a pol i t id  question. 

Second. lcokinn bevond the current structure of the DD v r o m .  
what grouping o'f' haidicapped people makes the most seuseAin '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 meeting was intended to identify issues associated with definition. 

The second meeting generated alternative dehitions which were 
then circulated widely to obtain reactions. At the third meeting 

,! recommendations were made. 
The votes at that h a 1  meeting were taken on each element of the 

definition to determine whether or not it was an important aspect 
of developmental disabilities; if i t  should be included, in what way 
should it be included. Those aspects, including two categories of dis- 
abilities mentioned, severely or substantially handicapped, age at 
onset, service needs and chronicity. 

Although there was not universal agreement on any one element in 
the dehition, there was general agreement with the major compo- 
nents and only one specific element resulted in a minority report and 
that was the issue of whether or not specific categories of disability 
shoud be explicitly mentioned in the definition. You will be hearing 
about the two recommendations shortly. 
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In  terms of findings and recommendations, I would say that the 
introductory statement to House bill 11764 quite accurately reflects 
most of the general concerns and findings of the task force mth  
respect to the general quality of the DD population and its need for 
visibility. If you will pardon me, the DD population is by defhtion 
that group of individuals who are most likely to have many needs and 
least likely to have them be met. 

The task force found that the current definition no longer ade- 
quately conveys the concept of developmental disabilities. It is easily 
misinterpreted, both too broadly and too narrowly. There is not .F 
enough emphasis on the pervasiveness and substantiality of the dis- 
ability, that clarification of the age at onset issue as a very important 
manifestation is different and important as contrasted with orgamzit- 
tion during childhood or the developmental years. The task force in * 
general agrees with the concept underlying the current definition. 

The desire of the task f o r c e 1  am speaking in general; obviously 
there were some disagreements within the group-was not to broaden 
it to the point of losing its focus or overburden~ng a relatively small 
program, but the desire was also to reduce the apparent arbitrary 
nature of the current grouping by emphasizing common needs and 
characteristics. 

There was a general recognition that the de%ition question is 
extremely complex and I would not in any way c l~ im that the study 
that was conducted examined thoroughly all the lssues pr repercus- 
sions of a definition such as that. Many of the repercussions are not 
easily anticipated. The data are poor in l a r g ~  measure because the 
DD population cuts the handicapped population m a different way 
from the way data are gathered. 

It is very hard to come up with accurate estimates, as I 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 
~ro~rammat ic  orientation as thev are a technical issue of who oueht - 
io b: 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. I t  
should be recognized i t  was at the final meeting that the actual shape 5 
of the definition emerged, so i t  was hard to come up with all of the 
implications prior to that. 

In  terms of the impact, first on other Federal programs, there are 
relatively few that exclusively mentioned DD but the intent was that s 

the DD population retain its visibility and its priority. There are 
some State agencies that have changed their MRA agency to DD 
and they n-ould clearly have to cope with any chang!s. 

The intent was not to change dramatically the size and the nature 
of the target population. The implic?tions, in terms of the DD pro- 
gram itself, of changing the definition h?ve been the most contro- 
versial and are extremely di5cult to detemne. 

I would just say, if I 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 i t  not intended then, you know, 
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through the recommendation to result in a merging of +is popula- 
tion with the handicapped population at  large. I t  was Intended to 
retain the differences. 

Mr. ROGERS. Thank you very much. 
Dr. Cooper. 

STATEMENT OF LOUIS 2. COOPER., N.D. 

Dr. COOPER. Mr. Rogers, thank you very much for allowing me to 
w participate. I am certainly most aware of your long concern and 

contribution and certainly Dr. Carter's as well. I am most grateful 
to you for your support, which was most apparent to me during my 
tenure on the National Advisory Council on Developmental Dls- 
abilities. 

I was asked to comment on the definition from the point of view 
of the majority. I will restrict myself as best I can. to just that con?- 
ponent, although as I heard the previous discusmon about who 1s 
included and who is excluded and the impact numbers, it was hard 
to constrain myself from getting involved. - 

You should know that I speak out of 15 years 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 
services professional concerned with a11 children and all families, but, 
because of the special experience with the developmentally disabled, I 
have a particular commitment to seeing that this most needy popu- 
lation is not ignored. 

I try to put that commit men^ in the perspective of the roughly 
10,000 abandoned or nomadic chlldren wandering around 42d Street 
in New York City where I work and the mill~on plus ordinary chil- 
dren in our public schools in New York City who are underseryed. 
But inspite of all that, there still has to be a group whose needs just 
are of another magnitude than these very needy people. 

I have to put some basics on the table. From my perspeetipe as a 
deliverer of service and listener to families, the DD legislation has - helped people. I t  has helped people whose needs are really hard to 
comprehend, especially hard to comprehend from the outside. The 
DD legislation has proven that the Federal Government can play an 
imoortant role in the process. .. I know that you are involved in trying to review the experience 
of the last 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 of the definition of developmental disabilities have been 
well established by the literature of the task force and I think i t  
would be wasteful to rehash material which is available in written 
form to everyone in this room. 

I was asked to talk from the aosition of the maioritv. What is 
most remarkable to me is the de&ee of agreement of 50 committed, 
hard-bitten, heterogeneous people who got down and argued and 
hassled for a total of about 9 days over what the definition of devel- 
opmental disabilities should be. 



When we got through, the definitions, both majority and minority, 
were basically the same. I think that the disagreement in the language 
is really wiped out from an operational point of view. I am talking 
from the personal perspective of a ground level provider, working 
with State and local agencies, and families. The differences in the 
language a n  trivial. We are talking about the same people and, there- 
fore, the numbers are 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 legislators. I t 
think successful administration of the program is important but 
convenience and ease of administration to me is secondary to getting 
service to people who need it. I feel as a program administrator that a 
I do not need tight and inadequate labels to know who it is I am 
supposed to serve. The functional language as expressed in the .ma- 
jority report will provide any legislator and ?ny program admlms- 
trator with all he needs to know about, who 1s m and who 1s out. 

There certainly is a value to continuity of labels. Nevertheless, 
that continuity which has really Fought us to where we are, through 
the efforts of people concerned m t h  the mentally retarded, the cere- 
bral palsy, and so forth, can be preserved. I do not think i t  has to  be 
preserved in the language of the definition. 

What about the business of who gets in and who gets out? I f  a 
service program looks at the definition with honesty, and no service 
program has the resources to take care of everybody who comes for 
help, a service program with integrity can utilize the definition to es- 
tablish priorities so that those who are most in need are first to re- 
ceive the appropriate services. 

Regardless of the language of the definition, any agency that 
wishes to skim or cream, to take the easy-to-serve, can keep its num- 
bers up. In fact categories makes i t  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. 

I t  is most attractive to a program administrator, especially pne 
concerned with turnstiles and numbers, to do. just that., Retaining r 
labels in my judgment does not provide integrity where it does not 
exist. 

Another issue with regard to labels and definitions and who is in 
and who is out and the numbers--in fact the definition with all the $ 

elements included 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 
loneer need service, they can opt out. 

The DD legislation, since its inception, has really been nothing but 
a broad set of regularly underfunded goal statements. I t  would be the 
wildest fantasy, that I 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, one institution 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 d9elopmental disabilities legislation, is to have 
impact it has to he the k i d  of planning and accessing and advocacy 
program which you, by your language, have attempted to create. I 
would hope that you continue to create it. I t  is just as easy to plan 
and advocate for people with multiple sclerosis, osteogenesis imper- 
fecta, and spina hifida as i t  is for those with severe mental retarda- 
tion, cerebral palsy autism, and epilepsy. 

Z I am concerned about an enormous demand for additional moneys 
caused by a definition which really focuses on the substantially 
handicapped. I think we have to have such a definition. I cannot, as 

L a provider, say to one family, "You may come into our program," 
and to another family, "You cannot," because of this really trivial 
difference in their diagnostic labels. 

I think the sooner we get rid of these trivial excluding labels, the 
better off we are. I n  terms of being too inclusionary, I 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. 
This whole thing has been an experiment. 

The age of onset issue is a complex one and we struggled with i t  
a great deal. No one would question that a 30-year old who as a re- 
sult of an automobile accident or a stroke while on birth control pills 
or with increasingly severe multiple sclerosis may have enormous 
service needs. 

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 impairment begins dur~ng an entirely different period is a 
qyestion that I 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 York and move them across town to a restaurant? You have to 
get three taxis, and see how long i t  takes to decide who pairs off 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 
gave it hack to you in a way we thought would he inclusory. 

In  summary, we have a long way to go before we will adequately 
meet the human service needs of all of our citizens. I think in the 
wrocess of focusing on these who 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 
im~rove our human service systems all around. 

Thank you very much. 
Mr. ROGEF~. Thank you very much. 
Representative Munts. 
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STATEMENT OF EON. MARY LOU MUPITS 

Ms. MUNTS. I t  is a pleasure to be here, 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. I have carried 
major responsibility in legislation related to  the area. Recently, I 
chaired a committee on alternate care that examined the whole pack- 
age on deinstitutionlization in Wisconsin. I am not a full timer in 
this. So I found myself involved with a group of people that I mar- J 
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 
be the result of changes. 

I was not just on the task force t h i n g  as a legislator with inter- 
est in this area. I consulted with our Governor, with our secretary of 
health and social services, with our development disabilities ~ u n c i l  
and with the various disabilities goups  I was acquainted with m the 
State to reach some jud,gment as to the direction in which to go. 

I reflected back to them what I was hearing from our first two 
meetings before I decided to join the friendly minority. 

I would say that everyone agreed that there should be some h e  
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 I will summarize briefly. 

It is really unfair and unreasonable to raise expectations about 
available services unless there is sufficient funding to implement the 
legislation. This is true repeatedly with federally mandated pro- 
grams. We are not thinking, however, of congressional dollars alone. 

As you are aware, congressional dollars in the developmental dis- 
abilities program come largely through other funding, title XIX 
and title XX. Your funding is a very small fraction. In  Wisconsin d 
I would esitmate it as five-tenths of a percent of the amount allocated 
to develo~mental disabilities through general ~ u r ~ o s e  revenues and - - A A 

Federal &ding. 
To expand the existing definition without the guarantee of addi- 3 

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 strnc- 
ture, I think would leave great room for more gaps than we now have. 

The existing definition has had real value simply because there are 
categories and there is visibility. I think identifying the specific 
categories of 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 
adding 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 people in a sense feel they are in. 

You have a broad group then that think of themselves as under 
developmental disabilities and it is very &fficult 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 I 
continually struggled with was that a major change in the Federal 
definition would have a very unfortunate impact both on our State's 

z legislative and service framework. We happen to be a State that saw 
the Federal Developmental Disabilities Act as a real opportunity. We 
passed the State Developmental Disabilities Act right after the Fed- 
eral law. We built in everything. I t  is in our civil rights legisletion; 

.c it is in our civil commitment laws; it is in anyplace that we could 
put it. 

For example, we had a task force on the physically handicapped 
that came through a whole series of bills and the Developmental Dis- 
abilities Council became interested in those bills with the result that 
developmental disabilities was added to all the physically handi- 
capped legislation. 

There is a lot of integration occurring at the State and local level. 
as people do work together. I think it is a mistake to think that Con- 
gress has to group everything because in a sense both a t  the State 
and local levels, where it is appropriate, services do get integrated 
and there are other forces that cause that to happen. 

If  you change the definition it 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 already 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. 

There is either 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 r a ~ i d  deinstitutionalization in our State iust as in 
many other states. .. We are attempting a t  the State legislative level to meet this gap. 
I think any dramatic increases in 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 

A 

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 a t  your legislation that I received on Friday, I was quite 
distressed that in effect you are putting the Developmental Disabili- 
ties Council back in the service business. 

I think this would be a terrible mistake. Our State has moved out 
of that. I t  is a planning arm and that is its real value. It cuts across 
the lines between Health and Social Services and the Department of 
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Public Instruction. It is involved in planning at the local level as 
people review the plan and budget of each of our boards. The Devel- 
opmental Disabilities Council has access to the planning process 
hefore it comes out of the pipeline, before budgets are made up both 
at the local and State level. That is where they have impact. 

To give you an example, in our budget review bill, whlch we just 
passed on Friday-we have a biennial budget and our second year 
is a b e  tuning of the first-we gave only 4 percent State funds with 
a 4 percent county match to all our human service funding. 

The Developmental Disabilities Council demonstrated the need for 2 

$2.5 million additional dollars. Actually, we increased that to $3 
million. I want to compare that amount to the $670,000 you provided 
our council. v 

I t  is important to keep the council working on this ~ul t ip l ie r  ef- 
fect rather than placing it in a position where its limited dollars 
must go for Federal mandate. With direct services, you kxow, it is 
easy to start saying at  the State level, "The Feds are going to do i t  
for us. But unfortunately you are not providing the h n d  of dollars 
that make this realistic." 

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 things in frag- 
mented ways. I t  would be my hope that you would in effect keep the 
ship steady and improve the program rather than change it in wags 
that I think States which have gone a distance with your help would 
he ill-served. 

[Ms. Munt's prepared statement follows :] 



LIARY LOU MDVTS 

Vj5E@?!Ci$r CEGiSCp"SD!7J \ ,,<.. t- ... . .. - ..?..'-!.~.A 
4555g?;3k2 ce.+Gy.:E.g?l 

M A D I S O N  
13702 

TESTIMONY 

Good mornins, Mv. Chairman, and members of the House Subcommittee on Heal th 

and the Environment. I an Wirconi in S ta te  Representative Mary Lou Muntr and a 

member o f  the National Task  Farce an the D e f i n i t i o n  o f  the Developmental 

D i s a b i l i t i e s .  Far many years I have been involved i n  our s ta te  l e g i s l a t u r e  i n  

the d r a f t i n g  and passage o f  several  m a j o r  pieces of l e g i s l a t i o n  a f i e c t i n g  persons 

w i t h  developmental d i s a b i l i t i e s .  

I c e r t a i n l y  wish t o  t h a n k  the committee f o r  i n v i t i n g  ,ne t o  t e s t i f y  repre rev t i  

t h e  views of the members o f  the M i n o r i t y  Task  Force. I n  my testimony I w i l l  be 

present ing the arguments f a r  our  p o s i t i o n  t h a t  t h e  d i s a b i l i t y  categovier included 

i n  the d e f i n i t i o n  o i  developilental d i s a b i l i t i e s  ~ e m a i n  e s s e n t i a l l y  unchansed i n  

t h e  extension of P L.94-103. 



I  a l r o  want t o  r a y ' t h a t  i n  my work on t h e  Task Force I s t a y e d  i n  touch  w i t h  

our  Governor, t h e  S e c r e t a r y  o f  Heal th  and  S o c i a l  S e r v i c e s ,  and t h e  Council  on 

D e v e l o p e n t a l  D i s a b i l i t i e s ,  who a l s o  suppor ted  t h e  r e t e n t i o n  o f  t h e  e x i s t i n g  

c a t e g o r i c a l  d i s a b i l i t i e s  named i n  P.L.94-103 and HR 11746. They a l r o  l i k e d  

i n c r e a s i n g  t h e  emphasis  i n  t h e  d e f i n i t i o n  on s e v e r i t y  o f  t h e  d ; s a b i l i t y  and on 

s e r v i n g  o t h e r  persons who meet t h e  c r i t e r i a  of s i m i l a r  impairment r e q u i r i n g  

s e r v i c e s  o r  t r e a t m e n t  s i m i l a r  t o  t h o s e  r e q u i r e d  by t h e  d i s a b i l i t i e s  named i n  t h e  

l aw.  

The m i n o r i t y  p o s i t i o n  has  been t a k e n  f o r  t h e  fo l lowing  reasons: 

1 .  I t  i s  u n f a i r  and unreasonable  t o  r a i s e  e x p e c t a t i o n s  a b o u t  a v a i l a b l e  

s e r v i c e s  u n l e s s  s u f f i c i e n t  funding  implements t h e  l e g i s l a t i o n .  I f  

Congressional  mandates are n o t  suppor ted  by a d e q u a t e  d o l l a r s ,  a r e a l  

d i s s e r v i c e  i s  worked t o  d i s a b i l i t y  g roups  who w i l l  have t o  compete f o r  

t h e  l i m i t e d  monies a v a i l a b l e .  To expand t h e  e x i s t i n g  d e f i n i t i o h w i t h o u t  

a g u a r a n t e e  of  a d d i t i o n a l  d o l l a r s  would s p r e a d  t h e  v e r y  l i m i t e d  f e d e r a l  

funds  among many areas o f  need,  l e a v i n g  any one area o f  need i n a d e q u a t e l y  

s e r v e d .  



2. The e x i s t i n g  d e f i n i t i o n .  as conta ined i n  P.L. 94-103 and HR 11746. has 

r e s u l t e d  i n  s i g n i f i c a n t  b e n e f i t s  f o r  our  developmenta l ly  d i s a b l e d  popula-  

t i o n .  The i d e n t i f y i n g  o f  s p e c i f i c  c a t e g o r i c a l  d i s a b i l i t i e s  w i t h i n  an 

umbre l la  developmental d i s a b i l i t i e s  concept has p rov ided  v i s i b i l i t y  and 

mandated se rv i ces ,  where p r e v i o u s l y  none exis ted.  

FOP example, w i t h  t h e  a d d i t i o n  o f  "aut ism" t o  t h e  d e f i n i t i o n ,  an 

awareness evolved o f  t h e  needs o f  a u t i s t i c i n d i v i d u a l s  t h a t  m i g h t  .not 

have occurred under  a comp le te l y  f u n c t i o n a l  d e f i n i t i o n .  

3. F i n a l l y ,  a ma jo r  change i n  t h e  f e d e r a l  d e f i n i t i o n  would have an 

u n f o r t u n a t e  impact  on t h e  l e g i s l a t i v e  and se rv i ce  framework o f  many 

s ta tes .  Developmental d i s a b i l i t i e s  has become a term which i s  now r e l a-  

t i v e l y  w e l l  understood and has been i n c o r p o r a t e d i n  Wisconsin s ta tu tes ,  

rang ing  from c i v i l  r i g h t s  t o  mental commitment. A t  t h e  l o c a l  l e v e l .  

coun ty  
Wisconsin has mandatedAdeuelopaental d i s a b i l i t i e s  boards, which p p e r a t e  

separa te l y  o r  i n  a combined board which a l s o  prov ides mental hea l th ,  

a l coho l i sm and drug abuse serv ices.  

A change i n  t h e  f e d e r a l  d e f i n i t i o n  would a u t o m a t i c a l l y  r i p p l e  

throughout  our system, r e q u i r i n g  innumerable r t a t u t b r y  changes 



and d i s r u p t i n g  a f l e d g l i n g  d e l i v e r y  system a t  t h e  l o c a l  l e v e l .  The 

i n c l u s i o n  of many new d i s a b i l i t y  groups who t h i n k  they  should be served 

under a func t iona l  d e f i n i t i o n  would c r e a t e  c o n f l i c t  and confus ion and 

p u t  s t r a i n s  on a system which i s  under-funded because o f  r a p i d  

d e i n s t i t u t i o n a l i z a t i o n .  

We would urge you n o t  t o  change the d e f i n i t i o n  except f o r  t h e  

f i n e  t u n i n g  suggested by t h e  M l n o r i t y  Task Force. A dramatic increase 

i n  t h e  t a r g e t  group o f  t h e  developmental d i s a b i l i t y  d e f i n i t i o n  

unaccompan~ed by a corresponding increase i n  federa l  and s t a t e  

funding would jeopard ize t h e  progress made i n  our s t a t e  and many 

o the rs  i n  the l a s t  few years. 



Mr. ROOERE. 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. LOURIE. She was the staff. I was chairman. They did not have 

a tie and I did not have to vote. I would have voted with the ma- 
jority, however. 

J 
Mr. CARTER. YOU would have voted with the majority? 
Dr. COOPER. I was with the majority. 
Mr. CARTER. Of course, there is a great difference between the ma- 

jority definition and that which we have had over the years. The 
A majority definition is quite inclusive as I see it. Certainly, I think 

that all these different physical disabilities n a d  attention. I hope 
they receive it. 

Did your task force consider the approach which Senator Randolph 
has proposed-to establish a service program for the severely handi- 
capped with no specific mention of the DD population? 

Mr. LOURIE. 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 because of the implications 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, social services and 
SO on. 

We were aware of the fact that none provides adequate, full cov- 
erage service to his population. 

Mr. CARTER. That is what I wanted to learn. Are those people who 
have developmental disabilities receiving the services which they 
should? You say they are not. Is  that correct? 

Mr. LOURIE. Yes. There are lots of gaps. 
Dr. COOPER. S. 2600 was not available to our task force, so, we did 

not consider its provisions. . Dr. GOLLAY. One final 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. I believe you both had an age limit of 22. I s  that 
correct ? 

What cost implications would the recommended definitions haw 
in both the short-term and long-term? 

Dr. GOLLAY. 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 
of 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 
in this case that would require more planning. 

Dr. COOPER. Dr. Carter, if you just use that first set of qualifiers, 
mentally and physically impaired, you are absolutely right. In  order 
to be included for purposes of the Act, which is what our focus was, 
there is a whole set of qualifiers that go after that. So, that if you are 
talking about, first, children and adolescents, it really would not in- 4 
crease the number who would be eligible under the provisions of 
the act. 

Mr. Lo-. I would like to comment on the service need auestion. 
Mr. CARTER. Yes. P 

Mr. LOURIE. When vou are out there runnine a school svstem or a 
health or social servieks or care program and gou say, "I &ant to do 
something. I want to give services to those who are severely disabled," 
the place where and the time when the disability arose is less irnpor- 
tant than the needs of the people at the time they need the service. 

Someone mentioned the fact that a 30-year old who had an acci- 
dent obviously 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 is 30, the physical care problem is going to be the same 
as a newly-ailing 30 year old person and presumably even though we 
advocate for me early-on manifestation group, seving them in the 
same living arrangement would probably be quite logical. I t  would 
be uneconomical and illogical always to have two different sets of 
living arrangements based on when the condition was first manifest. 

Mr. CARTER. I do not believe that always follows. I have seen some 
developmentally disabled youngsters I thought would never care for 
themselves or never talk or never be able to distinguish letters or 
words who have been taught to do so. 

I think it is very, very important that we follow these things up 
more than we have in our committee. Oversight is a very important 
part of legislation. 

Mr. LOURIE. Isn't that one of the functions of this kind of mecha- - 
nism? as Dr. Coooer and Marv Lou Munts ~ointed out. the devel- 
opmental disabilittes machinery that mas set ip in State government, 
has as part of its responsibility as an advocate is to say to the educa- 
tion system, "Now don't you dare give up on some of these learn- 1 
ing disabled children because if you give up they are not going to 
make it." 

Mr. CARTER. That is part of it. As an advocate you have to take 
care of that youngxter. The chairman is a lawyer and he would under- 
stand that. I 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. COOPER. Dr. Carter, I do not think anyone knows but my guess 
is that the number is relatively small, Sir. 

Mr. CARTER. I disagree with that. 
Thank you, Mr. Chairman. 



143 

Dr. COOPER. I guess relatively small depends on whether i t  is your 
child or somebody else'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 expressive language. 

Mr. CARTER. Dyslectic comprise 10 percent of our prison popula- 
tion. By not training these youngsters properly at the right time, 
or by not teaching them to read, they become stubborn and they drop 

a out of school. The first thing you know they do things such as break 
the law, and they end up being sentenced and sent to prison. 

Dr. COOPER. Dr. Carter. I am not an authoritv on dyslexia. " 

L Mr. CARTER. I wish you were. 
Dr. COOPER. Yes, I wish there were more authorities. But I suspect 

that if the average person who you and I would call dyslectic re- 
ceived appropriate educational services at the appropriate time, then 
all of those other conseauences that you iust described might be ure- " " - 
ventable. 

Mr. CARTER. I think they are but it is very difficult. Some very 
prominent people have been dyslectic. 

Dr. COOPER. Some of my associates are dyslectic. 
Mr. CARTER. Our last Vice President is supposed to be dyslectic. 

Leonardo da Vinci was supposed to have been dyslectic as well as 
other ~ w ~ l e .  

~ b i n k y o u ,  Mr. Chairman. 
Mr. ROGERS. I think it certainly has been heluful 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 one time. He had it before his 
Cabinet. He went around; the Secretary of State asked how they 
voted. Each said "no, no, no, no." Then, Lincoln said "yes" and he 
said, "The yes has it." 

I do not guess you handled them that way. Yon have the majority 
and the minority, both reports. 

Mr. LO-. I t  was a pleasure to chair a group of people with that 
e Bind of devotion. 

Mr. ROCERS. YOU have done a fine job. We are grateful to all of 
you. Let me ask this: As we say, we are thinking mainly about the 
wrogram. What is the best way to get i t  to work, definitions and all? 

e. I guess what we are really concerned about is helping people who 
need help to get it. Do you have any particular suggestion on the best 
way to make this program work? 

Mr. LOURIE. I suppose that each one of us might have a different 
view of this. My own view, and I have commented briefly a t  the end 
of my written testimony, made some personal observations, my own 
view, is that these persons we are describing who represent the most 
severe of the handicapped that we need to serve, kind of suffer in 
spades against a much larger other population who also face the 
deficits of both the resources and the arrangements for service. 

I do think that under any arrangement at the State level, this 
group needs special attention. If  someone asked me if I would want 



to give this group special attention as against all other groups, I 
think I would have to say "no." I want to give special attention to all 
who suffer and need service but that within it or side-by-side with it 
I want special attention for this group, like the intensive care we 
give in the general hospital. They are more expensive to care for; 
they cannot talk for themselves and 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 less severe who also are handicapped. Hope- 
fully whatever is done machinery-wise for this severe group ought to ? 

be consistent with what we do machinery-wise for the other groups. 
Mr. Ro~ws .  Thank you so much. 
The committee is grateful to each of you and your information has r 

been most helpful to us. The committee will stand in recess until 2 
o'clock this afternoon. 

[Whereupon at  12 noon, the committee recessed, to reconvene at 
2 p.m., the same day.] 

AFTER RECESS 

[The committee reconvened at 2 p.m., Hon. Paul G. Rogers, chair- 
man, presiding.] 

Mr. RWERS. The subcommittee will come to order, please. 
We are continuing our hearings on the Developmental Disabilities 

Act Amendments of 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.J. 

Dr. BOGGS. I t  is really a pleasure to be back. I am very appreciative 
of your invitation to appear. I am appearing as an individual since, 
as past chairperson of the National Advisory Council on Develop- 
mental Disabilities, I have no status to speak for them now. 

It is true that I also have ongoing associations with NARC, the - 
National Association for Retarded Citizens. They will have their own 
spokesman later. I am happy to concur in their testimony. 

I am also vice-chairperson of the New Jersey Council on Develop- 
mental Disabilities and I was a member of the task force on the 1 

definition that yon heard from this morning. 
I am currently also having very interesting experiences as a mem- 

ber of the technical consultant panel to develop a minimum long- 
term care data set for the National Center for Health Statistics. Most 
members of the TCP are more familiar with problems of aging than 
with people who were disabled prior to age 40. I 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- 
sons along with the elderly. 

Mr. ROGERS. Thank you. Your statement will be made part of the 
record in full [see p. 1511. 



Dr. B o w .  Thank you very much. I will try to highlight it. 
There is one other activity I have been engaged in that I would 

like to allude to quickly because of its relevance. I was asked by the 
Secretary of Health in Pennsylvania to chair a special planning and 
evaluation committee for the Elizabethtown Hospital for Children 
and Youth. which is a State-operated orthopedic hospital for children. 

I want td tell you two thin&. 
- & 

First, the children are admitted to that hospital only because they 
have orthopedic problems. Nevertheless, half of the children there 

d are mentally retarded. 
Second, when our ad hoc committee examined the statistics on their 

outpatient clinic, we found that the most common reason for termma- 
L tion of services was 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. I t  is 
exactly that kind of abrupt interruption of service that is a t  the 
core of the thrust of the DD Act to stay away from age limits and 
to deal with the lifetime continuum across any arbitrary age limiting 
boundaries. 

I do want to congratulate you on the bill. I think the Act as a 
whole is excellent. Once again we owe many thanks to this committee. 

Going back to 1963, the committee was responsible for 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 consistency 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 sentiments of Mrs. Jane Belau, who was 
in the audience this morning. She is the current chairperson of the 
National Advisory Council on Developmental Disabilities. In  her 
letter of transmittal to the Speaker of the House, dated December 31, 
1977, she said: 

Oongress created an excellent concept of planning in a comprehensive man- 
ner, of coordination, and of service provisions to persons with developmental - disabilities This concept, first introduced in Public Law 91617, was reinforced 
through Public Law 94-103. 

I think i t  is our task and your task to assure the further viability 
of this concept to adapt it to changing times by building on what has 

w mone before. The text of the bill you introduced gives evidence of a 
thorough review during which much of the obsolete language has been 
stricken, some superfluous, some deliberately substantive. 

We must be sure that in seeking to remedy any weaknesses in 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 activities here today and tomorrow and yours during markup 
should serve to 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. 



To me it is important 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 vou are doins with UAF. I was on 
the task force that examined the UAF as a yesult of a grant from 
the assistant secretary for planning and evaluation. I have to say 
that it was discoura@ng to hear Mr. Humphreys say they were just 8 

starting to evalaute UAF because evaluation was begun 3 years ago. 
I am enthusiastic about the P and A system. 
I would like to focus on several issues impacting on the formula T 

grants. Long-term disability is a persistent problem. It does not go 
away. There are no easy answers. 

In  his inaugural address, President Kennedy spoke of being called 
upon '<to bear the burden of a long twilight struggle, year in and 
year out, 'rejoicing in hope, patient in tribulation.' " That is the lot 
of the people who are developmentally disabled and those of us who 
live for 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 
seeregated those with chronic disabilities from the open system with 
ni;ltiplc linkages to orher swiet;~l ~ ~ l t ~ r p r i w ~ .  

111 this vont~x t  s e w n  \.ell\ i i  n short time. and rhrec wrv rhorr in. 
deed. In  fact, the changes wrought by the 1975 amendgents have 
barely borne visible 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. 

We have 54 constituencies working 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 this reason I urge you 
to review the current amendments as a chance to correct course with- 
out changing the basic direction or the expected landfall. F 

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 i 

to us and says, "Give me time to examine the program." 
In  the meanwhile, the program is proceedinq on its own and I 

might say with remarkable success, although clearly that success is 
not equally evident in all parts of the country. 

To me, the proposed addition of a set of national priorities repre- 
sentative of real needs with 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 progress to date and of the positioning which has been achieved 
for the next tack. 



Depending on their present posture, some States will he more dis- 
advantaged than others by the mandate contained in section 133(b) 
(4) of 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 State is deviating in the wrong direction. I t  may be the one .. that is ahead of the crowd. Perhaps we should honor the ISP, namely, 
the individual State plan, as much as we honor the IHP,  that is, the 
individual habilitation plan. 

Specifically, we should be sure that the new priorities serve to aug- 
1 ment and not to divert resources from the present mission. I agree 

with those who hold that the comprehensive planning activity should 
be allowed to continue and that the capacity of the councils to 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, i t  is quite clear that there will be major changes in the mission 
of State rehabilitation agencies and that they will increasingly move 
to deal with people who do not have a primarily vocational goal. DD 
Councils must address these new resources. 

Our population is clearly within that context. It is also clear that 
although the State rehabilitation agencies can and should now bite 
off some new mission, they cannot bite off the whole DD mission, 
and they do not want it. I might add the VR State directors have 
endorsed the extension 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 purposes in your act. In  my written statement, I have suggested 
how that might be done. I will not go into that here. 

I want to address, second, the issue of comprehensiveness and how 
that is defined. Like yourself, I have lived under several Presidents 
and they all have come into office saying they want to be President of 
all the people. Congress does not enact laws that tend to be all things 
to all people. No President sends up a program, even a big package 
like energy, that can be all things to all people. 

So, programs have to have limits, and we have to have some ra- 
tionale for setting those limits. I n  the human services field, those 
limits are usually expressed by specifying either the type of service 
or the classes of the people to be benefited. Your committee deals with 
health legislation. You have brought out a very useful initiative in 

= the National Health Planning and Resources Act 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 legislation which is defined 
primarily by the tarqet population and is not limited by the service 
system. The DD Act is such an act. It is defined by limiting the target 
population and allowing the service systems to be inclusive. It is in 
that sense a comprehensive act. 

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 eeumenism when practical 
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problems are to be addressed. Because I believe the DD Act should 
encompass the fnll range of needed services, I also believe that the 
target population must be limited by criteria related to common 
needs. 

Both the majority 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. I thmk that it is important to 
recognize that that definition in 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- P 

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 deficiencies that first appear usually t 
in middle and late life. All these would he added to the target popu- 
lation. 

In addition to doing that, the criteria of functional impairment 
are very much relaxed in S. 2600 with the result that I 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. I f  one takes into account the differences in suhstan- 
tiality, 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 apologies for not know- 
ing how many people they were counting. I might add, (and t

hi

s I 
address particularly to Dr. Carter with respect to your question this 
morning, Sir, about the impact of including physical and mental 
impairments without diagnostic categories) that, as Dr. Cooper sng- 
gested, if one imposes the other restriction, called for in the Aht 
study, particularly those relating to age at onset, we do have a cri- 
teria to measure who is left out. 

I f  you assume that adults meet the test of substantiality, if they 
are so disabled as to qualify for social security, then we do have data 
on adults who were disabled in childhood and who have qualified for E 
social security. We have data on the diagnoses that contribute to 
most of that group [seep. 1831. 

More than half of the people in that population are mentally re- 
tarded. Another 6 percent or so suffer from mental disorders other a 
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 social se- 
curity test of disability. 

I think that gives you some idea about where we are coming from. 
Now, I might add, however, that the notion that has been bandied 

about that planning for two disabilities can be done as cheaply as 
for one is fallacious. The last time around, you, wisely, in my opinion, 
added autism to the list of developmental disabilities. I can tell you 
as a member of a State planning council I have spent more time 
grappling with autism in the last few months than with all the other 
disahilities combined. 



So, the notion that it does not take any more to plan for a new 
group 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-called 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 to do with it. 

.E 
Now, I want to say a word or two about the issue of laying on 

national priorities versus the question of State self-determination. I 
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- 

c. 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 field, 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 by the State councils were tabulated, the same 
four areas surzed to the too of the list of tvws of service ~ D S  most 

A " A  - A 
frequently c i ta .  

More than half of the States identified each of the four areas as 
being a high priority in that sense. 

There is reason to believe that this ranking of those areas reflects 
in part the difficulty of putting together a package from the so-called 
generic funding stream, usually because there is some 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 HUD to 
guarantee your mortgage money and you may be able to get SSI to 
uay the operating costs, but you have to have startup cost. If that 
is not there the other things do not come together. So, i t  is fairly 
clear to me that there are missing pieces of money and that some DD 
gap filling money must go into the 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 fund+g stream. - Moreover, it is important to bear in m ~ n d  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 DD funds on planning. 

I have appended to my written statement a chart which you prob- 
ably can see, and that shows that one State expends 100 percent on 
planning; another one 95 percent, but several States expend only 
5 percent or at most 10 percent. It is all over the lot. 

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 else is available in each State. To some 
States planning money is easy to come by in State government. To 
others i t  is not there at all. I n  some States you can get constn~ction 
funds from State government to pass on to private agencies. In  
Massachusetts, that is prohibited by law. 



So, there is a need to recognize the pluralism, the honest pluralism, 
the real diversity among the States. I believe that the laying on of 
some national goals, which I support in principle and indeed m prac- 
tice, has to be done in such a way that i t  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 Statas to do and which is good and say, "Stop and do 
something else." That would strongly contradict the whole notion of 
long-range planning. States are now being asked to engage in a 5- 
vear ulannins cvcle but thev have never been able to see more than 0 
d .  0 < " 
2 years ahead. 

I know that you are pressed for time, Mr. Chairman, and I will 
therefore stop this presentation, submit a complete statement for the F 
record. 

I thank you very much for sponsoring the legislation,, you and Mr. 
Carter together, and for holding these extended hearrngs which I 
think will help very much. 

[Testimony resumes p. 184.1 
[Dr. Boggs' p r e p a ~ d  statement and attachments follow :] 
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Mr. Chairman, 

I a m  most appreciative of your invitation to appear today in 

support of H.R. 11764, to extend and amend the Developmental Dis- 

abilities Act. This Act owes many of its virtues to this Cornittee; 

over the years since 1963, and especially since 1969, you have ex- 

erciaed a consistently constructive influence on the evolution of 

this multicomponent program, a program which is in many respects 

unique among Federal activities in support of those missions which, 

constitutionally, belong to the respective states. your action in 

formulating and introducing H.R. 11764 carries forward this tradi- 

tion. 

I concur with the sentiments of Mrs .  Jane Belau, chairman of 

the wational Adi~osry council on Developmental Disabilities, as ex- 

pressed in her letter of transmittal to the Speaker of the House, 

dated December 13, 1977: 

-Congress created an excellent concept of planning in 

a comprehensive manner, of coordination, and of service pro- 

visions to persons with developmental disabilities. This 

concept, first introduced in Public Law 91-517, was rein- 

forced and improved through Public Law 94-103.- 

our task. your task, is to assure the further viability of 

this concept, to adapt it to changing times by building on what 

has gone before. Your text gives evidence of a thorough review, 



during which much ohsolete language has been stricken, some super- 

fluous, some deliberately substantive. We must he sure that in 

seeking to remedy any weaknesses, we do not inadvertently undercut 

the present ~ct's sources of strength. 

Concurrently with the task of examining the actual text of 

-T the bill, our activities here today and tomorrow, -- and yours dur- 
ing mark-up -- should serve to clarify intents and strengthen con- 

& sensus about where we are all going to go from here, not in lock 

step, but freely within the hounds and parmeterr appropriate to 

commonly agreed upon overriding goals. To me it is important to 

respect the pluralism of methods by which these goals may he legi- 

timately pursued in different states and in different settings. 

I am enthusiastic about the progress which has been made with- 

in the past two years, progress which is all the more remarkable 

when one considers that ao little fiscal growth has been allowed. 

Your biil reflects a confidence we share in the new Protection and 

Advocacy Systems; your hill reflects a thoughtful process which has 

been applied to an overdue remodeling of the statutory base for the 

affiliated programs; your bill places the special pro- 

jects authority more clearly in support of the other three programs, 

which are themselves more clearly complementary. I have chosen, 

however, to devote my time today to several issues pertaining to . 
the state formula grant progem, because the satisfactory resolu- 

tion of these issuer is critical. 
,' 



Issue #1 

continuity in Pursui t  of Lonq Tern Goals: The Need f o r  

Constanev i n  Hission. 

long term d i s a b i l i t y  (and what is longer term than a d i sab i l-  

i t y  which begins with l i f e  i t s e l f 1  is a tedious problem. It won't 

go away; there  are no easy answers. Its victims, and we who work 

on t h e i r  behalf and share t h e i r  l i v e s ,  are cal led,  in  President 

Kennedy's words, * t o  bear  the burden of a long twil ight  s t ruggle ,  

year  i n  year out, - re jo ic ing  in hope. p a t i e n t  in  t r ibulat ion. . . ' "  

The 1970 leg i s la t ion  re f lec ted  the ~omplex i ty  of our  problem and 

l a i d  the bas i s  f o r  s t a t e s  t o  bu i ld  t h e  i n t r i c a t e  s t ruc tu res  which 

would be required i n  o ~ d e r  t o  replace the i so la ted  s ingle  agency 

systems &ich have segregated those with chronic d i s a b i l i t i e s  in  

t h e  past ,  with open systems with mul t ip le  linkages t o  other  s o c i e t a l  

enterpr ises .  This was not a t r i v i a l  undertaking. 

In  t h i s  context seven years is a  s h o r t  time, and three very 

shor t  indeed. In f a c t ,  the changes wrought by the 1975 amendments 

have barely borne v i s i b l e  f r u i t  in  t h i s  interval .  '"his i s  not due 

t o  any foot  dragging, bu t  t o  the na tu re  of the problem and the 

nature  of the process.. The s t a t e s  have now entered on a ro l l ing  

f i v e  year planning cycle, ye t ,  in  e f f e c t ,  they have never had more 

than two years of v i s i b i l i t y  ahead. Like the s a i l o r ,  we can l o r e  

weigh by too much tacking in  response t o  e r r a t i c  commands from a 

d i s t a n t  admiral. For t h i s  reason I urge you t o  view the current  



amendments 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 (or prevent unconstrained 

E needs assessments1 can add momentum, 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 carrent, destructive of pro- 

gress to date, and of the positioning which has been achieved for 

the next tack. 

Depending on their present pasture, some states will be more 

disadvantaged than others by the mandates contained in section 

1331b)l4) of the bill. It does not necessarily follow that the 

most atypical state is deviating in the wrong direction. 1t may 

he ahead of the crowd. Perhaps we should honor the Individual State 

Plan IISP) as much as we honor the Individual Habilitation Plan (IHP). 

Specifically, we should he sure that the new priorities serve 

to augment, not to divert resources from the present mission. I 

agree with those who hold that the comprehensive planning activity 

should be allowed to continue; the capacity of the councils to ex- 

ert leverage on other funding sources must he farther enhanced, 

particularly vis-a-vis the anticipated amendments to the ~ehahilita- . 
tion Act. If this is your intent, as I believe it is, there is 

need for more explicit assurance to that effect in the bill. As 
P 

far ar possible new mandates should be laid on in an orderly manner 



and primarily with new money. 

one way to make clear the intent, is to reinstate the emphasis 

OD state level planning in the statement of specific purposes in 

section 100. The 1970 Act contained language which was left out 

in the 1975 amendments, I believe inadvertently. The text is "... 
to assist the several states in developing and implementing a corn- 

plehen~ive and continuing plan £or meeting the current and future 

needs for services to persons with developmental disabilities.- I 

recommend that this language be restored as the lead clause in 

section lOOlh~(2) with the addition of the phrase "with priority 

to those persons whose needs cannot be comprehensively rovered, etc..: 

In my opinion this change would accomplish three things: 

1. 1t would flag congressional intent to maintain momentum. 

2. ~t would make clear that the overall goal is services for 

the developmentally disabled with state level comprehen- 

sive planning as a vehicle. 

3. 1t w v l d  reaffirm that the core group among the developmen- 

tally disabled in composed of those whose needs transcend 

any single traditional service system or discipline, a 

characteristic which was recognized in the D.D. Definition 

=ask ~ o r c e  by both the majority and the minority. 

a 
comprehensiveness as a Virtue or Vice in Leqislation. 

I have lived under ten presldenta; almost all of them at one 



time or  another expressed an ea rnes t  i n t e n t  t o  be -President f o r  

a11 t h e  people." However, no agency, no Committee of congress, 

and no b i l l  ever sen t  t o  the  H i l l  by a President has ever attempted 

t o  provide comprehensively foe a l l  t h e  people. Every program must 

have i t s  l imi t s .  In  t h e  human se rv ices  f i e l d  the re  l i m i t s  are uru- 

E a l l y  expressed by specifying types  o f  se rv ice  o r  by defining t h e  

classes of people, usual ly  a bit  of both. I n  order  t o  s e t  out  a 

.b domain of ac t ion  which i s  of manageable s i z e ,  one ad jus t s  these  

l i m i t s ,  with funding i n  mind. If t h e  scope of services i s  broad 

(as it must be i n  the D.D. Act) ,  then the  t a r g e t  population nus t  

be more narrowly defined, or vice  versa. 

I f  there  is one thing t h a t  became clear t o  me a t  the  White House 

Conference on Handicapped Individuals ,  it i s  t h a t  the  disabled are 

as diverse  as society  i t s e l f .  and t h a t  the re  are l i m i t s  t o  ecumenism 

 hen prac t i ca l  problems are t o  be addressed. Because I bel ieve t h a t  

the  D.D. Act should encompass a l l  types  of service ,  whether on a 

f i r s t  o r  second p r l o r i t y  bas l s ,  I a l s o  be l i eve  t h a t  the  t a rge t  popu- 

l a t i o n  must be l imltad by c r l t e r z a  r e l a t i n g  t o  common needs. Both 

the  m a ~ o r i t y  and minority repor t s  of t h e  Task Force meet t h i s  cri- 

t e r ion .  The de f in i t ion  of  "severely handicapped" i n  S. 2600 doea 

not. 

I s sue  #3 . 
National P r i o r i t i e s  vs. S t a t e  Se l f  Determintion. 

m e  four p r i o r i t y  areas wflich you s e t  f o r t h  i n  H.R. 11764 were 

6' 



iden t i f i ed  l a s t  summer by the nat ional  o ~ g a n i z a t i o n r  representing 

~onsumers, p ~ o v i d e r s ,  and s t a t e  agencies, based on the informal mes- 

sages they were receiving f romthe  f ie ld .  This occured before the 

1978 s t a t e  plans were submitted by the  s t a t e  councils. 

Interest ingly enough, when the gaps in services  iden t i f i ed  by 

the more formal planning processes used by the  s t a t e  councils were 

tabulated. these same four areas surfaced a t  the top  of the  l i s t  

of types of services  gaps nost frequently ci ted.  mre than half 

the  s t a t e s  iden t i f i ed  each of tbe areas. There is reason t o  believe 

t h a t  t h i s  high-ranking r e f l e c t s  in  p a r t  the d i f f i c v l t y  of putting 

together a package of funding from the  so-called generic  streams, 

~ s ~ a l l y  because of some spec i f ic  missing piece, f o r  example, the 

start-up costs  f o r  a group home. 

Nevertheless, t o  say t h a t  more than half  of the reporting 

~ t a t e s  dready have g-ls re la ted  t o  conm~urity l iv ing  arrangements 

or t h a t  on the average t h e  s t a t e s  spend 308 of D.D. funds on plan- 

"ing i s  not t o  give an accurate p ic tu re  of the dispersion, the ex- 

t e n t  of "ar iabi l i ty .  1n f a c t ,  with respect to  the al locat ions be- 

tween planning and services ,  there i s  wide s c a t t e r ,  as  indicated 

in  the attached chart.  As you can see, Alaska uses i t s  federal 

funds 'ent i rely fo r  planning. while North Dakota, a l so  a minimum 

allotment s t a t e ,  uses only 5%. Who is t o  say t h a t  one is r igh t  

and the other wrong? 





Issue #4 

Planning Versus Services. 

Planning and services are not mutually exclusive: on the con- 

trary, to paraphrase slightly: Plaoning without services is futile: 

services without planning may be fatal. 

Implementation of a plan, i.e. the pursuit of an objective, 

involves a combination of strategies for producing the end result - 
e.9. a particular service for developmentally disabled persons. 

one such strategy is the judicious use of D.D. formula funds to in- 

.itiate or foster some direct service. Another is to persuade an- 

other agency to undertake at least part of the task. usually a com- 

bination of strategies m r k s  best. To illustrate this point I am 

attaching a segment from the 1978 New Jersey State Plan covering 

one of our twelve plan year objectives, the one pertaining to m m -  

munity living arrallgements. You will note the synergistic use of 

D.D. planning funds, service funds, council initiative (i.e. non- 

funded .influencingw) and particularly the expectation that 'other- 

funds will be mobilized in concert with our om. 

Right now it is getting harder to ply loose those "other" funds 

needed to implement some of the states' highest priorities. There 

are gaps between federal money streams from our point of view. 

last sunday, secretary Patricia ~ a r r i s  described the President's 

recently announced urban policy as providing $8.1 billion to fill 

the gaps in the existing collection of prqlrams totaling over $30 











b i l l i o n .  On a much smaller scale ,  the D.D. Act is designed bu t  

n o t  funded t o  do t h e  same thing i n  our area of endeavor. 

It has become fashionable i n  D.D. c i r c l e s  in  recent  years t o  

s a y , t h a t  the D.D. Act i n ,  or should be, 'primarily" centered on 

planning, and t h a t  we should "maintain" t h i s  "or iginal"  focus. AS 

.r t h e  author of the 1969 leg i s la t ion ,  you, M r .  Chairman, are keenly 

aware t h a t  t h e  o r ig ina l  focus of t h a t  Act was on services  and fac i l -  

s i t i e s ,  w i t h  planning as a means t o  t h e  orderly development of same. 

The authorizat ion l eve l s  spoke t o  expectations f o r  subs tan t ia l  

funding f o r  d i r e c t  services. When these  did not materialize. we 

began t o  t a i l o r  our task t o  f i t  our resources. The r e s u l t  reminds 

me of the aphorism of a wit ty  B r i t i s h  don, who defined "propaganda" 

as " tha t  branch of the a r t  of ly ing  which consis ts  i n  almost deceiv- 

ing your f r i ends  without qu i te  deceiving your enemies: We and the 

BDD have almost deceived each other  i n t o  thinking t h a t  what we've 

got  i s  what we need: otherwise, t h e  e f f o r t s  of three yearn without 

even a cost-of-living increase would be unbearable. 

I n  short ,  i n  cer ta in  areas 1i.e. ce r ta in  types of se rv ices  

in ce r ta in  s t a t e s )  we have scraped t h e  bottom of the present  ba r re l  

f o r  "other" se rv ice  funds. Service money m u s t  be forthcoming 

e i t h e r  from within the D.D. Act o r  without. I f  the Congress is 

ser ious about expecting the s t a t e s  t o  make progress i n  the " pr io r i ty  
I 

areas" spec i f i ed  i n  the new proposed b i l l ,  it should make such man- 

da tes  conditional on a corresponding increase i n  funding. It is 
L 



not enough t o  hold s t a t e s  harmless with respect t o  t h e  amounts pre- 

viously spent f o r  planning. 

mre than ha l f  of the s t a t e s  iden t i f i ed  service gape i n  each 

of the p r i o r i t y  areas described i n  the b i l l .  However, these are not 

the only gaps, and they are not necessar i ly  the ones t h e  s t a t e s  
6 

wovld a l l  choose t o  f i l l  wi th  D.D. dol lars .  States  experience gaps 

in  diffei-ent ways. One has  a spend-dorm provision i n  Medicaid; an- 

other  aoer not .  one is humping its T i t l e  xx cei l ing;  another has 
Z 

a l i t t l e  way t o  go. The eastern and midwestern s t a t e s  are s t rug-  

gl ing t o  c lose dom o ld  i n s t i t u t i o n s ;  Alaska and Pverto Rico have 
- 

none t o  depopulate. The mandate f o r  p r i o r i t y  areas should accommo- 

date these leg i t imate  differences.  

 he p r i o r i t y  areas have been defined as "services." It would 

he mre i n  keeping with t h e  s p i r i t  of the present Act, as well  as 

the manner in  vhich s t a t e  planning and implementation is cur ren t ly  

~ a r r i e d  out,  t o  recognize t h a t  the attainment of "community a l t e r -  

natives," " infant  development services"  and so on, is not  measured 

solely in  D.D. s e rv ice  d o l l a r s  expended. The example introduced 

e a r l i e r  from t h e  New Jersey S ta te  Plan indicates  t h a t  D.D. planning 

funds may be comingled with "other funds" t o  contr ibute  t o  t h e  end 

resu i t .  If it i s  decided t o  re ta in  some mandatory percentage ex- 

penditnre from the t o t a l  allotment on the designated p r i o r i t y  areas, 

I recornend t h a t  c r e d i t  against  t h e  percentage include funds spent 

in  planning and "inf luencing '  r e la ted  t o  t h a t  objective. A s  



indicated earlier, I would prefer that the mandates in these areas 

apply only to funds in excess of the 1978 allotments. In this 

connection it will be important to assure inclusion in the appro- 

priatlons bill for 1979 of the full Administration request for 

$46 million for the formula grant. 

C 



The s~ecial case for IcMS or PPc or IPC or Pollow-alonq. 

The D.D. program is designed to provide continuity, as needed, 

over the life span for those whose chronic disability begins at 

birth or early in life, and to elide the arbitrary discontinuities 

of age-limited programs such as the Title V crippled children's 

program, the state mandatory education laws, age factors in SSI, 

in Medicaid and the rest. 

~ i k e  the rest of us, developmentally disabled persons may 

need different types of services at different ages but chronolog- 

ical age is much less important than developmental status when 

selecting components for a habilitation plan. For this reason, 

I rrm pleased thai you have avoided the pitfall of trying to be age 

specific with respect to any service which may be needed prescrip- 

tively, including the proposed priority services. 

of particular importance in assuring life-span continuity is 

the function described in your bill as "individual client manage- 

ment services.' This element is not to be confused with protection 

and advocacy focused on the clients rights, although it may be 

necessary for a client program coordinator to invoke the Protection 

and Advocacy system from time to time. To describe what many of 

us have in mind for thir IcMS initiative. I am appending some pages 

from a report which was commissioned on thir topic in 1974 by the 



New Jersey Council (Attachment 5-a). 

The def ini t ion of the ICMS must be read careful ly  in  conjunc- 

t ion  with Section 1 0 0 ( b ) ( 2 ) ( a )  of H.R. 11764, which Section gives  

- p r i o r i t y  t o  those persons whore needs cannot be  comprehensively 

Covered or otherwise met under the Education of A 1 1  Handicapped 

iT Children Act, the Rehabi l i ta t ion Act of 1973 or other  'health, edu- 

cat ion,  or welfare programs." Each of the c l i e n t s  so described 

r is i n  the center of our t a r g e t  population, and each is the c l i e n t  

of mre than one agency. 

There are some persons who hope and expect t h a t  under the 

P.L. 94-142, a l l  things w i l l  flow t o  a l l  handicapped children of 

school age, and t h a t  the schools can be the primary coordinators 

f o r  a l l  services, including t h e i r  h e a l t h  and welfare. I respect- 

f u l l y  :point out ,  t h a t  even t h e  Task Force which ca r r i ed  out  the 

study on the The Futures of Children (Hobbs, 19751 on whose philo-  

sophy much of P.L. 94-142 was b u i l t ,  were not so sanguine. They 

indeed recommended tha t ,  f o r  the major i ty  of handicapped chi ldren,  

the publ ic  school could indeed be t h e  lead agency. in  charge of 

program coordination, tying hea l th  and s o c i a l  services  as append- 

ages t o  t h e  Individual Education Plan, bu t  they a l so  recommended 

t h a t  a r e a l i s t i c  view be taken of t h e  spec ia l  concerns fo r  those 

of -children in  need of prolonged assis tance-  t o  whom the schools, 
F 

responsible as they now are for  educating each and everyone. can- 

not  alone suff ice .  Most developmentally disabled children are by 



definition in need of such multiple services, and should enjoy a 

truly client-oriented IcMS or "liaison specialist." (Attachment 5-81 

Beginning in 1972 the Rand Corporation undertook an extensive 

cross agency study of service for Handicapped Youth (age 0-21) for 

the Office of the Assistant Secretary for Planning and Evaluation, 

DHEW. One strong conclusion related to the need for what Rand 

called 'Direction Centers: Their initial investigation concen- 

trated on deaf and hlind children as prototype handicaps, hut their 

conclusions are valid for all persons with severe persistent dis- 

abilities whether children or adults (Attachment 5-Cl. Your atten- 

tion is called partimlarly to the need to keep these direction 

centers free standing and to prevent clients' being "captured- by one 

component of the service system. 

1n my opinion this provision will require a considerable re- 

m i t e  of the present guidelines issued by the Bureau of Develop- 

mental ~isahilities in order to emphasize the need for an individual 

program coordinator (responsible to the client) who is external 

to apy one of the agencies whose services are beinq coordinated. 

This concept may make some service providers a hit uneasy at 

the start because it is the service delivery counterpart of -dein- 

situtionalization: I n  case anyone counters that this in too 

"idealistic. I point to the fact that in several states machinery 

is already in place which can carry out this mission with little 

or no modification and additionally that many small models abound, 



as Rand has documented. I have attached a news  item from Cali- 

fornia which points up the fact that a trained parent can perfom 

this function, for a handicapped son or daughter, a function which 

most parents perfom for their normal children without training 

(Attachment 5-Dl. 

ir m y  people now realize that there may be an inherent conflict 

when an agency which manages or coordinates programs also tries to 

C 
be a case manager for individuals. Some research-based light is 

shed on this issue by a study carried out at the University of 

wisconain by Aiken. ~ewar, DiTomaso. Hage, and Zeitz Icoordinatinq 

muman services, ~ossey- ass, 1975). They studied five demonstration 

projects on coordinating c o m n i t y  services for the mentally retarded. 

m e  pmjects 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 important systems advocacy and rerource- 

coord~natian function on the one hand, 2 )  that multiproblem long- 

term clients need individual case coordinators on the other, and 

3 )  neither should be suhrerviene ro any one component of the seru- 

~ c e  provider hierarchy. 



Issue #6 

The Concern of -Tarqet Group' vs. . E l i q i b i l i t x m  

By t h e i r  nature  some pieces of federa l  l e g i s l a t i o n  require in- 

dividual ly  i d e n t i f i a b l e  beneficiar ies .  The supplemental securi ty  in- 

come program i s  a case in  point.  One i s  e i t h e r  e l i g i b l e  o r  not e l i -  

gible .  The D.D. Act i s  not  such leg i s la t ion .  Much of the debate and 

dissension svrrounding the def in i t ion  of developmental d i s a b i l i t i e s  

seems t o  me t o  p ivo t  on a misunderstanding on t h i s  point. The people 

who meet whatever def ini t ion is used are members of a t a rge t  group - 

i.e. a group of people on whom we wish to oconcentrate some resources 

i n  a highly benef ic ia l  way, not  necessar i ly  in  an exclusive way. 1n 

f a c t ,  the  more we move toward integrat ion of developmentally disabled 

persons in to  various soc ia l  groupings which include non-developmentally 

disabled people, the more we w i l l  inevi tably permit some of the bene- 

f i t s  of D.D. funding t o  reach others.  Indeed, there  are times when 

one should de l ibe ra te ly  c a s t  ones bread upon the waters. 

consider the fillowins. exam~les:  

~ r a n s w r t a t i o n  fo r  the t r a n s m r t a t i o n  dependent: A OD grant ,  

along with o ther  funding, made pos9ible a consolidated transporta-  

t ion  system f o r  the e lder ly  and handicapped in  a ru ra l  area. N o  one 

asked f o r  an exact  count of developmentally disabled folks ge t t ing  

on t h e  bus. 

Early intervention: The program i s  f o r  in fan t s  who are *develop- 
9 

mentally delayed." No  l abe l s ,  pa r t ly  because no  diagnoses can be made 

y e t  t o  surely d i f f e r e n t i a t e  the aphasic from the mentally retarded child, 1 



- 
yet both can benefit, as can the autistic child or the dyslexic. 

Ado~tians: Yes, children with Down's syndrome are adoptable, 

but the best agency to do it is probably the one that specializes in 

a variety of bard-to-place children. 

Gas liquid chroroatograPh~: A number of states have used D.D. 

C funds to make this new equipment available for monitoring anticonwl- 

sant blood levels, in institutions as well as in the commmity. No - one asked whether all the samples wre from seizure patients who were 

severe enough to be considered developmentally disabled, or if they 

were over 18 years m e n  they had their first seizure. Having such 

equipment clearly benefited the members of the D.D. target group; that 

it also benefited others should "ever be the cause for an audit exception. 

I strongly urge the Committee to include report language to the 

effect that in any activity in which DD dollars primarily support par- 
. 

ticipation by developmentally disabled persons, arbitrary exclusion 

of persons with other handicaps who need and can use the same services 

in that particular setting is not required and indeed is to be dis- 

couraged. 



Attachment 5-A 

Pr&i.: LONGTERII PERSONAL PRWRAH COORDINATlON 

Svnnnaxy of a repor t  by Leapold Upp- 

f o r  the Develapnental D i s a b i l i t i e s  C o ~ c i l  of N w  Jersey 

m d e r  a x r a o t  to t h e  Fount C a m e l  Guild oi Newark 

A personal program coordination service is t h e  in tegra t ive  mchaniom 

vhich makes meaningful the continvvm oF services required to maxinire the 

po ten t ia l  of each developmentally disabled perso", and h i s l h e r  aosr ef fec t ive  

pa r t i c ipa t ion  i n  the  l i f e  of society.  

As the  Develo~mencal D i s a b i l i t i e s  Council of New Jersey has s a i d  i n  

its d r a f t  Comprehensive Plan (1974s). case management i a  a process of assess- 

ment, planning, assignment, follow-up and reassigment ,  conducted i t e r a t i v e l y  

chrovgh the  l i f e  of the  disabled person.' The objec t ive  is to provide cont i-  

nuity of se rv ices  fmm phase t o  phase i n  the  l i f e  of t h e  individual. 

The coqonents of a success fu l  personal program coordination se rv ice  

--Service outreach, to f ind  the  c l i e n t  i n  need at the  e a r l i e s t  
poasible s t age  of h i s  l i f e .  

IThe Accreditation Council For F a c i l i t i e s  fo r  the Hentally Retarded (1973) i n  
i r e  standards f o r  C m l m i t v  Aseneies voea the  t e m  " c l ien t  progra.  caordina- 
t ion" and offera t h e  fol louiog def in i t ion :  "Client program coordination 1. 
t h e  process by which respons ib i l i ty  f o r  i m p l e n m ~ a t i o n  o f  t h e  client's i ad i -  
vid-1 program plsn is establ ished.  me client program coordinating process 
includes providfng support, procuring d i r e c t  s e r v i c e .  coordinating services .  
Eol lect ing ~ l d  disseminating data  and info-cion, and m n i r o r i n g  the pro- 
gress of the  cllemt." 



--~srersnenr, cva lus t ion .  d i a ~ ~ s i s ,  dcvclopln~nt  of r ~ l s n .  and 
c o u n r e l i n ~  of t h ~  ind iv idua l  and family. 

--Referral t o  appropr ia te  se rv ice  resources, and follow-through 
to i n s ~ r e  t h e  rendering of se rv ices .  

- - ~ o l l m ,  alone; 1.e.. revlev,  reappraisal and r e d i r e c t i o n  as 
necessary chroughovt the  l i f e  span. 

- 4 e c o r d  keeping. to f a c i l i t a t e  the  most e f f e c t i v e  p rov i s ion  of 
services, but  wi th  safeguards t o  p r o t e c t  t h e  ind iv idua l ' s  r i s h t  
t o  privacy. 

--Coordination of t h e  diverse se rv ices  which the i n d i v i d v a l  may 
require .  inc lud ing  hea l th  care, edueat lon,  voca t iona l  t r a i n i n g .  
job placement and oversight, r e s i d e n t i a l  se rv ices .  use o f  l e i s u r e  
time, f i n a n c i a l  and l e g a l  guidance. and p ro tec t ion  from exploi- 
f ation. 

--Standby a v a i l a b i l i t y ,  t o  he lp  the  i n d i v i d u a l  cope with unant ici-  
pared prohlems as they a r i se .  

As the  d r a f t  Comprehensive ?Ian notes,  it is e s s e n t i a l  t h a t  t h e  

sen ices  to developinenrally disabled persons be conceived of  as a l i f e l o n g  

flow, v i ~ h  each phase link-ed to  the  past  and f u t u r e  according t o  t h e  needs of 

the ind iv idua l .  

For che developnental ly  disabled person, t h e r e  are s p e c i a l  nee& f o r  

long-term personal  program coordinat ion beyond those vhich e x i s t  fo r  o rher  

dependent ch i ld ren  o r  adu l t s .  me disabled person m u r  not  only receive 

s e r v i c e s ,  but must a l s o  rece ive  then i n  an in tegra ted ,  s e q u e n t i a l  manner 

according t o  a profess iona l ly  desiened plan which is based upon and responsive 

to h i s  i n d i v i d u a l  needs. . E s s e n t i a l  to e success fu l  syrr-  of pe rsona l  p rogra .  

coordinarion is t h e  errablishn,ent, of a f ixed  po in t  o f  r e f e r r a l ,  a base  ro 

which t h e  disabled person and h i s  family n a y g o ,  f o r  ass i s ranee  and coulsel-  - 
i n g  "henever required. 

- 
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~ttachment 5-  B - Excerpts from: 

THE FUTURES OF C H i L D R E N :  

C A T E G O R I E S ,  L A B E L S ,  A N D  THE1 R CONSEQUENCES 

R e p o r t  of  t h e  P r o j e c t  o n  C l a s s i f i c a t i o n  

o f  E x c e p t i o n a l  C h i l d r e n  

V a n d e r b i t t  U n i v e r s i t y  
N a s h v i l l e .  T e n n e s s e e  

S e p t e m b e r  1974 



The goal of ecological planning and programming is to 
restore the system to productive equilibrium. This is done 
hv orovidina the critical amount of assistance for the child 
ahd for the-important people in his environment, so that the 
system functions on its own in a way that keeps discordance 
at an optimal level and maximizes opportunities for growth 
and gratification. 

The ewloeical model helones to no one discinline. Its - - 
use requires someone who can move freely 'amone and 
communicate witrdiverse discipliner in the n~rlnrmnnr;.. of a 
lia~son function--linking up all the individuals concerned 
%out the child and coordinatin~ the olanaFae and 
programmine on his Denalr (winisms and others, 1974). The 
liaison function may he performed by someone from medicine, 
education, psychology, social work, psychiatrg, public 
health, or other specialty. The critical factor is that he 
must speak the language of all of these and more. His job 
begins by defining the ecological system of a particular 
child who has been identified as in need of assistance. 
Raving visited each of the relevant settings and observed 
the exchanges between the child and the individuals who are 
important to him, he must work with all involved to identify 
the strengths that can he reinforced and relied upon and to 
pinpoint the sources of discordance. He 'must obtain from 
competent authority an evaluation of the child's physical 
condition, especially noting difficulties that can be 
corrected. Also, he must be familiar with the resources in 
his community, so that he knows what forms of help are 
available. With these sources of information, he must be 
able to facilitate group problem solving. That is, he must 
be able to gather together all involved--the child, the 
parents, the teacher, the grandparents, an d eny relevant 
outside resources such as a psychologist, a pediatrician, or 
8 neurologist--and to listen with understanding to each, to 
guide the planning of a multifaceted strategy for restoring 
the ecological system to balance. At the end of such a 
cession, each person present should understand clearly how 
he will contribute to the problem-solving process. 

Once the strategies decided upo'n have begun to be 
implemented, the liaison specialist must stay in touch with 
8.11 partners in the effort. He must provide continuing 
support and must continually assess the effectiveness of the 
on~oinc strategies. As coordinator of a diverse set of 
aciivifies, he is responsible for monitoring their success 
or failure, for seeing that successful strategies are phased 
out and that unsuccessful ones are modified or renlaced..- 



It is poss'ble and we think productive (for purposes 
of long-range planning as well as for short-term 
programming) to conceptualize handicapped ohildren as 
falling into two functionallv sianificant categories in 
terms of service requirements. 

There is a group of children so severely handicanped . 
that they will reauire lifelonn oroErams of soecialized 

, - ~, ~~~~~ ~ 

progrims, educationai programs, employment programs. 
training programs for professional workers, registers and 
tracking systems should recognize and provide for these 
children. The children may be the responsibility of various 
agencies (including the public schools), hut they all have 
predictable. lifelong service needs. We propose $hat they 
be called Children in Need of Prolonged Assistance. 

There is a second and much larger group of children 
who have handicaps (ranging from mild to severe) and who may 
be expected to benefit from specialized services to the 
point where they can manage reasonably well in normal 
settings with occasional assistance or even with no special 
help at all. This arouu would include the mildlv and 
moderately retarded,- pephaps most disturbed childre;, the 
visually impaired and the hard of hearing, the children with 
specific learning disabilities, and the children with 
manageable orthopedic and neurological handicaps. We 
propose that they be called Children in Need of S ecial 
Assistance. The agency most involved x t h s m  ~ 1 1 b  
public schools, with specialized assistance being provided 
by health and mental health services. 

5.1.1 HEC0:lTE::DATION. In order to red.~ce fr2g,nentation 
o f  services, to give maximum discretion in programing 
to state and local aeencies. and to minimize the effects ----.. 
of labeling on inaividuai children, we recornend 
replacement of classical categories of exceptionality by 
two major categories in accordance not with types of 
disability but with kinds and durations- of services 
needed: Children in Need of Special Assistance and 
Children in Need of Prolonged Assistance. 

 h here are similarities here to the group of children 
embraced by the concept developmentally disabled (see 
Chapter Three). But the term developmental disabilit is 
too restricted. too closel~ tied to mental retsrd:tfon 
services to suffice for the pirposes proposed here. 



I\rtachnent 5-C 

prom: 1rnProving Services t o  Eandi~apped Children-SmKY and P.e(eso-n*LiO"* 

 and Covrat@o- R-lI1OII HEW ~ a y  1974, by Carry D. ~rever and Jams 5 .  Mkalik.pS17-19 
.rrCLlO" 

lIl+oardinated. rramented, m d  highly &irlirpd programs tar  a p.rm1.s in- 
,.,,ity and perse~rance as he thmugh the oOici.1 labyrinth to aecure 
wrvirer for his ehild-an often repeated search as it proves, because the ehildb 
needs change over time. Fully twc-third. orth; parent8 surveyed had pmblem 
Dbtainingurvice,did not knowwhere to turn far appropriate serriccor wnc.did 
.&wen know what questions to ask. The cumnt urvire system i. d e l d d b  SF 
eia~glen~.red;i turgen~y need.tobosomechiid.rmtered.~genrie..nd prorcsrion. 
a~sproride onlyoneorarelecf rerrpcialiredrervirer;and evenasrumingthntcarh 
.,.,..d prorerrionl~ wrl~,o.chsing~cservicerti~~ m.rbon~y rradion 
or the child's total reguircmentr. current ~ p g i d i d  urrice pmrerrionals should 
"ot be blamed forthe lackofcmrdinalion and dirrtion,ror they generally hare n d  
beensiren the rpffiee responsibility and rwurces to pmride the dimtion rervicr 
we  need an institution to loak at the child as a total human being. 

~ i ~ e t i o n  haninformstion.haredarviaderignedfortheperidicandryslamat. 
ir matehingorachi~d'r nee& "with the proper mii orse-= toratisry thow n d  
ar the child aga  or improver in to service and as  the system's capcity 
toserve changn. At lorst, that is the ideal. Direetion is critically important but ia 

a primitive stage of development in the  Uniled Stater ( u c  Chaptor 3 d Rand 
Rep*R-l42DHEWL It ir not the main order ofbusiner ror any arthe redera1 m 
datewencies-ingtha htrnd'=ppd. Even in publicreIrare pdgenti~. wheresome 
d i d o n  is glven, direition is "at a central concern but -rr tangentially as 
raialeareworker might be requiredor inclined to-ssa elienCa needs,aearchout 
theappmpri.teranires, andthen monitor h e  reru1rr. How~ver,welRre is restrid. 
ed to the pmcberider. most m i d  hare h e a v  careloads. are not rewarded 
ror "direetio~." m a  rarely have enough inrormation to direct their young client.. 
,em if &q wanted @.The Maternal nnd Child Htalth Serriue also ryonrpra P* 
grams that do limited, n~nrornp~ehensive refermi. Vaational Rehabilltatlon Pm- 
gramrcanpmvidr a comprehensive ,ange of service% but these do not reach young 
children and mustbe narrowly aimed a t t h e  achievement of a vaationd objeti"* 
schoaltesdurmdnv~rametimeshelpthe parent hnd needed aerricer; p d i s M  
=is,,$ -metimer help; and in a    om minion lor the Blind" agensg 

limited direction service to a segment d t h e  handicapped populatiop 
In short, direition in this country is almost nonexistent, and where it does exist 

it irrporadica"d uneuen. And roilow-up and rcdirectio", implicit in the notion or 
..piidit and matching,- is even less developed. No one really d a  h 
erceet rori C ~ W M S ~ P ~  ad ddi-trd pm~ulionalrrha mv.t exkaordinw 
and usually costly effortr to understand the overall system well enough to advise in 

~ ~ k i d e  theiiip~iialiled mmpetena. Comprehensive information abovl need- 
ed and available services is not generally suailable, and until i t  is, direelion will 
,,,I" an "nn~-,ily lllimited ati,rity.mus, the r~po"p0ibiBty ror mstfh(ng the 

d t h e  chgd with available wrriar L a mmplu  and demanding task left 
almrst entirely ta the parent., who are generally "ignorant" or p r l y  informed 
...,m.rzn.r. ., nogenem~~y and re~ iah~e  o r ~ a a ~  inror- 
tiontomistthem. Without information andasystematic way ormakhihing thechild 
-ith the u t  ofrcrvices he "eed.. the system often doe. not work very wdL As 
r-ilies p r d  rm agency to they are liable to bc "captured" by one 
r h e v r v i c e s a p p a r  adequate or at least bettar than noservice at all. ThereGm 
wayto find out how much misdirection ir represented by capture, hut i b  existence 
ia unquestionable It is also indispelable that a pnrent'a random and vndi-ted 
.,To* m y  result io n l e s  than optimal or comprehensive delivery or rquired 
~ ~ i ~ ~ ~ i h e d e S c i e n c y c a n b e d e a l t  withand themrtofdomgsoisnotprohbiti~ 
In Ghapter 3 ofR1120-HEW wedi-sr avariety dpotentik.1 solutions, and concludD 
thatonevevpromiringrolvtion ia tocreate ~egionnl ~ireet ion centerr ror-n-ti. 
ally hsndicnpped children 



ERcdjPely dcdgned Regional Direction Centers would attempt to: . Develop a onc.stop, general information service to match the child's total needs 
with available wwi- 

~ ~ . - -. . ... ~-. 
Dernanda multidisciplinary effort mbnlsnce and integrate the many q r 4 a l i d  
scrvicer needed by the child: . Emphasize a d>namie, no1 sutie, orientation to account <or changes in the 
child's needs over time; . Maintain comprehensive sewice information on each handicapped youth; . Foster client participation; . Foster the humane ~ersonal  dimension to create a eomorehenrive service o r e  
gram specific to each )outh's particular needs; 
Sene allhearing and vision handicapped )outh in the local region by stimulat 
ina an active outreachfidex~tification and follow up Droeram; 
&centrate on the practicality and feasibility of;erGces and programs by 
stressing program service evsluation; - Serve asa laeal spokesman for hearing and vision handicapped personsgeneral- 
ly, and for individual clients particularly; . Operate independently aftheexistingservieecontral and incentivesystems;and . Coordinate programs to satisfy existing federal requirements for service integra. 
tion. 

To the extent that the above design ehnrrcrertstics are not implemented. one 
shouldexpen problemsoithe iollowingvariely. ior example,eapturaaithe P r ~ o n a l  
Direction Center by the existing bureaucracy, o\ere,uphssis on certain rervicer, or 
poor quality direction. 

Direction Center personnel could provide outreach, diagnostic, planning, refer- 
ral, and follow-up services themselves or through consultants as a needed supple 
ment to traditional service providerr--e.g., the providers of medieal,.special eduea- 
tion, vaeational rehabilitation, and welfare services. This mode of operation would 
not circumvent or duplicate the present service system, but make it more erective. 

Many partial approximations ta these design characteristics already exist. We 
have identified fourteen promising partial models in the United States and eight in 
Europe. The European direction services we examined are much more developed 
than those in the United States; but because of severe contextual dilferences, none 
ofthem 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, ho~vever-in particular, 
certain aspectsofthe coneepfnolapproaehembodied in the proposed New York State 
"Child Advoeacy System," the technical innouotion represented in Maryland's 
"Data System for the Handicapped," and several institulionalalpectsofCalifornia's 
Regional Direction Centers for the Mentally Retarded. Judicious selection 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. 



. . 

' ~ n  California, a parent can be 
his own child's 'case manager' 
c.sfomia is t h  only rfnfc with law that p r m i b r  avlharirrd to wnvcnc m-ling olprorurion=lr and 

par=", to bcsomc"pwnm coordinator." or us  other DD-facility stall to discus and makc rrwmmcn 
manrgsr, for his own dcrllopmrntslly disabled child. dationr rcg.r$ingthcil children's prommr meir 

~~f~ parcnl may tali* on this mlc, houcvcr, he authority will b l wide as that grantcd caw mn, 
fin< undergo trainingwhich includcsa IO-week gsn who a n  regular rtaffmcmbcn. 

,,,, .rrcrea thmugh the communitysol~~gr system A good share orthe marugrrrin-training src parcntl 
and a year.% apprcnlicerhip with s pncticinbrknior olreridcnlr ofrtste horpitalt for Ubc mentally m 
counrdor, who is his tutor. fnrdcd. How arc hospital orfisislr rclding to the 

The Regional Csnlu o<Onngr County is the f i s t  new ippmrch? "Wcll, wr hsrc I lot morc public 
county to offcr rush trsining. Each training ware n- rclalionr to do with the hospital%* raid Ms. Brom. 
~"i,o at least 20 parcntparticipant, and. .scording to mere hare been some hkry rituation.. But MS. 
Nancy Bradley, the center's managcr of dim, su- Brown is sonfidcnt the nrw idss will work well once 
V~CCS, there is no shortage orip~licantr. Thc rents 111 fhmr son-rn~d have bccomc ~ n d t i z e d  to t 
on'ginally planned to start one dam in cash quartn. Thc Regional Center o f o r a n g  County ha. some 
but fhs demand may require that the CIBSCS be prmd 3.9W "adhe" clients a n  its mlll who srr dsrslop 
marc oftm. mcntaUy dishled. "Active" mema that the pcrrm 

The lint group or  p.rsnt-m.n%~en ha. oompl~tcd q u i r e 5  ram* rorm ofint.ncntio"-hdpltlcat on- 
i ~ ~ ~ ~ ~ ~ n i t ~ s ~ n ~ ~ t  tnining md memkm are no* cvw guancr it pmrida. dia-m~r ."d cr.~lutionr 
~ ~ k i ~ ~ ~ " d ~ t h c i ~  coundor-,"ton AmongUlc but no other d i m 1  r-cer. Instead i l l i n k  clicnta 
,hingr they are learning a n  reporting rquiremcn* with existing m i c a  and monaon the T ~ U I ~  T ~ C  
for rtate and Fedcnlly aided prolramr c m t u  ir gmwing at 8 n t c  or %born 120 reremh 

~ f t e r  their graduation, parent-mnnngen will be c v w  month 
~ -. .. . . . ~- ~ . - 
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From: social Sesmity Disability applicant Statistrcr /1970 ,DHnr No.1sra) 

CHILDHOOD DII1BILIT1 ALLOYANCES.'I.J10 . 75-11911 
..................................... 
TA8LE =-LEADING PRlMARY DIAGNOSES BY SU( 

............................................................................... 
IN.TER- CUIIU- 

PPIRIIRT 01A610SIS WITIOHlL WURBER PER- L I T T I E  
CODE CEM7 PER- .=... 

SFYT*F IlE*T&L RETlRD1710W ............... 313 1.516 4.. 7S.O 
EPILEPSY ............................... 115 I I 3  2.P (10.2 
PROFOUND MENIAL R E T I P C s 1 I O H  ............ 31, 909 1.7 111.9 
REYTAL OISORII-S.. ..................... 309 395 1.5 83.S 
BOIIDZILINE HEUTIL R f Z l R D I T I O I  .......... 310 319 1.3 111.8 

.................................... 
MILE -- .................................... 

YHSPFCIFIED MENTLL I I E T I I I D a T I O H  ......... 315 5.793 -7.7 $7.7 
IODERLTE RENTAL R L T I R D I T I O Y  ..........- 312 11021 1.4 56.1 
SCYIZOPHRENIL. ......................... 295 78s 6-5  62.6 
CFREBlllL SPlSTIC IUFlHTlLE PARILISIS... 313 691 5.1 611.1 
MILD MENTIL RETIRDITIOW.. .............. 111 637 5.2 71.5 

SEVERE BEIT& IIE11IIDaTIOM .............. 311 5.0 a *  11.1 
EPILLPSI ............................... 3115 6 2.0 71.1 
ULWTIL D ISORDERS .a*.................... 309 LO8 1.7 111.5 
PROFOUND MEYVlL 1ErlROlTIOI ............ 31, 205 1-7 111.1 
BDRDEPLIWE SENTLL R E T I R D L T I O W  .......... 310 1 5 1  1.3 81.6 

---------------------------------.-- 

' Refers to persons between 18 and 65 who have heen disabled sine 
chilamod ,=a "ho are found eligible because of such disability 
after reiihment, death, or disability of supprt iqg parent. 

i 
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Mr. ROGERS. Thank you, Dr. Boggs. We appreciate the help you 
have always given to this committee. We will be in touch with you 
as we proeeed to get additional advice from you. 

Now, we do have a large number of witnesses this afternoon. We 
hope we can hear them all. It would be helpfuf if you could iile your 
statement and simply give us points that have not been covered or 
highlight those pomts in your statement in as brief a period of time 
as is possible. 

The next witness will be a coalition of advocacy groups, Mr. Marion 
P. Smith who is chairman of the Governmental Affairs Committee, a 
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 who is a volunteer for the Epilepsy Foundation of America and 
is a volunteer from Florida and from West Palm Beach. 

I am particularly pleased to have many present from my own 
area. We welcome all of you to the committee. Your statements will 
be made part of the record in full. You may proceed. Thank you for 
being here. 

STATEMENTS OF MARION P. SMITE, CHAIRMAN, QOVERNMENTAL 
BFFAIRS COMMITTEE, NATIONAL ASSOCIATION FOR RETARDED 
CITIZENS; ELSIE D. HELSEL, Ph. D., CHAIRPERSON, QOVERM- 
MENTAL ACTIVITIES COMMITTEE, UNITED CEREBRAL PALSY 
ASSOCIATIONS, RTC.; MARY S, AKERLEY, PAST PRESIDENT, 
NATIONAL ASSOCIATION FOR AUTISTIC CHILDREN; LEO 
FLANNERY, ON BEHALF OF EPILEPSY FOURDATION OF 
AMERICA 

Mr. SMITH. Thank you, Mr. Chairman. 
My name is Marion Smith. I am from Clearwater, Florida. 
Mr. ROGERS. Another good Floridian. We welcome YOU here. 
Mr. SMITH. I would l i e  to say ta the c o m m i t t e t o  be economi- 

cal of time I will summarize the key points in my prepared testimony. 1 
I would like to point out to the committee that my wife and I are 
parents of a severely retarded child who is residing in an institution 
for lack of adequate facilities in our community. 

I speak to you today representing the National Association for 1 

Retarded Citizens. I have had the honor of serving that organization 
as its national president and for the past 4 years I have served on the 
State of Florida Developmental Disabilities Council and just re- 
cently completed a term on the national council. 

I believe you 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 
cou6try's 6 million retarded citizens. 

* 

We have been vitally involved with the Developmental Disabilities 
Act since its inception in 1970. We want to thank you, Mr. Chairman, 
and the other members of the committee for vour support and con- 

A - 
tinued interest. 



Let me summarize four key points from my prepared testimony. 
These will deal with the definition of developmental disabilities, the 
State plans themselves, the role of the State councils, and the pro- 
tection and advocacy system. 

We, of course, view the DD act as a crucial propam for the de- 
livery of services to a portion of our population which is at greatest 
risk. My firkt point deals with an issue that yon are facing today, the 
definition of developmental disabilities. As was pointed out, even the 

A task force could not fully agree. 
Mr. Chairman, the NARC board of directors has formally endorsed 

the minority version of ABT task force recommendations for three 
basic reasons. 

c First, we feel 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 I read 
from my prepared testimony: 
-is that partion the minority version which states that other conditions 

mould be eligible because such conditions result in similar impairment of gen- 
eral intellectual functioning of adaptive behavior and require treatment and 
services similar to those required for such persons. 

The mandate of the act, is quite broad but the resources are totally 
inadequate to meet the needs of all existing eligible individuals. 

We would support the act serving additional severely disabled 
persons so long as those services are s~milar to those required by the 
existing categories. To require the program to begin planning new 
and different services for a larger group of handicapped individuals 
x\-ould 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-half of the DD population. I f  funding is not in- 
creased in a manner commensurate. with any projected increase in the 
scope of the program, our constituents would lose out on existing 
services. 

c Let me point out that when the State formula grant program, now 
rurrently funded at $30 million, was originally enacted in 1970, i t  
Tas expected that the formula grant program mould be four times 
that amount in only 3 years. 

C Obviously, this has not happened. Given these facts, we believe that 
the target group must be kept the same or only very moderately ex- 
panded to severely handicapped individuals who have similar service 
needs as those now defined in the act. 

My second major point: NARC strongly endorses the revisions in 
H.R. 11764 concerning. the State plan provisions. Here, I reflect to 
vou the squeaking wheel I get from our 1,900 local units. As Dr. 
Rage pointed out. those four priority areas identified in the plan 
do indeed reflect from the prassroots. major gap fillers urgently 
needed: They are (1) individualized client management, (2) infant 
dovelopment, (3) alternative community livinq arrangements with 
the necessary quality supporting services, and (4) adult nonvocational 
social development. 



We support the State planning effort which maximizes utilization 
of Federal resources from the variety of ongoing available resou?, 
such a s  maternal and child health, crippled children, medical assist- 
ance, and other needed State programs. 

I t  is my observation at  the National and State level that the DD 
umbrella is one of the few means to bring together a realistic loqk as 
to how all of these resources can meet the needs. DD funds consbtute 
only 1 percent of available funds serving mentally retarded people. 
The lady from Wisconsin this morning pointed out one-half of 1 per- d 
cent is the figure in her staff. 

My third point is that we have seen controversy, frankly, in some 
States over the role of the State administering agency and that of the 
State council. Sometimes we volunteers get noisy but I think that is s 
our job. We see three important roles for the State council: Super- 
vising development of 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 report clearly explaming the 
State council and State agency roles. This would help avoid some 
briar patches we have gotten into in the 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 brin to 
your attention, however, the funding limitations that limit devefop- 
ment of these protective mechanisms for these vulnerable people. 

The $3 million authorization level in the 1974 act helped get us 
started. Now, they are in place, they desperately need more funds to 
operate. More than 40 percent of the States now receive the current 
minimum allocation, $20,000. One cannot even buy an experienced 
attorney for $20,000; let alone operate AP and A system. 

Therefore, NARC strongly supports the recommended $50,000 
minimum allocation. 

Those are our key points which we would highlight, Mr. Chairman. 
We wish to reiterate our continued support for the DD program and 0 
for H.R. 11764. We pledge you our support in attempting to expedite 
its passage. 
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IV. Chairman, 

y. name is Mrion Smith. I speak to you today representing 

the National Association for Retarded Citizens. I have had the 

honor of nerving this organization as its president and currently 

serve as the Chairman of the Oovernmental Affaira committee. For 

the past 4 years, I have been a m d e r  of the Florida Develop- s 
mental Disabilities Council and just recently completed a three 

year term on the sational advisory council on Developmental Dis- 1 

abilities. As you know, the m R c  is the national voluntary owan- 

ization which represents our country's s ix  million mentally retard- 

ed persons. Our organization has been concerned with the  evel lop- 

mental Disabilities program since its inception in 1970. avld I wish 

to take this opportunity to thank you, Mr. Chainnan and the other 

members of this Committee, foe your continued support and interest 

over the years for this vital program. 

It is important to state from the outset that NARC views the 

D.D. Act aa a crucial program to the delivery of comprehensive 

sezvices to that segment of our population that is at greatest risk. 

as we understand the intent of the act, the target popuiation td be 

served is that portion of certain identified disability groups vao are 

the m s t  severely handicapped. For instance, although it is com- 

monly acknowledged that there are six million mentally retardea 
i 

citizens in the United States, we fully realize that only about 

one million mentally retarded persons qualify under the D. D. Act. 

Those one million persons make up the moderate, severe and profound 



levels of mental retardation. 

one of the most important issues facing this cornittee and 

the Congress as you consider the extension of the D.D. Act is the 

definition of Developmental Disabilities. There has been much da- 

bate about expanding the definition and, as you know, the ABT Taek 

b Porce has conpleted its independent study and submitted their ref- 

omendation=. Even the Task Force muld not fully agree, although 

& both the majority and minority report recononend appropriate cri- 

teria from which to establish eligibility. 

After careful consideration, the ~ o a r d  of nirectors of the ' 

National Association for Retarded citizens formally endorsed the 

minority version of the ABT Task Force recommendations. There are 

three basic reasons for reconmending the minority version. First, 

the minority version retains the foundation from which the Aot 

was originally developed by specifically mentioning mental retar&- 

tion, cerehral palsy, epilepsy and autism in the definition. This 

will give the Act continuity and provide valuable direction to 

service providers, state agencies and others involved in imple- 

menting the Act. without a reference to the original four D.D. 

conditions, certainly the public n d  consumers in general will not 

understand who should qualify for D.D. services if they must use 

the majority version as the D.D. definition. 
7 

second, and most importantly, is that portion of the minority 

version which states that other conditions would be eligible "be- 

cause such conditions result in shilar impairment of general 



intellectual functioning of adaptive behavior and require treat- ! 

meat and aervices similar to those required for such (mentally re- 

tarded, cerebral palsied, epileptic, and autistic) persons.' The 

mandate of the D.D. Act is quite broad, but the resources within 

the Act are totally inadequate to meet the neean of the existing 

eligible individuals. NARC fully supports the D.D. Act serving a 

additional severely disabled persons so long aa the senrices re- 

quired by such persons are similar to those required by the exiat- . 
ing D.D. categories. TO require the D.D. program to begin planning 

and establishing new and different service8 to a new group of hiuldi- 

capped individuals would jeopardize already inadequateservices 

and create impossible to fulfill promises to the newly eligible 

910UP8. 

Thirdly, we must acknowledge the fact that mentdly retarded 

individuals constitute more than one half of the developmentally 

disabled population. If the eligibility group in expanded to the 

extent it would be by adopting the majority repor+and if funding 

for the D.D. program did not rapidly and significantly increase. 

many mentally retarded persons would lose out on existing 

services. It is important to realize that the State Formula Grant 

is currently funded at $30 million. When this Committee originally 

enacted the D.D. Act in 1970, it expected the fomla grant to be 

funded at $120 million in 1973. It is clear that this Act, as im- 

portant as it has become for comprehensive State planning and some 



limited service gap filling. is probably never going to be a major 

service delivery mechanism. Given these facts, we strongly believe 

the target group must be kept the same or very moderately expanded 

to severely handicapped individuals who have similar service needs 

as the mentally retarded and the other existing developmental di8- 

L 
abilities. 

NARC strongly endorses the revisions in the State plan provi- 

& sions contained in H.R. 11764. We are particularly pleased to see 

D.D. planning and services more sharply focused on four major areas. 

Individualized client management, infant development, alternative 

comnnity living arrangements and adult non-vocational social de- 

velopment are indeed the most critically needed services of the 

developmentally disabled population. The 1900 local units of the 

Association for Retarded Citizens would certainly agree that these 

four services constitute a major gap in existing services and need 

to be expanded immediately to allow mentally retarded peraons to 

continue to lead meaningful lives in their communities. NARC also 

supports the retention of the planning effort at the State level 

to maximize the util~zation of Federal resources from such services 

as maternal and child health, crrppled children, medical assistance 

and other Federal/State programs. Slnce the D.D. funds constitute 

r only about 1% of the expenditures at the State level for mental 

retardat~an and D.D. services, ~t 1s vital that all other available 

programs and funds be fully known. understood and utilized. We 



endorse Section 133(b)(41 (B)(ii<) which holds.stater h.rmless to 

protect their previous expenditures for planning purposes. This 

is an important provision to allow States who have invested sub- 

stantial sums in planning to continuesuch activities. 

we supprt the escalating authorization levels through fiscal 

year 1981 for the State F o m l a  Grant. Increased ap~ropriations 

in this program will allow us to make a major dent in some of the 

imflortant service areas. Of major importance is the raising of 

the mini- allocation for the State Grant program from $150.000 

to $250,000. Thirteen States (approximately 25%) are at the mini- 

m allocation. Operating the D.D. program at the current level 

beeowes a major burden. Given the complexity of the planning, and 

the expensive services, we commend you for increasing the.minim 

allocation so that the smaller, lesp populous Stater are better 

able to fulfill their responsibilities under the D.D. Act. 

NRRC endorses the revision in the State Planning Council sec- 

tion (Section 137). We agree with the revised composition of the 

c0~s-r representation on the State councils and suggest a minor 

modification to allow one ofthe representatives of men tally^ 

impaired developmentally disabled to be a relative or guardian of 

an institutionalized person with a developmental disability. Thin 

wuld conform to a similar provision in the comwrition of the - 
National Advisory council on Develmpmental Disabilities (Section 1081. 

one of the most controversial areas in the past implementation ' 

of the Act has been the roles of the State Administering Agency and 



the State Planning Council in the development of the D.D. State 

Plan. NRRC envisions three important roles for the State council 

to a88ume in the plan development: 

1) Supervising the development of the Plan, regardless who 

actually prepares the Plan; 

5 2 )  Approval of the complete Plan prior to submittal to HEW: and 

3 )  Setting the funding priorities within the State Plan, with 

E s-equent implementation of such priorities by the imple- 

menting agency. 

We believe these three provisions are adequately covered in 

Section 137 but suggest that specific explanatory language be in- 

clvded in the House Report clearly explaining the State council 

and state Agency roles, especially in the priority setting process. 

The m r t  exciting new venture in the D.D. field is the recent 

implementation of the D.D. Protection and Advocacy System through- 

out the countq. Thie system, when fully implemented, will provide 

full protection for our developmentally disabled population, which 

is Obviously one, if not the mst, vulnerable segment of our society. 

We cornend this committee for establishing these systems in the 1974 

D.D. Amendments. The authorization levels in the 1974 Act were very . .. 

low ($3 million) on the basis that the systems would be planned and 

developed during that time. Now that the ayateme are in Place, they 

desperately need m e e  funds to operate. The NARC strongly supports 

the increased authorization levels in the P and A system and wuld 

urge the Cormittee to consider a further increase in such authorization 



levels. In addition, an increase in the P and A mini- allocation 

is vital. mre than 4096 of the States now receive the current mini- 

mum allocation ($20.000). This s- can't OVM buy an experienced 

attorney, let alone operate a P and A system. Our organization is 

pleased to support your recornended $50,000 minimum allocation. 

=his will greatly aid the P and A systems getting off to a good, 

solid start. 

NARC supports the retention of the provisions concerning the 

rights of the developmentally disabled. habilitation plans and the 

employment of hmdicapped individuals. These sections reflect cur- 

rent trends and practices and will continue to asiist the develop- 

mentally disabled population to obtiin appropriate needed services. 

NARC also supports the revised sections on purposes and the National 

Advisory Council on Developmental Disabilities. We are particularly 

supportik of the new provision mandating the development of a 

national plan £for meeting the identified and unmet needs of devel- 

opmentally disabled persons. The role of the NRCDD in'developing 

such a plan is most appropriate and commendable. 

The most disappointing aspect of the implementation of the 

1974 D.D. amendments is HEW'S failure to meet the timelines to de- 

velop a comprehensive evaluation system. We are aware that pmgress 

is being made toward the completion bf thio system. We concur with 
i 

the revised timetables for full implementation by HEW and the States. 

of this system. 

NARC also endorses thq various revisions in Part B bf the Act, 



the  University A f f i l i a t e d  Programs. The revised provis ions  should 

enhance the  re la t ionsh ip  between t h e  m P ' s  and t h e  b a s i c  D.D. pm- 

gram, as well as provide clearer di rec t ion  f o r  the  continued opera- 

t i o n  and expansion of t h e  m P ' s  themselves. 

==st, b u t  c e r t a i n l y  no t  l e a s t ,  is NARC'S continued support of 

i 
Part  D, t he  Special Projects  Grants. The res t ruc tu r ing  of t h i s  

Par t  w i l l  make t h e  Special P ro jec t s  more d i r e c t l y  supportive of 

i the  S t a t e  Formula Grant Program. Our organization i s  current ly  

administering the Federal Programs m f o m a t i o n  and Assistance Pro-  

jec t ,  a D.D. pro jec t  of na t iona l  s ignif icance i n  concert with t h e  

th ree  o the r  organizations represented on  t h i s  panel (Epilepsy Poun- 

dation of America, National soc ie ty  f o r  A u t i s t i c  Children, and 

uni ted Cerebral Palsy Association) t e s t i f y i n g  before you today. 

This p r o j e c t  is typ ica l  of t h e  i m p o ~ t a n t  a c t i v i t i e s  t h a t  can and 

are being c a r r i e d  out  t o  support D.D. counci ls  and advocates work- 

ing on behalf of  our developmentally disabled c i t i zenry .  This p a r t  

should b e  continued as revised. 

In  closing, Mr. Chairman, I wish t o r e i t e r a t e  the  National 

Association f o r  Retarded Ci t i zens '  continued support f o r  the D.D. 

program and p a r t i c u l a r l y  f o r  your h i l l ,  H.R. 11764. I f  enacted, it 

w i l l  represent  a major, forward s t e p  i n  enhancing the l i v e s  of our 

developnentally disabled c i t i zens .  The 300,000 NARC members com- 

mend you and urge you t o  expedi te  t h e  passage of  t h i s  l e g i s l a t i o n  

i n  order  t h a t  the D.D. program is extended i n  a c m r h c e  w i t h  the 

t imetable  of  the Congressional Budget Act. 

W e  thank you and members of t h e  c o r n i t t e e  f o r  your continued 

i n t e r e s t  and suppart. 



Mr. ROGEEE. 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. SMITH. Thank you. 
Mr. ROGERS. Dr. Helsel. 

STATEXERT OF ELSIE D. HELSEL, Ph. D. 

Dr. HELSEL. I think if I can bring you something you need, this 
wonderful information and all these data you have been gathenng a 
today, it might be a perspective from a varied point of view. I have 
been privileged to look at this program as it operates from all kinds 
of points. I am the parent of a 30-year-old severely disabled son, - 
which got me into working for cerebral palsy. 

I am here representing United Cerebral Palsy Association today as 
chairperson of their governmental activities committee. I have had 
a few other chores. I was chairperson of my State DD council in 
those early years and served on it for 6 years. Now, I am directing a 
university-affiliated program back a t  Ohio University. I wish it were 
in Florida. All winter long I wished i t  were in Florida. 

I have had an opportunity to look at this program and see how 
some of the theoretical parts of it impact when you get down to the 
grassroots and start delivering semce. So, what I have to say m11 
come from that point of view. 

First of all, from the United Cerebral Palsy point of view. I do 
want to thank you very, very much, and we are enthusiastically en- 
dorsing this legislation. Particularly, I am pleased that you took the 
version that voluntary groups were able to forge out with a p a t  
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 tocether 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 good indeed. 

I will limit my remarks here. My statement is concerned with three 
orimary areas. I just want to touch on some personal examples that 
I think may be helpful to you. 1 

Particularly, we would like to concentrate on the definition of the 
developmental disabilities, the planning service relationship which 
still seems to be a little fuzzy and the role of the State DD councils. 

Just in passing, I do want to say that I endorse particularlv-I do 
not know that I can say I am doing this for United Cerebral Palsy- 
the new section I X  you have on the university-affiliated program. 
The setting of standards and setting of the mission and developing 
of criteria for new UAF's to come aboard, I think, is a real step 
forward. 

Just a few other points about the definition now. You have heard 
a lot of pros and cons. I f  I am going to vote, I am voting on the 
side of the majority. I think that is what YOU will find as YOU move 
along with the panel here. However. I had the privilege of chairing 
one of those task forces that evolved the definition that looked very 
much like the one that fmally came out. 

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 else, 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 systems and particularly the service systems that - 

c 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 agencies you 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 
service systems and there are problems out here that unless you have 
something like t h i s a  targeted program and a State DD council- 
it is just not going to come together. 

You do know that UCPA's national board of directors did 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- - - 
j o r i t~  report. 

I would like to also refocus your attention on the part of t$ defi- 
nition that says that you must have substantial func~ional  tation ions 
in three or more of the following areas of major life a~tivlty. This 
is the thing that got picked up in the Senate version mth  only two 
of those areas impacted and it jast decimates the intent of the defi- 
nition. 

A final word about a functional definition versus a categorical 
definition. As I try to teach students, and this is part of my role at 
the university also, 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 bit. 

Mentally retarded, cerebral palsied; I do not care what it is, what 
they want to know is what can that child do and what can he not do 
and what do I have to know in order to be able to manage him? 

Our second maior point concerns the planning and, the service 
relationship problems with the Developmental Disabilities program. 
People never seem to quite accept the fact that this is really plann@g 
legislation and it is service lepislation only insofar as.we ,we a m p  
gaps. No matter how many times you say it, they thlnk if we add 
more people, that is more service and more money. 

I agree it does cost a little more to plan for more groups but not 
a tremendously great amount. So, if you can keep the language so 
that that planning is a flexible planning-as yon suggested they.do 
differ-so that they do have the opportunitv 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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associations and a recent DHEW contract study. I think this will be 
a great improvement on the legislation. 

One of those areas on which we have asked that funding be tar- 
geted I would like to say a little bit about, and that is the indindual 
client management services. I would like to suggest some diffeynt 
language for that. Instead of client management semces, whxh 
sounds a little manipulative, I suggest that you talk about coordl- 
nating services rather than management services. Individual client 
program coordination services wh!ch will do the same thing that you 
have outlined in your definition m your bill, provide access to the J 

consumers, provide follow-on services and provlde coordination, but 
place a responsibility level for that coordination. 

Developmentally disabled individuals with their many service - 
needs have many case managers. So, i t  is not a case management sys- 
tem you are looking for. You are looking for somebody who can pull 
those programs together and be responsible for them. 

One little last remark on that point; namely, something that seems 
to have been dropped out of H.R. 11764. UCPA would like to suggest 
that in section 11 (b) you put a new subsection which in essence would 
provide for an additional service category chosen by the State council 
if the State can document to the Secretary that the four primary 
service priorities have been met. 

This would allow States, who are already doing their thing and 
doing i t  well and have those four areas covered, a flexibility posture 
in order to choose some area that they feel is important. 

Now, last, the role of the State council. Obviously, I have been a 
chairman of a council; they are very dear to my heart. I thuzk they 
do a very good job. I have seen them take a large State like Ohio 
and have some im~ac t  on a verv. verv well entrenched bureaucratic ", 
system. They, can work. 

I agree it is a little bit dependent on personalities and 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 time in order to show 
how to impact on their system. 

Particularly, I would like to compliment you on insisting inpour 
bill that at least one-sixth of that State DD Council membershxp be I 
persons with developmental disabilities or with a milder form of 
developmental disability. I think that it is really 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 
possible for them to do that. 

Now, in closing, I hope you remember that enthusiastic applause 
you received last April, during your keynote speech before UPCA's 
annual conference, when you stated that: 

The bin will need renewal next year by May 15, and I want yon to know that 
our committee 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. 
ITc.2timon.v rrsomes on 1). 206.1 
[Dr. Helsel's prepnred statement folloas:] 
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Mr. mai-, my name is Elsie D. selsel. lm . parent of an voserved 
s..mre1y disabled son, Iclbin, I h a m  been a -1unteer with mite4 Cerebral 
Palsy Associaeions, Tnc. for over twenty-five years a d  am currently chair- 
person of OWA'S ~ o ~ r m n t a l  lictivities committee. r have been a fomer 
chauperson of the Dhio Develo&mental Disabilities Planning munsi1 and sur- 
rently am the direstor of the University Mfiliafed Center for Buman Develop 

My urn, Robin, is a young nan multiply disabled by cerebral pzrlsy, mental 
retardation, and epilepsy. Be is typical of many persona to whom we refer as 
developmentally disabled, and he is the reason that I worked h x d  in 1969 and 
1970 in advocating for the establishment of the Developmental Disabilities Act.  

United Cerebral Palsy &sosiations, Lnc. is pleased enthvriasrically V, 

endorse R.R. 11764, the "Developnental Disabilities k t  Smendments of 1978." 
We are honored that you have proposed legislation based on recornmendations of 
most Of the 0rgMir.fions associared with the mnsartiw Cancerne* With The 
mvelopmatlly ~isabled I C ~ D ) .  mese res-enations grew out of months and 
m t h r  of deliberations in the private rector. rn June. 1977 me national presi- 
dents, exenrtive directors, governmental actiuitie. obeirpersonn, and govern- 
mental activities directors of OCPA, M e  Epilepsy foundation of America, the 
National ilslaciatin f0r~Re-dsd Citizens. and the National Societv for Autistic 
children met ana agreed on a conseptvai fr-wrk for extending the DD legislation. 
=his wan foilwed by a CCDD washington staff issue paper, a follow-up meeting in 
~ e p t m e r ,  1377 of EFA-NIIRC-NSAC-UWA governmental activities volunteer am sraff, 
a finalized staff issue paper on &robe= 2 0 ,  1977, and f i ~ ~ i a e a  proposed language 
for renewal of the DD Act on January 25, 1478. Since then, ten national organi- 
rations which p-ticipatea in the CCDD negotiations have endorsed the proposal 
now LMwn as H.R. 11764. 

This CCDD process demanatrates one of the trae assomplisbnts of the DD 
program - cooperation. By highlighting the c m n  needs of persons with severe 
disabling condieions originating in childhood, the DD pprogrm has encouraqed close 
working relationships behaen oxganizations of con-ws, parents, volunteers, 
professionals, service providers, m a t e s ,  and state goaeinnent affisial.. ~ h c  
DO program Byabolires this new spirit of cooperation. B.R. 11764 ~roposes modifi- 
cations which will make the program mre viable both at state and federal levela. 

other than the definition of developmental disability itself, there is little 
new ucpa can ray. m. maiman, that has-not already been-conveyed to you. mr 
washington office directsr was a primary draftsman of both M e  mtober 20, 1977 
staff ins* papex and January 25.  1978 proposed legislative language whish you 
have already reviewed. IIWA'S testimony will concentrate on three 



as a director of what we m u  refer to an a "university affiliated progra,- 
I mvld like to say that I particularly endorse Section 9 of H.R. 11764 (pages 16- 
21 of the bill1 whish amends ths "AP progrem. Theinc1vsion of a national "a2 
mission statement and the requirement that all urns meet narionally - p-lgated 
SranaardS of excellence will encourage closer aervise-training-research 1inLages 
throvghr the nation. 

THE DEFINITION OF DEVELrnMBTW DISABILITIES 

wr. m a i m ,  -A has actively supported the e-lurion of the ~'dewlapmentd 
disability" concept, which targets attention on those severely disabled persons 

i whose handicapping condition occurs early in life. we have long maintained that 
w i t h o u t  a deliberate and specific se-ise focus, this population goes unsemed. 

The developmentally disabled population ie okacteri=ed by factors of early 
onset or disability, severity, multiplicity of disabling conditions, and neglect. 
Ae a result of the early onset fastor, indi"idva11 thvs disabled have s*st&"ti.1 
difficulty compensating for their dinabilities because they lack prior experiences 
Of norma1 srowth and development. mese persons =-ire a mvltiplisity of compre- 
hensive services requiring individual. family, and professional attention. This 
target population has historically heen neglected by existing generic senrice 
systems - they traditionally reside at heme or in segregated institutions and are 
too difficult to serve in rpesiiic goal-mientea, time-limited programs such as 
vocational Rehabilitation. Because Of the nature of their disability, m y  persons 
Who are developmentally disabled h a w  experienced discrimination whish diminishes 
their w i r y  of life. 

I W A  is proud that M have been in the forefront of ad"0satin. a functional 
orientation to the problem or s-rity of handicap and developmental disabilities. 
In ire 1969 and 1970 Congreaaiona testimony on DD Uma emphasized the funstion& 
similarities between mt.1 retardation, cerebral palsy, and epilepsy. lir the 
first national conference on deveiopmnra disabilities, held in wnnhington, D.C. 
in 1972, UCPA publicly declared the need for a functional definition of develop- 
mental disability. This advocacy position has been repeated at every congreasiond 
heacing at w h i s h  UCP* bas had the occasion fo testify since 1972. 

In its October, 1977 executive ccmmeittee meeting, OmA's  ~ational b r a  of 
Directors endorsed, with one objection, the definition of dwelopntal disability 
developed by mt Associates: 

PO= purposes of the  evel lop mental  isa abilities sat, e develop- 
mental disability is a sewre, chronic disability of a person 
which: 

11 is attributable to a menra or physical iqairment 
or combination of rental and physical impaimenta; 

2 )  is nmifert before age 22:  

31 is likely to continue indefinitely; 



41 resul ts  i n  subs tan t id  f-tional limitations i n  
three or more of the following areas of major l i f e  
aotivity: 

a1 self-care. 

bl receptive and expressive l a p a g e ,  

c1 learning, 

dl mobility. 

e) self-direction. 

f) capaciey for independent living, or 

71 economic self-smffisiensy; and 

5 )  re f lec t s  the need for  a conbination and seqnence of 
special, inrerdissipl iMry or generic care, treatment 
or ofher senrice$ which are 

a1 of l i felong or extended dwafion and 

b) individually Planned and cmrdinaeed 

Thi. definition re f lec t s  the belief that it is the severity of hwairment 

tuar, cognitive and affective impairments. 

very produ~five and th; def&i;ion represents the best thinking of a majority of 
the group. ~t should be pointed out that there war no disaqreement i n  the group 
concarning a f v n s t i o ~ l  definition such as the one voted by the majority of the 
group. =he disagreement was a po l i t i ca l  one b a r d  on what muld be po l i t i ca l ly  
feasible end administratively possible a t  t i l i e  point i n  time. The najori ty Of the 
group f e l t  t h a t  further labeling i s  discriminatory and &es mot focus on the func- 
tional  needs of developmentally disabled i d i v i d u a l s .  

The original  DD r t  remgnized tha t  the pr ior i ty  needs of the target -a- 
t i M  varied significantly zrm, .fa- to state and attempted to give atare. -h 
f l e x i b i l i t y  to address its needs throvgl, a mnbination of service, planning, and 
svstemis advosa"" act ivi t ies .  I" oractice. few state. bAve achieved oro.ress i n  ~ ~~~ . -~. ~~ 

str iking a balance between these various roles, and few skates can d~uraenr  how 
they have impacted s imi f icanf ly  on t h e  semice  system within the state. 



n ~ r m r  ~ewlopmental ~isabiiitias office (DWI contract analysis of fifty- 
four 1978 state DD plans denonstrates that states have been able to access other 
program funds for needed service=. me rate of non-DD fmds generated by m 
dollars f.3110~~: 

 on DD milars liccessed BY OD 

~nsfifutional ~eform $14.60 for every $1 of OD funds spent 

Preventi~n of OD $13.10 for every $1 of M funds spent 

service cmrdination $ 1.50 for every $1 of Ilo funds spent 

mmmnity axemarives $ 1.40 for e- $1 of OD funds spent 

Prmtion of Standards $ 1.20 for every $1 of DD funds spent 

DDO conclndss that in addition to the required State matching for 
FI 1977, over $2 million or 6% mre dollars have been spent on DD. 

me ow study identified n-a gaps in servioes, inaluding individual client 
program cwrdination (case management, follorr-along, and omrdinationl, pre=hool 
and adult education and training, employlent, identification, and residential spr- 
vices. The major prosram gaps identified in the F.Y. 1978 state plans were dein- 
a t i f u k i o n a l i r a t i o n / c ~ i t y  alkamatives, public awareness, adult progr-, in- 
dividual habilitation plan development. and pmviaion and improvement of services. 
~i7.n these gaps. it is interesting to note that over 50% of the states established 
goale for deinstitntionalization. prevention and early intention, quality of 
service, community alternatives, and coordinatian/systems aduosacy. 

X.R. 11754 attenprs Y, sontime state planning efforts while recamizinq that 
the ongoing filling of service gaps is an mtcm of planning, M d  that significant 
impact by the p m g r ~  is most ~ikeiy if servioe activities are focused on a limited 
n h r  of Mtionally-identified priority areas. In this regard, UCPA particularly 
endorses: 

11) Section lllh) 141 11) liiil : bold-harmiesa provision 
to innve zhat no state receive. a lover planning 
allocarion - that awarded +or this fissal year. 

121 section 11 1b1 (21 ICI : targeting the filling of state 
service gaps specifically on "individual ~lient manage- 
ment services," "infant development se-ioes," "alter- 
native cannvnity living arrangement services," and 
-nowocational social-develomental services.- 

UCPA folly rvpporte the definition, conoept and priority given to "individual 
01ient management s-ices;" hovever, in this era of relf-act"alirarian and inde- 
pendent living objectives we prefer to see the &nag-nt idea replaced LT the 
coordination concept. 

IYI individual client program soordination service attenets to a s w a  a com- 
prehensive continuum of services by providing sonsmers With access to existing 
service systpar. me process involves the dual concepts of followalong lproviding 
for a continuing relationship with the client on a lifelong kri* if necessary, 
for the p-re of assuring m e  changing needs are reccgnired and appropriately 



mat) and coordination (praesa by which rerpcmsibility for implenentation of the 
client's individual propan plan ie eatablinhndl. A developmentally disabled 
person has several case managers. What he lacka is somebody to develop a s y r u  
approash to services and assume responsibility for solloving the individval .long, 
advocating where necessary on hisher behalf, for the rest of the consumer's life. 
ar re design a rystm to encourage deinrtirvtio~liratian and prevent unnecessary 
institutionalization. re should look to individual Cllent program coordination .a 
the gatekeeper. 

The D00 study also identified lack of hvlds for prwem expansion lover 50% 
of the states) as a major harrier to a state's ability to have a significant im- 
pact on servicee. For this reason, UCTB strongly endorses the Section 131 increase 
in *ate authorization level*. 

iaatly, there was m e  E[DD recommendation dropped in B.R. 11764 Which UCI)A 
halieves should M restored in order to grant states a little nore flexibility in 
the service area. 0-A suggeaks that Setion lllb) of the bill be amended to in- 
clude a new subretion 181 : 

..proviaes for an additional service sategoq chosen by 
the state council if the state can dooment to the 
Secretary that service priorities in Section lllbl 
121 IC) are fuly met in that state." 

THE ROLE CZ TXE STATE 00 COUNCTL 

mose of us asaosiated with the voluntary m m t  in this nation i i m y  be- 
lieve in the necessity of private citiren advisory panels to nonitor and ini1vence 
the operati- of gwemmen-1 agencies. me principle of open g o v e ~ t  nacensi- 
tates neaningf"1 input by parents and consumern. 

The mechanism or the Developmental Disabilities Planning COCOci1, with the 
rewired representation from state agencies serving the handicapped, voluntary 
qroupr concerned with the handicapped, plus consumers and parents, has had many 

Mnefits. The Council meetings have besom £ o m s  where state agency 
personnel can interact prcdvcrively with staff from other sfare agencies 'r-ing 
the developmentally disabled. Thene public ~ancy~representari"e~.al,o are con- 
Fronfed.*sith representatives of.mluntiuy aq-ies serving the handicapped and 
.A* sons-s themselves. Together these representatives have learned V1 .dare.+ 
problems to coordinare efforts, and to appreciate fhe *st, or lack of i.plact, 
their pmgrams have on persons with disabilities. 

DD mvncil activities have had a therapeutic effect on the relationships 8.cmg 
ttm wluntvy agencies as veil. prior to on, mluntary agencies were frequently 
in sonperition for attention and funds, both at the federal and scats levels. DD 
ha. clarified the advantage to the ~luntary agencies and the client* they serve 
of soordmnatinq efforts, and sometimes even joming forces m order to launch new 
p'oqranr. 

some state M Cowci1a are nmcessf"1 nodelo for effectively inflven~ing the 
allocation of generic resources and changing the behavior of mjor statewide 
delivery systems. a 1  state Councils have the potenrial for encouraging ntate 
agency interaction in order mre fully to inregrate nystem delivery. "-a strongly 
endorser the proposed State Council responsibilities outlined in Section 12 of the 
bill. 



The om study dosvmented that nearly 2/3 of the states ci ted c o o r d h t i o n  of 
services as a b K r i e r  to service proviaion. The DW contract study conslvded 
that "the needed continuous services for persoor with a e u e i a p m e o ~  d i a a b i ~ i t i a s  
ei ther  do n o t  ex i s t  or are inadewace due principally to the lack of interagency 
s-misation." Cver 70% of State muncil  ac t iv i t i es  involved service coordination 
ana improvement or the service system. I t  is inprtult to note that approxi.lare1y 
408 of the fvnds Eor Skate DD smrdination ac t iv i t i es  were provided by other sources 

Tastly. UCPA has undertaken significant infernal changes over the pas t  few 
years predicated vpon a d - t  to ensuring con- involvenenf a t  e ~ r y  level  

i of our  organization. The establishment of a mnsmer Activities Committee staffed 
by disabled pr-ns as a standing caurrmittee of the national hoard of directore 
a t t e s t s  to our conmitment. UCPA is t h r  very pleased fo see Section 12 r e w i r e  
that "at l eas t  onesixth- of the stare DD muncii  membership- .hail M persons with 
developmental d i s a b i l i t i e s  or with. milder £0- of svch disabi l i ty ."  

,. 
CCdiaOSlON 

IV. Chairman, we rrvrr you w i l l  recat1 the enthusiastic app1a-e you received 
l a a t  ~ p r i l ,  dvring y o u  keynote speech before umli's annud conference, when you 
stated mar 

UCPA 0-nds your einoeeity and your keeping of t h i s  pledge. cur nation 's  
ci t izens with d e v e l o w n t a l  d i sab i l i t i es  are deeply indebted to you. Thank p u .  



Mr. ROGERS. Thank you so much. Thank you for being here. That 
is a second call to  the floor for a series of votes. It will take about 20 
minutes, I am afraid. I might say to witnesses who are to come, if 
you could be looking over your statements so that you could have the 
highlights underlined to give us quickly. We want to get to everyone 
this afternoon, but we have a whole page of witnesses still. 

If  you can do that for us, i t  will be helpful. The committee will 
stand in recess for 20 minu&. 

[Brief recess.] I 
Mr. CAKTW [presiding]. The subcommittee will come to order. 
Ms. Akerley. - 

0 

STATEMENT OF MARY S. AKERLEY 

Ms. AKERLEY. Mr. Carter, I am Very happy to be here. My name is 
Mary Akerley. I live in Maryland. I am a mother of a 12-year old 
who has autism. So, I have the perspective of a consumer in speaking 
on developmental disabilities. 

I n  addition, for the last 2 years, I have been a member of the 
Maryland State Council on Developmental Disabilities, not as a con- 
sumer but as provider. I am the assistant executive director of a pn-  
vate, nonprofit agency serving handicapped people. We serve over 
300 people, all with varying kinds of disabilities. 

So, when I hear that we must be very precise in the definition. and 
spell out exactly who is included and who is not, I am not entlrely 
sympathetic with that. I think we have a very good service program 
where we are able to integrate people with various kinds of disabili- 
ties according to service needs and I know that works. 

I am also an active member of the Consortium Concerned with the 
Developmentally Disabled. Obviously, I am very happy to enthu- 
siastically support your bill, to support it as an individual and as a 
spokesperson for the National Society for Autisic Children. I, too, 
will condense my remarks and I will from time to time respond to 
some of the things that have been said earlier, particularly remarks 
that were made this morning. I I believe I share the Chair's im~atience with the administration 
and their desire to defer any kind df 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 changes in it. I t  is not a perfect program. 
We who have been working with it as providers and as consumers at 
State and national levels have been able to pinpoint what some of the 
problems are. We have been able to devise renewal legislation that 
addresses these problems. 

Then, to hear the administration say, "We need to know what must 
be done," and that is a direct quote, I wrote it down when the Com- 
missioner said it, and in the next breath say that, "The service needs 
are similar" makes one wonder what one is really hearing. 

Obviously, not

hi

ng in this bill is going to hurt anyone. So, why do 
we need to be so fearful of tightening up the program and making 

'some substantive changes ? 



We were also asked this morning to address ourselves to S. 2600 
and I will be happy to do that. 

I t  is a beautiful hill. It looks like a Christmas tree. However, I 
am afraid there will not be enough power in the house to light all the 
lights on the tree. The levels of funding called for in the bill are 
exciting; the services called for are exciting. One needs only to look 
at the history of funding of the DD program to know that inspite 
of all that excitement, nothing is going to happen. 

F There is no way that once beyond your control or the subcommit- 
tee's control that you can assure that level of funding. I do not think 
a bill that calls for a vastly extended population and this whole 
smorgasbord of services is the way to meet the needs of our people. 

% Our people are the hardest to serve and the most expensive to 
serve. 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 the fourth is the issue of targeting. 

Relative to the definition, you may haw picked up that the Autistic 
Society is supporting the majority report. They have formally eu- 
dorsed that. 

Mr. Chairman, I was here 3 years ago. Then I was the future presi- 
dent of the Autistic Society. You chalred the hearing. We were talk- 
ing about the same issues. I think it was the same room. The only 
difference was at that time autism was not included. 

My memory is not so short that I cannot remember what it was like 
to be excluded from a system that could have helped my child and 
other children l i e  him. I could not in conscience sit 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 this definition made exactly the same point. 

You were kind enough 3 years ago to compliment me about my 
testimony. I think you probably remembered some of the points I 
made because I am told that you r e f e d  to them in the markup 
session. I asked then, and I am going to ask it again, how we can 
decide to serve a child with a certain set of needs because he has 
brain damage and turn our backs on his peer with the same needs 
because that child has spinal damage. 

Those kinds of decisions are 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, I would suggest to the sub- 
committee that they support the majority definition. 

I know the minority report says the listing of disabilities is simply 
to five examples. They are touchstones for us. They said that in 1970, 
and my kid did not get served until 1976. So, I 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. I think 
that is a real danger with the minority report. Philosophically, they 
are certainly very, very similar. 



I was sensitive to the comments of the people who spoke on the 
minority report and I would just l i e  to say that, if the State of 
Wisconsin has to review all its laws, that is too bad. All the people 
with spina bifida and osteogenesis imperfecta will be affected. And 
Wisconsin can review its law with a computer. 

Relative to the composition of the councils, we are certainly very 
pleased to see the evolution of our thinking as is reflected in this 
legislation. One point that has not been addressed today that I feel 
is very important is the composition of the national council. 

The bill, of course, recommends an expansion of the ex officio I 

members. We think this is important. I 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 1 
all the handica~~ed.  We will have those weo~le workine with us in - A - 
redesigning the;Fprograms. 

We would like to call the subcom&ttee9s attention to a technical 
omission in the bill and it is the Consortium's fault. I will say that 
in wublic and for the record. The arovision that the secondan con- 
s&ers on the State councils, that cs 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 i t  shouId have been. 

Now that was left out of the consortium draft. I looked back over 
it and saw it, and we apologize. We ask that you restore the language 
that you have for the national council to the section on State councils. 

I would like to say a word about the P and A systems. We are cer- 
tainly not looking to 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 nonnal 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 wonulation. so that thev need a strons svstem to a "  
look after their rig&.. 

P and A systems could be that if they had adequate funding. Yet, 
no one has mentioned it, so I will take the liberty of doing so, that 
the HEW guidelines for these systems create a potential <'catch 22" 
in that they require the P and A systems to seek out their own sources 
of additional continuing funding. I do not know any P and A system 
that is overstaffed. I do not know anyone that has a fundraiser on its 
staff. 

What this means is that the director of the system, who hopefully 
was selected because he or she was a good advocate, is going to divert 
some of the advocacy time to fundraising. I th~nk  that is harmful. 
I hope we are not back here 3 years from now to hear the P and A 
systems criticized because they did not do enough advocacy. 

So, I think i t  is awfully important that the fun
di

ng at the Fed- 
eral level be raised. Certainly, the levels in this till are an absolute 
minimum. 

Finally, I want to talk about targeting because I know that has 
become rather controversial. We know some people feel the recom- 
mendations of targeting by age and service cafegories are very limit- 
ins and that it is takins away from the State's r~ghts. I do not feel - % 

thzt ththtlt is quite true. 



First of all, 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 goals. 

Right now, the State can pick any kind of emphasis, pick from a 
menu of 16 services and pick the one it wants. We think the targeting 
will take care of that. 

We also would like to point out that the areas for targeting are 
very broad. They still give the States a lot of flexibility and they do 

s 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 96142  because delib- 

i erately this bill says, "No, we are going to help the people who are 
not covered now by existing systems for the handicapped." 

In  summa,ry! 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 apprec~ate your 
sensitivity and responsiveness to their needs. 

Thank you for sponsoring H.R. 11764 and for giving us this oppor- 
tunity to speak on it. 

[Ms. Akerley's prepared statement follows :] 
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169 Tarnpa Avenue, Albany. New York 12208 5181489.7375 

STAT= ON H.R. 117611 

April 4. 1978 

Ilr. mfWl snd neober. of me subcomlttee: 

1 aa I1W Akerlay. a past Resident of the National Sofiety for 
Autistic Children aed the -her of a twelve--ld son with %"ti-. FO= 
the lsst two J-. I hare bean a vide= mber Of the Maryland Develop 
n e n w  Di=Mlltier Cauneil (I an h u n t  Executive Dir~ctm of a m- 
*tee non-pmfit s e n i c e  agency f m  the  hamioapped); so I have the  ad-"- 
tags of 8-e- perspectives m M. 

I am also  anac t ive  .ember of the  Consorti* Concerned with the Develop 
n a n w l y  Disabled, representing BAC 02 Wt M y .  Obuioualy I a. an Mi- 
vldYal, eed a s  ffiACVs spokesperson, enthusias t iu l ly  support H.R. 11764 and 
a p p m l a t e  t h i s  o ~ t u n i t y  t o  advise the Subcommittee of our vlsxs on DD 
renewal. 

A t  its mcsnt winter meeting, the  B e r n  or Directors of the Nati-1 
Sooiety redly endorsed D t h  t h e  CCDD renewal p;oposal and the A b t  aajor i ty  
zeport on the definition of developneotal disability.  Our position hao a lmys  
bean that  a non-eategorioal definition which retained the concepts of early 
onset and chronicity, am3 not only retained but emphasined the concept oT 
aevarity. would be mo+ise as well as inore equitable than the  present 
definition. K r .  Chai-, some t h e  ye- ago I appeared befam t h i s  S u b  
committee, representingthe same organiganiation, to  tes t i fy  on the same s u b  
jeet. The big difference between today and that ea r l i e r  hearing is that.  
h c k t h e n ,  autism was not off ic ia l ly  recopized as an e l i d m e  disabi l i ty .  
My lnenory is not 80 short  t ha t  I have foreotten what it was l i ke  to be ex- 
cluded h a  a syeten Mat =odd help m ~ -  child and others l i ke  him. 

Clrrr ly .  you r r A  o;-?= -.r,C-m, 70: n t l i  u: t ? i r  L.bFclx?t.ec, tiii 
'h" c n t l 2  Colqr:., irn. ;e..:t:rr ' 3  tr:: in~.sticc bnsrr. *$:Ic you 
.s:=atw trr inrirslon oC l u . h . ? .  yo< * ? n i  r-yonl :))at ro rr,,::r in ir. 
w t i r l  LIL!Y nr 15. a*flniri,n. i ri.. a ne1h.r of tho l ~ r ;  FLX. thrr - 



l i t e r a l l y  - agonised over the formulation of s definition that would insure 
fairness t o  a very specific ppulatimni those whose development *as 80 in- 
p i r e d  by internal factors that they xovld require multiple services thmugh- 
out the i r  lifetimes. It is t o  the credit  of the Task Force that ,  despite 
almost M r e p s e ~ t a t i m  for'oonditions not inoluded i n  the present defini- 
tion,(of the forty-seven members, only fovr could b. viewed as r e p e n t i n g  
the  'outs.), the majajorlty w e r e  able to ipm pamehial concern and - o w a d  
ro-ing tha t  @t t o t  the essence of who it is we are trying to help. 

With a l l  due r e a p &  to you. Ilr. Chaiman. I do net believe the Abt 
Task F0res.s resomendation is a "relatively significant expansion. of the 
p a e n t  definition. a t  l e a s t  as regards to =-bars. Aather, by clarifying 
the issue of severity, the Task F m e  offset any increases doe t o  the m n o d  
of cateportcal l i d t a t i a n . .  A t  present, because the crvtoh of diagnostic 
~a t ego r i e s  is available. the level  of severity is not universally considered 
i n  implementation s t r a t e ee s .  In other words. DD is presently regarded as 
for  those who have retadation,  cerebral p116y. e p l l ~ p ~ y  or autism. 
whish MS not the o r i g l u a l  intent  any more tMn it is the present intent. 

The functional approach taken by the TKkForce dws,  of come ,  relieve 
us of the h o m r  of haviw to -a -bit- dist inctions batween etiologies. 
In  t h r t ,  it i "a la t ivoly  sispifi-t e-ion.. Mr. Chalma; you are 
fiat. A u  f o r  tha t  very -a. it is the definition Co-ss should adopt. 

The changes rec-ended in the coapasition of the Councils - National 
and State - d e -  the DD focus on multiple services and on consmer 
involvement. Both re f lec t  a velcon~volvtion i n  the t h i f i n g  of those who 
lmke deciaims affecting the haniicapped. The specific inclusion on the 
National Council of federal administrators beyond HEY p o g n a s  i l lus t ra tes  
the effect geetion 9 k  Ma had, and should fac i l i ta te  rapid elimination of 
barriers  t o  the  use of generic service pmgiams by not jjvat the d s ~ e l o p r e n t a l l ~  
disabled but by a l l  handicapped citizens. 

The refinement of the definition of m i c a p p e d  consumer members of 
Councils is of f ic ia l  recognition that a disabil i ty i n  and of i t se l f  does 
not p o l u d e  a person's assmption of social responsibility, for  hinself 
and for  h is  p e n .  It is an  acknowledgement that ,  whenever possible. dis-  
abled perseas are the i r  own best advocates; while simultaneously insvring an 
equal voice f o r  those often bwssed ,  and giving that voice t o  those most 
qualified t o  speak i n  it. 

We do need here t o  c a l l  the Subcommittee's at tention t o  a technicsl 
onission in  the section on State Councils. The secondary consumers on those 
Council8 ahovld inolude a t  leas t  one re~resentat ive of the institutionalized 

Not only are the i r  s e n i c e  needs and service delivery mechanisms 
somewhat different f m n  those of disabled persons i n  the eomunity, they are 
the disabled most vulnerable t o  abuse and t o  abridgement of the i r  legal  and 
h m n  rights. Mereever, such representation is consistent with the mandate 
for  deinst i tut ionalizat im md inst i tut ional  reform. Therefore, the National 
council requirement that, of the consumer representatives f a r  the mentally 
impaired, a t  least one k+ the immediate relat ive or g u d i a n  of an iintitu 
tiorsl ieed p m n  should be added t o  the relevant section on State Councils. 



In reviewing the drs f t  the Consortiua snwitted t o  the Subeooatttao. 
we did note that the omission- s; #e apologize fo r  that, aad ask that  
M e  w a d % .  .at l e a s t  one of whom is the inmediate nt lat ive or m a n  of ' 
an institutionalized person with a developmental disability," be added to 
Section 13'2 (a of the M11 me the r& "rentally i m p -  demlopntal 
d i s a m i t i e s "  lpage 28, l i n e  14). 

Vhne no p-tic changes are for the Rotest ion am M- 
v o m y  system. we do uieh to emphasize the i r  lmprbnce  i~ the lives of de- 
velopnentally disabled persons. There are legal am ethical  issues concerning 

P the rlghte of the developmentally disabled and the i r  hmi l i e s  which are by 
no means 01-cut, and vhioh are very dif'ferent f m n  those affecting " n o w "  
people. particularly when one i a  conimntea with cognitive and jcdgeaental 
inp imenta .  Clearly, public advocates with both a Lnaledge of law and a 
sensit ivi ty to the effects of d isabi l i ty  a r e  needed ta protect this popula- 

c t ion am inswe t he i r  q u i t a b l e  treatment. 

We therefom urge the S u k o d t t e e  t o  retain the increased =&&a- 
t ion levels  f o r  P & A system i n  H.R. 11764. The P k A pro- is, as you 
know, only just getting d e n n y .  mese system have been operating only 
s ix  months; most aue already concerned mith fit- funding. Uaiort-tely. 
the HE2 Guidelines created a potential "Catch 22" for  the P k A ap t ens  by 
requiring then to seek out somes of continuing support. No P k A axsten 
is overstaffed; none.to my knowledp, inclulea a fundraiser. Hence. the 
Director, rho was - hopsmly  - selected for  h is  o r  her advacacy skills. 
is going t o  have t o  devote some t h e  t o  raising money, t ine  that  therefme 
cannot be spent on advocacy. I hope that ,  three years fmn now, us w i l l  not 
be hearing the P k A system cri t icized becave they didnet  do enoua adva- 
-y. The rea l i s t ic  authorirations of H.R. 1176b ( i f  realized) x i l l  a l e -  
via te  that a i l e m  considerably. 

Finally. NSAC wishes t o  address the issve of "targeting." We sre aware 
tha t  there is some feeling that  specifying certain age pupa as having 
priori ty and l i n i t i ng  the allowable services t o  the four mentioned in  H.R. 
11764 i a  too restr ict ive,  that it takes away from the f lex ib i l i ty  the etates 
presently enjoy unaer DD. However, we a r e  also aware that  there i a  even 
stmngsr feeling - some of it ii off ic ia l  c i rc les  - that  the pro- has 
never been properly evaluated, 8nd pmbatAy cannot be as it is presently 
designed. 

Tare&% by age and service w i l l  give the DD pm-n needed focus and. 
by virtue of tha t  f-, a wsis f o r  evaluation. A t  present, s tates my  
choose one o r  several areas of emphasis f m a  a menu of sixteen services 
without any reference to national goals or priori t ies.  Cansequently. the 
kind of corn-tive data (both intra- a d  interstate)  needed f o r  evaluation 
is virtually unobtainable. Stating Mtional objectives and tying 1-1 
efforts to them w i l l  e v e  the entire p m p n  a cohesiveness that  is prcaently 
1aoking. This w i l l  be achieved without any rea l  103s of local options bs- 
cause the four ~ r i o r i t y  oategories are bmad enough t o  pernit a vide range 
of SBN~CBS.  no matter which ma is selected. And. despite our emphasis on 



semieee.  we do support the provision which permits . > U t e  to  continue 
i t s  planning efforts a t  the present l eve l .  

In sunupary. I4r .  Chairman, the 11atiom.l Society Tc : Autistic Children 
is vely appreciative of your interest i n  and support for th i s  pro-. which 
M s  meant so much t o  our sons and daughters. We apprwiate your sensit ivity 
and responsiveness to their needs. Thank you for e m - ~ d n g  H.R. 11764 end 
for giving ua th i s  oppartdty  t o  speak on it. 
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Mr. ROGERB. Thank you, Ms. Akerley. We are pleased to have you 
with us. 

Mr. Flannery. 

STATE?dEHT OF LEO 

Mr. FLANNERY. Mr. Chairman and members of the committee, my 
name is Leo Flannery. I am from Florida. I am pleased .to be speak- 
ing today on behalf of the Epilepsy Foundation of Amenca. 

I It is the foundation's position that the developmental disabqities 
program is the most effective instrument for promoting the dehvery 
of comprehensive services that has appeared to date for people wlth 
epilepsy. 

i 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 stron ly supports H.R. 11764. 
It is the foundation's position that many o f the changes in the re- 
newal legislation will bring about substantial progress in the planning 
and provision of services to the developmentally disabled. 

Mr. Chairman, I know first hand what epilepsy means. Four of my 
five children have m;goclonic seizures, a very serious and, in our case, 
degenerative form of epilepsy. My wife and I have devoted the past 
decade in trying to bring our ch'ildrens' seizures under control. 

As you may recall, Mr. Chairman, your office arranged for neuro- 
logical evaluations of four of my children at the National Institutes 
of Health. 

At that time, the medical community did not feel that there was 
too much that could be done. I also know first hand what the De- 
velopmental Disabilities Act has meant to persons with epilepsy. I 
was a charter member of the Florida Developmental Disabilities 
Council as well as the first president of the Florida Epilepsy Founda- 
tion. I have seen the developmental disabilities program in action, 
and I know what it has meant for people with epilepsy in Florida. 

Before epilepsy was included in the Developmental Disabilities 
Act,.people with seizure disorders were a neglected population in 
Florida, as they were in 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 officials. A statewide conference on epilepsy was 
conducted, funded with DD dollars, which pointed out some of the 
really glaring deficiencies and oversights in the State's human serv- 
ices program as they related to persons with epilepsy. 

As a result of this conference, the secretary of the department of 
health and rehabilitative services in Florida authorized a task force 
composed of public and private agencies, as well as consumers, to 
prepare a 5-year action plan for epilej~sy in the State. 

The plan was subsequently developed, and many of its recommenda- 
tions have been implemented. I 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 
obtained, beginning with the ymr following the completion of the 
plan. 
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Tmiming programs were implemented immediately for vocational 
rehabilitation counselers, thus creating specialists in epilepsy rehabili- 
tation in each region of the State. 

Guidelines for teacher training in epilepsy were created and proc- 
essed through the State department of education into all standard 
teacher training curricula in 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 Beyh, 
which not only serves Palm Beach but some of the outlying wunties. 

I wuld continue, but the bottom line was that the problems of 
people with epilepsy were given special focus and attention for the 
first time. 1 

Mr. Chairman? my point here is simple. By naming epilepsy as a 
developmental disability, focus was at  last given to a population 
whose needs had been long overlooked. And I feel sure that you will 
appreciate that it is because of the progr;ess that has been made, 
largely as a result of the Developmental isah~lities Act, in identi- 
fyimg the needs and providing for the services necessary to the person 
with epilepsy, that we are most anxious to see this disavility continue 
to be identified in the renewal legislation. 

I feel that our experience in Florida and similar experiences across 
the country suggest several points: 

First, if the Congress decides that the act should he expanded and 
strengthened, then the additional populations to he served should be 
identified so that they may receive specific attention, as epilepsy did 
in Florida. 

Second, if this is done, Congress should authorize and subsequently 
work to assure that appropriations are actually made and that they 
are d c i e n t  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- 
mously endorsed the minority report of the National Task Force on 3 

the Definition of Developmental 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-enwm- 
passing phrase <'mental or physical impairment." 

They urged rather that the existing categorical disabilities named 
in the act be retained, with a strong emphasis that 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 this legislation in the past. 

To summarize, the Developmental Disabilities Act has wrought 
significant benefits for a long neglected and underserved population. 



\ It has also created a climate in which their needs are finally being 
.recognized by State planning bodies. 
b e  Epilepsy Foundation of America is pleased with the progress 
made to date and believes that, with the modifications proposed in 
H.R. 11764, this progress can be significantly accelerated. 

I thank you, Mr. Chairman. 
Mr. Room. Thank you, Mr. Flamery, for being here. I am glad 

to hear that your children are doing much better. 
Mr. FLANNERY. Thank you. 

f Mr. RWERS. I think you have given us very clearly the points you 
want the committee to have. We will go over them carehlly. As we 
draft, if we have questions we may come back to you for your advice. . Thank you for your presence here. I t  has been most helpful to the 
committee. 

Mr. SXITH. Thank you, Mr. Chairman. 
Mr. Rmm. NOW, we have a panel representing the University- 

A5liated Facilities. Dr. Phyllis Magrab, president of the American 
Association of University A5liated 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 A5liated Pro- 
grams for the Developmentally Disabled; Dr. Hugo W. Moser, direc- 
tor of the John F. Kennedy Institute, Johns Hopkins 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 welcome all of you here. Each of your statements will be made 
a part of the record in full. I f  you could highlight the points that 
have not been covered or have not been made it would be helpful to 
the committee. We still have another panel to go. 

You may proceed. 

STATEXENT OF PEYLJXS MAGRAB, Ph. D., PRESIDENT, AAUAP; 
H U M  W. XOSER, id.D,, DIRECTOR, UAP, JOHNS HOPKIlVS VNI- 
VERSITY, JOHN I?, KENNEDY INSTITUTE; JOAN S. BERGMAN, 
Ph. D., DIBECTOR, D m 0  PROJECT, CENTER FOR DEVELOP- 
KENT& LEARNING DISORDERS (UAP), UXIVFXLSITY OF 
ALABAMA; RICHAED SCEIEFELBUSCH, Ph. D., DIRECTOR, 
BUREAU OF CHILD RFSEARCH, UNIVERSITY OF KAMSAS; AND 
SHELDON P. TODD, JR., EXECUTIVE DIRECTOR, ALL ON BEHALF 
OF AMERICAN ASSOCIATION OF UNIVERSITY a F n I A T E D  PRO- 
GRAMS FOR THE DEVELOPMENTALLY DISABLED 

Dr. MAGRAB. I t  is out of my professional commitment to the de- 
velopmentally disabled that I 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 is in this depth of philosophical awareness that we all 
are here today to speak out on the proposed legislation. 



My fellow panelists and I are here representing our association 
which strongly endorses your bill and we are delighted to see it come 
forward. In particular, we would l i e  to discuss the university &l- 
iated program portion of that bill to which others already have 
alluded. 

The university a5liated program make available practitioners 
who can provide diverse and complex services to the developmentally 
disabled. We have as our major mission the setting of standards of 
service for this population through exemplary training of profes- 
sional workers. 4 

There are basically four functions that the university a5liated 
program provides: first of all, training; second exemplary clinical 
services in support of that training; third, clinical research, and a 
fourth technical consultation in assisting service agencies and con- 
sumer groups. 

Because no single professional has all the skills to solve the mul- 
tiple problems of the mentally retarded or developmentally disabled, 
it was the wisdom of the Congress to create interdisciplinary training 
programs that incorporate the functional areas of health, education 
and social services. Within the university affiliated programs over 50 
different discipliies actively participate and most programs have at  
least a core group of 10 disciplines represented. 

The university affiliated program is a national network. This is an 
important point because by providing leadership trainimg 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 aililiated program over the last 14 years has 
worked toward developing an outstanding manpower base and service 
delivery program. I t  continues to be our joint obligation to maintain 
these programs in sufficient quality to meet the national needs of the 
group that we serve and to continue to maintain standards of excel- 
lence through new knowledge and professional training, 

I was going to share with you a case example, which I will not 
take the time to do now because I think the consumer p u p s  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 services of the developmentally disabled individual and his family. 

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 interdisciplinarg theory and research. 

This is a very broad arena. In  this broad arena the multiple dis- 
ciplines must be integrated in their learning; otherwise, the learning 
becomes fragmentary, isolated and this leads to fragmentary services. 

During the last year at Georgetown University UAP, which is a 
modest size program, not one of the larger programs, we involved 
over 1,400 students in our training activity with in-depth training 
for 200 persons. In  relation to this training activity we served over 
1,500 patients. This was in support of the training endeavor. 



Besides the training that occurred within our center there was a 
strong outreach into the community and this is true across al! of the 
centers in our national network. We have worked with judicial sys- 
tems in training court workers in handling the developmentally 
disabled; we have worked with Head Start and day care teachers m 
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 is this kind of outreach effort that enhances the services that can 

t be provided to this population. 
I now would like to defer to my colleagues who will s eak in i. particular to the service areas, the outreach areas and the ind of 

training that is accomplished through our networking process. 
Mr. ROGERS. Thank you, Doctor. 

STATEMENT OF HUGO W. MOSEB, M.D. 

Dr. MOGER. I am Dr. Hugo Moser. I am director of the John F. 
Kennedy Institute for Handicapped Children, which is adjacent to 
and affiliated with Johns Hopkins Medical Institution. The institute 
has a 40-bed inpatient unit which serves children with a great variety 
of developmental disab'ilities, including mental retardation, cerebral 
palsy, children in 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 also 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 serve about 4,400 outpatients a year. So what is so special 
and important about all this? One, the numbers. We do serve in a 
comprehensive way a large number of children and their families. 

Second, we are a part of a large university and teaching hospital, 
and I 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 sciences in an equal way, areas which are not 
represented as strongly in the traditional hospital. 

We have made, I believe, 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. ROGERS. 80 percent, you say? 
Dr. MOSER. 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 
pediatrics work on a halftime bas~s, each at Forest Haven, which is 
the institution for the retarded which serves the District of Columbia. 

We have a strong working relationship with Rosewood Training 
Center near Baltimore. In  the latter program we are responsible, 
together with the State agency, for training direct care personnel 
toward more effective programs for their clients. In my writeup I 
gave two examples which I will only highli ht in the briefest way. 

One of the examples refers to an 18-year-o "; d woman who had, be- 
cause of outstan

di

ngly difficult behavior, been admitted to Rosewood 
Training Center and under ordinary circumstances, I believe, would 
have been destined to remain there for the rest of her life. 

Together with the Rosewood Trainiig Center program, we have 
designed a model program, where the young lady spends her days 
at Kennedy Institute and the evenings and weekends at Rosewood. 
Her progress has encouraged us to believe that she will be able to 
return to the community. 

This kind 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 I think is par- 
ticularly important for the developmental disability legislation. This 
was a program sponsored by the region 3 Developmental Disabilities 
OEce, and coordinated by the neurology staff of Kennedy Institute. 
In this program Kennedy Institute worked with the U U ' s  in the 
other five States in region 3 to develop a program in which each of 
the clients of residential institutions for 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 gains in tenns of mortality from seizures, 
the disability caused by seizures, apd the vocational and social gains 
made by the individuals. I t  is our impression that it would not have 
been possible to 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  requires the participation of neurologists, 
nfirses, biochemists to measure blood levels of the anticonwlsant 
&gents, teachers, psychologists, rehabilitation people, and direct-care 
staffs. I believe that 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. 

Dr. Bergman. 

STATEMENT OF JOAN S. BERGKAN, Ph. D. 

Dr. BERGMAN. I am Joan Bergman, director of the DESEMO proj- 
ect at the Center for Developmental and Learning Disorders, the 
University Affiliated Program at the University of Alabama in Bir- 
mingham. 
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Our UAP is also involved in the service and trainmg that my 
colleagues are speaking of; but it is a provision of technical assist- 
ance by a UAP and by, in this case, a special 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. DESEMO happens to be a product of a very successful 
linkage of a State mental health department, a UAP, and community 
programs, and is funded by developmental disabilities money. I t  was 
first established in order to demonstrate that an interdisciplinary 

a 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 
able to communicate either verbally or nonverbally. 

In 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 these lived 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 problems and one is deaf. One was tube fed and had no response 
to any stimulation. One young man has such severe physical de- 
formities 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 behaviors exhibited by one is to make rhythmical movements, 40 
make low-pitched sounds, and to bite at anything that comes into his 
reach. 

Several have spent their lives in cribs or crib-like wheeled objects. 
Unfortunately, these 20 are representative of individuals who are 

found on back wards of institutions and for whom the care routinely 
given recognizes in them no human potential. There is little positive 
that could be said reeardine the aualitv of life for either these indi- 

c - 
viduals or their pare&. 

The 20 were deliberately chosen with a wide range of individual 
differences. Although we have provided services to this group, our - resources have not allowed us to provide all of the services these 
individuals need. In  suite of this. our results are imaressive and in 
some ways shocking. 

A 

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 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 locked 
into a total 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 teenagers are certainly in the high trainable range and at  least 
one of them is probably educable. 

I t  is exciting to see a young person, until recently spending most 
of his time 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 communicating 
and, recently, cheering on the basketball team of the University of 
Alabama as he attended a game. f 

What was our purpose in working with these 20 individuals? It 
really was not 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 of profound mental retardation and noncommunicative ability. * 
We do not know exactly how many people we are talkin about but 

other people besides these who are so severely involved. 
%e it is a large number and, of course, the methods used can used for 

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 
service programs, in public school programs, and in cerebral palsy 
centers. 

Requests for our techniques have been received from many States 
and from some foreign countries. 

I would l i e  to very briefly give you a few specific examples of 
our work. One is that we have uncovered a very serious question. We 
have done blood chemical analyses of approximately 700 institution- 
alized individuals and the question is: Is the high beta carotene level 
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 individuals? 

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 a 

function testing of all of the individuals at Partlow State School 
who are considered to he profoundly retarded. This resulted in the 
first vision function data on this population. 9 

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. Individuals in 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 a year. 

This leads to the problem that is mentioned before and that is that 
the devices for expression are not generally available within 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 telephone pioneers 
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of the South Central Bell System are working with us at no cost to 
us now, and we expect to have something that will be easily replicable 
available very soon. 

Simple positioning has been a major problem and, again, the costs 
range upward from $1,000 and those available have not been very 
effective. We have now developed a process that will soon be available 
and the cost will be approximately $50 per person. Our process pro- 
vides individualized chair insert for an individual. 

These are some of the things we have done and are involved iu.,In 
C general, at our UAP and with our project, we are effectively carrylng 

out the concept of technical assistance as our project members work 
with people in the field, move in and out of the field as needed, but 

s do not assume the responsibility for the service provision totally 
ourselves. 

I n  summary, i t  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 accessible and efficient. This is the obvious link bbtween 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. UAP's across the Nation are in optimal positions 
to provide this technical assistance. 

I would l i e  to remind the committee that the concept of special 
project funding is sound and I believe it should continue. DESEMO, 
although hosted by an UAP, requires special project funds. 

Thank you, Mr. Chairman. 
Mr. ROCERR. Thank you very much. 
Mr. Schiefelbusch. 

STATEMENT OF RICHARD SCHIEFELBUSCH, Ph. D. 

Dr. SCHIEFELBUSCH. The particular part of our testimony that I 
would like to develop relates to what we call applied research. That 
is a term that wuld be placed in a number of other categori?~ of 
terminology. Notice that my colleague just simply referred to it 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 in some particular area of work and because of 
our clinical interest and applications would bring it into 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 is this development of new feasibility that interests me the 
most. I 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 



play, how to go to the bathroom and how to fwd themselves. At 
times it was almost necessary for us as researchers to take bets with 
the care personnel of the hospital that it could be done. 

I think that history is now almost lost and forgotten, although it 
was slightly less than 20 years ago that it was demonstrated that you 
could teach children at the low end of the functioning ladder to do 
many things that qualified them for different kinds of living and 
different kinds of environments. 

This research I now refer to as a breakthrough in feasibility. I t  is q 
possible now to contemplate deinstitutionaliiation and mainstreamin 
and normalization because there has been a large number of intereste 8 
people who call themselves researchers in one way or another who got 
Interested in the problems of doing research for the children. . 

Now, it has not previously been in our legislation for the develop- 
mental disabilities that we specifically identified rasearch as such. I 
think it is clear to us all that we are concerned at the beginnin of the 
developmental disabilities legislation that we train people to f o 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 people. It is, of course, not accidental that 
a large number of research activities and programs have been car- 
ried on but I t h i i  we have reached the point now, Mr. Chairman, 
where we should realize that research for children, if mixed with the 
other important objectives that we have described, can improve the 
feasibility of what we are trying to do and literally bring the fruits 
of our efforts to more ch?ldren that have previously been denied 
these service opportunities. 

It will also allow us to reach improved patterns of normalization 
and community living. 

It is, 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. I t  is good to say that they should live in the 
mainstream of life but it is not good for a child to live a life in a 
mainstream that he cannot participate in. We still have far to go in 
designing programs for training and activities for the children that - 
will allow them to become more able and more capable. That is still 
in part a job for the applied researcher. 

Mr. ROGERS. Thank you very much. 
Mr. Todd. 

STATEMENT OF SHELDON P. TODD, JR. 

Mr. TODD. This is really a very important program, the UAF pro- 
=am. and I am honored to be here and I am honored to be associated - 
with my colleagues. 

Mr. ROGERS. I think the committee agrees with you. I t  is in the 
hill 

Mr. TODD. We are delighted it is in the bill. The specific features 
that are in the bill reflect very much our thinking. We have had an 
expert task force working a year and one half and every director of 
the program has gone over the recommendations we have developed. 



Mr. Roam. Are there any changes in the bi you think are nec- 
essary? Should we write in standards for universities? 

Mr. TODD. Yes, we are very much in favor of standards for all the 
pro ams. 

r ROGERS. IS there anything else? 8 
Mr. TODD. We would recommend that the administrative grant be 

designated as a core grant and a minimum funding level of $250 
m o u  per grant-- 

Mr. R m m .  How much, $250,000? 
I. Mr. TODD. $250,00O,yes, thank you. 

Mr. ROQERE. YOU frightened me for a minute. 
Mr. TODD. That is the recommendation. . Mr. Roam. A core grant to each? - 
Mr. TODD. Yes. 
Mr. R a m .  HOW is it currentlv done? 
Mr. TODD. The mean core grant is $29,000 but there is a wide dis- 

tribution. The overall program is $68 million and the core grant is 
basically fund administration and could relate to do that. 

Mr. RWERS. Are there any other changes? 
Mr. TODD. No. 

- 

Mr. RWERS. I t  is my understanding that rresearch was going on all - - - 

of the time. 
Mr. Scmwmausca. I did not mean that it was not. I meant it had 

been identified as a specific. You see, it is identified in this legislation 
in section 121, item 4. It is specifically 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 
Dromam. 

g r .  Rooms. I agree. 
Mr. TODD. Mr. Chairman, we are concerned in particular with 

applying research findings to the actual delivery of services and it is 
applied research on service delivery. 

Mr. RWERS. I understand. Thank you for being here. Your pre- 
sentation and your testimony has been most helpful. 

[Testimony resumes on p. 260.1 
- 

[Dr. Magarb's, Dr. Moser's, Dr. Bergman's, Dr. Schiefelbusch's, and 
Mr. Todd's prepared statement follow :] 
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I. TESTIMONY OF PHYLLIS MRGRRB, Ph.D. 

My name is Phyllis R. Magrab. I am Director of the 

Georgetown University Child Development Center, Associate 

Professor of Pediatrics, and Chief Pediatric Psychologist at 

Georgetown University Medical Center. I am currently the 

President of the American Association of University Affiliated 

Programs for the Developmentally Disabled. 

I, and my fellow panelists are here to speak on the 

University Affiliated Program (UAP) portion of H.R.11764. 

I know that this Committee recognizes: 

persons with developmental disabilities have unique 

needs 

personnel serving individuals with developmental 

disabilities must have special training 

. Congress created the University Affiliated Program in 
1963 as the federal investment in making this training 

available nationwide. 

Today, 46 University Affiliated Programs (UAPs) provide 

a nationwide network of resources to states and which perform 



the following functions in an exemplary manner: training, 

service, technical assistance, and dissemination of research 

findings. Each of our panelists will stress the activities of 

the Urns in one of there areas. Our final panelist will 

smmarize the implications of our remarks for A.R.11764. 

It is out of my deep commitment to the developmentally 

disabled that I am pleased to present testimony. serving the 

developmentally disabled is not easy. It is a continual 

confrontation with our own mortality. vulnerability and 

inevitably, our own humanity. I recall hearing Jean Vanier, 

a great french humanitarian speak on normalization and changing 

concepts in residential care. With poignancy he spoke of work- 

ing with the developmentally disabled as a revelation of what 

is mankind; as a response to our o m  conscience, and our fear 

of suffering and abandonment. Perhaps it is this depth of 

philosophic awareness that we all are here today to respond to 

the proposed legislation. 

The University Affiliated Programs make available workers 

who can provide the diverse and complex services the developmentally 

disabled need. UAPs have as a major mission the setting of 

standards of service for the developmentally disabled through 

exemplary training of professional service workers. UAPS 

provide interdisciplinary training of professionals and para- 

professionals: exemplary clinical services for developmentally 

disabled individuals in support of the training mission, clinical 

research; and technical consultation in assisting service 



agencies and consumer groupa. 

Because no single professional has all the skills to 

Solve the multiple problems of the mentally retarded or 

developmentally disabled, it was the wisdom of the Congress to 

create interdisciplinary training programs that incorporate 

the functional areas of health, education, and social services. 
* 

over 50 different disciplines actively participate in the UAP 

training endeavors with a core of over 10 disciplines in most 

0 programs. The University Affiliated Programs a ~ e  unique in 

their ability to provide training leadership and the application 

of new knouledg=to direct service systems. The UAP program 

conceived of as a national network provides a viable exchange 

of optimal training techniques, innovative service programs. 

and a mechanism for establishing high standards for qvality of 

care.   he federal government in partnership with the academic 

c~munityhasover the last 14 years worked towards developing 

an outstanding manpaver base and senrice delivery system for 

this special population. It continves to be our joint obligation 

to maintain UAP proqrams of sufficient quality to continue to 

meet the national needs of this group and to continve to maintain 

standards of excellence through new knowledge and professional 

training. 

our UAP at Georgetown university places a strong emphasis 

on prevention and early intervention as a part of its service 

and training program providing exemplary methodology that is 
* 

broadly disseminated to the community and the UAP network. 



Let me share with you one of my most moving experiences 

that highlights the importance not only of early and skillful 

intervention, but also vital need for an interdisciplinary 

model for training and service. Mrs. G. came to our urn 

program when her daughter was approximately 18 months of age, 

having been told at her daughter's birth that she was a 

rubella baby with cardiac problems whowould be severely 

retarded. I-diate institutionalization had been recommended. 

After 18 months of ambivalence, the family came to the uAP as 

a last resort for advice. The child was neither talking nor 

walking and had a left-sided paralysis which war a complication 

of an earlier cardiac catheterization. The interdisciplinary 

team went to work assessing family status (social work), 

developmental status ipaychology, conoounicative disorders, 

physical and occupational therapy), and medical status (pediatrics, 

neurology). The professionals pooled their information, and 

then embared on a coordinated treatment program. Initial 

measures inclvded a hearing aid for the previously undiagnosed 

hearing deficit, medication for the previously undiagnazed 

seizure disorder and a twister cable brace for the mobility 

problem. Language and occupational therapy as well as counnel- 

ing for the family enssred 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 mildly retarded range. 

with a broad vocabulary and full mobility. Now at age 7 she is 

in a public school plao-nt for the hearing impaired, quite 



independent with much language. Had this child not had the 

benefit of thin type of interdisciplinary programing early in 

her life, the initial diagnosis of severe retardation and 

institutionalization would have been a self-fulfilling prophecy. 

AS a result of the interdisciplinary management of this 

6 
youngster, her potential to live a productive, happy, relatively 

independent existence is maximized. Additionally, the family was 

able to benefit from comprehensive services in one facility as well 

I as an integrated treatment plan. The complexity of this case is 

representative of many similar cases we see at the ~eorgetow UAP and 

points to the need Per model interdisciplinary training programs 

and information dissemination. Through our inteMisciplinary 

management program, future professionals experience an exemplary 

Service program which establishes a standard for the quality of 

service they provide to handicapped individuals throughout their 

p~0fe56i0tI~l CBreeFS. 

me need for training is implied by the need for services of 

individuals and families such as the G's. The complexity of this 

training is highlighted by the complexity of these needs. 

Professionals must be trained in: 

Infornation-exchange: 

Techniques and principles of obtaining and transmitting infornation 

in a variety of settings to clients, colleagues and others. 

Growth and Development: 

The application of general principles of human growth and development, 

both biological and behavioral, and major categories of developmental 

disabilities. 



Community Functions: 

Community resources, general problem of delivery of health services. 

ease-finding, and life cycle programming. 

Diagnosis and Assessment: 

The interaction with developmentally disabled children and their 

families to assess need8 and plan intervention. 

Producing Change: 

The major strategies of modifying behavior through intervention 

with clients and families including techniques for producing 

change in biological and behavioral aspects of clients. 

Interdisci~linary the or^: 

m e  major group conceots and processes and their application to 

interdisciplinary team functioning including major strategies to 

modify attitudes and to prevent and aeliorate defensive postures 

which interfere with interdisciplinary functioning; recognition of 

functions and distinct and overlapping boundaries of various 

disciplines. 

Research: 

Use and critical evaluation of appropriate materials in the field 

of developmental disabilities including techniques of program 

evaluation and research design. 

During the last year, the Georgetom UAF, an average size 

program, involved over1400 students through courses, practicums, 

and traineeship placements: 196 trainees, 497 special training 

program participants, 274 orientees, 470 students in academic 

C O U ~ S ~  work. The core course, "Developmental Disabilities: An 



lnterdisciplinary 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 lnterdisciplinary teams, 158 by 

special projects, 343 in unidisciplinary programs. 

Geollgetown UAF, besides training and service, provides.in 

conjunction with all of its model programs,creative dissemination 
r 

of information. The infant program far high-risk follow-up and 

stimulatlo~ has in the last year offered two national sgmposiums, 

e seneratea numerous applied research articles, and stimulated the 

development of community replication of our model. Our nursery 

program ror developmentally disabled preschoolers has been a 

tri-state training arena for headstart and daycare teachers 

serving as a model for screening and programming. Materials 

for daycare mothers to provide preliminary developmental screening 

have been developed as a part of our prevention effort and 

circulated through the UAF network. Uniquely Georgetown UAF is 

involved on a regional basis in training juvenile justice workers 

in identifying developmentally disabled offenders - a public 
documentmy is being developed as a part of the project. These 

are just a Pew examples of how our UAF is. swokiing towards providing 

better services and better training of pr'ofessionals who serve 

fvoilies such as the G's. It is through the combined training 

efforts of the national network of UAF's that we can provide a 

broad impact on the quality of care for the developmentallY disabled 



11. TESTIMONY OF A U M  W. MOSEB, M.D. 

My name is Rugo Moser. I am director of the University 

Affiliated Program at Johns Hopkins University, the John F. 

Kennedy Institute. 

Our program is active in training, service, technical 

assistance, and applied research. The Kennedy Institute 

serves the nation, the region, the state of Maryland and the 

greater Baltimore comunity. I would like to stress only one 

area: Services as provided by UAPs, using the Kennedy 

Institute as an examplee. 

Handicapped persons in the United States have recently 

been referred to as "the next minority." Major legislation 

enacted by Congress -- including the Rehabilitation acts of 
1973 and 1974 and the landmark Education of A11 Handicapped 

Children Act -- has assured the handicapped child and his or 
her family of a rightful opportunity for education, employment 

and participation in society. 

In Such a time, it is increasingly important that the 

young handicapped child he provided with the very best of care, 

offered by persons who themselves received the very bast of 

training. 

This is at the heart of the John F. Kennedy Institute and 

the University Affiliated Program concept. Working together, 

the programs of service, training and research combined 

synergistically to improve the well-being not only of today's 



child, hut of children yet unborn. 

As one of the first University Affiliated Facilities 

constructed under legislation initiated in 1963 (P.L.88-1641. 

the John P. Kennedy Institute has become one of the most 

comprehensive facilities dedicated to improving patient care 

C for severely and multiply handicapped children and their 

families. 

f Affiliated primarily with John Aopkins University and 

medical institutions, Kennedy is an interdisciplinary facility, 

fully committed to advances in patient care, training and 

research. It is licensed and accredited by the Joint 

Commi~~ion on Accreditation of Kospitals. 

It is worth noting that w e  stress the term "inter- 

disciplinary" as opposed to "multidisciplinary". It is our 

continuing goal to work together with professionals representing 

various disciplines and in a coordinated effort which has one 

purpose: better serving handicapped children by viewing them 

as children with disabilities and not as disabled children. We 

also stress the concept of continuity of care. Each child with 

disabilities must be helped as necessary throughout his or her 

life. It is our belief that service, training. research and 

technical assistance are, and must be. interrelated. Let me 

give you an example; in o w  Kennedy School, we have enrolled 

a girl whom I shall call Amy. Unlike many handicapped children. 

Amy was not rejected by her parents. Bowever. as she reached 



her teenage years her behavior became literally unmanageable, 

and it was with considerable regret that her parents comitted 

her to Rosewood Training Center -- an institution for the 
mentally handicapped, where she would spend the rest of her 

life. 

Amy is almost 18 years old, yet she functions as if she 

were 18 months. 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 handicapped, 

getting no better until she died. 

Amy is enrolled in our model program for severely and 

profoundly handicapped. She has, in less than one year, shown 

remarkable progress in improving her behavior to the point that 

her parents feel that she can some day return to their home. 

A child like Amy goes through an interdisciplinary 

evaluation at the Kennedy Institute, in which professionals 

representing some 15 disciplines would offer their opinions. 

These evaluations would be combined into a thorough appraisal 

and recommendations for treatment. 

In Amy's case, the first stepwas to better evaluate 

her potential and we did so by treating her as a whole child, 

and not looking just at her deficits. This led to a more 

realistic assessment of what she could do, including providing 

her with a program in which she can communicate her wants and 

needs to other's. 



By sharing her story in our weekly conferences with 

trainees, they too are getting a better understanding of 

developmentally disabled people which they will take with them 

as leaders in thefield elsewhere. 

Equally important, we are working closely with Rosewood 

X and with other service providers, offering them technical 

assistance in how to deal positively with other Amys -- for 
6 the goal of this specific program, is to develop a curriculum 

which can be used nationwide in dealing with children who are 

so profoundly handicapped or whose behavior is so difficult to 

work with that they would normally end up on an institutional 

ward. 

Last year, the Kennedy Institute served over 4,400 

developmentally disabled children, either as in-patients, or 

out-patients. These clients included children with Cerebral 

Palsy, many types of birth defects, Orthopedic problems, 

seizure disorders, lead poisoning, inborn errors of metabolism, 

learning disabilities, children who had suffered head trauma. 

children with behavioral or learning disorders, and children 

with autism. 

In addition, we worked closely with university and 

residential facilities in Pennsylvania, Maryland, Delaware, - Virginia, West Virgina, and the District of Columbia. We focused 

on the needs of institutionalized persons suffering from 

seizures or epilepsy, for such persons comprise three out of 

every ten persons now confined to institutions. 



The purpose was to reevaluate the treatment program for 

all patients with seizure disorder, and develop effective 

methods of bringing these seizures under control. We are 

pleased to note that the frequency of seizures did in fact 

diminish -- and the people suffering from such disorders, showed 
good progress in terms of social skills, education and vocational 0 

training. 

It is difficult to imagine separating service from D 

training or training from research. It is only in a milieu that 

combines these elements, that new knowledge can be unearthed 

and applied, and then taught to others who will themselves 

take leadership roles. And the one who benefits most is that 

handicapped child, who has the same rights that we all do -- 
a fact we are just now coming to fully realize. 

In June of this year we will be conducting a conference 

on developmental disabilities -- discussing future directions 
and the challenge of applying what we know. The program will 

bring together a broad range of disciplines from around the 

country and will, we hope, be a significant step in sharing 

our knowledge of service to others equally committed toall 

handicapped children. 



111. TESTIMONY OF DR. JOAN S. BERGMAN 

I am Dr. Joan Bergman, Director of the DESEMO Project 

at the Center for Developmental and Learning Disorders, 

ICDLD), the University Affiliated Program (UAPI at the 

university of Alabama in Birmingham, Birmingham, Alabama. 

I. In both in-house and out-reach programs, CDLD provides 

service to individuals who range in age from newborn through - adults. Degrees of involvement of the clients range from 

mild to profound. 

Exemplary service programs at CDLD exist primarily 

for the purpose of providing a mechanism for the training of 

students - undergraduate, graduate, and post-graduate - to 
M r k  with individuals who are developrentally disabled. 

CDLD faculty and staff provide formal coursework as well as 

extensive educational experiences in a practicum setting. 

Both service and training take place within an interdisciplinary 

model. 

Researoh efforts at CDLD are directed to problems of 

individuals as well as to problems of service delivery. In 

addition to documentation and analysis of aspects of service 

delivery, special laboratories focus on in-born errors of 

metabolism of an heritable disorder of connective tissue. 

Other programs operating within the Center provide senrice 
m 

and training, as well as research, in human genetics and 

infections in utero. 



The DESEMO Project, Demonstration of Service Modalities 

for the Non-communicative Developmentally Disabled, is an 

example of the provision of technical assistance by a special 

project of a UAP. DESEMO was first established to demonstrate 

that an interdisciplinary team of mental retardation pro- 

fessionals, parents, supportive personnel and consultants 

could wdrk together to provide a better quality of life for 

individuals whose handicapping conditions were of a severity 

to require total care. 

To see what could be done, we selected twenty 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 able to comunicate either verbally 

or non-verbally. In other words, none had any way of indi- 

cating 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. Ten of 

these lived in the cornunity and ten 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 problems 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 behaviors exhibited by one is to make rhythmical move- 

ments, to make low-pitched sounds and to bite at anything 

that comes into his reach. Several have spent their lives 



in cribs or cr'ib-like wheeled objects. Unfortunately, these 

twenty are representative of individuals who are found on back 

wards of institutions and for whom the care routinely given 

recognizes in them no human potential. There is little 

positive that could be said regarding the quality of life 

f for either these individuals 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 allowed us to provide 

all of the services these individuals need. In spite of 

this, our results are impressive and in some ways shocking. . All are now receiving comprehensive services. . At least three are receiving training in a visual 
communication system; two of these each understand 

over 100 words and exceed our technical ability 

to transmit their expressive capability. 

For six individuals, innovative positioning tech- 

niques have permitted improved functional abilities 

and are, hopefully, arrestingfurther postural 

deformities. This has also allowed four to "see" 

with their eyes - an experience previously denied 
because of being locked into a total reflex pattern. 

Three were found not to be profoundly mentally 

retarded. One very young child is deaf with 

probably normal intelligence. Two older teen- 

agers arg certainly in the high trainable range 

and at least- of them is probably educable. 



It is exciting to see a young person, until recently, 

spending most of his time in a crib-type bed and categorized 

and stigmatized as non-communicative and profoundly mentally 

retarded, now sitting up in an adapted wheelchair, learning 

a means of communicating and, recently, cheering on the 

basketball team of the University of Alabama as he attended 

a game. 

It is exciting to hear that for the first time, 

specific children attending a classroom for the profoundly 

retarded are able to make their needs known to their teachers 

and parents and are even 'talking with each other." 

What was our purpose in working with these 20 indi- 

viduals? We worked with these 20 individuals to develop 

methods which can be used to serve all individuals with the 

severe handicaps of profound mental retardation and no 

communicative ability. No one knows for sure how large 

this group is; one estimate places it at 300,000 individuals 

in the U.S. Of course, this group is very severely handi- 

capped; however, many of the methods described can be and 

are being used with individuals with other handicaps. 

Already, techniques developed by the DESEMO Project 

are being applied in Partlow (where approximately 1,300 

individuals 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 

from many states and some foreign countries. 



Some specific examples of our work include: 

identification of the developmental milestones 

in vision; 

development of a technique of assessing visual 

acuity in infants and the adaptation of this 

technique to the profoundly developmentally 

disabled: 

vision function testing of the individuals 

(approximately 6001 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 

population: 

major input into nutritional care at a state 

facility where approximately 1,300 individuals 

reside; 

blood chemical analyses of approximately 700 

individuals leading to a critical and, as yet, 

unanswered question. Is the high beta carotene 

level in the blood an indication of an unidenti- 

fied in-born error of metabolism and, if so, 

would early identification and treatment reduce 

or eliminate some cases of mental retardation or 

is the problem a result of the form of food given 

to low functioning individuals? . development of a program for instruction in visual 
symbol comunication. Bliss+lics is the system 



we have chosen to teach. The receptive part of 

the program has been developed and has been used 

with a population ranging from profoundly to 

mildly mentally retarded and from profoundly to 

not physically handicapped. Individuals have 

averaged learning 1.12 symbols per session 

(average length of time, 20 minutes) and have 

retention rates of from 90 to 100% over a period 

of a year. The program is now in use in several 

centers. The protocol is being published in order 

to make the program available to others. People 

from all over the U.S. and from several foreign 

countries have requested copies. 

The device to use for expression has been a major 

problem with those available commercially having 

very limited data banks and/or having costs 

ranging upwards from several hundred dollars. 

The Telephone Pioneers of the South Central Bell 

Telephone System are joining with us, at no cost 

to US, to solve this problem. We expect an 

inexpensive, easily replicable device to be 

developed shortly. . Simple positioning is a major problem for people 
in our target population. Not only can they not 

support themselves in a sitting position, but most 

have such severe physical deformities that they 

cannot be propped in a purposeful way. Devices 



available cost upward of $1,000 and are generally 

unsatisfactory. We have developed a process for 

making an individualized chair insert, molded to 

the individual's body -- whatever the configuration. 
This is now in the field trial stage. We antici- 

a 
pate the cost to the consumer to be no more than 

$50 per insert. 

i These are only some 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 

technical assistance as our Project members work with people 

in the field in identifying and then intervening with 

problems, but always working with a local care-giver, not 

assuming themselves responsibility for the daily provision 

of service. 

Summary. It is my desire that you be convinced of 

the necessity of specifically designating to certain people 

the responsibility of providing consultation to service 

providers, planning groups, service delivery systems, and 

educators. Mechanisms for dissemination of information 

should be easily accessible and efficient. This is generally 

called technical assistance and is the obvious link between 

research and development and service delivery, and must be 

supported if there is to be an improvement in the care of 

the severely developmentally disabled. UAPs across the 

nation are in optimal positions to provide technical 

assistance. 



Special project funding is sound and should continue. 

DESEMO, though hosted by a UAP, required special project 

funds. 

IV. TESTIMONY OF RICHARD SCHIEFELBUSCH, Ph.D. 

My name is Richard Schiefelbusch. I am Director of the 

nurean of Child Research at the University of Kansas. 

The importance of applied research in the program of 

the University Affiliated Programs (UAP's) has increase 

significantly since the proqram was begun in the 

middle 60's. At the beginning, it seemed certain that we 

needed significantly roore trained professional personnel to 

serve the large numbers of neglected and poorly cared for 

handicapped people. Also, we assumed, correctly I think, that 

the training could best be provided in university sponsored 

interdisciplinary centers where trainees could observe the 

best programs of service and service instruction available. 

In this manner we hope to improve the quality of personnel 

and the quality of programs for the handicapped and the 

developmentally disabled into various service settings in 

institutions, schools and the communities. 

The functions underlying the plan was that the professional 

expertize already existed for providing the service and the 

training and if not it would come from the nonnal infusion of 

information from basic and applied research sponsored by the 

settings in which the UACs were located. Presumably the 

relevant research was to be sponsored by funds from federal, 

state and private sources not directly responsible for the 

programs of the UAPs. 



During the years since 1963 a number of important changes 

have taken place in therJAPs and the priorities they serve. It 

is now apparent that theuAps should sponsor applied research 

projects that bear directly on the training and on the exemplary 

service mission that they have undertaken. Furthermore the 

i research mission of the UAF!s may now be viewed with the same 

sense of importance that is given to training and service. 

Urgency stems from the revolution M a t  is taking 
4 .  

place in the pattern of services and indeed in the way of life 

that society has decreed for the developmentally disabled. 

They are now being deinstitutionalized and main8treamed. They 

are now being moved into the educational, recreational and 

social systems of communities. As this takes place and as we 

prepare for normalization-we find shortages in our training 

programs and in our models for environmental designs and in our 

programs for daily living. 

There is a vast n&er of potential problems surrounding 

the effort to give the handicapped equal rights to a life of 

dignity and fulfillment. Our purpose in the very brief time 

availHble is to sketch a few of the most important issues which 

should now he researched. First. we need research on existing 

service systems for the developmentally disabled. Several 

questions have arisen; are current service programs appropriately 
t 

designed in regard to costs, educational, rehabilitative gains 

and health care provisions? As we change from institutional to 



~ o m u n i t ~  based services, are we selecting the heat models for 

the new programs? Best should he considered to be those 

programs which offer the most effective arrangements for the 

lowest unit costs. 

Research of service systems is especially important for 

the severely disabled. If they are to live successfully in 

least restrictive environments there must he suitable living 

arrangements, training programs and care provisions. The 

design for these efforts should he worked out by service 

providers with participation of UAC personnel who have the 

necessary expertise for designing and implementing service 

plans. The best developments of such efforts will often require 

applied research. 

In addition to research on service delivery systems we 

also need research on care programs. Many communities are not 

likely to have the medical personnel to plan for and to service 

the severely handicapped. Consequently, we need research 

leading to special designs for technical assistance and for in- 

service training. A close relationship must be established in 

whichUAP personnel visit communities and help to design plan. 

for new services. Epideroiological data cost estimates and 

sources of support must he matched up with needs estimates. 

Beyond this planning there must be a monitoring system that 

serves much the same purpose that a clinical service department 

provides in a resident setting or a teaching hospital. 



These two examples, service delivery, and care programs. 

are only two of many applied research areas that should be 

developed or expanded. 

The applied research we recornend is essentially of two 

kinds, (1) the applications of basic research findings and 

i research methods to the problems of the developmentally 

disabled, and (21 research that is designed to solve some 

1 important problems of the developmentally disabled population. 

We are aware that many important developments in health care, 

rehabilitation, education and conmunity living have come from 

the applications of basic research to the problems of the 

handicapped. The critical applioation came about because some 

alert professional worker knew about the basic work, understood 

its potential and was creative in applying the method or the 

procedure for children in settings far different from the one 

in which the research was performed. Thus, the work of Piaget 

on cognition, Sidman on perceputal generalization, Osgood on 

language models or Premack on primate language had been adapted 

to serve the learning objectives with severely delayed children. 

One must understand however, that these applications were not 

easily developed. The special individual differences and 

individual needs of developmentally disabled children must be 

carefully considered before the most ingenious research findings 

can be applied. Careful plans and careful assessments must be 

undertaken and the results must be 6arefully considered in 



refining procedures. Finally. M e  approach or the method in 

question must be described in great detail so that others can be 

taught to perform the procedures in order to get similar results. 

Otherwise the desirabie effects of the bold new procedures are 

not likely to generalize to the many settings where developmentally 

disabled children live. 5 

The careful work just described has led to the creation 

of a technology for applied research that we did not have a 5 

few years ago. Iqe can now undertake to improve services that 

we previously developed by guesswork or tradition. The 

combining of epidemiological data designs with systems planning 

for instance. enables the planner to estimate more closely the 

service needs and the cost figures for a community. The 

transdisciplinary efforts of professional teams from the UACs 

are now able to train service staffs and to follow through in 

providing a balances and often lower cost service staff for the 

community setting. 

It may seem tedious for me to point out the general 

mechanisms for applied research with the developmentally 

disabled. However, we should realize that it was the careful, 

tedious applications of applied researchers of 10, 15 and 20 

years ago that have given us the credibility we enjoy today. 

In factthe breakthroughs in feasibility that they have achieved 

now enable us to teach the severely retarded and to consider 



placing them in community settings and to include them in class- 

rwms ahd work activity settings. It was these applied 

researchers who looked for better methods for the handicapped 

and who did not stop until they found a better way, that we are 

seeking to increase in number and to place in more prominence 

in future planning for the handicapped. 



V. TESTIMONY OF SELDON TODD 

My name is Seldon Todd. I am Executive Director of 

M e  American Association of University Mfiliated Programs (UAPs) 

for the Developmentally Disabled. The Association represents 

46 University Affiliated Programs funded by the federal 

government. The Aseociation supports  X.R.11764 in general and the 
UAP portion specifically. 

  he proposed language wou1d:for UAPS: 

(1) Legislatively update a sound program initiated 4 

15 years ago. 

( 2 )  Solve some important problems in the implemen- 

tation of the program. 

3 Extend the program in a modest but significant 

way. 

Definition of University Affiliated Proqrams (UAP) 

We support the definition of university affiliated 

programs as presented in Sec. 3 of H.R. 11764, which would 

amend Paragraph (101 of Section 102. 

At present, University Affiliated Programs (UAP) are 

legislatively defined and provided administrative support 

under this Act but are also funded under several other 

authorities. The lack of a specific comprehensive definition 

of UAP has interfered with the Secretary's ability to 

coordinate the different funding elements of M e  program. 

1t is the intent of Congress that urns provide a nationwide 

network Of Te80UTCeS On which states can reliably count to 

perform certain specified functions in relation to the systems 



which deliver services to developmentally disabled indivi- 

duals. The definition of UAPs specifies that each and every 

program conduct pertions of the following functions in an 

exemplary manner: training, service, technical assistance 

and consulting and dissemination of research findings. 

c The definition presented in H.R. 11764 is compatible 

with the reconmendations of a group of national leaders who 

formed a Long-Range Planning Task Force on University Affil- 
e 

iated Facilities and issued a report entitled The Role of 

Higher Education in Mental Retardation and Other Develop- 

mental Disabilities in October 1976. They recommended that 

the UAPs, a significant national resource created by Congress, 

extend its mission in three areas: 

First, technical assistance should be systematically 

offered to state and local agencies. 

Second, UAPs cah and should help brins new service 

methods to individuals with developmental dis- 

abilities. There have been significant "break- 

throughs" in research which could, if applied, 

substantially reduce the number and degree of 

developmental disabilities. This directly fits 

the training and demonstration service roles. . Third, UAPs would also be required to identify 
areas in which services could be improved through 

service related research and bring such areas to 

the attention of government and other agencies 

sponsoring such research. Service related research, 



generally ignored to date. would greatly increase 

the effectiveness and efficiency of services. 

The definition also proposes that University Affiliated 

Facilities be changed to University Affiliated Proqrams. 

When the program was initiated in 1963, there was a serious 

need for construction. The situation has changed today, with 

universities able to rent or assign space to the new programs. 

FOT example, the UAP program at the University of Michigan, 

one of the nation's first UAPs, occupies a large leased 

building. 

Administrative or Care Grants 

Sec. 12l(a) presents a better statement of the purpose 

of the basic UAP grant authority than current law. Specifically, 

"core funds" are needed to administer and operate each UAP. 

Urns are now funded by multiple sources. The Grant 

Authority under this Act will continue to furnish adminis- 

trative support to the program but further require the 

Secretary to establish Standards that all UAPs must meet as 

a condition of recieving funds as UAPs. We reconwend that 

Congress specify $250,000 as a minimum core grant level. 

BY doing so, Congress would be making its intent that each 

uAP be examplary. In the past, funds made available through 

the appropriations process have been spread too thinly 
5' 

across programs, thus compr~mising program quality. The 
- 

$250.000 figure wan recommended by an independent panel of 

experts: The Role of Higher Education in Mental Retardation i 

and other Developmental Disabilities, 1976. 



It is also recommended that the word "core" be 

inserted in the legislation to strengthen the understanding 

by HEW that funds made available under this Act are for 

administrative purposes and must be tied together with pro- 

g r a m t i c  support from universities, states, and other 

.L federal authorities. 

Applications (Sec. 122) 

i The language of H.R. 11764 would effectively solve 

several important problems now faced by the UAP program. 

The requirement that the Secretary establish standards 

for UAPS would help insure that every UAF' funded under this 

Act is of a quality adequate to carry out the missions speci- 

fied by the definition of US'S. In the past, HEW has in 

some instances, spread funds too thin. 

For those programs which do not meet standards once 

established, a three year time-phased capacity building 

period will help insure that all states with existing pro- 

grams will Continue to he served. 

The establishment of a formal application process 

requiring review by each Federal agency providing funds to 

the UAP program will enhance program coordination and effect- 

iveness. At present, the Developmental Disabilities Office, 

s the Office of Maternal and Child Health and the Bureau of 

Education for the Handicapped 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 program was first 

created in 1963. 



The creation of a formal HEW coordinated application 

process will also establish orderly, nationally understood 

and consistent application procedures for the creation of 

new UAPs.  In the past, procedures for establishment of new 

programs have at best been haphazard. 

Grant Authority - Subsection 121(b) 
Section 121cb) authorizes cooperative applications 

from state government agencies and UAPs in the following 

four areas of national priority. A modest time limited 

investment in these areas will promote nationwide progress 

through competition and example. 

1. Provision of Services to Individuals in Remote 
Geographical Areas 

sec. 121(b) (1) will continue a nationally funded 

portion of the satellite center concept contained 

in P.L. 94-103. However, it is intended that major 

responsibility for the satellite program be 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 mission and 

funding to work with appropriate state and local 

agencies to create service capacity in geographical 

areas which are now unserved or underserved. Needs 

in unserved areas can be more effectively identified 

and met at state and local levels than at the federal 

level. However, some areas, such as Indian reser- 

vations, can not be fully and effectively treated by 

states alone. Hence, some funds are authorized for 

expenditures at the federal level. 



2 and 3. State Manpower Planning/Training of Service 
Providers 

sections lZl(b1 (2) and (3) are intended to 
- 

stimulate the development of better methods and 

working relationships between state agencies and 

I UAPS on the planning and training of personnel 

that provide service to developmentally disabled 

individuals. Most service personnel are paid in 
;i 

whole or in part by state funds. At present, UAPs 

concentrate mainly on training of professionals 

prior to their entry into the service system and 

state plans have tended to ignore manpower planning. 

Since almost all services to developmentally dis- 

abled individuals are "personnel" services and the 

effectiveness of such services are often highly 

sensitive to the quality of such services (e.9.. 

diagnosis and treatment planning, custodial vs. 

developmental services), this Lack represents a 

significant gap in existing state "planning- 

service' systems. 

These provision will help UAPs support the 

development of State Plans under Sec. ll(b1 (6) of 
L 

H.K. 11764. 

H.R. 11764 [Sec. 11 (b) (6)l requires that each 

State Plan provide for "an assessment of the 

adequacy of the skill level of professionals and 

paraprofessionals serving persons with developmental 

disabilities in the State and the adequacy of the 



State programs supporting training." This is a 

highly important feature of H.R. 11764 and may prove 

to be one of the most far-reaching provisions of 

this bill. 

4. Service Related Research Program 0 

Section 12l(b) (4) is intended to fill another 

major gap - research on improving service effect- 
F 

iveness, as discussed by Dr. Schiefelbusch. Federal 

funds now sponsor basic MR research and support 

training. Very little work has been sponsored to 

improve methods of delivering proven services. A 

modest investment of federal funds offers the promise 

of saving many times the amount of investment since 

services are highly labor intensive, often expensive 

(e.g., interdisciplinary diagnosis), and often 

dependent on quality for effectiveness. 

special Project Grants 

This authority has been very important to indivi- 

duals with developmental disabilities and should be continued 

in H.R. 11764. It is important because special project grants 

have supplied funds for sorely needed demonstration programs 
5, 

related to the delivery of services to developmentally dis- 

abled individuals or to training of manpower to support i 
such services. 

An example of cooperative effort in the study of 

the aging process of developmentally disabled persons is the 

federally funded Project of National Significance which 



brings together five UAPs in a consortium formed specifically 

for this project. Each UAP is examining an area of concern 

in serving the aging and aged developmentally disabled pop- 

ulation. Results of this consortium project will be 

disseminated nationwide and should have impact on our 

f knowledge of the aging process and our ability to manage it 

in the developmentally disabled person. . 
1 



Mr. Roams. Our last panel today is an additional advocacy p u p ,  
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 Imperfects, National Capital 
Area; and Mrs. Linda G. Connors who is a Representative of the 
Tuberous Sclerosis Association of America. 

We welcome each of you to the committee. Your statements will 
be made a part of the rewrd in full. You may proceed. 

STATEMEXTS OF RICHARD E. VERVILLE, COWSEL, NATIONAL q 

EASTER SEAL SOCIETY FOE CRIPPLED CHILDREN BBD ADULTS; 
MARGARET CAUFmELD, COORDINATOR, OSTEOGEN%SIS IMPER- 
FEGTA, NATIONAL CAPITAL AREA; AND LINDA 6. CONXOBS, 6 

CODIRECTOR, TUBEROS SCLEROSIS ASSOCIATION OF AMERICA 

Mr. VW-. Thank you, Mr. Chairman. I am appearing in behalf 
of the Easter Seal Society as you have indicated. 

Mr. ROOERE. Your statement will be made part of the record in - 

full [see p. 263.1 
Mr. VERVILLE. I will highlight it. There is not much that one can 

add to what you have so thoughtfully listened to for the many hours. 
I was particularly touched by Mary Akerley's statement which dealt 
with a somewhat different strain. which is a moral one. that you do 
not necessarily hear often in th&e committee sessions.'~ut f think 
it is not only poignant but appropriate here. 

The only thing I would like to mention is that the issue that this 
bill generates is that there is not a system of dealimg with chronic 
disability in this country. We have paid a lot of attention to acute 
care and your committee, which I 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 I think over time 
these are making changes in the acute system. 

But I think people with chronic disabilities that are as severe as 
the disabilities you are hearing from today present particularly trou- 
blesome roblems These are people who obviously have a chronicdisa- 
bility wgch means i t  lasts over a long period of time. 1 

The severity results in the fact that they need services from a 
variety of institutions and service providers that come from different 
perspectives when you are down at the local level and even for the 
providers, who are trying to take care of them, I think it is difficult to 1 

deal with. 
I think a number of people have talked to that today. Mark Akerley 

spoke to that; for the person involved, it will be more d i c u l t  because 
they are suffering from that disability which has generated all of 
these issues. I certainly think that through your jurisdiction over 
matters like health insurance, the Planning Act, improvements in 
medicaid, some real changes can be made that will help this popnla- 
tion. 

I think this act, the DD Act, is important, at least a t  this period 
in time, because it is probably about the only mechanism for attempt- 
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ine to oreunize care and do some ~lannine  to imvrove the situation 
A - 

thi t  I ha% described. 
- 

That leads me into the definition because I think you cannot, as my 
statement indicates, answer this question of what the definition should 
be through semantics or through science. It is just a question of what 
defmition works best, given the purposes of the law and the purposes 
are those that I think I have attempted to lay out. 

To me, this means vou have to start with a definition that is func- 
t 

tional, that tries to define that category of people that are so, to use 
an inartistic phrase that Elizabeth Boggs has used, so severely clob- 
bered that they really cannot, even with the help of caring family, 
manipulate that system very well to organize the services they need. 

i I think i t  malces sense to limit the dehition to disabilities that are 
manifested at an early age because I think with regard to those dis- 
abilities, there is a particular impediment to one's maturation and 
development that leaves these people particularly vulnerable. 

Mr. ROGERS. Do I understand you support the majority position on 
the Commission? 

Mr. v ~ ~ ~ ~ .  More than the minority and more than the present 
law. I was on the task force and I must admit some people accused 
me of taking a walk in the last meeting. I did not vote. I was not 
there. Had I been there I would have voted for the majority opinion 
because I was given just two options. 

The only problenis I have with the majority opinion are that I 
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. I 
think some language dealing more precisely with the notion that the 
impairment limits their knowledge and their skill in such a way that 
they are unable to function in the ordinary social setting such as em- 
ployment or planning one's own affairs wonld be a much clearer way 
to state those. 

I do not think you need the last one, to tell you the truth. I think 
the minority report is very misleading. I think some people feel it 
malces a major change and I do not think it really does at all. I am 
sure that the drafters of it believed it would have such a limited . effect as I do. 

Rut I think it would have no effect. I think just the addition of 
those four categories to mental retardation in the so-called similarity 
test will have little or no effect in operation. There is a similarity test 

r 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. If they are similar to mental retardation and nothing 
else has been found similar to retardation, it is doiibtful you will find 
anything similar to those four to deal with just the logic of it. 

I think you need a functional test. I think the report language in 
the bill can be and probably should be very specific about the types 
of disabilities that the committee is thinking about. I think those dis- 
abilities clearly include the four that are named in the law and I 
think some others probably should be included. 



I would l i e  to submit for the record a few examples of eases that 
tlie rehabilitation centers have had which kind of 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 services the people need are basically all the same. 

Mr. ROGIERS. Without objection it will be made part of the record. 
Mr. V E R V ~ ~ .  Thank you, Mr. Chairman. 
[Testimony resumes on p. 264.1 
[Mr. Verville's prepared statement and attachments follow:] 9 
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Mr. Chairman: 

I am ~ichard E. verville, Legal Counsel and Consul- 

tant to the National Easter Seal Society for Crippled Children 

and Adults. I served on the National Task Force on the Defini- 

tion of Developmental Disabilities and chaired the Committee 

dealing with the relationship of the developmentally disabled 

population to other Federal programs. I also serve as Secretary- 

Treasurer of the Coalition for Health Funding, and Vice 

Chairperson of the ABA Comaittee on Health, Education 6 welfare 

Law. I am testifying today on behalf of the National Easter 

Seal Society for Crippled Children 6 Adults ("Easter seal"). 

We welcome these hearings and express our gratitude to you for 

YOU= continuing interest in the Developmental Disabilities act 

and other programs for the disabled. This Subcommittee has shorn 

support for and interest in the health needs of chronically 

ill and disabled people through incorporation of medical rehab- 

ilitation services in a number of comprehensive health care 

programs. 

The National Easter Seal Spsiety for Crippled Children 6 

Adults, a major voluntary agency organized 58 years ago, pro- 

vides physical restoration and other rehabilitation services 

for physically disabled $ersons including those with "develop-. 

mental disabilities". Annually, approximately 360,000 disabled 

persons receive direct services from affiliated societies which 

operate 2,000 programs and facilities including 300 comprehensive 

medical rehabilitation centers and numerous workshops and spe- 

cial education programs. In 1975, $51.5 million of the $68.7 

million expended was for program services. The 300 outpatient 

rehabilitation centers are major providers under health financing 



programs. 

I. Care and Services for Severely Disabled and Chronically Ill 

Like many other issues which arise with respect to health 

care, services to the chronically ill and disabled are most 

notable for their lack of organization and management. Bow- 

L ever, these problems .for this population are particularly acute 

because of the growing size of this population, the duration 

of care needed, and most significant, the diversity of care and 
d 

services needed. zt has been estimated that 80% of all illness 

in this couotry is chronic. "Learning to be Your Own Doctor", 

Sandra nosenzweig, New York Times Magazine, April 3, 1978. KEW 

estimates that about 14% of the noninatitutionalized population, 

or 30 million people, suffer from functional limitations result- 

ing from chronic disease. 'Bealth, United States. 1976-19771 

HEW-PHs, Publication 77-1232, p. viii. This population, however, 

accounks for 41% of hospital days and 27% of physician visits. 

e. In addition, a recent urban Institute Study found that 

abovt 93% of the 2 million individuals institutionalized in 

nursing homes. mental hospitals, mental retardation facilities 

and chronic disease hospitals were severely disabled. "Compre- 

hensive Service Needs Study: June 23, 1975 (H6W 100-74-0309) 

("os").  he "Comprehensive Service Needs Study" estimates that 

about 6 million individuals have severe disability resulting from 

~hronic illness or accidents. This Study indicates that for the 

population 18-64 with severe disabilities, the impairments are 

generally orthpedic or musculo-skeletal (25%). neurological 

and mental (18%j, or caraiovascular ( 1 5 s ) .  MS. page 80. 

~~~if.1 cases include mental retardation. cerebral palsy, 



convulsive disorders, arthritis, multiple sclerosis, muscular 

dystrophy, visual impairments, spinal cord injury or disease, 

stroke, diabetes and its complications. See CNS, page 69-88. 

TO provide more immediate and living examples of these 

statistics, we recently requested a representative group df our 

rehabilitation centers to provide sample case profiles of those 

served. we w u l d  be happy to provide such profiles for the 

record. The typical cases are young children with cerebral 

palsy, spina bifida, spastic hemiplegia. deafness, and &ulW w i t h  stroke. 

HOW do our existing health and social agencies and pro- . 

iessionals care for this population? The needs of this popula- 

tion vary enormously depending an the type of disability, but 

c o m n l y  most all severe disabilities (those leaving individvals 

with serious limitations preventing them from carrying out typ- 

ical activities of living) demand services at some time during 

their chronic condition from all 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 

placement. See CNS, pages 144 and 189 reflecting a survey of 

900 severely disabled individuals determined by state rehabili- 

tationagencies to have no immediate vocational qoals or served in 

~omprehensive rehabilitation hospitals. 

~enerally, these cases will all have some degree of need 

for health services.   he current health agencies are limited 

in their ability to meet even the health needs. For those with 



physical disabilities there are inpatient rehabilitation p m -  

grams in rehabilitation hospitals 1501. ox rehabilithtion units 

of general hospitals 13801. In addition, there are about 210 

ovtpatient cehabilitation centers accredited by the ChmiSsi6n 

on Accreditation of Rehabilitation Facilities and another esti- 

I- mated 300 which could achieve that status, some of which are 

Joint Commission on Accreditation of Hospitals IS'JCAn") accredited. 

- The comprehensive programs among these seek to manage care over 
d 

the duration of disability including vocational adjustment, 

social services and continuing primary and rehabilitative health 

care. However, there are obviously very few of there comprehen- 

sive programs: perhaps about 400 as estimated by the Commission 

on Accreditation of nehabilitation Facilities ("033") , or 8 

per state. And it must be remembered that these programs only 

deal with physical disability. not mental retardation and not 

all neurological impairments. Also, even where there programs do 

exist, there is no systematic way of assuring management of 

care for the chronically ill who may move from a physician to 

a nursing home or a general hospital to a nursing home. 

At VaeiovS times proposals have surfaced to deal with 

the lack of programs to manage on a continuous basis the care 

of chronically ill and disabled people. Community Long-Term 

Care Centers have been proposed as a part of health insurance 

financing, and Senator Humphrey had proposed chronic care 

L centers. Yet, the attention of health planners and policy- 

makers has been fixed primarily upon acute care problems and 

the need for improved systems to manage and prevent illness, 

e.g., mos. m i l e  the Health Planning 6 Resource Development 



Act is focused an improving the methods of delivering care, 

it likewise, has not and probably will not focus on chronic 

care and the integration of health, social and other services. 

11. The Developmental Disabilitites Act - a Definitional 
Problem 

now does this prior analysis relate to the current issues 

regarding the Developmental Disabilitites Act? First, the 

definition of Developmental Disabilities ("DD") cannot be 

developed independent of the structvre and purpose of the pro- 

gram. Neither medical science nor semantics will produce an 

answer which lawmakers should use. The most appropriate def- 

inition will be one which best serves the goals of the program. 

Second, the goals of the program have been (and are even more 

clearly so in H.R. 11764). to plan for andorganize needed 

health and social services for the DD population. ~ssentially. 

the program has always been intended to focus on those severely 

disabled people with chronic impairments substantially limit- 

ing their "ability to function normally in society" and for 

whom such programs are of critical importance because they are 

often left out of the "systemm. It has, however, in effect 

been limited to four categories of severe disability: mental 

retardation, cerebral palsy, epilepsy and autism. These 

clearly are diseases which can and often do result in severe 

disability affecting one's capacity to perform ordinary social 

functions like work, management of a hiusehold and one's own 

basic living needs such as mobility, comunication, etc. 

Our 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 AWT Report minority opinion because, regardless of the 

motivation of the mlnority opinion, it simply restates the 

present law in effect. The only difference between present law 
C 

and the minority report is the inclusion of cerebral palsy, 

epilepsy and autism with mental retardation as diseases which, 

d if a disability is similar to them in effect and services 

needed, it too is a developmental disability. Under present 

law, the "similarity test" is exactly the same but the similar- 

ity is only to mental retardation. That approach has not 

resulted in a broadening of the program. There is no proof 

that other severe disabilities are more likely to be similar 

to the other three since all four are basically conceived of 

as being similar to each other. Also, it is terribly diffi- 

cult to determine when one disability is similar to another 

and parbicularly when each disease has a broad range of differ- 

ent populations within it. If the test were just the functional 

one of an impairment of "intelleotual functioning and adaptive 

behavior' suggested in the minority report, and if adaptive 

behavior meant ability to adapt to major social requirments 

such as work or independent living ability, the minority report 

would be reasonable. ~ u t  it is not so structured. The defini- 

L tion is really the  resent law. In addition, adaptive behavior 

is a very vague concept as witten. 

we also have some difficulty with the majority recommen- 

dation of the ueport despite its functional focus. It ha* a 

nmber of elements which are vague and which would be difficult 



to administer. It seems needless and confusing to set forth 

a laundry list of sir types of functional limits of which three 

must be met. First, some of the six are very vague and two of 

the six are similar: self-care and independent living. Second, 

three (mobility, language, learning) seem to be apples and 

the others orangeg. Finally, there seems to be no need for 

the last very general and unclear element: the need for a 

sequence(?) of special, interdisciplinary or generic(?), services 

of extended duration and individually planneQ and coordinated. 

All of these words are not good for a definition which must be 

used by administrators of pragraws. They are probably unneces- 

sary because the reminder of the definition clearly implies 

that substantial services are needed over a ion9 period. If 

any element is necessary along these lines, it should be the 

requirement that "services are neededfrom diverse elements 

of the health, education and social service systems". 

We would agree with the requirement that the disability 

be chronic and be manifest early inlife (22 nay be as good a 

cut-off as any, but it could be earlier). We would soggest, 

however, that the disability be "any impairment resulting in 

substantially limited ability to acqvire the skills and know- 

ledge necessary to function normally or adapt to normal sasial 

requirements such as work or the independent management of daily 

living activity.. I£ this is the use of the term .adaptive. 

behavior" meant by the minority report and if the limiting 

and somewhat arbitrary requirements of similarity to one of four 

diseases were  eliminated, our approach and the minority are 

not far apart. Our definition is very similar to the majority 



definition, but mare precise and clearer, we believe. 

It must be remembered that we are not creating provisions 

of a social insurance system where 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 

L neediest of these vulnerable groups. While targetting of 

limited resources can be argued as a basis for categorizing 

the definition as under present law, the targetting clearly * 
can be done at the state and local level. 

111. Conclusion 

The Developmental Disabilities Act is a response to the 

lack of programs to manage care for severely disahled people 

needing many health, 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- 

gram to assure that their health and social needs ere m t .  

Many hecome institutionalized. Yet, a reasonable estimate is 

that there are ahout six million individuals in this status. 

While major refom of health financing and prqlrms to focus 

on organizing to meet the needs of these populationswould 

be more than welcome, H.R. 11764 is an important, though 

limited step to assuring better care for these populations. 

we think the substantive changes in H.R. 11764 are sensible 

and are likely to improve the program. We think the program 

L should focus on those individuals who meet a functional test, 

however, rather than those who must establish similarity 

to a disease as under current law. Our suggested definition 

has been discussed and is attached. 



Thank you for this opportunity to testify regarding the 

needs of severely handicapped people. We urge you to keep 

their needs constantly in mind as you carry out your enormous 

responsibilities of overseeing and legislating the nation's 

major health programs: Medicaid. health insurance, health 

planning, and health manpower. 



ATTACHMENT A 

NATIONAL EASTER SEAL SOCIETY FOR CRIPPLED CHILDREN & ADULTS 

DEFINITION APPROVED IN 1973: 

"A developmentally disabled person is one with a 

physical or mental condition, originating before 

age 18 which is not responsive to treatment, which 

therefore can be expected to exist during the life 

of the individual, and which leads (or has led) to 

functional deficits which substantially interfere 

with the individual's ability to acquire normal 

skills and knowledge, to engage in competitive 

employment, or to manage his own affairs without 

assistance". 



HEALTR CAXX AND THE DISABLED OR CHRONICULY ILL 

A. General 

The disabled have traditionall~ 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 month waiting period. ~ o t h  private insur- 

ance and Medicare do not cover same of those health programs 

most needed by the disabled: medical rehabilitation and 

home care. Medicaid picks up the disabled who spend down 

into poverty, but inpatient care is limited to abaut 20-30 

days and outpatient care is very limited. This paper explores 

these health care programs for the disabled -- medical 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 ~eograms and Their Difference 

From Nursing Home Care, Home Health, or Other Forms 

of long-Tern Care. 

Medical rehabilitation is a medical process which involves 

a multidisciplinary team approach to care and a hroad range of 

services for a defined group of individuals having or facing 

disability.   he 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.   he team and the services 

it provides include the participation of a rehabilitation 



physician, a rehabilitation nurse, physical therapists, 

occupational therapists, medical social workers, audiolo- 

gists a m  speech pathologi~ts, psychologists, and other pm- 

fessional technical persons including vocational counselors, 

educators, etc. In addition to these services, other parts 

L 
of the program include the fitting and provision of braces, 

orthotic devices, or prosthetic devices (artificial limbs1 and 

the usage of special asristive equipmnt for daily living. 

* The plan of care is a written one and establishes speoific 

goals related to expected functional improvement in perfor- 

mance of daily living activity. Medical rehabilitation may 

assist the disabled or potentially disabled person of any 

age (children, adolescents, 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 a rehabilitation bed unit 

in a general hospital), or in an outpatient setting in an 

outpatient departnent of a hospital or a rehabilitation 

facility which provides only ovtpatient services and is not 

pert OE a hospital though accredited as a rehabilitation 

facility. An example of the latter would be a free-standing 

rehabilitation facility sponsored by the National Easter 

Seal Society for Crippled Children & Adults. There are 

eight such centers in the State of Connecticut alone, and 

they form a network of comprehen~ive rehabilitation care on 

an ambulatory basis. 

In an inpatient setting, rehabilitation in an intensive 

type of program analogous to other fonns of specialized 



intensive care such as kidney dialysis units, cardiac care 

units, etc. It is intensive hecause of the extensive and 

continuous physician inwlvenrent and the active program of 

services provided by rehabilitation nurses, physical and 

occupational therapists, speech pathologists and audiologists, 

medical social workers and psychologists under the direction 

of a physician. 

Outpatient rehabilitation takes place in a hospital 

outpatient department or a facility which is not,a hospital but 

is licensed to provide outpatient rehabilitation services and 

is geneaally accredited by the Colmnission on the ~ccredita- 

tion of Rehabilitation Facilities. The services are not 

isolated or discrete as would be the comon case in a follow- 

up clinic visit for a special medical evaluation or a speech 

therapy service, for example. Rather, a physician knowledge- 

able in rehabilitation directs the program and it is multi- 

service in character including physical and occupational 

therapy, speech patholom, and audiology, medical social work 

and psychological services. The program is less intensive 

than for those requiring inpatient care, because there is 

need for less continuous physician involvement during any 

24 hour period and fewer service hours per day. Yet,the 

program is goal-oriented and intended to achieve active and 

major changes and gains in the patient with regard to 

function and performance in daily living. It generally 

offers a range of services that are at a much higher level 

of care and more active than found in nursing home care or 

home health visits. This activity is far fr- the level 



and intensity of care provided to the resident in an extended 

care facility, a nursing horae, or an intermediate care 

facility ("ICF"), or even a chronic disease hospital. In 

these  latter settings, a physician is not continuously in- 

volved in the case and supervising and managing the care 

a program and the services provided are generally only single 

components of the above or include no rehabilitation care 

'c at all. There is some utilization of general nursing and 

physical therapy services for particular care needs in most 

skilled nursing facilities, but there is not an active indi- 

vidualized and integrated program in nursing homes or ICFs. 

As the study cited on page 6 of the attached testimony, 

Document A, shows, inpatient hospital care will generally 

improve functional ability very substantially from 35% of 

normal at admission, to 75% at disc-. Nursing bone or 

related care is generally used to maintain the level of func- 

tion found at admission or to make minor improvement relative 

to a medical rehabilitation program through the use of only 

one additional modality or part of rehabilitative services 

such as therapy for physical reconditioning, limitation of 

deformities, etc. 

The previous points are not intended as arguments for 

the exclusion of programs from National Health Insurance . 
coverage such as bme health care or for single service 

clinics providing components of rehabilitation like speech 
i 

clinics or physical therapy clinics. What is intended is 

an articulation of differences between types and levels of 

care in the health care system used by disabled People. 



All types of care mentioned should be covered but their util- 

ization should be managed to assure use for purposes to 

which they are relevant or designed to serve. 

A distinction between health care including medical 

rehabilitation and long-term care including nursing home 
S 

care and community care should rest on the difference between 

an active medically-directed program with comprehensive 

services offered which makes substantial active changes in I 

the functional ability of the patient, and those programs of 

supportive services which are directed to maintaining func- 

tional ability and assisting the disabled in dealing with 

environmental problems. Continuous supportive systems of 

care are indeed necessary for some severely disabled persons 

who have residual impairmenbs in bodily form of function 

who cannot necessarily perform all daily living functions 

unassisted. Medical rehabilitation, on the other hand, 

improves the ability of the disabled person to increase 

physical or mental functional capacity by reducing the im- 

pairments, improving the physical condition, improving 

endurance for activity, strengthening physical capabilities, 

and substituting for missing parts or functions, etc. 

Supportive systems such as home care programs of health 

and social servjces which follow such active medical 

rehabilitation enable a functional status to be maintaimd 

and may also provide for further personal independence 

through the use of external supports such as attendant 

care, revisions of the home setting, the maintenance and 

repair of assistive devices such as wheelchairs, and even 



vocational training and placement services. These systems 

of medical rehabilitation and home care and assistance are 

essential to achieve the goals of rehabilitation. Both 

systems should he supported and the two systems should be 

integrated resulting in a continuous program of care. To 
I 

assure this, medical rehabilitation hospitals and facilities 

should be encouraged as sponsors and managers of home care 

i programs. 

c. Inpatient Medical Rehabilitation -- (1) Number of 
Facilities; ( 2 1  Average Length of Stay; (3)  

cost; ( 4 )  Problems with Present Third Party Pay- - 
m e ;  and ( 5 )  Benefits. 

1. Number of Facilities 

It has been estimated by an analysis of the American 

Hospital Association, 1975-1976 listing of hospitals that 

there are only approximately 430 rehabilitation hospitals 

and rehabilitation units in general hospitals. This listing 

is based on self-identification and no objective criteria 

were used to determine if the activities were truly compre- 

hensive medical rehabilitation programs. Most of these in- 

patient programs are accredited by the Joint Commission on 

Accreditation of Hospitals ("JULH"). Of this group, those 

that are accredited by both the JCAH and the Commission on 

i the Accreditation of Rehabilitation Facilities ("CARF" ) 

include LOO. Of this group of 100 facilities, 45 are free- 

standing rehabilitation hospitals with inpatient beds and 

55 are units within regular acute general hospitals. There 

are approximately 5000 beds in these accredited facilities 



with a capacity of approximately 60,000 patients per year if 

one assumes that the average stay is about 30 days. The 

programs which are accredited by both the JCAH and CARF ful- 

fill requirements of conventional hospitalization; in addition, 

they meet the CARP criteria for an organized, complete medical 

rehabilitation program. The criteria of CARF include the 0 

specification by each facility of expected goals or benefits 

of care for each patient and the designation of a comprehen- I 

sive and an integrated program of multi-professional services 

under physician direction to achieve such goals. Presently,. 

SCAB accreditation (but not CARP) is necessary for reimburse- 

ment by Medicare in many facilities and is used similarly by 

some state agencies. 

2. Average Length of Stay 

The average length of stay ("-4WS") for these hospital 

programs is between about 30 to 40 days. It is longer than 

the ALOS in the general hospital because patients have more 

complex and intensive care needs. This medical rehabilitation 

hospital stay generally includes a 10 day sub-acute care phase 

in which some rehabilitation designed to minimize disabling 

conditions is utilized. The disabilities most frequently 

treated include the spinal cord injured person with quadri- U 

plegia or paraplegia; stroke; individuals with amputations 

resulting from disease like diabetes or cancer, or resulting a 

from trauma; persons with impairments particularly those 

associated with severe arthritis or fibrositis; cerebral 

palsy and other birth defects in children; muscle disorders 

including muscular dystrophy and other movement disorders 



resulting from nervous system disease such as multiple 

sclerosis, Parkinsonism in older persons, etc. Blindness 

and deafness are included in special programs for such 

persons. Medical rehabilitation of the spinal cord injured 

involves an average of 10 to 12 days of sub-acute care, and 
- 
I 90 days of medical rehabilitative care for the paraplegic; 

120 days for the low quadriplegic and as much as 250 to 270 

i days for high quadriplegics with breathing impairment (only 

a small percentage). All of the other medical conditions 

leading to severe disability generally involve an average 

of only 30 to 40 days of care including a limited sub-acute 

phase. Some involve fewer than 30 days such as the low back 

impairments that are unrelated to any spinal cord injury. 

This information comes from professional standards developed 

by the American Academy of Physical Medicine 6 Rehabilitation 

for the m and DEEW. It has been corroborated by the Assoc- 

iation of Rehabilitation Facilities in recent surveys. The 

PSRO material is available and will be supplied upon request. 

3. Cost 

The cost per day of an inpatient medical rehabilitation 

program including routine and ancillary services is not 

5 
very dissimilar from general acute hopsital daily costs. 

Some additional costs in medical rehahilitation hospitals 

not included in general acute care daily costs are the 
b 

substantial number of ancillary and allied health professional 

services and sowtimes surgical costs. The cost data are 

from data developed at the Texas Institute for Rehabilitation 

Research in Houston in a cost survey based on standard cost 



accounting, see Document B. The Texas Institute is a special 

rehabilitation hospital and rehabilitation research facility. 

These cost data have been compared to other facilities 

including those in Chicago and New York and while they are 

somewhat lower than those in other similar institutions, this 

is because of differences in labor, time of admission in - v 

respect to onset of illness and injury and other factors. 

They are nonetheless representative generally of the costs 3 

of care in comprehensive medical rehabilitation first- 

admission inpatient programs. The average cost per patient 

per stay treated in 1976 was approximately $8000. The aver- 

age cost range is from $10,800 for quadriplegics and $8700 for 

paraplegics to $7500 for stroke victims, $6M)Ofor arthritics 

with extensive skeletal deformities, and $5000for amputees. 

Maximum costs for the most severely disabled persons including 

those with many complications and need for extensive recons- 

tructive and repairative surgery for bed sores, kidney stones, 

etc. may be 6 times these numbers. The stays are longest 

for high quadriplegics, least with children for muscle 

disorders. Obviously, as one can see from the column "Other" 

in Document B, a significant number of cases are of a variety 

of other conditions such as Parkinsonism, etc. which are 

not indicated. 

With an average length of stay of 40 days and with a 

mix of patients perhaps more characteristic of the average 

inpatient rehabilitation facility (fewer quadriplegics, 

particularly high quadriplegics), using the average cost of 

. 1976 of $8000 per stay, the average per diem would be in the 



range of $200. This cost includes all ancillary professional 

and technical services, medications, surgery, besides routine 

hospital bed, board, and nursing costs. This estimate of 

course is highly biased depending upon the mix of disabled 

patients according to their severity, complications, age 

Y before admission to a rehabilitation facility which accounts 

for differences among facilities. 

5 4. Problems Under Present Third Party Payment Programs 

Attached is Document C which is a document submitted to 

the Civil Service Comission detailing problems with rehab- 

ilitation hospital reimbursement under a number of private 

plans offered to Federal employees. Some policies define 
A 

hospital as an institution providing medical and surgical care 

including emergency rooms. This excludes most rehabilitation 

hospitals since surgical services are not offered in most and 

none have accident emergency rooms. Other insurance policies 

specifically exclude rehabilitation care from their hospital 

benefits which have been negotiated in order to achieve cost 

premiums competitive with other plans not offering such ser- 

vices or benefits. Medicare specifically includes rehabili- 

tation hospitals in its definition of a hospital. In 

Medicare, however, there was originally a failure to recog- 

nize rehabilitative services as a hospital treatment program 

.. - despite the inclusion of the tern rehabilitation hospital in 

the definition of "hospital". The confusion existed because 

no definition of rehabilitation care or services existed 

in the Medicare statute. To a large extent, this problem 

was solved through intermediary guidelines defining nedical 



rehabilitation in 1973. The definition is similar to that 

adopted by the AMA and recommended by the American Academy 

of Physical Medicine 6 Rehabilitation. See Document D for 

the AMA-American Academy definition and the Medicare guide- 

lines. These guidelines should be part of a statutory 

definition, however, since they have not been enforced 

evenly by intermediaries. 

The basic problems with Medicare in 1977 are: (1) its 

29 month 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 many preventable cmplications have developed (also, the 

person has to be SSDI eligible); ( 2 )  the 60-90 day limit on 

inpatient care which is too short for the severe disabilities 

such as quadriplegia and paraplegia, multiple amputees, etc; 

and (3) the failure of fiscal interndiaries to follow the 

1973 guidelines defining rehabilitation. resulting in denials 

of reimbursement for typical rehabilitation services such 

as occupational therapy, psychological and social services, 

special equipment and prosthetic devices. 

The basic problem with Medicaid is the very short day 

limits on inpatient hospital care in most states -- 20 to 30 
days maximum. This period is far too short to cover most 

inpatient medical rehabiltiation cases. 

5. The Cost Benefit Value of Inpatient Medical 

Rehabilitation 

The document attached as Document A cites a number of 

studies dealing with the benefits of comprehensive medical 



rehabilitation programs, involving inpatient care as well as 

outpatient follow-up. Work done as part of the "Comprehensive 

needs Study" dealing with severe disability and cited on page 

6 of Document A indicates that for themajor disabilities 

treated in medical rehabilitation hospital programs (stroke, 

2- spinal cord injury, arthritis and amputations). functional 

ability increases from 35% of normal at admission to 70% of 

normal at discharge. After a 2-3 year follow-up, this imprcve- 
i 

ment has increased to 75%. Document A at page 6 also notes 

that 70% of all patients served in comprehensive medical 

rehabilitation inpatient programs return to work. (Studies 

from Mt. Sinai and the Rehabilitation Institute of Chicago 

and the Texas Institute for Research 6 Rehabilitation support 

this -- see page 12 of Document D for citations.) These same 

studies show lifetime savings of $60.000 per spinal cord 

injury patient treated in these programs. In those cases, 

the cost benefit ratio is on the order of about 7-to-1 using 

the Texas average cost figures for care. 

D. Outpatient Rehabilitation Care -- 11) Facilities 
Providing It; (2 )  Services Covered; (3) Costs; 
( 4 )  Problems with Third Party Payments; (5) 

Benefits. 

1. Facilities 

C Host all of the 100 CARF-accredited inpatient hospital 

programs providing medical rehabilitation services also 

Y provide such comprehensive programs of care on an outpatient 

basis. Outpatient care is important in medical rehabilitation 

inpatient programs since early return to the home is a necessary 



part of a medical rehabilitation prgoram. In addition to the 

100 hospital outpatient programs, there are 110 rehabilitation 

facilities which are accredited by CARP which are 'free- 

standing" outpatient rehabilitation facilities not in hospitals 

or having inpatients. Thus, 210 outpatient facilities are 

accredited now by CARP with the 100 hospital programs also 

being JCAE accredited. 

There are some 250-300 hospitals which the American 

Hospital Association"Hea1th c'are Guide for 1976" lists as 

having outpatient rehabilitation departments. These programs 

are not CARP accredited , but are JCAB accredited 
prorams; however, it can be expected that CARP accreditation 

could eventually be met by most of these programs if it were 

required. Thus, another 200 programs might be added to the 

210 presently --accredited. 

The estimates in this section are drawn from the AEA 

.Guide to Eealth Care for 1975-1976"; the American Rehabili- 

tation Facilities coded membership list and the C A W  listings 

of accreditations. 

2. Services 

~n outpatient rehabilitation program in a hospital or 

other facility is different from a speech pathology clinic, 

for example, because, like the inpatient rehabilitation pro- 

gram, it has a comprehensive and integrated program of services 

provided under a physician-directed plan and including 

physical therapy, occupational therapy, medical and social 

services, psychological services. speech and audiology services. 

Other therapies are also offered such as inhalation therapy. 



Obviously, each patient may not need all services. Hie ser- 

vice needs depend on his disability status and physical 

condition and complications. However, each needs physician 

evaluation and management and usually several other profes- 

sional services ordinarily directed by a physician. 

.c 3. 

The costs of these programs are generally determined by 

i the costs of each unit of service. Physical therapy costs 

per unit of service in 1975 were about $16 and speech patholo- 

gy services slightly higher. Skilled nursing services are 

Somewhat lower than the therapies. (See Document D, page 10, 

which includes 1973 data which has been increased for reasons 

of inflation.) (Those figures are corroborated by data from 

8 rehabilitation facilities in Connecticut.) 

4. Third Party Payment Problems 

Under private insurance, only the hospital outpatient 

programs are generally recopized as providers of a limited 

number of specific services. Speech pathology, occupational 

therapy and psychological services are not recognized in 

many private insurance programs including Blue Cross-Blue 

shield policies. Such services are specifically excluded 

from both inpatient and outpatient programs. 

under Medicare, both the hospitals and other rebabili- 
-, 

tation facilities are recognized providers of outpatient 

rehabilitation care under Part B. The facilities must meet 

Medicare conditions of participation including recordkeeping, 

reporting and professional staff requirements. However, while 

hospitals are reimbursed for the entire rehabilitation Program, 



the other rehabilitation facilities get reimbursed for only 

physical therapy and speech therapy as well as for physician 

services. Nursing services. occupational therapy, medical 

social services and psychological services are not covered 

despite their inclusion (with the exception of psychological 

services) as home health and nursing home benefits. 

5. Benefits 

Comprehensive outpatient rehabilitation care is a 

necessary adjunct to the inpatient program and both are neces- 

sary to achieve the improved functional ability co-aing 

the benefits of rehabilitation, vocational success, and cost 

savings of the care cited previously under B 5 in this paper. 

E. Community-Based Long-Term Care Services 

Attached as Document E is a very good, brief paper 

documenting the need for comunity-based health and social 

services to enable disabled individuals to function more 

independently (in their own homes rather than in institu- 

tions). The patient population analyzed were discharged 

from an organized medical rehabilitation program and were 

determined to be most at risk of institutionalization. Rro- 

thirds of the patients surveyed were returned home and one- 

third institutionalized in long-term care facilities -- 
nursing h a s  or chronic disease hospitals. 

Major variables affecting whether comnity care or 

long-term care 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 discharge. 

Obviously, these factors serve to limit home care costs, i.e.. 



the family would provide attendant type care at no dollar 

cost. The average cost over 6 months for home care services 

for the population returned horn was $72 per week in 1973 

dollars, or about $10 a day. This is substantially less 

than the cost of any level of nursing home care -- $30 to $50 a 
s day in 1976 dollars. The services provided were personal 

care services ($4  per hour); homemaker and housekeeper 

i ($3 per hour); escort service; and physical therapy and 

nursing care at $12.58 and $10.86 per visit. All figures 

are 1973 dollars and therefore have to be increased by 

about a third to make the dollars equal to 1977 dollars. 

Still, the cost per week would be about $95 or about $14 

per day. See pages 9 and 10 of Document E for details. 

Some of the services provided are traditiona1,Medi- 

care covered, health services such as home health nursing 

care and therapy. However, other services such as attendant 

or personal care, homemaker services and transportation are 

not. Added to these services might be nutrition and home 

meal programs. A home care program of this nature, while 

it might well be treated as long-telm care and not part of a 

health care program including medical rehabilitation. should 

he integrated with medical rehabilitation case. To achiere 

this goal, medical rehabilitation.provideea should be author- . 
ized to manage h- care programs. 

F. The Total Universe of Need for Medical Behabilitation 

: Care and Some Rough Cost Estimates of Including It 

AS a Benefit 

Present estimates of those with severe disability who 



could utilize medical rehabilitation care are 2.5% of the 

population or approximately 6 million people. Paper by 

W. Spencer, D. Stock and J. Cole. "Medical Rehabilitation of 

the Chronically Ill", 1976, for HEW (ASP.?). This is consistent 

with estimates of the "Comprehensive Needs Study". Spencer 

estimates new cases each year at 101 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 evaluating 

those in acute hospitals of the University of Minnesota for 

rehabilitation services needs. Kottke found 20% of the acute 

hospitalized population to need component medical rehabilitation 

services and 2% to need comprehensive rehabilitation programs. 

The existing capacity of comprehensive medical rehabili- 

tation programs may be equal to serving about 10-20% of the 

600,000 newly disabled every year, or about 60,000-l20.000 per year 

now. This figure comports with recent spinal cord injury data 

showing a total of about 10,000 new cases each year, but 

showing existing spinal injury programs and facilities 

having the capacity to provide comprehensive care for only 

about 10% of this number based on estimates of the profes- 

sional membership in the American Spinal Injury Association 

and Bealth Insurance Association data regarding tbe 

American Institute of Highway Safety. "The Costs of Spinal 

cord ~njuries". December 15, 1976, vol. 11, t20. I£ 60,000-120.000 

people were served, at an average of approximately $8000 per 

case, the total cost of medical rehabilitation would be about 

$500 mil. to $1 bil. p r  year. Outpatient costs at a maximum of $750 

per year for 120.000 persons would add up to $90 million per 



year. 

Sunooary: 

Inpatient Medical Rehabilitation for the 
severely ~isabled 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 

r' Total-----------$590 million - $1.1 billion 

Referral to an inpatient rehabilitation program would 

be initiated by the first utilization review in hospitaliza- 
& 

tion at 15 days as e requirement of reimbursement for services 

to the severely physically handicapped facing or having a 

disability. This control might increase demand for services 

but wonld clearly save long-tern costs of extensive general 

hospitalization or long-term care institutionalization. 

Since Medicare, Medicaid, Vocational Rehabilitation and 

the Crippled Children's program sponsor some of this care n w ,  

the $590 + million estimate is not a net figure. The net 

increase over existing Federal comitnents would be much less 

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% of the to ta l  

costs since 40% of revenue is now federal outlays. 60% of $590 

million to $1.1 billion is $360 million to $700 million. 

Costs of the home c u e  program are not s h a m  here. Ob- 

viously. they might reach $5000 per case per year if 

utilization for a full year were as indicated by D o c w a ~ t  E. =. 
The doeunenta referred to in this statement may be found in the subeom- 
mittee files. 



N a t i ~ r a l  E-ter S w l  Sociev for Cnppled Childrrn 6 A d u l h  

2023 Wesf Ogden Avenue Chicmp, I l l i w B  &Oh12 

Chi ld - Male - 21 yrs. 
Diagnosis - spina B i f i da  
Hi5fory - Referred frm Chlldren'r b r l a l  Hospital where r v rg i ca l  procedure f o r  
spinal c i w u r e  and for a shunt were performed. i 
T y p i ~ a l  length of  stay, 3 yrs. (This report i s  of the f i r s t  year1 

Physical therapy 
Occupational therapy 
S p e e r i  therapy 
A.0 "l0g:col c".I.a,ioll 
P,~cnol"gic.l L " * l " * l i r n  
*r.ic., tvaluat ion and #!am-"? 
Trans9ortaf ion 

~ e n g t h  o f  freatnxot 
*Init = 1 hour 

e $20 per 
15 per 
I5 Per 
40 per 
75 Per 
40 per 

5 per 
Rnun-i 

~ o t a l  cosr 

Trsdeuindr Rehabi l i tat ion Center 
Gary, Indiana 
frank ~ o r m b a m ,  ~ x e c v t i v e  o i rec tor  
219/949-MOO 

Chl id - F m l e  - 3% y r r .  
Dlapnorir - CP 
History - Refetred fro. Children's H-rial -7, 1976 
Started at  Easter hl July. 1976. Discharged January. 1978. 

51 Units* e $17 per 
52 17 PI 1 $ 2; 
86 4 p r  - 344 
6 

Length o f  f reafment 18 .or. Total tosf - $2,934 
*unit. - p r  visit o f  112-314 hr. 

wi l i e t c  Rehabi l i tat ion Center 
h i t y  dohnrm, Program DirecfoP 
312/287-O222 

and langvage def ic i t . ,  

0-3 ~nrervent ion  22 units* e $20 - 5 440 
( m u l f i d , ~ ~ i ~ l i " ~ ~ ~ )  
Ossvpafional therapy 22 un i t re*  I 5  per - 
Phyrisal  ihorapy 

330 
78 15 per 1.170 

S~eech  therapy 22 15 per - 330 

~ e n g t h  o f  treatnenr t year Total tort - 2.270 

*uni t  - 21 hovrr , -*Un,t - i hour 

1 Easter Seal Trcacmnt center 
Elgin, i l i i n o i r  
Peggy Nuet rer t ie r  
312/742-3264 



Chl ld - Hale - 3 Y~I 
- cerebral Palsy - Bl ind  - Prev;ou. H ~ ~ ~ ~ ~ ~ I  ~ ~ ~ ~ t ~ e n t  - ~ t .  worth Children's O*hopedic 

~ i ~ ~ r  12-9-76 - No h o ~ p i t a l i z a i l o n  to dat= 
O,t-,,ri,t 3ervies started at Easter Seals 12-29-76 

~ h y r i c a i  t h o r w ~  172 Units* 
@ 6.50 per - 'i 881.70 

occupafionai t h e r a ~ ~  186 
6.50 per - 1.812.30 

3 22.50 
speech evaluationr 
speech therapy 186 

6.50 per - 1,812-30 
1 10.60 

h d i o  Screening 
C 

h g t h  o f  r r e a f m t  to dare 15 nor. cost t o  date - 54.539.40 

t u n i t  = 15 mlnufes 

T ~ ~ ~ ~ ~ T  county ~ e h ~ b i l i t a f i o n  Center 
d Fort Worth, Texas 

~ o b e r i  ~sotf, Executive Director 
8171316-8693 

~~ 

Child - Nale - 4 y r r .  
Diagnosis - Spine Bif ida 
History - surgery for closure of th back and a shunt i n  1973. B i l a t e ra l  h i p  mrgen/  In 
llarsh o f  '76. rub-trochanteric mtwtany,  i l l i op roa r  renotomy and sdducror tenolany, 
Referred t o  Earter Seals for evaluation i n  Oct. '75 and referred again f o r  trealnent i n  
January, 1976. 

~ e - e ~ ~ l ~ a t  ion 3 Unlts* @ $131.00 per . - S 396 
Physical therapy 86 Un i t r *  8.50 per - 731 
occvpational therapy 97 9.w per - 873 
Speech therapy (group1 357 .51 per - 182.07 

Length o f  Treatwent I Year Total Cost - $2.182.07 

'Evaluations - prychoioqy - $54. physical therapy - $17. Occupational therapy - $18. 
Speech therapy - $24, social  service $19. ( l f  audiology added i t  would be an addironel 
$27.) 
*LC - f hour 

Dallas Society for cr ippled children 
Dallas, Texas 
Loyd narc in, Execuf l ve  Director 
2141358-5261 

Chi ld - Hale - 3 y r r .  4 m s .  
Diagnoris - Spastic dsuble herniplegla 
History - I n i t i a l  evaluation at 6 nor. I n  an evaluation center. A t  12 nos. ref=rred 
t o  Earier Seal f o r  sanpiehensivo eualuallon and thera~v.  

h 
The p r ~ g r a n  described b e l w  1s f o r  '76-'77 -ly. 

~e-evaluat ions 2 Units* e $132 per - 
Phyrisal therapy 

$ 164.00 
99 ** 8.50 per - 

0csvpationa1 therapy 
841.50 

L 155 9.00 per - 
spach  theraw (gmup) 351 1,395.00 

.51 per - 
Speech therapy (feeding) 

178.05 
26 8.25 per - 214.50 

*Evaluations - P s y c h o l w  $54. PT - $17. M - $18. ST - $24. Soslal services - $19.. 
( I f  audiology added i t  -Id bs  an addit ional  $27) 

**Unit - t hour 

Dallas Society for cr ippled chi ldren 
0ai ier ,  Texas 
L O Y ~  ha r t i n ,  Executive Director 
214/358-5261 
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Mr. ROQERS. Thank you very much. That was a very helpful state- 
ment. 

Ms. CauBeld, we are pleased to have you with us. 

STATEBENT OF XARQARET CAUEFIELD 

Ms. CAUFFIELD. I am Margaret Cauffield and I live at 1311 Dela- 
ware Avenue SW, Washington, D.C. I have osteogenesis imperfecta, 
commonly known as the brittle bone disease, which originated long 
before I was 18 years of age and which will continlie indefinitely and * 
has constituted a substantial handicap. 

With the exception of impaired intellect, the definition used by 
the Developmental Disabilities Office in its brochure, '$What Are c 
Developmental Disabilities?" describes me and other with osteogenesis 
imperfecta. 

I represent a group of families and individuals in the District of 
Coliimbia, Maryland, and Virginia who are also affected by osteogene- 
sis irnperfecta and, in a larger sense, all those in this country who 
have this disorder. 

I came today to urge the broadening of the definition of develop- 
mental disability to include all disability categories if the individual 
meets the criteria recommended by the majonty 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 force voted for this broadened definition at the rate of more than 
two to one. 

The task force was directed to conduct an independent objective 
study to: (a) Determine if the basis of the definition of the devolop- 
mental disabilities, with respect to which assistance is authorized, is 
appropriate and to the extent that it is not, to determine an appro- 
priate basis for determining which disabilities shoilld be included and 
which disabilities should be excluded from the definition; and (b) the 
nature and adequacy of services provided under other federal pro- 
grams for persons with disabilities not included in such definition. 

Try as I have, I cannot find evidence that the task force addressed 
part B of that mandate. We insist, therefore, that the task force did 
not complete its job and should be reconstituted in order to conduct i 

the investigation into the adequacy of services for those who are now 
excluded by present DD legislation. Parents of children affected by 
osteogenesis imperfects. could testify to the discrepancy in the ade- q 

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. 
Swimming is the best and perhaps the only means of exercise for the 
child affected by osteogenesis imperfects. 

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 them frag~le limbs. 
Denial of siich beneficial programs to these handicapped children is 
not acceptable. 
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Our mothers are continually searching for schools, physiotherapy, 
swiinming pools for handicapped. How often I have heard, L'There 
are many services available for mentally handicapped children but 
not for my 01-affected child." Parents of 01 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 
1 intelligence and does not need special school curricula. The 01- 

affected child needs early physical intervention and access to educa- 
tion to reach optimum development of his or her assets. DD servlces 
for these children woilld avert the lengthy delay many of us expen- 

f enced before vocational rehabilitation services were orovided. In mv - 
own case, that was at age 34. 

Again, I urge adoption into H.R. 11764 of the broadened definition 
of develo~mental disahilitv as recommended bv the maioritv report " " -  
of the dehition task force: 

I have two articles and a brochure on osteogenesis irnperfecta which 
I would like to insert into today's record. 

Mr. R w w .  Without objection, it is so ordered. 
Ms. CAWFF~SW. I thank you for the opportunity to make this pres- 

entation. I do admire your abilitv to oav attention for these Inany 
A "  

hours. Thank you. 
Mr. ROGERS. Thank yo11 so much. We appreciate your being here 

and your makiing the effort to give us the benefit of your thinking 
and it is helpful to the committee. 

Ms. CA~FIELD'. I have copies for a11 the members of the committee - 
too. 

Mr. Rooe~s. That will be fine. Thank you so much. 
Now. Ms. Connors. 
[Test.imony resumes on p. 3m.l 
[Attachments to Ms. Cauffield's prepared statement follow :] 



Children with 
Osteogenesis Iillperfecta 

by FRANCES S.1. DUBOWSKI, R.N.* 

Because there have been no guide1inc.s for nurses in tlie care of os- 
teogenesis iniperfecra c l ~ i l d m ,  there is a prntortnd need for briaging 
tolight rl>c errors and ignorance in the care of' these inteliigenr, f;a,+le 
individuals. Awareness of this CI-ippling disease i'as creared in 1968 by 
a magazine article in r\.l~ich a morltet- wror? of her nngitsh and io.lbility 
to cope with a child so helpless and totaily dependent open her. .as an 
outgrowth of this anicle the first dinic for the care of these clZdren 
uUas orgard7ed. 

I had nly first encounter rvitll art 0.1. birth during my nurses' train- 
ing at Cook County Hospital, Chicago. This birth creircd i n  aura of 
fear, clamped mouth.. and averred eyes. Ever)-anc a~oided rhr morher. 
l'lir delivering pl~ysirian :>.as curt. spoke in rliort quick sentences. and 
lert her room inltnedi;ttely. She left the hospital icirhout seeing her 
baby. The infant remained in otir lios11ital for tine !e:lrr becni~se no 
one knew that hc could 1it.e in the outside nvorid. His record read 
"fony-three fractures (plus) of' the ttppe~. and lower ertrr~iiitics and 
ribs." 

Many years later I came rn work in an orda,pedir liorpitnl for 
crippled cliil~l~~cri ~rliere. on iny first-d:iy, 111). first b:ttli ;ird:.n~nec;t was 
Iliac of a 9-).c;tr.-<,I<!. 2:: pout~cl. 111'12 inch yi,uliptrr lcirlt a n  :tdult voice. 
llis rccurd rc;t<l "h-actut.c> ;tt bil.tI~ 200 l>lus. I N N >  IIIIIIIPII~LIS 10  COLIIII." 

On titis niorning i ~ e  1i;id ;~ll.r:ldy hrcn ~ ~ ~ I I > c < I  ttp in 3 c:arricr rcat. 11;al 
l ~ r d  liis brc;ikEt>t, and w;ts stitcl~ing 011 :t ,l~icce of ctnbroic1~1-y. 

'SIIIW ( i b ! b h t ~ l l . b # ~ :  ( 1 3  11:r I ~ ~ ~ . I I ~ I I I C , I \  I~nlx.ili~li; K c ~ i > l d ~  P ~ ~ c c I .  S l ~ r i n ~ ~ i s  1bnpit;al 
I.<>,. t:ri]>l>lc<l ~ ~ l , i I ~ l , ~ , , ,  (:I,<C~;,~,>. 

A'aniug Clinics #f 'Surh .A,mrir.-\'cll. 11. So. 4. DECE.\IILEK. 197ti i0!1 



As 1 approached with the bath hater, I heard the instructions. 
"Nursc, don't lift me or  touch me till 1 tell you how." You can be sort. I 
listened. If after reading this ardcle you wili remember only tliis, c l ~ n l  I 
will feel that this article has been worth my efforts. Along with the i~ecd 
to re.~prrt the chlrild's Ltrlntrtiollr, a close observation of the parents aud 
their handling of the cl,ild uporl admission is of great value. Parents 
live \\,it11 tliis disease 4.1 hours a day- and hzve developed special skill 
nith their child's needs. Once I heard a snap of a femur when a cn- 
wor&er changed a diaper. 1 also h;rve heard a snap when blood w a s  
dra5v11 front a child wit11 0.1. Yes, it was the fracture of a humerus. 

NATURE OF T I E  DISEASE 

Osreogenesis imperfccta is a hereditary disease involving gener;~lired 
connec1ir.r tissue. It is Ihougllt to occur i n  two 'forms. congenita ;tnd 
mrd:!. lti our. dinic ar Slrrincrs tl<npit;d for CI-ipplerl Cllildl-en wc 01,- 
served many rari~tions and for this peason chosc to classify our 
childrcit as severely aticc~ed. moderately aHected, iind niild. The 11111.s- 
ins care for each of these categories c:dls,for gentleness and centers a 1 1  

safely and prevention of li:lctures and deformi~ics. I sliall confine 111s 
w~.itinc tnainlv to tlic C:IIC. of 111e swrrcl\. ilntl ii~ode~~;iicIy ilTccted sii~uc 

r11ort stilttlre. and sro~iosi; in 70 per roll of nil :in\,nr<~ r11i1drc.n. o t i ~ r r  
> i y s  in I I L C  scvcrc fc~~nn isrc ~ri:ttt~i~l:irT:i~i~~s ~ : c I I ~ ~ ; B I I ~ ) ,  l ~ y l ~ ~ r l ~ ~ r c x i ~ l .  
cs~cssirc cli;~l~l~orcsis. easy bruising. ~-cni~. rc i~t  cl,is~;tsis. 3t:d consti1~a 
lion. . 



Temperatures taken morning and evening for 30-day periods show 
that the tempcrattlw of the chihi witlr scvcre 0.1. remaitis I to 2 degrees 
above norriral. Tl~is  is demonstr;~tccl br 11;s need for less clothine, few or  
no covers when sleeping, and a greater fluid intake than other cliildren. 

CAKE I\IEASLrRES 

CI.OTIIINC. This should be lial~tweialit, nonconstrictina. and void of ., 
ribbons, buttons, pockets, or r ~ ~ m e s .  ~ i ' i pe l r  should be pr%ided rather 
than buttons. Yanv fract~~res have occurred from catchine an ann or - 
leg between the crib rails. A padding to keep the extremities witllin the 
crib is a must 

DIAPERISC. In changing the child's diaper, one must lift the child 
by his bunocks and, in a srveeping m o t i o ~ ~  xitb the upper arm. suppon 
and cradle the  leg^ rvhilr placing the diaper. Sever lift the legs at the 
ankle area, since this can cause fractore of the long h n e s  and tlie feet. 
Heavy, thick diapers can constrict. so use of these sl~ould be avoided. 

BATHING. It is beneficial to allor,, the child to be bathed in a small 
tub or  basin lined wit11 a heavy towel. except \\.hew casting prohibits. 
An open-mesh, p!astic clotlles b~sket can be set into a larger tub, to give 
security to rlie child. The barket can k lifted in and out with the child 
i n  it. 

FEEDING. At feeding tinre the nurse can cradle an infant on a 
pillorv, ~vitli a comlortable amount of pressure. The older child can be 
placcd in a portable seat-carrier, the tspe used for totina from !,lace to . . - 
place, with a soft strap across his middle, since any chest constriction 
could fracture the ribs. For a child in a snica cast. tlte unner vortion of .. . 
the lmdj. shoul:l be sliglltly cleratcd, or prcferabls the child can st;~.id 
in a table-type walker. 

The prescl~wlcr or scl~ool-age child would prcfcr to sir in a sn~idl 
wheel cll:~ir and iced 1>i111scll: A pillolr to sit 011 r;~r> pwvent trauma 
and skio breakdo!in. l 'he legs I I I I I S ~  not be u1ht~~r.d to llitllg O\.CT the 
edge of tllc rvl~eel cl~;~ir. ;IS h c t w c  of the femu~- is i ~ ~ o s t  mznmon. The 
legs sl~ould I)e sup]x,ne:l in flexion by a pacldcd lx,ard. 

T l ~ c  susrcl~tibil i~~ of ~hcsc chil(lwn t(,'U.K.l.'s. tllcir chcst detirt-n~ity, 
ancl their ],UOI- tcrt l~ rcqitirc :In ul~rifl,t position ;,I ircdinp 1i111c. ' l ' l~ry 
are i~stt:\lly picky mtt i  5Itnv t ~ ~ t r r s .  ~ I C I  since t l~rir  S;OIILKII\ :$rc c r ~ ~ ~ ~ ~ l c ~ l  

i t ~ t c ,  tlw ~ I I C ~ ~ I  <:8vity, sr11:tIl I'rcqttcnt t?cdit~gs :!re cnc~~ur:tgc~l. 
'Yhc ~ ~ c c ~ ~ ~ ~ r c l l c c  of excc5sivc di;l[ll~orcsis sl~<nving :!$I ;tlt~ior!n;tlily in 

ellc~gy n~ct~tk~~~!isr~l  rvqtlirc's : L ~ ! c ~ ~ I ~ ; I I C  or it~i~vc;tscd c;$loric :llld i ~ ~ ~ , ~ l c i ! l  
~ I I I : ! ~ , .  ' l ' l ~ ~ s ( ~  ~ l ~ i l ~ l r ~ ~ ~  ; ~ I . C  .~I!V;IY> l l t i p t y  :t~n<l ~ l t t > c t l ~ l  I ) ?  ~ ~ I l ~ ~ ~ ~ ~ c I  I C D  

dl.ilik ;IS I I I I I ,  11 its I I I C ,  11:111t. 'l.lt<.! 1 1 ~ ~ ~ 1  1)111, INN u ~ 1 1  ; L ~ ~ ~ ~ N ~ I ~ I S  01 ci~lci- 
.unx, l>cat gct~critlly t1isiiL.c 111iIk. Adcli~~g lI:!vori~~g 10 ~nilk, givitrg ice 
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cream and p~~rI<linp.  and the usc of milk in ccx)kiag can help supply 
the alnount rcq~~irerl. Tlierc are #lo 1i;trd a11d i h t  rules abnnt dict, but 
one shotrlrl niakc all extra elrort to tenipt the apputite. 

USE OF THC BLIII.AS. These cli,ildrr~~ have an extremc fear of hcing 
Iiandled and 111;1y not ask for t l ~ e  use of tltc bedlr;~n. Since tlwy do nor 
w;tlk. their weak l~urrock and leg muscles cannot support tl~crii rvhilc on 
the bedpan. They should bc lifted :entl! by the buttock, with t l ~ c  l e p  
suplwrred by a pillow. If bed~r.ctting occurs, skin care, using water and 
a mild soap after each episode, can help in preventing rasli ind  irrita- 
tion to the skin. 

&Ian). fractures in tllesr children are cared for ar home by the 
parent. There is a snap, a cry, and the child exhibits pain. The parents 
wrap the estjemir? r\.ith an elastic handage, 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 fii.mly asainst himself, wit11 the opposite 
arni. Callus formation takes ul;ce in a few dacs. A trianztllar banrlaee or  - 
stc~kinette sling can be applied. but a long arm cast should bc avoided. 
The weight and pressure of the ~ 1 s t  ivould only serve to cause a frac- 
ture alw\c the cast. and posribl\ fracture of the ribs. ,411 fractures 
should be cl~ecked freque.ntly for color. circ!~lation, sensitirity, and 
movement. Xvt~lr  soft uaddine to the asi l lar~ recion to absorb exces- .. . - , - 
sire perspiration. 

111 tliese cases tllc child is deli\.ered to the l~ospital, uaoally with an 
elastic bandage type of ~vrapping to ease rransport;ltion. X-rays are 
t.~ken, and a long leg cast applied in t l ~ c  ol(1cl-, moder;ntely vr tiiildly af- 
fected 0.1. cl~ild. If a lrrtig leg cast is applird 10 tile esrrc~i~ity of the 
sercrrl? :~lTc~-lcd rl~ild. there is :I srnstg lw~ssil~iliry of a lktcturc j o s ~  
above the &IS(. 'L'hc~rlore a hip spica is necess;try to insure co~iiplcte 
st~plwrt to the entire leg. 

Tlir c:tst 6110111d Ix. 11c:11I? tr in~tz~~cl :!nd s11otnld 1101 1-uh 111) ;tp:.linst the 
l > r < ~ t ~ ~ l i n ~  <l~cst. ' 1 ' 1 1 ~  cdgcs sltouli! 1% Crw 01' 1n<)w l>I;lstcr. c ~ w c ~ c ~ l  
witl? ;I Il;ttl!trl-ly,c t.q,r. to l,rrvrll! n(l)~.ii~tiott <>I' I I I V  skin. 'l'lle c<I~cs  
;sr,un<l tin? pubrs ;tt!tl rert:~l ;uea sht,uld Iw ~:q,crl ;tnrl tllcu c o w e d  
t~it11 plastic \vrnlj to keep moisture out. Sonic pli).sicians have ;~pplicd a 
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douhlc spica or c;ats tv tmtlt legs, even if only one is fractured. This fa- 
cilitates the child standing i l ~  a l'c\v'days and decreases t l ~ c  cl~;~nces of 
trauma to the unit!jured leg by tlte weidit of t l ~ e  cast. 

Our pl~ysicians do not al'l'ly short leg casts, hut if illis is clone, thu 
parent or nurse must use extreme care in lrandlirtg tile cbild since thc 
weight of tlrc cast could cause fFacture of tibia and fibula at the prox- 
imal end. 

Children in casts of the lower extremity sltoitld hare a regul;~r check 
of the covering on the feet. Slleers and spreads should not k. tucked in 
tightly under tlte mattress, u~liiclt ~ o u l d  cause pressure on the toes. - .  

CARE OF CASTS. One cannot enlpltasire strongly enough the imlmr- 
tance of rood cast care. This eliminates the ;emoval of tile c;~st h f o r r  " 
healing is accomplished. .Although 0.1. bone develops callus mom 
quickly than normal bone, the bone remains stlbject to fracture just as 
it was before the initial break. .A clean, well cal-cd for cast can tr kept 
on for the full dnte required, eliminating the anxiety a114 fcar of un- 
necessary remo\.;ll. 

The irnlmrcknce of a dry cast is undoubtedly tbe one grmcst fanor 
in cast care. T o  avoid +in:: enemas, nurse and parent should persist 
in having the child ear l'ruit and drink fruit juices. I t  is alnivst impossi- 
ble to keep a cart dry during an enema procedure. For boys t l~e  penis 
can be directed into a t:rbe or  111-imrl. padding \\.it11 disposilblc diapers 
beneath the perinteal area to catcli any additional moisture. 1'0,- giils 
the right size diaper should be used. pnl l in~ bark abortt a quarter 
length of the plastic litici-, folding tlre ;ihsorbent portion under the bur- 
tock, rvliile raping the plastic portion to the back of lier cast. The front 
of the diaper is tucked inrotlie ir-ont cast opening. This c;in be 
reversed when the child sleeps on her tummy. @ins the btck ;I cliancc 
to dry, if necess:try. One s:inii;try n;~pkin. or li101-e. depentlin~ o n  the 
size of the child, ran bc inserted iuro t l ~ r  from ol>cning to :tbs(,l.b tile 
Hotv of urine. .l!a>tller diaper, rvirl~out liner, or a cloth di:tper or  
receiuing blanket. can h l,lacerl iwneatll the l~uttooks to catcli wlmtever 
rnoistul.~ might srcp 1111-ough. 

Children c;u~ br lx,sirion;d at :I slight incline to cttcourage clowt~\vard 
flow. In the end ~lbe cast niily still bc ( lan~l~.  and ibr tliis tr; h:cvc urcd a 
hail- dryer, unrlcr close supel-\.ision, since the skin canbc  cs~~.emcly 
scnsitirc to he.kt. 

\';wiotzs solt8tiotts l~avc 1x.en lricd to IV;ISII G I ~ I S  l ~ u t  none I ~ A Y C  I ~ C C I I  
of :my v;,l,,c. 

S L : ~ ~ I . I ~ ~ S I S .  V<c It:>vc L!w<I II!C ~ 1 i I ~ ~ : ~ t t k c c  l>r:tcc ;as it l > : t l l i ; ~ t i \ <  ~nc:ss. 
inrc.. 'l.lac l ~ r ; ~ c  is tvorx~ 23 hoitrs vl' I I B C  &sy wit11 XI)  l~ottr SOY l > ; ~ l t  
all~i/or ! ~ y ~ ~ r o l l ~ c ~ ~ ~ l y .  11 1i:ts bcvtl llw ~ ~ K I C ~ I ~ ~ C  01' 1,c~s~~it:~l 1 , )  :;:h!tit 
the clxild l'or wcck 10 :~~.<,k):%it?t tlw c l a i l c l  ; t t \ < l  I I ~  I ~ , ~ I ' C O > I  \ $ ; t l a  in!.<xc- 
durcs. 1)uric~g tltis i>c,ric~<l 111c. l> t , , t~ ,c  i s ' c l ~ ~ ~ ~ ~ c ~ l  l l>o~<n~gI~ly  ICH l i t  ; I I H I  
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possible pressure areas. Tl~cse chil~lt~en are cl~ectcd regulnrly every 
three nrontlis for brace i r t l j ~ ~ s l n ~ ~ ~ r t  itntl ski11 c~ndit io~r,  and hy I I I C  cleo- 
1~11 clinic for lot~el- j:lrv l,rorrusi<,n ilnd interlercncc n.irh tooth forma- 
tion. 

F n . % c x ~ ~ s ~ . < r ~ o s  .\xu Kooo i s~ .  The c11;~llen~e in this disease is the 
control of fractures. The fractured !,ones in hot11 itover and lorrcr ex- . . 
tremiries can curre rather drcadf~~lly.. Rodding is riot done solely for 
cns~rrcsis. since in spite of some severe curvatures these cliildren can 
perform 5arious ti15Ls orlier than rt,a!kiug. 

Surgen has licll,ed in controlling iractures and correcting tl!c de- 
formity. 11 is inrportanr that these cliildrcn be st;mding in their casts the 
day after surgery. Stress or the bone will increase bone growth. Rod- 
ding is most ircquendy done in the femur and tihia. The hutnerus is 
roddcd only rrlien it interferes wit11 self feeding or rvhen clothing cau- 
not be found to f i r .  ~ n d  the radius is done rarely because of its thinness 
in size. 1 have not known of a fibula being rodded. 

LUSG 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 Ve  of trtmost im- 
portance. The cl~ild is never allotted to stand alone, hut  ill have tlie 
imnredinre rttpe~.rision of one or  two hospital personnel and is sup- 
portrd and lifted ai necessary. These children may never walk, but 
braces serve as suppon. 

.SPIS.%L Fustos. This surgical procedure recently done on two of 
our children calls for positioning tlie child flat and using log-rolling 
techniqtte as 1%-irh the usual spinal fusion S o  metal equipn~enr 
was used, hut soft tractio~~ has been applied. 

PI-eopel;rtirely these cltildtrn IV!IO hare increased metabolism often 
rut1 an elevated teinpe~.:oure, but \vIien surKery is cancelled for that 
day, the remperartrre returns lo  the child's normal value. Postopera- 
lively. nausea and vomiting have nor been a problem, except in one 
case of spinal fusion. The most i~.eqoent complicatioz~s hare been cIysl~- 
nea and nocrurnal orrhol,nea. Osygen 2nd suction equipmentare mu- 
tinelr 01-dered to be av;~ilablr at the bedside. 

I . .I s ~ g n s f o r  iliese cliildren are varied. Pulse ;~nd rrspiration arc 
more r:~l>id. hut 1)lood r>rcssurr rem;:ins ille samr ;IS f i , ~  othrr chil~l~~cn. 
A lightlrrigl~r prdixtric ruBshoul~1 lrc tzsc<l in me.Lcut.crucnt to pre\.cnt 
trauni:~ :IIKI f r :~turc.  

h l~o lcw.~os .  .4spirin has been n,nrrailldicnted. Tylenol has lwe~t 
adn~inislcrcd  as:^ i -r l~krrcn~e~~t.  

I I s t  injccti~!~ silt.% ;IIC IISII:IIIV the ~lcltc,kl TIILISC~C. 

htnt t l~uu~~la  tlwsc c l~i l~l rc~t  :trc n~.sinIy sitters. \vv 11;tvc 1~:tcI 10 resort 10 

tlle i ~ t r t 1 c a . h ~ .  tlte Ilerllier silr., lor ally ncccssary &lily injection. 



These cbildrcn rcmain in the hcq>iti~l 1.or a b ~ l p c r  ixriod than the 
usual fracture p;uicnt. 1-Itis gives t l ~ c  nurse more tinic to ohserve and 
assess tllc level of t l ~ c  child's and parents' understanding of this chronic 
debilitating disease. They need help in developing a reaiis~ic attitude 
toward tlirin- life arid plans for tIie.ft~ture. Time shoold be provided for 
the child atid parent LO discu\s their feclinss openly, but eorourage- 
men1 must lx: coupled rvitll l~oncrty in facing [he fsture. Nan? of these 
children have dreams of becoming doctors. ~iurscs, or pilots, and one 
must redin-ect such dreams into the mon-e pmcrical vo~~t ionr .  

A recent surrey of the adults once in our care as children reveals 
rhcse posi~ions held: secretary. editor of a newspaper, bank auditor, 
electronic repair man, cons~lltant to handicapped college studellis, tele- 
phone sales person, and hand craft worker. 

We encourage these children to attend a regular school \\:l~cnever the 
school is on one floor or  is equipped will, elevators. Their aaive ee- 
cellent minds sl~ould be developed. It liar been proved that they are 
and can he self-snl>porting citizens. 
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ABSTRACT. Osteogenesis imperfecto (OIJ, o dominant Ee- 
 tic disorder, was exomined in on explomtory ease study ofpsyehosoeinl implico- 
(ions. The erorssectiond survey sample consisted of 13 Oluffected odulls and 21 
families with an OI-cffected child who were interuiewed. Findings revenled ,,urner 
ous psyehosocid concerns and problems in addition to their co~p lexanr l  lifelong 
medical problems Specific problem are@$ differed according to the seuerity of the 
dkeme. :ype, and mode of genetic inheritance. The results indicate the #reed for 
loco1 os wdl os notional policy changes through logislntion and externions of 
existing semieeo for low-incidence disease groups such as OEoffected persons. 
fmplimtions for social work pmetice ir~terventions eoll forgreater inuoluernent wit5 
genetic diseases. more aggressive opproaehos in ease identificstion end seruice 
mordimtion, ond performing longer-range monitoring functions than is ussally !Ire 
m. ~. 

Except in the case of popularized genetic diseases, 
social workers in particular and society in general have not developed 
much documented understanding of the often unique psychosocial 
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. The lack of these socioemo- 

F tional and fmancial support systems is bleak 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 
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=arch Grant DE AM 03686. Ms. Kiely conducted the interviews dui.ng the data 
collection period. 

Social WorL in Henlth Care Vol. l(4).  Summer 1976 409 



410 SOCIAL WORK INHEALTH CARE 

dominantly inherited disorders include some of the most debilitating 
and incapacitating diseases.' One of these is osteogenesis imperfmta 
(01). which is a tragically severe disorder typical of many of the < 
low-incidence, low-visibility dominantly inherited diseases that occur 1 
in 20,000-50,000 in the general population. These diseases are not 
considered major enough to command much in the way of research I 

money, social recognition, or societal concern and, consequently, lack 
effective lobbies and public support for special legislative and aid 
programs. In contrast are widely publicized diseases such as cystic 
fibrosiq hemophilia, and sickle cell disease which occur 1 in 500-2,500. 

The purpose of this study is to elucidate the contributory psycho- 
social problems and special needs of 01 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 
aeas  of policy development, financial support, and programmatic ef- 
forts that are required t o  cope effectively with the problems generated 
by these diseases. ~ - 

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 
penon may have 01, 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 severe form of the disease which 

i 
is characterized by fractures at birth and extreme fragility of the bones, 
which sometimes fracture hundreds of times. Marked skeletal defor- 
mity, shortness in stature, brittle, soft teeth, and,frequently, progressive 

4 
hearing loss are typical consequences of the disease. In contrast, osteo- 
genesis imperfecta tarda (OIT) is characterized by onset in infancy and 
fewer bone abnormalities than in OIC cases. The OIT-affected person is 
usually able to ambulate without the aid of crutches or wheelchairs in 
contrast to many OIC cases. In both instances intellectual functioning 
remains unimpaired despite the disease. 

The fact that 01 begins at such an early age and is frequently marked 
by severely deforming, incapacitating, and untreatable skeletal abnor- 
malities underlies the lifelong medical and psychosocial problems that 

*Advances in genetic research have been limited primarily t o  
chromosomal and recessively inheritrd disorders. The v ~ r t  group of genetic diseases 
with an autorornal dominant mode of inheritance, such as 01, cannot be diagnosed 
prenatally, and only limited physical treatment, if any, is available. 
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plague these individuals and their families. The high risk of transmission 
to children underscores the fact that the vroblems ereated by the 

d- disease are likely t o  be continuous. across generations of the same 
family. 

METHODOLOGY 

With few excedians. the total available oatient oouulation in . . 
the seven-county, Twin Cities metropolitan area was included in this I-yearcmss-sec- 
tional SUNeY. The patients were selected from the medical records of the University 
of hlinnesota ~osiitals. Gillette Criooled Children's Horoital. and the hlinnesota . . . . . . 
Osteogenesis Imperfeeta Society. Thirteen 01 adults (7 males and 6 females) with a 
mean age of 36 years (ranginp. from 21 to 62 years) were inteniewed as were 21 

Home vlritr were made to each family. Genetic and medical histories Of each 
affeclrd individual were obtained prior la eonductmg the psyrhosoclal rnlemcw in 
order to establish rapport. ~erronal interviews with 01 adults were structured, 
following an open- and closed-ended questionnaire guide. The questionnaire in- 
eluded 21 items designed to assess general problem areas associated with 01. 
includine intrafamilial and extrafamilial relationsbicrs. level of education, occupa- - 
honal status and limitations, medical needs, financial problems, and further need 
for social services. Subjective judgments were also made about each respondent's 
psychosocial functioning by the professionally trained interviewer. 

FINDINGS AND DISCUSSION 

Responses of OI Adults 
Of 13 respondents, 11 stated that their disease af- . fected their family relationships. Nine of the individuals 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 t h e  limitations of  their 
disease, fostered a closer relationship with their parents. Severely af- 
fected OIC adults who underwent long periods of hospitalization duling 
their childhood harbored feelings of rejection toward their parents. 
Relationships with siblings were characterized a t  times by embarrass- 
ment and rejection due to the affected individual's deformities and 
inability to participate in usud childhood activities. These occurrences 
frequently caused estrangement among family members. De:pite these 
problems, half of  the respondents described the effects of their disease 
limitation as contributing to family unity! 

On dating and courtship patterns, adults with OIC frequently re- 
ported difficolties. One 24-year-old man expressed disappointment a t  
finding his girlfriend married t o  a normal 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. AU 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 his ability 
to overcome his handicaps and dated him. 

t 
All 0 1  adults were interested in companionship and marriage. Only 

half of the women married, all past the age of 30, and they married 
handicapped men. In marked contrast, the three OIT males were 
married at  an average age of 25, and they all mamed physically normal 
women. 

All marriages involving an 01-affected spouse produced offspring 
with one exception: An OIC woman separated from her husband 
because he wanted ckildren and she did not want to risk having an 
affected child. Despite the 1 in 2 risk for each child born to be affected 
with 01, the 6 married individuals had 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. I t  k al.0 
noteworthy that 1 4  out of 21 sporadic families produced no furthet 
offspring after having an affected child. 

Educational careers were slowed due t o  repeated fractures and hospi- 
talizations. Their commitment was high, however, since all 01 adults 
achieved a high school degree, with some finishing through GED exam- 
ination. Six attended college and three graduated. 

Employment opportunities and occupational security were major 
problems for all 01  adults interviewed. Most OIC individuals found that 
their physical disabilities required them to undertake modest, home- 
based occupations such as telephone answering services, dressmaking, 9 
and home sales. Other, more ambitious persons developed their own 
businesses in their homes: One woman provided secretarial skills for the 
small community where she lived; another young man did computer 1 

programming. Those more mobile adults employed within the commu- 
nity tended to remain in their jobs for most of their working careers. 

Limited occupational opportunities, absenteeism due t o  intercurrent 
medical problems, and the hereditary nature of the disease contributed 
to the extensive financial problems of almost all 0 1  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 01 in a family. Even though 11 out of 13respondents indicated that 
they received social senices as a result of their 01, they almost always 
needed additional ~ e ~ c e s  including better rotational and educational 
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counseling, special transportation services, as well as continuing finan- 
cial assistance. 

i 

Families with OI Spomdic Cares 
Those parents who produced a sporadic OIC child 

& were overwhelmed at the birth of their sometimes severely deformed 
babies, many describing their reactions as ones of shock and immohi- 
lization. Some initial 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 somet~mes over- 
whelming. These reactions occasionally impaired appropriate parental 
functioning: One set of normal parents who produced an affected first 
child cut themselves off from friends and activities and concentrated all 
their time and energy on this child; another fmt-time mother becameso 
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 initial 
reactions. Since with OIT bone deformities and fractures usually do not 
occur until 1 or 2 years of age, the newborn appears perfectly normal. 
These parents have a more gradual introduction to the disease, making 
it somewhat easier to accept. 

When a sporadic case of 01T occurs, the hagnosis is made, and the 
nature of the inheritance 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- 

t tated with guilt and fear. Or, as in 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 members frequently were noted as impeding normal 
family interaction and overall acceptance of the affected child. One- 
third of the families reported denial of the disease in the family, and, at 
times, even rejection of the child by grandparents, aunts, and uncles. 
Another one-third of these sporadic familles mentioned that extended 
family members overreacted and became overconcerned, almost ob- 
sessed with the affected child. 

In contrast, one upper-middle-income family described their sporadic 
child's birth and famihal acceptance as beneficial for the family in that 
it slorved down their hectic life pace and unified them to give support 
to the affected child as well as to 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 01, knowl- 3 
edge of the disease and its risks provides a more secure, seasoned 
environment for the newborn 01 child. Affected parents who have lived 
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 loss she experi- 
enced as a child by overprotecting and overindulging her own 01- 
fected child, which is a familiar parental response. - 

In sporadic cases of 01  somewhat different kinds of problems and 
concerns are faced. Giving birth to a child with 01 is initially devastat- 
ing for parents who have no prior knowledge of the disease. Their fears, 
guilt, and anticipations are limitless. Frequently, they are overwhelmed 
by feelings of burden and discouragement that interfere with accepting 
the affected child. Schild's3 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 0 1  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 01  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 0 1  becoming the center of familial 
concern and activity. Those who are physically normal may feel es- 4 

tranged and develop psychological problems. In one family with three 
severely handicapped members, one physically normal girl had to as- 
sume heaw household resoonsibilities and faced critical identification 
problems that were not present among the affected siblings. 

Comparisons of OIC and OIT Cases 
OIC individuals face an enormous onslaught of prob- 

lems consequential to their disease that are often less severe and 
complex among OIT 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 
g r o ~ t h . ~  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 also induce individuals to respond with an emotional 
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reaction that may be more incapacitating than the disability itself.= 
Most 0 1  adults, however, appeared self-accepting and comfortable with 

i themselves and their deformities. The theory that physical disabilities 
have special and usually negative symbolic meaning was not evident in 
most 0 1   individual^.^ 

1 
Ambulatory problems also plague OIC individuals more than OITs 

since most are limited t o  using crutches or are confined t o  wheelchairs. 
Without a specially equipped car, OIC adults are severely restricted. 
Inaccessible public transportation and architectural baniers occasion- 
ally create a situation of almost 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. 
Ironidly, 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 financial 
and architectural barriers as well led them to  discontinue their formal 
education. This, in turn, limited their potential occupational oppor- 
tunities alone with the constraints associated with their mobilirv level. - 
Furthermore, nearly all respondents reported being victims of discrim- . 
ination as they sought employment. 

The kinds of employment more easily accessible t o  OIC adults 
provide for bare subsistence income only. These earnings are not 
enough t o  cover the unrelenting stream of medical expenses. Complicat- 

t ing their fmancial situation is the fact that individuals with inherited 
congenital disorders are not eligible for medical insurance. 

Those individuals eligible for Supplemental Security Income (SSI) . benefits can receive a maximum of less than $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 OIC 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 (a state-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 t o  
thcir families because they are thwarted by an unaccommodating sys- 
tem in their efforts to 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 
hctures,  hospitalizations, and ensuing losses from work and school; 
yet they may appear physically normal and must compete with phyr  
ically healthy individuals in school and for jobs. This wmpetition * 
intensifies already high anxiety levels for these persons. The tarda fonn 
of the disease does not inflict enough of a handicap on many of these 
individuals to warrant welfare support or  special 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 
Q~~estionnaire and interview responses document the 

impact that a physically debilitating genetlc disease has on family 
dynamics, social relationships, educational achievement, employment 
possibilities, and family finances. In contrast t o  another study that 
concluded that "01 adults . . .think alike, feel alike and sound off.  . . 
in the same way,"4 this survey reveals a uariety of responses obtained 
from 01-affected adults. One might expect that such a disabling disease 
ac 01  would precipitate severe personality dysfunction among affected 
individuals. Instead, a varying range of reasonably good adaptations and 
compensatory measures were found. Most 01 adults were rated moder- 
ate to high in their levels of ambition and anxiety. Hostility levels 
among 0 1  adults were judged to be quite low. They gave a general 
impression of some social alientation and high dependency levels, hut 
this is consistent with the physical limitations of their disease. 2 

Perhaps being physically handicapped, or  restricted from normal 
activity, allows more time for self-evaluation and self-knowledge, and a 
comfortable acceptance of self is eventually attained. This might ac- I 

count for the high levels of expressivity and moderate t o  high self-con- 
Cept ratings of most observed 01 adults. 

Despite physical disability and disease-related familial andsocial prob- 
lems, i t  is significant that half of the 01 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 risks involved gave no explana- 
tion for their motivation other than their extreme desire to have 
children. Schultz's6 proposition that having a defective child intensifies 
parental desire for normal children was not supported in this study; 
quite to the contrary, the majority of sporadic families and aU OIC 
adults had no further children after one affected child was born. 
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IMPLICATIONS FOR SOCIAL WORK 

There is indeed ample opportunity for social workers 
s to become increasingly involved in the field of genetics. Schild's7 

statement that geneticists and physicians-traditionally trained as aca- 
demicians and researchers-have had little experience or training in 

d dealing with personal and interpersonal relationships of their patients is 
a fitting call for contributions from the social work profession. As 
genetic services expand, i t  will be the social workers' responsibility not 
only to provide improved services but t o  conceptualize and identify the 
nature and kinds of psychosocial problems that occur as a concomitant 
of inherited diseases.' 

The unmet needs of various diseases, especially those with low social 
visibility, should be further investigated, differentiated, and made gen- 
erally hown.  Taken separately, low-incidence diseases such as 01  
represent a small population; however, in combination with the Inany 
other uncommon disorders, such as achondroplasia, Marfan's syndrome, 
and Ehlers-Danlos syndrome, the number represented by these low- 
incidence diseases grows to sizable proportions. 

Social workers who become involved with genetically inherited, low- 
priority disease groups such as 01 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 
01  takes a severe toll on even upper-middle-class family resources. Only 
generous governmental sponsorship, through direct and indirect pay- 
ments, can alleviate the financial stress placed on families affected by . such debilitating diseases as 01. Such public sponsorship could easily be 
achieved through a revised concept of need that hcludes 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 are no sizable private founda- 
tions that can underwrite some of the special costs of treatment. If 
programs are available to help such individuals, they are usually piece- 
meal and lack comprehensive coverage. 

Since most genetic diseases such as 01  imply chronicity, affected 
individuals and their families require a life span approach to interven- 
tion rather than the more traditional time-limited approach to provid- 
ing social 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 hospitals and rehabilitation centers, the social work profession i 
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 crisis intenrention that so 
heavily permeates social work practice today. One prime avenue t o  gain -+ 
access t o  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 senrice as long 
as need exists. Such social workers can also serve t o  facilitate communi- 
catidn with 'medical and research personnel about the psychosocial 
consequences of inherited diseases. 

In the case of 01 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, i t  would be a mistake to 
generalize this similarity without further knowledge of the configura- 
tional aspects of inherited diseases. Although this study was not com- 
parative, it seems safe to assume that the combination of factors in 
OIstunted growth, normal intellectual functioning, bodily deformity, 
repeated fractures, and severe dental problems, among others-provides 
a configuration of consequences that differs significantly from most i 
other disease entities. Only further comparative research can begin to 
make determinations of different configurations of-complex psycho- 
social responses to inherited disease. 

Within the classes and types of 01 disease itself 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 crisis situa- 
tion. and immediate interaction and contact is often crucial. 

Social workers should remain cognizant of specific familial dynamics 
and potential problem areas that frequently occur within families with 
genetic diseases. These include parental feelings of guilt and inade- 
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quacy, the tendency ta overfocus on and overprotect the affected child, 
the propensity for maritat discord and stress, and the sometimes dys- 
functional involvement of extended family members. It is frequently 
useful to involve extended family members in genetic counseling and in 
~mmot ina  the acceptance of the child and his disease. This helm t o  
ktablish groundwork for continual support and encouragement for 
overwhelmed Parents and their affected child. 

Although the precise psychosocial 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 01-affected persons were sometimes r* 
markable. the constraints on their live were e u i d ~ t  in educational 
attainment, job fmding, and job retention. A better developed and 
coordinated vocational rehabilitation service that can effectivelv cove . . 
with job training, job location, job retention, as well as increasing job 
opportunities while minimizinz disniminatorv DraCtices is evidentlv - - .  
needed. 

The key to increased opportunities for 01-affected versons lies. in 
part, withsolring the mobiiiiy problem: If physical acceis is impossible, 
then other pr,romam efforts are doomed to failure. Althouch there are . . - 
often existing community transportation programs, they are frequently 
piecemeal, inadequate, sporadic, and onented more to meeting recrea- 
tional needs than those related t o  employment. With so many frag- 
mented programs in existence, i t  is perhaps time t o  develop city- or  
area-wide coordinated transportation services that can be more respon- 
sive to a broader spectrum of public need. It would have to be rmided 
by a new philosophy-in-practice that goes beyond promoting life satir- 
faction through planned events and activities and aims toward promot- 
ing independence and self-sufficiency by bringing together the im- 
mobile with their opwrtunities for achievement. -. 

The often unpredictable and far-ranging psychosocial consequences 
and the continual drain of financial resources that are &sodated with 
most debilitating genetic diseases m t e  a challenging opportunity for 
the profession of social work to find new ways t o  help these socially 
neelocted families. 
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STA'rFxEm! OF LIRDA Q. mmoOI1s 
Mrs. CONNORS. My name is Linda Connors. I am from Roekalnd, 

Mass. I am here today in three capacities. I am representing the 
Tuberous Sclerosis Association of America, the Federation for 
Children with Special Needs of which I am the President, and I 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 disnbil- 1 

ities [ABT report, November, 1977.1 
All of the above-named entities support the majority report found 

on page 9 of the ABT report, November 1977. As I understand it, -+ 
this is the h a 1  report of the special study on the dehition of devel- 
opmental disabilities which was condncted in accordance with section 
301(b) of Public Law 96103. Mr. Tasll's statement supporting the 
majority report is attached to my testimony and I think speaks for 
itself. 

Mr. ROGERS. 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 Special Needs, located at 120 Boylston Street, 
Boston, Mass., I have been asked by the board of directors to testify 
at these hearings as to the Federation's stand on the definition of 
developmental disabilities. 

The Federation for Childre11 with Special Needs is a coalition of 
all the statewide parent organizations in Massachlisetts that repre- 
sent citizens with disabilities. Tomther these organizations have - - 
approximately 26,000 members. 

They are: Association for Mentally I11 Children (AMIC) (Autistic 
and Severely Disturbed Children); Children in Hospitals, Inc., 
parents and health care professionals concerned with the needs and 
rights of hospitalized children and adults; Massachusetts Association 
for Children with I ~ a r n i n g  Disabilities (MACTAD) ; Massachusetts 
Association for Retarded Citizens (MARC) ; Massachusetts Spina 
Bifida Association, Inc. (MSBA) ; Massachusetts Parents Association 
for Deaf and Hard of Hearing; 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.; Massachusetts Chap- 
ter of the Tuberous Sclerosis Association of America. See the Federa- 
tion brochure. 

I t  was imanimously 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. 

Finally, I am here representing the Tuberoas Sclerosis Association 
of America (TSAA) of which I am a founding director and myself 
as a parent of a lbyear-old child severely afflicted with ti~beroils 
solerosis. TSAA supports the majority report as indicated in the 
ART report, h'ovember 1977, page 9, and seeIrs recognition by the 
Federal Government of tuberous sclerosis as a developmental dis- 
ability. 
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The Tuberous Sclerosis Association of America is a legal nonprofit 
tax exempt national organization incorporated under the laws of the 
Commonwealth of Massachusetts, with chapters in Massachusetts and 
New Hampshire. The association's headquarters is in Rocklmld, 
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 services available to parents and victims of this 

L disease. 
Tuberous sclerosis was once considered to be a rare disease. Now, 

with new and better diagnostic methods and increased physlclan 
awareness, more and more cases are being uncovered. Estimates of 

b 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 letters attached to the testimony and 
I hope the committee will examine them. 

Mr. ROGERS. Yes, we will. 
Mrs. CONNORB. I think they are very important. 
Tuberous sclerosis is a genetic disorder. ~ndividuals afflicted with 

the disease are born with it. Tuberous sclerosis is characterized by one 
or more of the following conditions. Any one or all of these condi- 
tions may range from very mild to extremely severe. See the TSAA 
hmrh~~re - - - . - . 

First, 90 percent of the patients have convulsive seizures at some- 
time in their life. 

Second, mental retardation is prominent in this disorder. 
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 being completely bedridden. 
Tuberous sclerosis has no known cause or cure and there is no cur- 

rent medication to combat the disease. At the resent time only the 
symptoms of the disease such as seizures and f yperactivity and the 
affect of the tumors can be treated. The underlying disorder, however, 
is currently untreatable since we do not understand the basic mecha- 
nisms of the disease. . 

Tuberoils sclerosis affects both males and females and may occur in 
all races. I n  its severe form, tuberous sclerosis can be very devastat- 
ing, making the victim completely 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 page 34 of the ABT report. 

Tuberous sclerosis should be considered a developmental disability 
because it is a disease which is already present in the unborn child 
and continues to be present in the individual for the remainder of his 
life manifesting the symptoms outlined above. 

Persons and families with tuberous sclerosis suffer from a lack of 
meaningful human services. Integration with existing local, State, 
and Federal service programs is essential. Tuberous sclerosis victims 
and their families require a wide variety of services, including phys- 
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ical, occupational and speech therapy, home and institutional care, 
behavior modification, genetic counseling, and many others. 

Tuberous sclerosis has such a wide spectrum, programs have to be 
modlfied for each individual patient. Often a tuberous sclerosis child 
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 5 
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 s 

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 tuberous sclerosis. Since tuberous sclerosis is a 
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 and physician awareness is necessary since this is a poten- 
tially preventable disease. TSAA feels that under Public Law 9 P  
103, section 109, part D, "special projects grants," that it could be 
and should be funded. 

The Tuberous Sclerosis Association of America feels strongly that 
the majority report be accepted because this recommendation does 
not favor any of the existing consumer organizations and/or their 
local afliates. 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 be in 
compliance with the full intent of the law. 

Specific reference is here made to HEW pilblication No. OHD 76- 
29002, entitled "What are Developmental Disabilities?" In  this book- 
let the following are listed: National Association for Retarded Citi- 
zens, ,United Cerebral Palsy Associates, Epilepsy Foundation of 1 

America, and the National 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 conditions they, 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 L'Developmental Disabilities Act 
Amendments of 1978." under the caption "dehitions," '<Set. 102. For 
purposes of this title: . . . (7) the term 'developmental disability' 
means a disability of a person which (A) (i) is attributable to mental 
retardation, cerebral palsy, epilepsy, or autism." 

The above-named entities that I represent do not sapport 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, speaking 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 by 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 include the words "tuberous sclerosis." 

Speaking on behalf of all those I represent, I would like to thank 
this committee for allowing me to present our position and some of 
our views on developmental disabilities. 

4 [Attachments to Mrs. Connor's prepared statement follow :] 
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Mr. ROGERB. 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 bein here. 
That conclu 3 es the hearing for today. The committee will adjourn 

until 10 o'clock tomorrow morning in 2218. Thank you for being here. 
The committee is adjourned. 
[Whereupon, the committee adjourned at 5 p.m. to reconvene at  10 

c a.m., Wednesday, April 5,1978.1 





DEVELOPMENTAL DISABILITIES ACT AMENDMENTS 
OF 1978 

WEDITEWAY, APRIL 5, 1078 

CONMIWEE ON INTERSTATE AND F O ~ I ~ N  COM&CE, 
Wmhinatm D.C. " .  

The subwmmittee met, pursuant to notice, a t  10 :35 a.m. in roqm 
.t 2218, Rayburn House Office Building. Hon. Paul G. Rogers, chair- -. - 

man, presiding. 
Mr. ROGERS. The subcommittee will come to order,please. 
I might say that we do have quite a number of witnesses. What we 

would like to do, if we can, is ask that individual witnesses try to hold 
their remarks to about 10 minutes. We have a little timer here to try 
to remind you. Panelists can take about 5 minutes each, since the 
panel is presenting the same overall viewpoint. Ms. Nelson will be 
our reminder. 

- 

We welcome you here. We are delighted to have you and appreciate - 

your resence. 
R. L e  Henney, director of the project to Assess the Development 

of State Developmental 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, accompanied by Ms. Paula Hammer. We welcome you. 

Mr. Henney, you are accompanied by whom? 
Mr. I I E N ~ Y .  Mr. Irwin L. Schpok. 
Mr. ROC(ER~. Your statements will be made a part of the record in 

full. 
You may proceed, Doctor. 

STATENIUVTS OF R. LEE EEXWEY, Ph. D., AND IRWIN L. SCEPOK, 
c DIRECTORS, EMC INSTITUTE, INC.; RON WIEUEEIXK, Ph. D., 

AND PAULA BREEN HAKXER, DF,VELOPMEFIAL DISABILITIES 
TECHNICAL ASSISTAXCE SYSTEM 

Dr. HENNEY. Mr. Rogers, we are pleased to be able to provide this 
testimony on the Developmental Disabilities Act Amendments of 
1978 [see p. 3361. The substantive information of this discussion re re 
sents the effort of the developmental disabilities planning councig o; 
the 54 States and territories currently participating in the program 
as well as our own accumulated experience over the last 4 years. The 
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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. 

I n  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 gap 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- i 

mental Disabilities Evaluation and Information Services, DDEIS. 
Mr. Schpok, on my Ieft, 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, bringing a background of management 
training in the industrial world to the developmental disabilities com- 
munity. 

EMC staff members have worked in everv State in the Union and 
the territories in impl~wwnting the comprfhensirc planning system 
and Droridine r~lanngement trainillc for ~rofessional staff uersons of - 
D D  planning-council<. 

A A 

The testimony yesterday told us about the program, about the com- 
plexity of the service network and the agencies, and I will not take 
our precious time today, since that has been thoroughly put in the 
record and our statement is for the record. 

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 ~ r i v a t e  service Droviders to deliberate 
and act on the service needs of persons wkh developmental dis- 
abilities a t  the state and national level. The program uses as its major 
method of action the coordination and utilization of categorical serv- 
ice programs and the authority of collertive lrnowledge and esperi- 
ence for the benefit of the individuals 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 n 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 programs for its 
target population. The dedication, commitment and individual au- 3 

thority of State and national council members. staff professionals, and 
administrating agency personnel has been and cohtinues 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 quantity 
and quality, for individuals with developmental disabilities because 
of the im~lementation of the DD Drozram. 

The ~Gnerstones of the cnrren; d&elopmental 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 fiscal year 1978 State plans and the projected impact of 
the relevant provisions of H.R. 11764. 

Two major concerns which we have are that comprehensive plan- 
ning remain a cornerstone of any new le~slative enactment and that 
States retain the right for program pnonty selection and program 
determination. We feel that the committee, through the introduction 
of H.R. 11764, has made significant improvements in the current 

o developmental disabilities pro ram 
We believe comprehensive $annjng has become an integral part of 

the DD program in achieving its primary mission, and this tool 
should remain in place in any new legislative directive. .The Staqes 

4 now have in place a comprehensive planning system wh~ch permits 
the councils and administrative agencies to respond to gaps in the 
service network in relation to realities of the political and servlce 
activities at the State and local level. Even though the four 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- 
snrue that all States and territories have the same service priorities. 
I t  would also impede the development of a continuum of servicts 
through strategic gap filling if the DD Act required specific priorl- 
ties for all State service networks. The mandating of priorities would 
also dilute the dynamics of eonsumer/agency analysis a t  the council 
level. 

Therefore, we would ask the committee to carefully examine any 
priorities which it would mandate for the totality of the service net- 
work, insuring that these were the total need and not average need, 
as is shown in the State plan analysis. 

The second concern whirh we have is the 70-80 ~ercent  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 existing 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 resources for every mission . area. At present, only 42 cents of every dollar spent for the DD pro- 
gram missions is formula grant dollars. 

In  our opinion, the prorated distribution called for in H.R. 11764 
would decrease the emphasis on accessing other categorical service 
programs for the needs of the substantially handicapped develop- 
mentally disabled, thereby setting up parallel services and denyin 

population. 
f the severely handicapped access to existing programs for the tota 

We do not want this population to be considered out of the total 
population, but all services accessible for our population. We believe 
that the use of DD funds for identified gap filling is a correct one, 
but we believe 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. ROGERS. Mr. Schpok. 
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STATEMWT OF IEWIA L. SCHPOK 

Mr. SCHPOK. Mr. Chairman, I would like to cover three things in 
the three major mission areas of the program. I would like to recap 
the intent of the DD program, provlde a status report of what the 
States are now doing against each of those missions, and our opinions 
of the effects of H.R. 11764 on the current Developmental Disabilities 
Program. I will cover the three missions in the following order: 
comprehensive planning, systems advocacy, and the service gap fill- a 
ing mission. 

The comprehensive planning mission in the current Developmental 
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, 
~ h i c h  covers about six areas that Mr. Humphries referred to yester- 
day, is a cornerstone for the actions of the council. It is meant to be a 
key function of the council. It is meant to be a blueprint for eoordi- 
nation of categorical service programs.. I t  is meant to be a guide to 
the systems advocacy mission, from prmciple to action, in each pro- 
gram year. 

In  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 Office started a long- 
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 issnance of program guidelines in fiscal 
year 1977 relevant for the fiscal year 19% 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 elements related to each of the six areas in the plan. 

The National Advisory Council report is correct to say that the 
imblementation of those guidelines was somewhat controversial. For 
the 10 or 12 States that were critical of guidelines, they were con- 
cerned about the amount of information or scope of information a 
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 level. 

Despite the early controversy, the results of the effort of all States 
to fill their comprehensive planning mission are impressive. First, 
the State plaming management has improved considerably over the 
lkSt 3 years. This year, 70 percent of the State plans were in by the 
submission deadline, while in 1975, only 23 percent of the plan were 
inby that deadline. 
:''This year, 95 percent, all but three State plan were submitted by 

tlie funding deadlime of October 1; in 1975, only a b u t  53 percent of 
the plans were submitted by that time. 

The State plan analysis has nearly totally dispelled the claim that 
t44 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 plan. Seventy ei ht percent of the States were able to provide 
more than 50 percent ofthe information. 

There were several exemplary plans. Among them were 16 States 
that submitted over 70 percent of all the information requested and 
promised to get the rest of it this next year. 

These results of coniprehensive planning, are the result of an inte- 
grated planning process in the councils. I n  one State in which the 

c 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 agency plan was the commitment for over $70 
million of services to the developmentally disabled. 

4 In  many States, the council members themselves have helped 
gather the information. Council members have been involved in key 
decisions on the needs assessment, identifying gaps and barriers to 
services, and setting up goals and objectives for this year's effort. 

The planning intent of 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 status it now enjoys in Public Law 94-103. 
If the committee wishes to capitalize on the current capability of 
the States to utilize a planning mission, it can do so by legitiniatiz- 
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 a loosening of the mandatory 
priorities and senrice funding provisions you have in H.R. 11764 
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 themselves, because they are indeed coming across with 
C 

so much information, provide us with a picture in two other mis- 
sion areas of the current law: systems advocacy and the service gap 
filliig mission. 

Under system advocacy in the current law, states may respond in 
five areas. First, they are to protect the legal and human rights of 
persons with developmental disabilities, including maintenance of 
the protection and advocacy system; they are to insure appropriat? 
sernces to persons with developmental disabilities through mdi- 
vidualized habilitation planning and ublic awareness and educa- 
tion action; they are to promote and e # ect the coordination of exist- 
ing services and programs; they are to promote improvement of the 
quality of service; and they are to monitor and evaluate the services 
network for the services that are related to persons with develop- 
mental disabilities. 

The analysis of the State pl-nd I am excluding the protec- 
tion and advocacy system in this analysisshows that State plan- 
ning councils will be addressing themselves to all the mandated and 
optional advocacy functions in 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 servlce quality. The councils are still 
lagging on the issues of mon~tor~ng and evalnation, in part waiting 
for the e\,aluation system of the current office. Only about 7 percent 
of the advocacy activities are relat!d,to evaluation. 

Although systems advocacy activities make up 60 percent of all 
reported activities, they account for only 27 percent of total dollar 1 

expenditures for the activities. 
However, there is some really interesting evidence about the 

coordmation mandate. Every DD program dollar that IS being * 
spent in coordination activities-and we are now talking about legis- 
lative and administrative pohcy coordination as well as the actual 
service delivery-is attracting about 30 cents, from generic agency 
funds. Moreover, of the 153 coordination activ~ties, about 36 percent 
are being implemented by the generic agencies themselves. That is, 
the agencies are taking the responsibility to see that services and 
program policies are coordinated. 

The simple conclusion that is indicated by these plans is that the 
DD program is gaining financial and implementation support in the 
area of its coordmation mandate. A similar thread runs through the 
other systems advocacy activities, particularly for implemenfation 
responsibilities. Nearly half of all the systems advocacy act~vities 
are the responsibility of the service agencies themselves. 

I f  you want to think of this in 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 t? each 
other, "I 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- 
plementin that coordination. 

H.R. 11 f 64 pulls together the various aspeets of systems advocacy 
missions and does a very good job of organizing those activities in 
the bill. It is clear that protection and advocacy systems, promotion 
of legal and human rights, individualized habilitation planning, i 

coordination and progi-am monitoring and evaluation are central 
purposes of this bill. 

However, it appears, from the features of section 133 and 137. 
that the mandated and optional methods currently available fo- 
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 areas. 

I f  the committee wishes to maintain the flexible and apparently 
fruitful response of state planning councils to the bill'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. 

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 



programs; expanding the existing services; and demonstrating new 
service techni ues. 'i The State p ans show about 300 activities for the gap filling mis- 
sion. The councils are accessing a considerable amount of generic 
~ervice funds for these activities. I n  the area of prevention $13 of 
generic service money is being attracted by every DD program dol- 
lar. Institutional reform activities draw u to $14 for every DD 
program dollar. For the total set of gap &ling mission activities, 
about 69 cents is being tapped from generic service agencies by each . IID 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 to allow. 

When loss of flexibility in the gap filling mission is coupled with 
the apparent loss of systems advocacy optlons, 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 of the current program. 

Perhaps that difference is really lost when the appropriations meet 
the authorizations. But in  my oplnion, the scale seems tipped enough 
on behalf of the current DD pro ram concept to warrant continued k support. The program will ha a 'buy" at  twice the cost if i t  imple- 
ments its stated activities. 

Thank you. 
resumes on p. 360.1 

Dr. Henny's and Mr. Schpok's prepared statements follow :] 
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Mr. Rogers and members of the Subcommittee, we are 

pleased to be able to provide you with information which 

we believe to be highly relevant to your deliberations on 
R 

H.R. 11764, "The Developmental Disabilities Act Panendcents 

of 1978." 
& 

The substantive information of this discussion repre- 

sents the effort of the Developmental Disabilities Planning 

Councils of the 54 states and territories currently partici- 

pating in the program as well as our own accumulation of 

program and field experience in the past four years. It is 

our hope that this discussion and the written counterpart 

provided to you and your Comittee members will enhance the 

development of renewed authority for what we have observed as 

a progressive, fruitful and unique demonstration in public 

social policy and program implementation under the present 

Developmental Disabilities Act. 



In Our estimate, the Developmental Disabilities Program 

is a program which is having an impact of increased services for 

its target population through comprehensive planning, influencing 

in accessing funds from many generic services and gap filling. 

EMC Institute has been involved, over the last four years, 

with the development and implementation of the comprehensive I 

planning system which is referred to as the Developmental Disa- 

bilities Evaluation and Information System IDDEIS). Mr. Schpok, 7 

who will discuss the results of the analysis of the FY '78  State 

Plans in a few minutes, has been the principle architect of DDEIS, 

its construction and implementation. My involvement with the 

Developmental Disabilities Program over the past four years has 

been primarily in the area of field activity and training, bring- 

ing a background of management training in the industrial setting 

to the developmental disabilities community. The EMC Institute 

staff members have worked in every state in the Union and partici- 

pating territories in implementing the Comprehensive Planning 

System and also in providing management training for professional 

staff persons of DD State Planning Councils. Therefore, we feel 

that because of recent and continuing interface with the Develop- 

mental Disabilities Program we can present meaningful testimony 

for your deliberation. 

When speaking about the Developmental Disabilities Act, it 
1 

is very inportant to focus on the needs of the individuals with 

developmental disabilities. The Developmental Disabilities Act 

is unique legislation in that it provides legislation for an 



especially vulnerable population in our country. The develop- 

mentally disabled population is composed of individuals who,are 

in need of a complex number of services, provided by a variety 

of service agencies, and these services are expected to be needed 

throughout the lifetime of the individuals. 

L The overall purpose of any legislative effort for the in- 

dividuals with developmental disabilities should he to insure 

c that these individuals have the services available when they are 

needed, have the continuum of services necessary for the enjoy- 

ment and realization of life goals, and are able to access the 

services at the time of need. The Developmental Disabilities 

Program as now implemented attempts to insure a complete service 

network for a continuum of lifetime of service and a strategy for 

identifying and rectifying deficits in the service network. 

The present Developmental Disabilities Program provides for 

three promises to individuals with developmental disabilities. 

These three promises are: 

The needs of individuals with substantially handicapping 

developmental disabilities will be addressed by state 

service programs in a coordinated manner providing eer- 

vices in respect to the functional needs of the indi- 

viduals. 

Consumers and service providers will meet and evaluate 

the service network, identifying service gaps and es- 

tablishing priorities and strategies for filling the 

service gaps. 



The Develomental Disabilities Program contains 

significant dynamics in that it can influence service 

provider agencies to provide categorical service re- 

sources to hear on the lifelong needs of persons with 

developmental disabilities. 

e 
The present Do legislation provides, in the mandated State 

Planning Council, for a partnership of consumers and public and 
t 

private service providers to deliberate and act on the service 

needs of persons with developmental disabilities at the state and 

national level. The program uses, as its major method of action, 

the coordination and utilization of categorical service programs 

and the authority of collective knowledge and experience for the 

banefit of the individuals with developmental disabilities. 

The Develo-tal Disabilities Progran, during its rela- 

tively short history, has demonstrated, as the State Plan analysis 

shoxs, its ability to access categorical services and obtain coor- 

dinated efforts for individuals with developmental disabilities 

nun9 and between service providers. The program also has d-n- 

atrated its ability to access fiscal resources from a variety of 

categorical programs for its target population. The dedication, 

m d t m e n t  and individual authority of State and National Council 

Members, staff professional: and administrating agency personnel 

has been and continues to be felt throughout the nation. The 

dynamics of the Developmental Disabilities Program will be further 

demonstrated as these hearings continue thia day. There has been 

\ 
an observable impact on the services available, both in quantity 



and quality, for individuals with developmental disabil i t ies ,  

hecauee of the implementation of the DD Program. 

The cornerstones of the current Developental Disabilities 

Program are the comprehensive planning, systems advocacy and 

service gap f i l l i ng  missions of PL 94-103. We would recommend 
c 

that  these missions not he los t  with the enactment of H.R. 11764. 

We rill review each of these missions, the status of s ta te  efforts  * 
baaed on the analysis of PY '78 State Plans and the projected im- 

pact of the relevant provisions of H.R. 11764. 

Tsn, major concerns which we have are that  comprehensive 

planning remain a cornerstone of any nev legislative enactment 

and that  s tates  retain the right for  program priority selection 

and program determination. We fee l  that  the Committee, through 

the introduction of H.R. 11764, has made significant improvements 

in the current Developmental Disabilities Program. 

we believe comprehensive planning has become an integral 

part  of the DD Program in  achieving its primary mission and th is  

tool should remain in place i n  any new legislative directive. 

States how have in  place a comprehensive planning system which 

permits the Councils and administrative agencies t o  respond t o  

gaps in  the service network in  relation to rea l i t ies  of the poli- 

t i ca l  and service act ivi t ies  a t  the state and local level. Even . though the four priori t ies  identified in  B.R. 11764 are the 

priori t ies  of over 50 percent of the states  in FY '78 State Plans. 

it would be unfortunate t o  assume tha t  a l l  s ta tes  and te r r i tor ies  

have the same service priori t ies .  It would also impede the de- 

mlopment of a continuum of services through strategic gap f i l l i n g  



if the DD Act required specific priorities for all state service 

networks. The mandating of priorities would also dilute the 

dynamics of consumer/agency analysis at the Council level. 

Therefore, we would ask the Committee to carefully examine any 

priorities which it would mandate 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 analysis. 

The second concern which we have is the 70/30 percent F 

distribution of formula grant monies. Our concern is that if 

70 percent of the noniea are required for gap filling, it might. 

as historical evidence indicates, provide the replacement for 

categorical service dollars which can be accessed from existing 

programs for the benefit of individuals with developmental disa- 

bilities. Analysis of State Plans shows that Councils and admin- 

istrative agencies have been able to tap other fiscal resources 

for every mission area. At present only 42 cents of every dollar 

Bpent for the DD Program missions is formula grant dollars. In 

our opinion the pro-rated distribution called for in A.R. 11764 

would decrease the -hasis on accessing other categorical service 

programs for the needs of the substantially handicapped develop- 

Entally disabled, thereby setting up parallel services and 

denying the severely handicapped access to existing programs 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 administrative 

agency. 



I now present Mr. Schpok who will briefly discuss the 

present state of the oevelapmental Disabilities Program as a 

result of an analysis of the State Plans and projected impact 

Of H.R. 11764 in each of the program mission areas. 

S Mr. Chairman and members of the Committee, in my part of 

this presentation 1 wish to draw your attention to the missions 

k of the current Developmental Disabilities Program, the planned 

activities of the states to fulfill these missions, and our 

opinion of the effects of H.R. 11764 on the State Developmental 

Disabilities Program. In these brief moments I will attempt to 

cover the three major operational missions of the DD Program: 

comprehensive planning. systems advocacy and service gap filling. 

The Comprehensive Planninq Mission 

The comprehensive planning mandate and intent in P.L. 91-517 

and amendments of P.L. 94-103 is clear: State Planning Councils 

are to develop and maintain a continuing and comprehensive plan 

for services to persons with developmental disabilities. The , 

comprehensive State Plan is to include: 

1. An assessment of the service needs of the develop- 

mental disabilities population. 

2. A comprehensive review of the scope . extent and 
quality of current programs and services available 

to persons with developmental disabilities. 
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3. Identification of the gaps and harriers to providing 

needed services to persons with developmental disa- 

bilities. 

4. Established goals, objectives and service and program 

strategies (design for implementation, funded or 

unfunded) to be addressed by service agencies and e 

the State Planning Council. 

5. Provision for proper and appropriate administrative 
S 

structure for the DD Program including: State Planning 

Council and designated agency organization, respon- 

sibilities and staffing. 

6. A review of the DD State Planning Council activities 

and aocomplishments. 

Comprehensive planning in the current DD Program is in- 

tended to he a key council function. It is no less than the 

State Planning Council's public stand on how the service programs 

of the state are and should be addressing the service needs Of 

the persons with developmental disabilities. It is intended to 

be the blueprint far coordination of categorical service programs 

and the strategies by which the Council will aid in filling gaps 

in services. It is to be a guide to the systems advocacy role .i 

of the State DD Program from principle to actual steps to be 

taken in each year of program operation. i 



Following the recommendation of a GAO report in FY 1974, 

the Developmental Disabilitdes Office (DDO) set in motion a long- 

range program to improve the capability and results of the planning 

activities of the Councils and simultaneously meet the national 

infonnation needs for impact assessment of the program. (See 
L 

Table 1). Basically, the three years of this D W  initiative be- 

* ginning in N 1975 included a feasibility test of the comprehen- 

sive planning system, followed by a nationwide voluntary test and 

then final modification and implementation of the planning guide- 

lines. 

TO assess the results of the investment in the comprehensive 

planning system, it is important to know what the State Planning 

Councils were asked to do in FY 1977 planning guidelines. In 

accordance with the planning requirements of P.L. 91-517 and the 

mendments of P.L. 94-103. State Plans were to address a total 

of 275 infonnation elements covering the six areas of comprehensive 

plan requirements I previously described. (See Table 2 below). 

As the National Advisory Council Annual Evaluation Report 

(December 1977) states. the early response to the planning guide- 

lines was mixed. At issue for the 10-12 states which were 

m 
critical of the guidelines was the amount and scope of information 

being requested. For the 6-10 states which wrote in favor of the . 
guidelines, the consistency of f o m t  and the flexibility allowed 

in the planning process were important factors. 



TABLE 1 
TEE C W R E A E N S m  PLANNING MISSION 

, 

AISTORY 

FI 1975 - D W  STRATEGY FOR PROGRAMIMPACT EVALUATION 6 EMWUCING PLANMNG 
CAPACITY OF TRE COUNCILS ( 3  years) 

PHASE 1 - FEASlBlLlTYlEVAUlATION STUDY 

PHASE I1 - NATIONWIDE TEST OF PLANNING MODE 

PHASE III - ~ P L ~ A T I O N  OF P m m G  GUIDELIUES AND 
TECWTICAL ASSISTANCE 

FY 1975 - FEASIBILITY TEST RESULTS 

RESULTS 
U)IPREBENSIVE PLANNING POSSIBLE WITHIN PROXAM ENTIRONNENT 
6 RESOllRCES 

PROGUM W A C T  EVALUATION POSSIBLE USING TREM) DATA FROM 
STATE P U N S  

FY 1976 - NATIOMTIDE TEST RESULTS 

EVENTS 
REVISED WDEL STATE P U N  DEVELOPMENT GUIDE PREPARED 

FEDERAL GUIDE FOR IHPACT ASSESSMEW USING STATE PLAN 
INFORMATION DESIGNED 

ALL STATES TRAINED TO USE TEE PLANNING MODEL 

PILOT TEST OF TBE REVISED HODEL I N  4 STATES 

RESULTS 
~ T A T E S  INDICATE USE OF MODEL FOR FY 1977 I F  I N  GUIDELINES 

FOBn 6 A S S I S W C E  AVKILAELE 

FY 1977 - IHPLEKEN'IATION 6 TECLYICAL ASSISTANCE 

MODEL CONVERTED TO FEDERAL GUIDELINES 

INTRODUCED I N  FEBRUARY 1977 THROUGH 1 0  REGIONAL MEETINGS 

' ON SITE ASSISTANCE TO 44 STATES 6 TERRITORIES 

ALL STATBS SUBMIT FY 1978 STATE PUNS IN m m  



TABLE 2 
THE COMPRMENSIVE PLANNING MISSION 

RESULTS EY 1978 

WRRT STATES WERE ASKED TO DO: #INFORMATION ELEMENTS 
SPECIFY SERVICE NEEDS OF DD 4 6  
POPULATION 

ASSESS SCOPE, EXTENT, QUALITY 56 
OF CURRENT SERVICE RESOURCES 

DETERMINE GAPS 6 BARRIERS . . 5 3  

SPECIFY GOALS, OBJECTIVES, 
PRIORITIES & DESIGNS FOR 
IMPLENENTATION 

REVIEW COUNCIL OPERATIONS 28 

GIVE ADMINISTFATIVE ASSURANCES 4 1  
6 DZSCRIBE OPERATIONAL PROCEDURES 

SUMMARIZE - 1 5  
275 

D e s p i t e  e a r l y  c o n t r o v e r s y ,  t h e  r e s u l t s  o f  t h e  e f f o r t  o f  

a l l  s t a t e s  t o  f u l f i l l  t h e i r  ccaoprehensive p l a n n i n g  m i s s i o n  are 

i m p r e s s i v e  (See  T a b l e s  3 and 4 ) .  F i r a t  state planning management 

improved c o n s i d e r a b l y  o v e r  t h e  t h r e e  y e a r s ;  70% o f  t h e  S t a t e  

P l a n s  f o r  FY 1978 w e r e  s u b m i t t e d  on o r  b e f o r e  t h e  submiss ion  . 

d e a d l i n e  as compared t o  23% f o r  FY 1975; and  v i r t u a l l y  a l l  

F. 
p l a n s  (95%) w e r e  s u b m i t t e d  by the fund ing  d e a d l i n e  f o r  FY 1978 

as c m p a r e d  t o  53% f o r  FY 1975. 

. A n a l y s i s  o f  t h e  FY 1978 S t a t e  P l a n s  c m p l e t e l y  d i s p e l s .  

t h e  c l a i m  t h a t  i n f o r m a t i o n  is n o t  a v a i l a b l e .  Nat ionwide ,  t h e  



TABLE 3 
THE COMPREHENSIVE PLANNING MISSION 

PI 1978 RESULTS 

WBAT TRE STATES ACHIEVED 

l PIANNING MANAGEMENT 
.o FOR FI 1 9 7 5  23% OF THE PLANS WERE I N  

BY THE SUBMISSION DEADLINE 

00 FOR FI 1 9 7 8  7046 OF THE PLANS WERE I N  
BY THE SUBMISSION DEADLINE (AUG. 1, 1 9 7 8 )  

00 FOR FY 1 9 7 5  53% OF TKE PLANS WERE I N  BY 
ZEE FUNDING DEADLINE 

00 FOR FY 1 9 7 8  95% OF THE PIANS WERE I N  BY 
THE FUNDING DEADLINE (OCT. 1, 1 9 7 8 )  

l RESPONSE TO REQUESTED INFORMATION 
. 00 30% ( 1 6 )  OF THE STATES REPORTED 7G% OR MORE 

OF REQUESTED INFORMATION 

00 78% ( 4 2 )  OF THE STATES REPORTED 5046 OR MORE 
OF REQUESTED INFORMATION 

00 NATIONWIDE 61% OF  THE REQUESTED INFORMATION 
WAS REPORTED 

00 46% ( 2 6 )  STATES SUBMITTED PLANS OF ADEQUATE 
AND OR BETTER QUALITY ( P I C 1  SCALE) 

00 42% ( 2 3 )  STATES REPORTED 50% OR MORE OF THE 
INFORMATION AND WERE OF ADEQUATE OR BETTER 
QUALITY FOR THE ENTIRE PIAN 

0. 75% ( 4 3 )  STATES OBTAINED 70% OR MORE OF THE 
INFORMATION WERE OF ADEQUATE OR BETTER 
QUALITY I N  ONE OR MORE PARTS OF THE PLAN 

54 State P l a n s  contain 61% ( 1 6 8  of the 2 7 5  information elements) 

of the information requested. Sixteen (30%) s ta tes  were able to  ,. 
obtain 70% or more of the information and 4 2  (78%) s ta tes  reported 



TABLE 4 

IVIOWT OF WUESTED INFOFH&TIOU 
M TRE OVERALL STATE P U N  

# ff STATE 

30- - - 

- - - 
- - 

]5 14 - l5 - - - 
- - 
- - 

la - - - 
5 

0 
L e s s  3I) 
than Tic!-B 53-3 6068 70-79 8089 9l-m 



5W or more of the information requested. Additionally. almost 

every state prepared some exemplary part of the plan. Forty-three 

(nearly 80%) states had 70% or more of the infomation requested 

and met the analysis objectives in at least one of the six areas - 
of the State Plan. 

Prm our. experience, it is clear that the result* of the 

ccmprehensive planning mission are based on the integration of 

the planning process into Council operations. In one state, the 

process resulted in the state agencies making a c m i t m e n t  to 

provide over 70 million dollars of generic service resources 

toWaPd servi~es for persons with developnental disabilities. These 

c-itments (over twice the current national formula grant author- 

ization) were made part of the generic service agency plans. In 

nearly all of the states Council members were involved in key 

planning decision processes including needs assessments, gap iden- 

tificacion, and goal and objective development. In many states, 

Council members themaelves were instrumental in the gathering of 

needed infomation. In our opinion. the comprehensive planning 

mission is being fulfilled. ' 

The planning intent of H.R. 11764 is not clear. While 

there are references to "appropriate planning" in Sec. 101(6) 

(1) and (21 and further references in Sec. 133, comprehensive 

planning never quite reaches the mission status it na, enjoys in 

P.L. 94-103. If the Committee wishes to capitalize on the current 



c a p a b i l i t y  of the s t a t e s  t o  u t i l i z e  the  planning mission it can 

do so by legi t imizing the funct ions  of t h e  S t a t e  Plan and t h e .  

Counci l ' s  planning processes.  I n  our  opinion a l l  t h a t  needs t o  

be done is t o  r e i n s t a t e  t h e  cu r ren t  planning mission i n  Sec. 101 

16) 11) and 12) IC) and add language t o  Sec. 133 lbl 121 s imi la r  
i 

t o  t h a t  l i s t i n g  t h e  s i x  areas of t h e  S t a t e  Plan we discussed 

e a r l i e r .  such a commitment would no t  require  a loosening of 

* 
t h e  mandatory p r i o r i t i e s  and se rv ice  funding d i s t r i b u t i o n  in  your 

B i l l  although we be l i eve  such provis ions  t o  be unnecessarily 

r e s t r i c t i v e .  I n  Sec. 13716)131 t h e  Council should have au thor i ty  

t o  review and comment on a l l  S t a t e  Plans a f f e c t i n g  persons wi th  

developnental d i s a b i l i t i e s  without q u a l i f i c a t i o n .  

Mr. Chairman, the PY 1978 DD S t a t e  Plans contain an 

abundance of information on t h e  DD population s h a r a c t e r i r t i c s  and 

senr i ce  needs. gaps t o  se rv ice  provis ion and, most important. 

the ac t ions  of S t a t e  DD Programs t o  be implwented in  t h i s  year.  

Analysis of the  planned a c t i v i t i e s  has been organized i n t o  two 

o the r  operat ional  mission areas of t h e  DD Program; systems advocacy 

and se rv ice  gap f i l l i n g .  

The Systems Advocacy Mission 

I n  the  cu r ren t  DD Program, s t a t e s  address t h e i r  systems 

- advocacy missions through a c t i v i t i e s  i n  f i v e  areas: 

1. Protect ing t h e  l e g a l  and h-n r i g h t s  of persons 

with developmental d i s a b i l i t i e s  involving the  . 
operation of a Protect ion and Advocacy System. 



2. Ensuring appropriate services to persons with devel- 

opmental disabilities through individualized habilitation 

planning and public awareness and education action. 

3. Proaoting and effecting coordination of existing 

services and programs. 

4. Pronoting imp~provement in quality of services. 

5 .  Monitoring and evaluating developmental disabilities 

service related programs of the state. 

Analysis OE the state Plans .(excluding the ~rotection and 

Advocacy System) shovs that State Planning Councils will be ad- 

dressing themselves to all system advocacy mandates and options 

of the current law. Nearly 500 activities are planned nationwide 

to fulfill this mission of which 5 0 8  are dedicated to the coor- 

dination mandate. 23% to the promoting of appropriate service* 

throngh public awareness and habilitation planning, and 20% to 

promoting improvement of service quality. Monitoring and eval- 

uation activities are still lagging accounting for only 7% of the 

planned activities for the systems advocacy mission. (See Table 5 ) .  

Although the systems advocacy activities make up 608 of 

all reported activities (including service expansion activities) 

they account for only 2% of the costs reported for all activities. 

As might be expected the cost for systems advocacy activities will 

be borne by State DD Programs. Aovever, there is evidence that 

other generic agencies will be paying more for the costs of 



TABLE 5 
THE SYSTEMS ADVOCRCY MISSION (EXCLUDING P a  SYSTEM) 

ANALYSIS OF PLANNED ACTIVITIES 
W 1 9 7 R  .. 

(42 STATES REPORTING) 

T o t a l  ACTIVITIES WITH COST DATA 
No.of Average $ 

Area of Systena A c t i v i t i e s  No. of T o t a l  DDSA DDSA C o s t /  Expansion 
Advocacv R e ~ o r t e d  A c t i v i t i e s  $ $ % A c t i v i t y  Ra t io  

Ensuring a p p r o p r i a t e  116 74 $1,173,071 $ 949,242 81 $15,852 1 ~ 0 . 9 3  
s e r v i c e  t o  persons 
w i t h  DD W 

01 

248 226 $2,367,392 $1,628,389 69 $10,475 1 ~ 0 . 9  
W 

Promoting & E f f e c t i v e  
Coordinat ion of e x i s t -  
i n g  s e r v r c e  progeame 

Promoting improvement 99 59 $ 891,674 $ 602,086 68 $15,113 1 : l . I  
o f  q u a l i t y  s e r v i c e s  

Monitoring h Evaluat ion 33 22 $1,563,307 $1,529,448 98 $71,059 1:O.e 
of  DD r e l a t e d  s e r v i c e  
programs 

A l l  a r e a s  4 96 381 $5,995,444 $4,709,165 79 $15,736 1:0.95 



~00rdination activities than expected: every dollar of DD Program 

funds will bring nearly 30 cents of generic.agency funds. Uore- 

over, of 153 planned coordination activities 36% (551 are the 

responsibility of the generic service agencies themselves. The 

simple conclusion indicated is that the DD Program is gaining 

financial and implementation support in the area of its coordina- 

tion mandate. A similar thread runs through the other systems 

advocacy activities particularly for implementation responsibility. 

Nearly 50X of all activities planned for the syatema advocacy mi=- 

sion are assigned to generic service agencies for implementation. 

Lestwe make too light of this apparent achievement of the 

State DD Programs, think of it in this way. The national officials 

of vocational rehabilitation,social services, office of long-tern 

care, maternal and child health services and education for the 

handicapped 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, 

envision each agency director assuming the responsibility to 

implement this coordination. 

E.R. 11764 pulls tqether the various aspects of the 

systems advocacy mission of the current DD Program through an 

exemplary job of organization. It is clear that the Protection 

- and Advocacy System, promotion of legal and human rights, in- 

dividualized habilitation planning, coordination and program 



monitoring and evaluat ion are c e n t r a l  purposes of the  b i l l .  

Aovever, it appears f r m  the  f e a t u r e s  of See. 133 and 137 t h a t  the  

mandated and op t iona l  methods of achieving t h e  systems advocacy 

missions w i l l  be narrowly focused on one or two se rv ice  areas 

along with  t h e  program resources. I f  t h e  C m i t t e e  wishes t o  
% 

maintain the f l e x i b l e  and apparent ly  f r u i t f u l  response of the  

S t a t e  Planning Councile t o  the  b i l l ' s  systems advocacy i n t e n t ,  

$. 
se r ious  considerat ion should be  given t o  removing t h e  mandated 

choice of a se rv ice  focus and program fund d i s t r i b u t i o n .  Sec. 137 

should a l s o  r e i t e r a t e  t h e  purposes of the  b i l l  as S t a t e  Planning 

Council r e s p o n s i b i l i t i e s .  

THE SERVICE GAP FILLING MISSION 

M r .  Chairman, the  s e r v i c e  gap f i l l i n g  mission of t h e  

cu r ren t  DD Program is addressed by t h e  S t a t e  Planning Councils 

and administering agencies i n  f o u r  ways? 

1. Developing cnnnvnity a l t e r n a t i v e s  and sponsoring 

i n s t i t u t i o n a l  r e f o m  (deinstitutionalization) . 
2. Developing prevention and e a r l y  in tervent ion programs. 

3 .  Expanding e x i s t i n g  se rv ices .  

4. Demonstrating new s e r v i c e  techniques. . , 

Over 325 a c t i v i t i e s  (see Table 6 )  i n  these  four  areas 

C 
are described i n  FI 1978 S t a t e  Plans.  Most of t h e  planned se rv ice  

gap f i l l i n g  a c t i v i t i e s  are dedicated t o  expanding e x i s t i n g  se rv ices  

. (54%) and developing c m u n i t y  a l t e r n a t i v e s  and i n s t i t u t i o n a l  

reform (26%). Service  gap f i l l i n g  a c t i v i t i e s  o f  the  DD program 



TABLE 6 
THE SERVICE GAP F ILLING MISSION 
ANALYSIS OF PUNNED A C T I V I T I E S  

( 4 2  S T A ~ S  1 & 7 P 8 ~ ~ ~ ~ ~ ~ )  

ACTIVITIES  WITH COST DATE/ 
TOTAL AVERAGE 
NO.OF ACTIVITY $ 

AREA OF  SERVICE A C T I V I T I E S  NO.OF TOTAL DDSA DDSA COST MPANSION 
EKPANSION REPORTED A C T I V I T I E S  $ $ % $ RATIO 

DEVEMPING COMMUNITY 84 7 9  $ 7 , 1 5 0 , 4 7 5  $ 3 , 7 7 8 , 4 7 8  5 3  $ 9 0 , 5 1 2  1 ~ 1 . 4 2  
ALTERNATIVES L SPON- 
SORING I N S T I T U T I O m L  
REFORM (DEINSTITUTION- 
ALIZATION) 

DEVELOPING PREVENTION 3 6  30 $ 4 , 8 6 7 , 4 0 0  $ 2 7 8 , 0 0 0  6 $ 1 6 2 , 2 4 6  1 : 1 3 . 1  
& FARLY INTERVENTION 
P R O G r n S  

EXPANDING EXISTING 1 7 8  160 $ 2 , 6 1 1 , 4 4 9  $ 1 , 8 7 9 , 3 4 5  7 2  $ 1 6 , 3 2 1  1 ~ 1 . 0 4  
SERVICES 

DEMONSTRATING NEW 2 9  2 8  $ 1 , 5 9 3 , 6 7 9  $ 1 , 2 7 0 , 1 9 3  80 $ 5 4 , 9 1 7  1:0.94 
SERVICE TECHNIQUES 

ALL ARERS OF SERVICE 3 2 7  2 9 7  $ 1 6 , 2 2 3 , 0 0 3  $ 7 , 2 0 6 , 0 1 6  4 4  $ 5 4 , 6 2 3  1:1.69 
MPANSION 



w i l l  account f o r  73% of a l l  reported a c t i v i t y  costs.  Our best  

estimate (based on very limited data  in  the S t a t e  Plans) is t h a t  

between 80 and 100 thousand persons with developmental d i sab i l i-  

t i e s  w i l l  be served by these a c t i v i t i e s  (see t ab le  7). The 

average cos t  per person (again, based on limited data)  estimated 

! a t  about $617 nationwide. 

W Programs a r e  demonstrating t h a t  they can access nigni- 

f i c a n t  generic service resources in the service gap f i l l i n g  

mission. 1" the areas of de inr t i tu t iona l iza t ion  and prevention each 

W PraJram d o l l a r  is bringing 42  cents  and 13 do l la r s ,  respectively, 

from generic service resources. I n s t i t u t i o n a l  reform a c t i v i t i e s  

alone show return of 14 do l la r s  t o  each DD Program dol la r .  Ex- 

panding exis t ing services  o r  demonstration of new techniques,as 

expected,do not "pay o f f "  so handsomely. 

Again, the conclusion .=ems evident: The DD Program i s  

addressing i t s  mandate and doing a respectable job nationwide of 

influencing the generic services  t o  address the needs of persons 

With deve lapenta l  d i s a b i l i t i e s .  

The e f f e c t s  of H.R. 11764 mandated service p r i o r i t i e a  

and fund d i s t r ibu t ion  on ="=rent gap f i l l i n g  a c t i v i t i e s  are not 

s o  evident. The current  plan data  seems to  indicate  l e s s  f inancial  

c-itment from generic resources f o r  ex i s t ing  service expansion. .. 
We can probably an t ic ipa te  t h a t  a grea te r  dedicated c m i t m e n t  of 

DD ~rogram dol la r s  t o  services  w i l l  be f o l l w e d  by a reduction of . 
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TABLE 7 

NATIONAL PROJECTIONS OF THE* 
TOTAL NUMBER OF DEVEWP'LENTALLY DISABLED 

TO B E  SERVED FOR FY 1978 

AREA OF SERVICE GAP 
FILLING RESPONSIBILITY 

PROJECTED NUMBER OF 
DD TO BE SERVED BY THE 

54 STATES AND * 
T E R R I M R I E S  

COMMULlITY ALTERNATIVES 2 3 , 4 7 8  

rnSTITuTIONAL REFORM 

PREVENTION 

EXPANSION OF M I S T I N G  
SERVICES 

DEVELOPHPNT/DEMONSTRATI~N 
OF NLW SERVICE TECHNIQUES 

T W A L  ALL PROGRAM A R W S  

t B a s e d  on A' 1978 D e s i g n  for Implementation data .  



gener ic  se rv ice  d o l l a r s  t o  t h e  chosen areas. Other programs such 

as revemue nharrng are demonstrating t h a t  f ede ra l  d o l l a r s  tend t o  

d i v e r t ,  i f  no t  o u t r i g h t  supplant,  s t a t e  and l o c a l  E-itmente t o  

o the r  press ing areas. 

But, the c e n t r a l  problem posed by the cur ren t  DD Program 

operation t o  t h e  provis ions  of H.R. 11764 is the p o t e n t i a l  l o s s  

of f l e x i b i l i t y  of response foe  the DD Program. The gap f i l l i n g  
b 

mission of the  cu r ren t  program tends t o  confirm the  p r i o r i t i e s  of 

your b i l l ,  bu t  the a c t i v i t i e s  ind iv idua l ly  and by s t a t e  are consider-  

ab ly  more var iab le  than na t iona l  averages ind ica te  and than 

H.R. 11764 would appear t o  allow. When l o s s  of f l e x i b i l i t y  i n  

the  gap f i l l i n g  mission is coupled wi th  t h e  apparent l o s s  o f  system 

advocacy opt ions  t h e  p o t e n t i a l  impact o f  mandated s e r v i c e  p r i o r i-  

t i e s  and se rv ice  funding d i s t r i b u t i o n  i s  severe, indeed. 

There is a r e a l  trade-off between t h e  se rv ice  or iented 

approach of H.R. 11764 and t h e  planning/advocacy approach of t h e  

cu r ren t  DD Program. The d i f f e rence  may be u l t ima te ly  bemeen 

au thor i za t ion  ind  appropr ia t ion.  But, i n  my opinion, t h e  s c a l e  

seems t ipped enough i n  behalf of t h e  cu r ren t  concept t o  warrant  

continued support.   he program w i l l  be  a "buy" a t  N i c e  t h e  c o s t  

i f  it implements its s t a t e d  a c t i v i t i e s .  

- 
Data and observations contr ibuted by EMCI s t a f f  members: 

Jane t  E l f r ing  
Joan Ge l l e r  . Sarah Grannis 
Mary Ri ta  Hanley 
Lee Koenlgsberg 
Joy Ann Perisho 
Marion Walsh 

Typed by Phy l l i s  Berlin 
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Mr. C ~ R  [presiding]. Mr. Wiegerink, it was the feeling of the 
chairman that I ask you to highlight your testimony, because we 
have a number of witnesses to appear before the committee. If you 
will highlight your presentation, we would appreciate it. 

STATEBIIWI OF EO~ALD WTJWEBINK, Ph. D. 

Dr. WIEGERINK. Basically in my written testimony, I 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 across the Nation have accomplished 
much. I n  our estimation, they have been notably productive in 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. In  fact, in five 
states, DD councils had statewide P. & A. activities as early as 1974. 
Councils provide a unique system advocacy approach to services for 
the developmentally disabled which complement the individual ad- 
vocacy of P. & A. programs. 

..Point No. 2. Councils provide a fomm for interagency planning 
and. cooperation and override barriers imposed by agency competi- 
tion. Councils have been active in developing interagency agreements 
and activities. 

Point No. 3. DD councils have played a significant role in provid- 
iq public awareness and public education. I n  addition to conducting 
pu%~c 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 
assurance mechanisms. They have established grant review 

and audit systems; have evaluated planning and service operations; 
have develo ed case &dig and case management o ration; and 

A 

tE" have, from &eir overview of State activities, advocate the develop- 
ment of statewide client tracking and follow-along programs. 

Finally and most importantly, from our point of new, DD coun- .+ 
cib 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 staff to councils, consumers 
have been provided with access not only to information on th? inper 
workings of human services, but also access to planning, nlonitomng 
and system advocacy. Consumer members are not passive partici- 
pants. Most of the leadership positions are fiUed by consumer niem- 
bem. An example is Judy Brown, from your own State of Kentnckg. 
y e  strongly recommend that DD councils be included in the exten- 
sion of the DD program. 

I notice that DD councils are specifically mentioned in H.R. 11764; 
we are concerned abot~t 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 OF PAULA BRFJW HAMMER 

Ms. HAXMER. Dr. Carter, you and the members of the subcommit- 
tee have a positive track 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 staff-to accessibility. We support the essen- 
tial elements of H.R. 11'764 in continuing the DD program and main- 

L 
taining a role and function for stated councils and also 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- 
+ ously perceived by those of us in the field as either focusing a diffu- 

sive and elusive program concept, or as narrowing and co~lfinin 
State strategy to comprehensive planning and coordinating the broa fi 
range of services required by the developmentally disabled persons. 

I would like to revlew several of the changes and focus on some key 
concerns that we have. 

First of all, we are concerned about the 70/30 percent ratio of ex- 
enditures for services as  opposed to the planning and advocacy 

k c t i o n .  This really goes to the head of the DD program concept. 
The question here is, is it in the interests of the bid 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 is that states would be allowed to 
continue to have the flexibility to spend the formula grant funds on 
services or on planning or on advocacy as they are necessary. I refer 
to the data that Dr. Boggs presented yesterday, which shows there is 
a wide range in how the states allocate their budgets. I 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. I t  is important to retain the flexl- 
bility for those States to be able to do that. 

We would recommend the deletion of the 70/30 ratio to allow maxi- 
mum flexibility to the states. I n  fact, I would probably go so far as - to say that any incentive or encouragement that might he iven to 
councils to more more in the direction of planning and coorjination 
and systems advocacy should be encouraged. 

i A second major point with regard to the legislation is the role of 
the State planning council in generatin the State plan. We feel 
there is a need to clarify this language. !I%e lanp~age in the current 
bill and in 11764 refers to the coimncil's function to supervise the 
development of the state plan. Although that appears to be very 
clear language, by the time that gets throu* the HEW regulation 
process, there is considerable ambiguity about what that means. We 
would like to see that 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 process and should have final approval and disapproval. 

I would like to see, also, some of the language in the findin Y and purposes section of the 1egEslation. We are very comfortable wit that 
portion of the finding language which states that the overall purpose . 
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of the bill is to assist states to serve developmentally disabled indi- 
viduals through a system which coordinates, monitors and evaluates 
services. 

We would suggest that the planning function be added to this por- 
tion as well. 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 tlie 
education for all handicapped children act, the Rehabilitation Act 
of 1973 or other education and welfare programs. P 

The implications here are that there are many DD individuals 
whose needs are comprehensively met by such programs. We would 
like to 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 screening diagnosis and treatment; income 
assistance under the supplemental income program; social services 
under title XX; and special edncation under Public Law 96142. 

Each program would require a separate individualized written 
prescriptive program. Unfortunately, there is little chance that the 
title XX social service worker will talk to the special education 
teacher, and there is the chance that the benefit packages really will 
be coordinated at the level of the individual child or developmentally 
disabled person. There is even less chance for a smooth transition 
forthat person when eligibility status changes or when a child grows 
to the age when vocational rehabilitation or vocational education 
becomes a program option. 

We feel very strongly that the crosscutting mechanism that the DD 
council and the protection and advocacy system present, Stato pro- 
gram alternative, is extremely important in putting together a com- 
prehensive bendt package for the individual whose needs are met 
and served by a number of catgorical service providers. 

The second point related to this is 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 1s ex- 
ceedingly low. There are many eligible children who are not receiving 
benefits under that program. Information barriers and, the cqm- 
plexity of the process to even app!y ,for those ben&t! 1s keeplng 
many disabled individuals from receiving the proper entitlement un- - - - 

der chat program. 
Having these statutes in the legislation in place is not sacient.  At 

the State level, some accessing of the facilitating mechanism is nec- 
essary. DD councils and the protection and advocacy systems fill 
this keed. 

- 
In  other instances, transportation barriers may be a problem, to 

tlle adequate delivery of services. I t  is the DD council's gap filllng 
missions that allow the legislation that we have on the books to be 
actually implemented at the State level m a .way that is beneficla1 
to developmentallg disabled individuals. Enacting the legislation that 
we have, the civil rights of disabled individuals rnder section 504, 
94142, is the first step in insuring nghts. But lmplementatlon at 
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the State and local level requires the dogged persistence of advocacy 
or anizations such as DD councils. 

%here are outreach functions to be performed. There is informa- 
tion function to be performed in making disabled individuaIs aware 
of what their rights are and how they can access their rights under 
the program. In  many cases, individuals need s ecific help m making 
application for these benefits. State councils I? ave made significant 
contribution in helping programs to better reach DD persons. It is - very important that we retain this aspect of the DD program. 

We now turn to the issue of setting priority areas. The priority 
areas highlighted in H.R. 11764 are important. In  our view, eve7  
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- 
fied currently under these broad priority p u p s .  Two points should 
be made. 

First, there is an issue of what is the role of the DD council with 
regard to these priority areas. Is i t  a function of orchestrating ex,ist- 
ing services or a funct~on of providing services under this categorical 
heading? Most of the priority services areas are the legtimate 
domains of existing service areas. These priority activities do not 
exist in a vacuum. State council responsibility should be viewed ss 
that of orchestrating existing providers, not as setting up competipg 
service programs. Councils should he encouraged to focus activities 
on priority areas but should be f ~ e e  to determine how best to impact 
these areas; whether that be through planning, influencmnp adyocacy, 
or model rograming. We would argue for maximum exihility at 
the State fkel. 

Finally. I would like to call to the attention of the subcommittee 
the very real parallels between the struggle in the DD program as a 
compi~hensive planning program with strong citizen participation 
to the strueeles that this committee has observed over time with the 
health plaLning legislation. 

I think many of 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 a ncy. We really look to this committee and the historical 
support o !? the comprehensive planning mission and the involvement 
of citizen participation to retain those issued m the DD program. ." I will be h a ~ ~ v  to answer any questions you may have. 

& & "  

[Testing resumes on p. 376.1 - A 

[Dr. W~egerink's and Ms. Hammer's prepared statement follows :] 
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*. ;>*i~= z g  h r s  of ~ I e  c o z i t t e e  -- Pavla Ham= and I arc 

pleased to be &ls -a testi:? in support of the continuation of the r 

Jevel?.mental D i sa j i l i t i e*  Program and the  continuation of the  De~lopmenta l  

. . . 3 i s d o i l i t i e s  ca-ils and e e i r  si-icant r o l e  i n  imprminq b services 

50: -sons wit'. 3evelopllan-a1 d i s a b i l i t i e s .  

b 
x s .  F-er a d  I u e  From the Developmental Disabi l i t ies  Technical 

Assistance System, a of national  riqnifrcance f d e d  by the 

Deoe:opentd Disabilities O f f ~ c e  a d  located a t  the University of N o r t h  

carol ica  a t  -?el 3ill. D3mS :?= provided technical  assistance a M  

---.q to our t a t i on ' s  Developrental Disabi l i t ies  Councils since 1972 and 

i s  c r r e a t l y  i n  its sixth re f i n a l  ye=. During this time, we have in ter -  

B C : ~  w i t h  C o ~ ~ i 1  md persarnel from every s t a t e  and t e r r i t o ry  and 

9el=,zlLy proviCsd c n a i f e  lssistance in 40 s t a t e s  and On t e r r i t o r i e s .  

W e  bsve condcctee 139 orien;r:ian sessions for over 2,000 OD Covnsil members 

azc? 5:afZ and :-=-7% sc?pll.d ::li"ltation i n  M e  areas of o r g ~ i r a t i a n a l  

. - -.;;s-;-~ant, pro?= ?lar;.ir.? ax6 E-ialuation, public awareness, resource 

l+-el;:=.ent, ae-..xe;g, te?rs:ir-;r?o;irlizatioo planning and ocher areas of 

- . . hi5 i::srx;tion has provided u s  with a u n i a e  overview 



05 L?. f u3~ t ion ing  of our councils across tr.e x i i o n  over time. We have 

DD councils '  ntrvggle to es tab l i sh  ;3=ntity, organization, c d t -  

neat, and to impact on the h-n service del9r-ly system on behalf of the 

~ ~ ~ ~ l ~ _ ~ e ~ , t a l l y  disabled. Despite the  f z c t  thzt w Councils have had t o  con- 

t e d  i - i t i a l l y  w i t \  being foreign bodies t o  s t r t e  government, ,to operate 

v i i h  evershanging ru l e s ,  regulat ions,  and re9ort ing f a m t r ,  and to operate 

wi-3 yearly wnarrer of s t a f f  and menbership, t ? ey  have remained viable  and 

fu ic t iona l .  D 2  Covncils i n  every s t a t e  and t e r r i t o r y  can pa in t  t o  spe s f i i s  

accomplirhmants vniqve t o  t h e i r  s t a t e 7 *  human services.    he f a c t  t h a t  they 

mis t  ~ 7 6  operate a. outl ined i n  Federal 12Y .:.3 regvlafianr is alone a 

r n a b l e  ~ccomplishment; t h e  f a c t  t h a t  they are s f t en  at t h e  hear t  of plan- 

nir.9, .3v=ating, and monitoring services for  f-e developmentally disable3 

<s a s igni f icant  f e a t .  

We r c ~ l d  1i:k t o  comment b r i e f l y  on m Cc;r:il funcfionir.g ard e s n  

,.-cnt peci?i :al ly on House B i l l  HR 11764. 

30 = ~ ~ n c i l s  are ve& diverse  in  nature. :> s i r e .  they have varled fro= 

=:- to 5 ;  i n  m d e r s h i p  v i m  s t a f f s  from one :: 33. Same meet monthly, -... 

E S Z ~  t?i;ie z yea-; i-3st meet four times a y e z r ,  lne i -  pl2ia.s2f i n  adminis- 



t r a r i ve  agencies va r i e r  from lowly subdivisionea status i n  mental retardation 

an& mental hea l th  agencies t o  highly v i s ib l e  s t a tu s  in human resources and 

~ o v c m a r ' s  planning agencies. To speak of c o v ~ c i l s  is t o  spealr of the 

- var ie ty  i n  s t a t e s  an3 t e r r i t o r i e s ,  themselves. 

Their s ~ n g v l a r r t y  deriver from the= process of d e v e l q m n t  from f o r a ~ g n  

b 
objects thrvrf  into aogoing s t a t e  agencies to pr tners  for change. Slowly 

they are achieving a match between their strvcfure and fvnct=on and the 

needs of t he i r  s t a t e s  i n  senring developmentally disabled pereons. By last 

Count, 20 Councils a r e  operating under s t a t e  leg is la t ive  authority;  the 

others by executive orders and budgetary action. Despite the c o ~ t r a i n t a  

-5.4 by ever-growing s t a t e  human service agencies. oD Cauncils are p l e ~ i n q  

unique and needed m l e s  i n  s t a t e  goverment. 

DD Covnclls and t he i r  s t a f f  across the nat5or. have accomplished much -- 

i n  our estimation they have been notably p r d u c t i v e  i n  the following areas: 

- (11 Councils have been act ive  i n  zdvc-azy ac t i v i t i e s  on behalf of 

pereons with developmental d i s a b i l i t i e s  and had heen hetore the 

developeqt  of ~ r o t e c t i o n  and aivocacy systems IP 6 A ) .  ~n fact, 

f ive  statesr DD Councils fvnled state*-ice P L A a c t i v i t i e s  as 

ear ly  as 1974. Councils provide 4 o r i q e  systems advocacy 



apsrozch to  developmS swices  for the developmentally 

dxwbkd  vnich c o a l v e n t s  the xnd~vidual  advocacy of the 

P 6 a PTogr'am. 

12) council; have provided a fo- f a r  interagency planning and 

cco.~iat icn that r-rerrides t a r r i e r r  imposed by agency campe- 

t i t i o r .  councils %.re been act ive  i n  developing interagency 

aqr-nts and z t i v i t i e s .  

3 DD coincils have plsyed a s igni f icant  ro l e  in providing @l i e  

ana pat education. rn adairion to conducting. 

public zuareness campaigns, W Councils have brought l i t e r a l l y  

h,xn&eds of well  trained specia l i s t=  i n to  the f i e l d  of services 

for persons with develq-ntal d i s ab i l i t i e s .  There are in- 
~ ~ -~ 

dividvals t ra ined  in planning, l ega l  a f f a i r s ,  engineering, 

account3ng. pvblic re la t ions ,  erc. who through the DD program 

have become involved and are key f i w e s  in impacting on generic 

services on behalf si gersons with developmental d i s ab i l i t i e s .  

(4) DD cocncils  have pr69ided a base fo r  developing qual i ty  ass-- 

ante recbnisms. Tzey have established grant review and audit  

systeas, h a a  e-ial-ted planning and service operations, have 

developed case finding -?d care management operations, and from 

the- c-qeevi=w of st+:a ac t i v i t i e s ,  have advocated the develop- 

?.en: of statewide c l i e > t  trazking and follow-along programs. 

, Finally,  an5, ;er%;s mst importantly, from our viewpoint. DD 

c m z c i l s  ha-ie grov i6d  a?. access w i n t  far  consumers and consumer 

...- regre~e1+%iiYes. ~ L A  tiieiz one-third or more representation on 



:ov-cils and their growing numbers among the staff  to Councils, 

connrmers have been provided access only to  information on 

Kqe inner workings o f  h m  services but a lso  with access to 

planning, monitoring, and within s y s t e m s  advocacy. Comvmer 

members are not passive participants; i n  fact ,  m s t  of the 

leadership posit ions on DD Councils are f i l l e d  by connvner 

members. 

C 
Than:< you <or the o p r t u n i t y  to te s t i f y  in support of RR 11764. Paula 

w i l l  na" specifically aadres. our reaction to the b i l l  a. it stands. 
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SPECIFIC COMME"IS Wl ' 2  i1754 

Ur. Chainnan, you and t h e  members of  ?-is subcamnittee have a long 

and p o s i t i v e  t r a c k  record of  respondinq to t h e  needs of  deve lo~menta l ly  

d i sab led  people and support ing t h e  DO nmoram. We suooort  t h e  e s s e n t i a l  

e l e r e ~ t s  of HR 11764 which cont inues t h e  DO 3 n c r a n  and maintains t h e  

r o l e  and func t ion  o f  S t a t e  Plannino Councili  5-d inc reases  au thor iza t ion  

l e v e l s  fop t h e  S t a t e  Councils and t h e  Pro tec t i an  and Advocacy Systems. 

Sore changes contained in  HR 11764 a r e  va r ious ly  perceived as e i t h e r  

focusing a d i f f u s e  and e l u s i v e  program conceot  o r  an narrowing and 

conf in ing  t h e  s t a t e  s t r a t e g i e s  o f  camurehensive planning and coordinat inq 

t h e  broad range of human se rv ices  r equ i red  by developmentally d i sab led  

Dersons. 

':D w i l l  review t h e s e  chanqes as they r e l a t e  t o  t h e  S t a t e  DD Council 

r o l e  and func t ion ,  

!,le have two irajor concerns i n  reviewin! ?? 11764. 

I. Sect ion 133(b)4. The 70 - 30 r z t i o  oc z?rsi ices:  Plarninq and Advocacv. 

IS i t  t h e  i n t e n t  of t h e  b i l l  t o  mve :-? JO oroaran mre i n t o  t h e  

business  of  providing d i r e c t  se rv ices  a t  t h e  exoer,se of olanning, coor- 

d ina t ion ,  monitorin!, and accessinq gener ic  s e r v i c e  resources? Carr ied 

~ -- 



:o i t s  log ic31 conclusion such a move would lead t o  the develooment 

o f  y e t  another categor ica l  service orooram. The decision makinq 

about a l l o c a t i o n  of funds amnq the various program functions should 

r remain w i t h  s ta te  d iscret ion.  As noted by El isabeth Bougs i n  a recent 

a r t i c l e  (State Governrent, Autumn, 1977): * 
That such opt ions are helpful  i s  i l l u s t r a t e d  by the 

s h i f t  i n  u t i l i z a t i o n .  I n  the  f i r s t  year o f  the new 

a c t  ( f i s c a l  1971). s ta tes spent 14 percent o f  t h e i r  

formula funding on planning, 55 percent on services, 
~~ ~ 

22 Dement on construction, and 9 percent on admin- 

i s t r a t i o n ;  i n  1977, the  r a t i o s  were 19 percent, 72 

* 
oercent, 1 oercent, and 8 percent resoect ively.  Of 

even greater  s ign i f icance i s  the  wide va r ia t i on  among 

s ta tes i n  any one year, i n d i c a t i v e  that ,  indeed, 

aacdating percentage a l l oca t ions  amonu such functions 

from the  federal l eve l  based on preconceptions, how- 

ever derived, can s t ra igh t jacke t  the ind iv idua l  states. 



i:. Council Role i n  Generating the  Plan (Sect ion 137b). 

! l i th strengthened Council s t a f f i n g  requ i red by PL 94-103 and 

increased competence o f  Council members, most Councils are t o t a l l y  

caoable of developing the State Plan. 

A source o f  cont inu ing confus ion and some c o n f l i c t  i s  the  am- 

b i q u i t y  o f  the  present  s t a t u t e  regard ing who wr i t es  the  plan, who 

eetermines p r i o r i t i e s ,  and who c a l l s  the shots. 

A r e a l  adm in i s t ra t i ve  dilemna over  d i v i s i o n  of r e s p o n s i b i l i t y  

and a u t h o r i t y  has ar isen from the term "supervise the developrent of 

t h e  State Plan." This language shou ld  be c l a r i f i e d .  A t  the minimum 

the Council should es tab l i sh  the p r i o r i t i e s  f o r  the  Plan. The Council . 
should have an ac t ive ,  n o t  passive ro le ,  i n  the  p lann ing process and 

should have f i n a l  approval - disapproval au tho r i t y .  

FINDINGS AND PURPOSES 

We a re  very  comfortable w i t h  t h a t  o o r t i o n  of the Findings and 

Purposes [Sect ion 1 0 1 ( b ) ( l ) l  which s ta tes  t h a t  the  ove ra l l  puroose 

:f the b i l l  i s  t o  a s s i s t  s ta tes  t o  serve developmentally d isab led 

i n d i v i d u a l s  " through a system which coordinates, monitors, and 



e v a l ~ a t e s "  services.  We would suggest t n a t  the olanning funct lon 

should be added, however. 

Sect ion 101(2)(A) c a l l s  f o r  p r i o r i t y  focus t o  persons "rrhose 

I 

needs cannot be comprehensively covered o r  o t n e w i s e  met under the  

C Education f o r  A11 Handicapped Chi ld ren kt, t i le  Rehab i l i t a t i on  Act  

of 1973, o r  o the r  heal th,  educat ion o r  Ide l fa re  orograms. The i m p l i -  

c a t i o n  here i s  t h a t  t he re  a re  many DD i n d i v i d u a l s  whose needs a re  

comprehensively met by  such programs. We would make two po in t s  here: 

(1) None of the  ca teqor ica l  proqrams serves comprehensive needs. 

A low income d isab led c h i l d  may be e n t i t l e d  t o  hea l t h  care  under EPSDT, 

income assistance under SSI, soc ia l  services under T i t l e  XX, and special  

educat ion under PL 94-142. Each program requ i res  a separate i n d i v i -  

dua l ized w r i t t e n  p r e s c r i p t i v e  program. Unfortunately,  t he re  i s  l i t t l e  

chance t h a t  t h e  T i t l e  X X  soc ia l  worker t a l k s  t o  t h e  classroom teacher o r  

.. 
t h a t  the  package o f  b e n e f i t s  i s  t r u l y  coordinated. There i s  even l ess  

chance f o r  smooth t r a n s i t i o n  as e l i g i b i l i t y  s ta tus  changes: f o r  examole, 

chen the c h i l d  reaches t h e  age a t  which vocat iona l  r e h a b i l i t a t i o n  o r  

- vocat iona l  education becomes a orogram opt ion.  



(2) Many disabled ind iv idua ls  nho are e i ' ~ i 5 l e  fo r  and e n t i t l e d  

t o  benef i ts  under the categor ical  service oro(lrms never make success- 

$31 en t ry  t o  service de l i very  systems. For example, i n f o r m t i o n  bar r ie rs  

and the complexity o f  the e l i g i b i l i t y  p roce i r  i?ay account f o r  the low 

en ro l l r en t  o f  disabled chi ldren f o r  SS1 c a i i  assistance. Transportation 

ba r r i e r s  may prevent those e l i g i b l e  for  ce r t a i n  heal th services from ever 

benef i t t ing .  

 council^ have made s i g n i f i c a n t  con t r ibu t ions  to help generic pro- 

prams be t t e r  reach e l i g i b l e  DD persons: Massachusetts SSI Advocacy Center. 

PRIORIN AREAS 

The p r i o r i t y  areas h igh l igh ted  are inmortant. I n  our view, every 

s t a te  would need some a c t i v i t y  i n  these areas !whether planning, monitoring. 

system advocacy o r  model programming. Most s t a te  DD Councils have s ign i-  

f i can t  a c t i v i t i e s  which could be c l ass i f i ed  unter  these broad pr ior i t . "  

jroupings. 

Two ooints should be made: 

( 1 )  Orchestrate vs. Procedure Service 

Most p r i o r i t y  service areas are t h e  I e q i t i r a t e  domains o f  

service agencies. These p r i o r i t y  a c t i v i t ' e i  do nc t  e x i s t  i n  a vacu;m 

State counci: r espons ib i l i t i e s  should be uiewed as archestrat ian of 



of ex i s t ing  service  providers not as se t t ing  up competing service  

(2)  S t a t e  Option 

The nroposed HR 11764 appears t o  give su f f i c i en t  f l e x i -  
s 

b ' l i t y  t o  s t a t a s  i n  se lect ing one or more " pr io r i ty  areas'' f o r  

* a t t en t ion .  Xaximm f l e x i b i l i t y  should be maintained. In adai t ion,  

s t a t s s  should be f r ee  t o  choose how t o  impact these  service  areas 

wbether through olanninq, evaluating, coordinating, advocacy, model 

procram support o r  a combination o f  s t r a t eg ies .  
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Mr. CARTER. I am very much interested in the success of programs 
for which these funds are intended. Of course I want the planning 
that is necessary and the coordination that is necessary. 

Yet, i t  does not amount to anything unless we have service to the 
people who have the disabilities. 

I notice with interest that you just mentioned the flexibility a t  the 
State level. Just this morning I had a lady physician in my office 
who had been with the State department of health in Kentucky. She 
said as a result of this flexi

bi

lity, the funds for epilepsy were off the - 
track and lost their intended purpose. 

I realize that different areas have different problems. I hope in 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 a 
train people, not just statisticians who know how to handle the 
mentally retarded. 

I have seen some of those people; I have visited these places. Not 
as much as I should, but as much as I can. It is impossible to do all 
the things you want to, to see how these programs work, but I am 
going to devote all the time I can to this task. 

As far as this fundin is concerned-and it is not too much, I be- 
lieve i t  was $30 million ? ast year-I would agree that very little of i t  
should he used for providing direct services. I n  fact, we have other 
methods of funding such as the "Little Schools of Hope" that we 
have for mentally retarded children. We need planning, but for 
goodness sake, don't tie us up in a tangle of plaming so that we 
can't get services to the people who need them. 

Mr. HENNEY. I lhink 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 councils over 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 
a in to legislative mandate by averages. Ikt me assure you that all 
o y the councils are interested in the coordination of services, but in 
oul' categorization of social programing that we do by legislation 
and our population which is vulnerable and needs a continuum of 
life services, if we do not have the coordination of which you speak 1 
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 people served very well at  one age and not at  all at  another i 

age. 
Mr. CARTER. Still we don't want the mountain to labor and bring 

forth a mouse. 
Dr. HENNEY. That is quite true. 
Mr. CARTER. I think I have made my point, Mr. Chairman. 
Mr. ROOERE. 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. HENNEY. It would seem a simple update., As you were saying 
yesterday, a 3-year planning cycle might be sufficient. 
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Mr. RWEIW. Of course if something comes up, it could be brought 

into a plan. 
Dr. HENNEY. Absolutely. The councils are to the place now where 

data have become significant in their utilization and preparation for 
not only services but influencing, impacting on the service a ency 
ad also impacting on significant legislation. Councils are now eing 
able to use the comprehensive plan. 

% 
Comprehensive planning is only a tool, and the tool is on1 as good 

as it is honed and sharpened. So consequently, a 3-year cyc e, as you 
6 suggested yesterday. 9 

Dr. WIEQERINK. There are many other important activities besides 
the comprehensive plan that councils are engaged in; the advocacy 

c activities, influencing,activities, developing new systems, and so on. 
Mr. CARTER. That is one of the things he has said. But as I inter- 

preted what he has said about advocacy, he really 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 legalistics and things like that, but you should 
protect them, if you are to be an effective advocate for them. 

Mr. WEIQERINK. The DD councils can serve as a systems advocacy 
program to influence other generic programs and other categorical 
programs in terms of the developmentally disabled. That is a unique 
function they have that no other organization plays at this point. I 
am conce~ned that the bill as stated now, because of the emphasis on 
priorities and on the 7030,  will at some point produce another cate- 
gorical DD proFam, service program. 

While there 1s a tremendous need for services for the develop- 
mentally disabled, I think that the primary role that councils can 
play is one of accessing other generic services and other cate orical 
servlces on behalf of the developmentally disabled. That is w& the 
planning, coordinating, influencing, impactin role of councils is 
very important and that a 70-30 d~stribution or some States is not 
adequate to do that. 

f 
Mr. CARTER. Mr. Chairman. 
Mr. ROOERS. Yes. 
Mr. CARTER. That makes very good listening, but, i t  was the ve 

L 
'9 way that funds for epilepsy lost their way to t e epileptic and didn t 

get there. 
Ms. HAXMER. Mr. Chairman, the next panel that is coming 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 level. 

One example from Massachusetts. In  1976, Massachusetts set up a 
program to alert the families of disabled individuals to their eligi- 
bility for services under social security supplemental income, income 
assistance and automatic medicaid coverage that accompanies that 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 severely disabled individuals who said they did not know 
about the SSI program prior to that media campaign. 
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The SSI  rogram is 4 years old. I t  had been in operation for 2 
years. The Jocial 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 much in all my life, absolutely. 1 Mr. HAMMER. I think the next panel will he able to give you that 
kind of action example. 

Mr. CARTER. I would like to see that. 
Mr. SCHPOB. Mr. Chairman. I wonder if I could reswond to vour a 

question about yearly planning. 
- 

Mr. ROOERS. Yes. 
Mr. SCHPOK. If there is a service orientation of the bill, then a 3- 

year cycle clearly would be adequate for setting the goals in the 
service area. However, all the other programs which the DD council 
has a mandate to look at have one-year planning cycles. 

If indeed they are shifting away from their previous commitments 
to this population, if their planning cycle for DD programs is not 
covering, loolring at those plans and seeing the shifts and where they 
should be influencing, they will be behind in information on the 
major categorical plans. - 

So, the tradeoff I see, if it is influencing that the council has to do, 
then there is indeed a need for updating a good deal of information 
about what is going on in the generic services. 

For the service wart of the wlan. it mav be well iust to hold the 
A ,  

cycle to 3 years. 
Mr. ROQERS. I would think any specific need could be handled on 

a yearly basis and still have a 3-gear cycle on the overall compre- 
hensive-plan. 

Mr. SCHPOK. Provided the process is in place for the councils to 
make yearly review and update where they see critical areas. 

Mr. ROOERS. Isn't that part of their function P 
Mr. S~HEWK. Yes. 
Mr. ROGERS. DO you think the Council should have a major role A 

in nlanninsz. rather than the State aeencv? - " 
ifr .  S~E&OB. Yes. 
Dr. HENNEY. Yes. 
Mr. ROGERS. All of you agree with that? 
Dr. WIEQERINB. Yes. 
Mr. ROGERS. Thank you very much. We appreciate your testimony 

today. I 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. 
Artis 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 Disabilities. 



Mr. ROGERS. 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 o5cial 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 CONTERENCE ON DEVELOPMENTAL DISABILITIES; D. 
CORDELL BROWN, CHAIRPERSON, OHIO DEVELOPMENTAL DIS- 
ABILITIES COUNCIL; ARTIS A. ZODY, CEAIRXAN, MONTANA 

i STATE DEVELOPMENTAL DISABILITIES PLANNING AND AD- 
VISORY COUNCIL; ZEBE CHESNUT, EXECUTIVE DIRECTOR, 
OEORGIA STATE PLANNING COUNCIL ON DEVELOPMENTAL DIS- 
ABILITIES; AND ROY V. BRUNINGHAUS, EXECUTIVE DIRECTOR, 
NORTH CAROLINA COUNCIL ON DEVELOPMENTAL DISABILITIES, 
ACCOMPANIED BY JANE SMITH, ASSISTANT DIRECTOR 

Dr. WATSON. I am Dr. Watson. I am also a physician, Dr. Carter. 
I also 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. 

I carry a clipping with me which I must read to you, sir. It comes 
from a recent issue of Science. I t  says: 

It is not much of an exaggeration to suggest that had the present bureaucra- 
tic structure for control of research by legislation and regulation be in opera- 
tion when polio research was in  its hey-day, we might today have a compact, 
eacient, computer-operated portable iron l u x  rather than two vacdnes. 

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 descnbed to you are in fact the primary consumers of Federal 
policy. They then are those who attempt to deliver at State levels the 
developmental disabilities policies. 

We happen, to have a national organization, a "national confer- 
ence", which is generated out of the obvious need for us to get our 
act together, if it 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 days in the city. Yesterday, we were privileged 
to have Miss Nelson 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 appear before yon. We 
would have bent every effort to do so, anyway, but we are in town, so 
here we are. 

As a matter of fact, I 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. Rrunin~haus at the end. North Carolina. I am not sure how 
to typify. I will let him typify it for us. 

Mr. BRUNIN~HAU~. We have the bmketball teams. 



Mr. CARTER. I thought Kentucky had the basketball team. 
Mr. RWERS. Today they do. 
Mr. CARTER. NO. 1. 
Dr. Warnox. I would like to apologize for Mr. Bruninghaus' ill- 

timed remarks. 
Dr. WATSON. However, if you can give us that fellow Givens, the 

Trail Blamn would like to have him. 
Mr. CARTER. We are going to keep the "Goose". He graduates this 

year. ;I 

Dr. WATSON. I would like to introduce to you the chairman of the 
Ohio Developmental Disabilities Council, who is himself n consumer 
in the true sense. He also is the newly elected vim president of our 
national organization, Mr. Cordell Brown. s 

[Dr. Watson's prepared statement follows :] 



Introductory remarks. James MacDonald Watson. President. 
National Conference on Developmental Disabilities. 

April 5. 1978 

The organization of the State Councils. the National Conference on 
Developnental Disabilities (NCDD) has been respansible for a good partion of 
the overall progress made in the field of "DD" in the past several years; 
progress not at all vnifom and not at all to the liking of our ware severe 
Critics. Presently sane 752 of the councils ar actively participating in the 
Organization which has developed from the insights of a few strong council 
People who recognized that a multi-state, multi-regional situation existed 
which the legislation did not address, and determined that a coherent and 
unified approach to various problems could c m  f m  a National group 0.1~. 

NCDD is non-statutory, of course, and is comprised of three delegates 
f m  each state or territorial council. It has had one if not tvo National 
weetings each year since its inception, and with the guidance of a thavghtfvlly . chosen executive cannittee has produced effective contributions in regulation 
development and clarification, renewal legislation, minimally-funded and/or 
rural state problms, and coordination of an overwhelming whealth o f  "technical 
assisstance.for state coundls. The executive connittee has maintained a very 
close liaison with the National Advisory Council, and we have represented the 
councils as &rs of the Task Force on Definition, and in the advisory 
Council of the Federal Programs Infornation and Assistance Project (FIPIAP). 
a national significance project. 

The present mission far the Conference is to shepherd closely the new 
legislation that must develop, with plans for a winter meeting to look at 
~~,,s,.,s+,""" . 

NCDD is supparted entirely by volu?tary support f m  its individual councils, 
but recently ~ncorparated in the Dirtnci to allow it to reek grants and 
contracts for specific functions, being scrvpulous to avoid using state 
fornula grant rmnies for "lobbying". We are attmpting to establish a f o m l  
nemberrhio "dues" amtacal with pro-rated levies for each council, but this is 

i am happy to introduce to you four Panelists, representing all o f  our 
'classes" of mbershiv: chair. staff. and consuner. I thank vou and vour 
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STATFXIXT OF D. CORDELL BROWN 

Mr. BROWN. Thank ou, Mr. Chairman. 
Mr. Rogers and fel 9 ow members, instead of reading my testimony 

see . 3831, which mi h t  be redundant, I think one of the concerns 
!hat %r. Carter has, f c a n  address myself directly to. That is, the 
impact that the councils have had on service over the past several 
years. 

I am not only acting chairperson of the Ohio council; they no 
longer allow me to he classed as a consumer because I also am directpr T 

of an agency that provides three major services. One is residentlal 
facilities for the severely physically handicapped persons; basically 
cerebral palsy. e 

Second, we operate a recreational progam for a whole spectra of 
developmentally disabled. 

Third, we do provide a travel program. 
Because of this, I am no longer a consumer. I only shake like one. 
Dr. WATSON. I wish I could shake like that. 
Mr. BROWN. I n  1971 and 1972, when the DD Act was basically 

getting its council together and were more into the direct service pro- 
viding program of giving grants, our organization saw the tremen- 
dous need to provide residential alternat~ves. 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 
is a way we might get some seed money to start our residential pro- 
gram," where subsequently we did. 

I strongly support reenactment and extending Public Law 94403, 
based on three reasons. 

No. 1, in my estimation, i t  is the only mechanism now in existence 
where I, as a consumer, also a developmentally disabled person and 
a service provider, can walk 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 
councils are able to achieve on an equalization and not a role-playing 
bureaucratic basis. There is no other mechanism for that. 

No. 2, i t  is the pilot program that has put tax dollars into the 
three areas. Prior to Public Law 94403, there were no tax dollars 
r7irtually being tapped. CP, epilepsy, and autism; of course we had 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 mend all morning 

0 

on that program. 
No. 3, I feel that a lot of the council concepts would give parents 

and consumers a very detrimental setback. The DD 1egisIation is 
just now getting its total act together. Extension of the bill for 2 
years will give everyone in our population more hope, and I am sure 
the concerned citizens and concerned professionals can bring to a 
very special and forgotten population hope for the future. 

Thank you. 
[Mr. Brown's prepared statement follows:] 



Testizong. on !B 11764 

iev. C. Cor6ell Erak-r, $hairperson 

Ohio Cevelol:-entr.1 Diocbilitiei; Piecning Cw~nse l  

Introduction 
i 

is. 3ocers a:d , enbers of the hub-colaittee on Eealth a.16 the 
invirarnent. 

i 

:.y name is 3ev. CarCeil Zrown, 9ctin~ Chnirperson of tl;e Chi0 
L e v e l o p ~ . e n t n 3 C i s a b i l i t i e s  !';-nning Council; ilso director cf 
a com.unity resideniiil fecility far the severely h.mdicapped 
in :;arsaw, Chio. 

The Ohio Levelopaentnl 2isabilities Council feels that PI, 96-105 
is 23 excellent piece of legislation end should be extended trc 

usre years. The present Act provides for unique form for chanee 
with one third of its members representing stzte agencies, one 

third consmer representation e?d one third consisting of ser- 
vice sroviders. Ttere ere twenty one necbers on Chio's Courcil. 

Lorie of tke FroGrac.s fcr which tho Chia Cevelopciental Dier.L.ilirii?s 

Coilicil hcs been prirarilg respoxcibie are: 

S i L T L  LliL 71 - ionire legislation to encourade the derelsj- 
r.ent of group hones in Ohio. 

- ~. 
lii;nlY -I~.?~F.VZ!~T~C:S ?%GX..S - Three i.rogra;is are presectl: 

ir. Operation ir. tihio. These ;rograu:s te-c!. 
pare~ts how to ~roperly care for ii.eir !~zr- 
dica;iged child. hlvo provices icior~atior. 
on available services. 

;..ibTilL iTTi~i.Cdl"l 'GG ?3&VL!,TiOh X C G X U i  - Iinder the program-~ 
guidelines, each child uill.be given a 
blood test i t  birtn to try to determine 
the presence of a condition whic11 c~uld 
result in mental retardation or other 
developental disabilities. 



LE-ISSTI'iUTI~l~ii;Iii4?lCI~ i'.=..C;';C'?S - 3 s e d  on cc22ur.ity ar- 
ritngeaents - such e s  a p s r t r e n t  t r a i n i r e  f o r  c l i e n t s  
r e l eased  f ro=  t h e  i n s t i t u t i o n s  i n t o  t h e  c o s n m i t y .  

STC3i.ii.T PLJ-IC iil:,li.2h2!S - These p roe raas  p rov ide  t r e i n i n g  
nnd ecucnt ion t o  t e - c h e r s  as r e 1 1  as st.uder.ts i!? t h e  
causes  o f  d i s n b i l i t e s .  Our f e e l i r l g  is  that we can 
develop po::itivc a t t i t u c e s  a t  a younger aze .  

The i i o t  i s  ~ p p r o s i c e t e i y  21  p r o j e c t s  l o n g  '-.cLzCine pro:ects of 
li-.ticna: t i ;n i f icancc st (!;eisoni.er  enter!.^: *Unive r s i ty  
h f f i 1 i : t o d  Fecility" i n  iolunhus. Ohio. F u r t h e r  i r i a r m t i o "  on 
o t h e r  p r o j e ~ t s  a r e - a v a i l a b l e  upon r e ~ u e s t .  

The Chio ivve1oonen:::i L i s n b i l i t i e s  i'lannini: Counci i  o!,i,oses any 
e f f o r t  t o  c o n b o l i d s t e  r e g i o n a l  d i sc r r t ionc i ry - ion ies  w.dii t h i s  
o r  t o  t h e  3eve lopaen ta l  > i s a b i l i t i e s  C f f i c a .  It d o e s z ' r  a l low 
f o r  l o c z i  ~ n b .  r . .~ ione l  in;ut i n t o  t h e  e x p e r d i t u r e s  o f  t h o s e  funis. 
The ;5i a s e i u n  V o f f i c e  hi.s e f f i c i e n t l y  and e f f e c t i v e l y  u ; i l i e e d  
t h e s e  fu r~dn  over  =he l ,ent  ye..rs t o  serve Region V S t a t e s  wi th  2 

" z a x i m h "  o f  S t r t e  i r p u t .  

."e a l s o  suppor t  ha 11164 with  a i n o r  c t anees .  
1. G r i i n t  ~ n d a  shoiild no t  be l i o i t e d  t o  s p e c i f i c  p r i o r i t i e s .  

2~ i t  l i ~ i t z  t h e  f l e x i b i l i t y  o f  Cc;mil !e  t o  zlnr.  f o r  t h e i r  uniaue 
needs .  

2. i l i l ; i l ? a t e  i h e  701; iiule. i t  v i I l  d i l u t e  o w  e f f o r t s  . 
p a r t i c i l a r i l y  i n  s ~ a i l  n l loca t io r ,  states t o  deve lop  a state 1ul 
u h i c t  liix do L3r8 t t z ,  describe " - 6 k ~ i  is" i n  8 =ti t e  k t  r k i c t  
w i l l  e l s o  a d e q ~ a t e l y  asseas ar.6 recoljrend "ithrt  coi;;d and s t l u l -  Le 
tni' xihick v i l l  aliorr t h e  stc.te tile o c ~ . c r t i m i t i .  t o  raric.iee t h e  -~.~.~ -~ . . 
e f f e c t i v e  e1;ocation o f  rcsoLrces  for  ser.vicoc t3 pBrS02i0  to ::re 
d e v e l o p r e n t h l l y  l i s a b l c d .  

C~:\ . 'LL'Sl i~ 

One t h i r . ~  th:t I fee1::e shobld r c i e c a e r  i s  t h e t  ;he Co;;ncils' 
u n i ~ u e  o r p n i z a t i o n  p rov i2es . a  rcct -aciza  by r.t:ict. cors.aers, non 
;.yofit p r o v i d e r s ,  and S t a t e  z p n c i e s  c m  work to,-ether t o  ~ a o v i d e  
the p ~ z  lit? s e r v i c e s  t!~;t persons uho are develop.rer,tel>g d i s a b l e d  
dese rve .  
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Mr. Roam. Thank you, Mr. Brown, for an excellent statement and 
for a very helpful one. We are grateful for our being here. 

Dr. WATSON. I wonder if I can call on %r. Zody, former State 
senator from Montana. He represents their council as its chairman. 
He also represents what we really have not talked too m u d  about 
in council membership, and that is most of us are in fact volunteers. 
That can't be stressed enough. Artis drives 425 miles from his home 
to his 0502. About all he sees are jackrabbits, and I don't know what 
else. But tell us about it from Montana. 

Mr. Rwws. Big sky, anyhow. 

C 
STATEMENT OF ARTIS A. ZODY 

Mr. ZODY. Pirst, let me say I am pleased to have a chance to appear 
before you. I am not going to take too much of your time, and I am 
not going to go into my written testimony rsee p. 3871. You have it 
before you. Let me bring you a bit of background, if I might. 

When you say a person is a professional, you immediately assume 
that he has a number of degrees. That seems to be the normalization. 
I don't have any degrees in that sense, but I do consider myself a 
professional. The reason I consider myself a professional is because 
22 years ago tonight, I became the parent of a retarded child. Twenty- 
three years of dealing with retardation in its many aspects I think 
does entitle me to say I have some professionalism. I think I have a 
certain degree, if temre means anything, a certain degree of pro- 
fessionalism from the standpoint of council membership because I 
started serving on the council when they first came into being in 
1971. I have served continuously since then and been chairman for 
a number of years. 

I 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. I have seen us grow from that to a council that 
is really after planning in a total aspect and our primary concern, 
the very remise from which everything springs, is the fact that the 
end resu ?' t of that is service to that son of mine, that daughter of 
yours with cerebral palsy or whoever it may be. 

I have seen those councils gmw. I have seen them become sophis- 
ticated. 

There has been a tremendous turnover in council membership. As 
has been said, we are volunteer people. We don't do it for the money 
because there is no money in it. We do it because we have a concern. 
We are strictly volunteers. 

As Jim says, I just ha pened to be a bit further away from my 
staff office, by 475 miles, t f en perhaps some of the others are, because 
there are some who are relatively close. Nevertheless, it means, when 
I go to the council meeting, a day on the road and a day back. No 
one twisted my arm to become involved. I recognize that. I am in- 
volved and I will probablygtay involved as long as I can because I 
have a dee concern. 

I wou1dPike very much to touch briefly on the roles of the council's 
influence, impacting, monitoring, and evaluation. If I may, I would 
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like to dwell specXcally on impact. I think that is where the ball 
game is. 

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 is the ball game. That is the thing 
that generates dollars and generates services. That uses agencies and 
and bucks that are already there in the best use of those bucks. 

Let me give you a good example, and let yon use your imagination. 
I n  a minin~um allotment State, $150,000 is such a minimum amount * 
that if yon were to put it all into services i t  still would not do the 
job. I think at this point I need to make one comment. I know dol- 
lars are impotrant. Without dollars we can't accomplish things. a 
You know that; I 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 problems. I t  never will, and it can't. I think yon 
recognize that as well. 

Ima,&e 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 a tree. You take that 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. I f  you put us in 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 I 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 people in turn can talk to other people, yon get 
better cooperation, and that in the end will result in better services. 
That is basically 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 was in an institution 475 miles from home. He is now in a 
community group 50 miles from home. He is happy, and we are 2 

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 across the States. 2 

I have been on the council for all these years. I have seen 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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1.5. C h i i ~ n e a ,  ceobers of t t e  s u b c c m i t t e e ,  n s  ni:se is Artis A .  
Zody. I hc r h n i n c r .  of the  i:ont- S t a t e  Develop-entel l ' l snbi i - ; t ie r  

i ' iarnir.~: z~r.2 Advisors Council. 1 i:eve served as C h s i n r i  o f  :ilc 
Louncil s i c c e  1972 m d  in obe o f  t h e  &pee iieo:aera o f  the  Council 

who .bve sen-ed s i c c e  1971. 

?;I-. Chairmn,  and aambers o l  t h e  s u b c a m i t t e e ,  I ac pleased  

t o  tave  t h i s  opporiunity t o  t e s t i f y  on h i  11764. 
I e a  t h e  f z t h e r  of n developmentally d isabled  son, who is p re sen t iy  

r e s id ing  i n  a grsup ?lone f o r  developme

n

tally disnbied  gerscsr. fiy 
son i s  50 i i l l e s  awsy from h i s  home, whem;zs, he was previous ly  i n  a 
S t d t e  I n s t i t u t i o n  loca ted  475 miles away. !Ieedless t o  say ,  )..a i s  
h ~ p p y  a t  h e i l e  c l o s e r  t o  hone, en2 so are h i s  parents .  

>.y gurposc is yravie ing  t l i i s  bzchground is t o  g ive  yo,u en  
i r s i g h t  i n t o  abet c i a  be ncaosplished through d e i r C t i t " t i o n : : l i c l r i a c .  

ii%:e~er, deir.l ; t i tutisn3iisation Coes not  happen over ci,:!!t, tr:; 

i n  our Stc ie ,  cace :abort :t.rawh t k e  comlt toer . t  of  Gcverror E?OT%B 
Judge nr.d the  ieg ie lu t~uxr  as  a r e s u l t  of t h e  zdvocscj' r o l e  a: 3.- 

S t a t e  ;.evelo;senti:l C i s z h i l i t i e a  Comc i l  end o t h e r r  concerned r i t t  
Develap;entz:14. i:icablod c i t i z e n s .  

Tke r a i s  of tki: S t a t e  Co-mcil, as  nacdated by t h e  iresect 
1egia:atisr- aTd as rc th iced  i n  ER 11764 i s  one 01 i n f l ~ e c c i ~ g ,  
i x p a c t i n ~ ,  i iorLtcr i .y ,  and euaiua t ing .  

,~ inere is no excuse f o r  hrv ing  aqv l eg i s l a t i o r .  an t k e  t a o n  ti:%? 

i s- not  comi t t ed  i n  t o t a l  t o  serv ing  the  Developwnta l lg  3:szSle.l i n  

a wsy :hat g ives  then s ? . ~  g r e a t e s t  poss ib ie  access t o  a l l  oE r i c  
o p p o r t j n i t i e s  fa? t?.e 7 r a u i t  01 t:appineSS sn3 f u l f i l l ~ e r t  tl.lt 
you and i enjoy as c i t i z e n s  of This Nhtion. 

1 i c e 1  l kn t  iZ< l i i 6 4  does provide the  Deveioprentclly risablco 

thi i ;  opportunity.  
l;r. C?.21TZED, iod cembera of t h e  s i i b c o h t t e e ,  you znd i a r e  

w e l l  mire. i>.at i n  r;toq instances, these deve1opzentc:l:y 5in;o:e.i 

persons csr;rot acT. and speilk f o r  themselves.  the^ z u s t  kavc ,  i.r.,; 
are indee; enx i t l ed  t o  have, a s p o b e s m  and t h a t  i a  r ho re  t!:i 

S t a t e  Council car, i-ave s t r o c g  voice.  

Lest  I ieave t!le icpressior. ,  1,s. Chairan", and ceeahers of t h e  



s u b c a m i t t e e ,  t h a t  2eevlop!ncntal 3 i s a b i l i t i e o  S t a t e  Councils a r e  

not  Prone t o  n i a t c e s  of jud'ment, sometimes c r i t i c h l l y  sho r t  of 

adeqilnte fore-eii;iit and sub j ec t  t o  e l l  of thc e h o r t c c x i a ~ a  t h a t  
a f f l i c t  nos t  o f  us .  l e t r l e  EssUre you, they are! 11764 r e t a i n s  

t h e  Council s t r u c t u r e  and t h a t i n  one o f i t s  g a o d f e a t u r e s .  
There i s  however, tor-tnined i n  Eil 11764, a f e e t u r e  which does 

concern ne i f  S t a t e  Councils are t o  be e f f e c t i v e  i n  t h e i r  advocacy, 
b planning,  i spac t i ng ,  and inf luencing  r o l e ,  and t h a t  is t h e  70 per cent  

~ c $ u I . r e a ~ n t  i n t o  t h e  " p r i o r i t y  serv ices" .  
I n  a n i n i a m  S t a t e  such as I'ontann, ever. i f  the  

6 e n t i r e  +150,CCO wers put i n t o  aen r i ce s ,  i t  would r e a l l y  have very - 
l i t t l e  i xpac t  on s e rv i ce s  t o  Deve iopen ta l l y  Disabled peraocs. C c w c i l s  

~ a r x i o t  te ca l l ed  upon t o  provide continu* M d i r g ,  even i f  we h:.d 

t h r e e  t o  four t i % e s  t h i s  acount. The izpact 'would a t i l l  be rinir.i.1 

i n  t e r r s  of need. 

Cne of t h e  t!licjs t h a t  I hzve observed over t h e  year.s ES h 

Council zelrber, i r  tie tecdancy of p m t  r e c i s i e n t a  not  t o  t ake  
adequete s t e p  t o  assiire t h a t  having once e s t ab l i shed  a se rv i ce ,  S t a t e  

fundin6 s i l l  i o l i o r  iir~d the  s e rv i ce  w i l l  continue.  Uhat hzgper.s s o  
=any t i r e s ,  i s  t b t  tt.e g r m t  r e c i p i e n t s  w i l l  r e t w o  w i n  and aeair. 

f o r  fur t i .e r  +p-*cts. 
The so lu t i on  in uy opinion i a  f o r  t h e  S t e t e  Council  t o  be very 

a c t i v e l y  invclved i n  a s s i s t i n g  those reques t ing  t h a  p a n t  i n  e s su r ine  

tho fal lowing: 

P.. Is t h e  p ro j ec t  o r  progrnn one t h a t  i s  n new se rv i ce  and 

does not  dup l i ca t e  er! e x i s t i n e  serv ioe .  
b. Iias every e f f o r t  beer cede t o  deterrrine whether o r  n o t  an 

zgrncy o r  agexcies s h o ~ l d  be r r o v i d i y  t t is  se rv i ce  o r  program 
as -dated by S t a t e  o r  PeEeral Lev. 

c. Eas ever>: e f f o r t  been nade t o  assure  t h a t  e f t e r  hsving 
initiated the  s e rv i ce  o r  p rog rm,  v i a  t h e  g r an t ,  t h a t  

t he r e  w i l l  be fundir.g t o  aGsure i t o  contir.uetiun. 

i;e have enoueh uoney. i f  used t h i s  way, t o  do t h e  jab a t  l e a r t  - adequately.  hit t h e  Councils '  r e a l  impaot i s  how i t  inf luences  the 

S t a t e  and t h a t  is hard t o  neasure. 
There i s  no way you can measure i n  d o l l a r s  and cen t s  o r  otherwise.  

what ia the  value.  Or what the  i npac t  w i l l  be of  kATire changed e 



Lcf i i u l s to r ' s  roiri t  of v i e i ,  o r  of c o n v i n c i n ~  61 Cel::.rti:ect Dir rs ior '  

01' t 2lrre?.u C!!l.ef t h a t  t h e  c l ie r r t  w i l l  be b e t t o r  served ir :rlot!:fr wh>-. 

;ici: c o  ..--. ,-, sea:-%re t!.e e f f e c t  o f  h c - i r i  beer re::io-.sibie <;r 

ga thep in i  ur.;er or,c roof the  j e cp l r  frcr. vilrioru kcencic; to t:,:' ;tout 

an6 y h n  t o ~ e t l i e r  hoi  t o  ke lp  tho developrier.tally disnb;ed :.orsor>: 

r ece ive  those same S t a t e  s e rv i ce s  tixzt you an6 I enjoy? You c:.?.cat 

when you base your evaludzion on t h e  nmber s  of persans Z E T Y E ~  with 

Developcental 3 i r n b i l i t i t s  do1l ;~rs .  The evaluP.tien should c o ~ n c i s e  
wi th  the  Leg i s l r t i vo  onzdate t o  p lan ,  i n f luence ,  monitor, ard e v n l u ~ t e .  

lir. Chs i rc tn ,  ne.-,ber; o i  the  siibcorxxittee, I ;.i, si::.pig tr) ir :e 

t o  poin t  ou t  tk.e neceeci tg  of a l l o c a t i n ~  S t a t e  Councils t k s  g r e i t e s t  

f l e x i b i l i t y  ;..ossibie t o  cz r rg  o u t  t h e i r  i ; r i ie te  i s  au t l i ne2  i n  

iii. 11764 m d  es s r e s u l t  tk.e berefici irry *ill be t h e  i e v e l o ~ ; m t a l l y  

lisatlei ~ersors zbout *i;:oll you and I ere concerned. 

I oould continue on a t  scve l eng th  as t o  why I p e r s c c a i l l  f e c i  

t h a t  use of S t a t e  Cow.cils is ul e f f ec t i ve  way t o  b r i i l ~  abozt ctanec 

t h a t  h i l l  be zdvuntegeous f o r  developn.enta:ly d i s ab l ed  persocs. 

~ e c ~ e z b e r  t h a t  t r e q ~ i r e x e n t  of Cow.ci1 s t r u c t u r e  is t h e '  r e o b e r s i i p  

of coce.ir;ers 21.2 e o n ~ ~ ~ r  r e p r e s e ~ t a t i v e e  and t h n r e i r  lies t i e  voice 

s f  those c l o s e s t  t 3  zi.ose, who fo r  2 reasor. I knor no t ,  have 5eer 

chosen t c  be ver! s r e c i a l  people! 



Mr. ROGERS. 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 I would like to introduce to you first Ms. Zebe 
Chesnut, director of the Georgia Planning Council. 

STATEXEFT OF ZEBE CHESNUT 
* 

Ms. CHESNWT. If you allow me, I will forego my written testimony 
and attempt to answer some questions you have asked. 

The membership of the DD council in Georgia is made np of 36 
s people. We are located in the Office of the Commissioner of the 

Departmdnt of Human Resources. I 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 Georgia is the 
rock that may often cause this landslide. 

First. I impress upon you the fact that planning in the sense that 
we use i t  in Georgia includes more than planning, numbers, and data. 
When we sag planning-and 33 percent of our money and somet~mes 
more is used for planning-we are talking about ac.tivit~es that,are 
not direct service related; activities that are mfluencing, monitonnp, 
resource mobilization, and coordination. So when we say planning In 
Georgia we do not-and I think many DD councils do not-speak of 
just data and number hut of those activities that are not direct serv- 
ices. Now, where does the money go? 

In  the past year the Georgia council has influenced the Governor 
to require a comprehensive master lan for special education as a 
contingency for signing the Public I!' aw 94-142 implementation p!an 
in Georgia. They have influenced the Governor to request a jo~nt 
agreement between the Department of Human Resources and the 
Department of Education. This agreement is in writing. The Depart- 
ment of Human Resources and the Department of Gducation have 
agreed 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 

)r Human Resources and the State Debartment of Education so these 
two departments could work together in a coordinated approach to 
deal with the common problems of developmentally disabled and 
handicapped children as many enter the pnblic 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 persons and a 
mandate that special education training be required for regular 
classroom teachers, for school administrators, and for school coun- 
selors. 

The Georgia council has been active in the field of prevention 
through endorsement of 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. 



I11 the area of resource mobilization and coordination, the council 
provides direct technical assistance to assist communities in 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. s 

We have sponsored numerous demonstration projects in the area of 
direct service which when proven effective were transferred for 
financial support to a state responsibility. e 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. I refer to something in Georgia called the Gleaner project, 
in which with $35,000 10 men, most out of institutions, whose IQ's 
were between 19 and 38, the average I 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 to prove 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 
so that these persons with a developmental disability would have 
incentives to make more monev. Several wersons made over $100 a 
week; these same people had been costingAthe state $17,000 per year 
in the institution. Most important these people regained or in some 
instances experienced for the first time a feeling of self worth and - 
dignity. 

As a result of the fact that we did fund this as a new demonstra- 5 

tion, the Division 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. 
Cost 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 of these positions, returning the 
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DD Council funds to us and letting us then use that money to gener- 
ate additional money or activities in other are?. 

In  terms 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 

L P. & A. system $100,000 of our State grant. We also gave them our 
support in going to the State legislature and asking the S,hte to 
supplant those Federal DDSA dollars with State Appropriations, 
which they have 'ust done. . The State of deorgia, as a partial result of Council Support, has 
put $100,000 appropriations into the P. & A. system. These are the 
types of activities that I think are very critical, activities that we 
need to continue so desperately. The only way for us to do that m 
Georgia is through the continuation of our State DD Council and 
the dollars congress awards for these activities. 

The new bill 11764 should retain the ceiling on the allowable cost 
for the administration of this plan. I t  has been brought to my atten- 
tion that this ceiling has been retained and I strongly support that. 

The moneys allocated for this legislation are very minimal, and 
it is risky to leave it open that States could spend much of this 
money on administration. I would suggest you look into that and 
retain this ceiling on administration. 

I thank you. 
[Ms. Chesnut's prepared statement follows :] 



T e r t i m n y  o f  Zebe Chernut, Planning Director,  Georgia 

A p r i l  5, 1978 

Py b p ~ r e ~ i d t l o n  goes to  y o 1  an0 your s ta f f  f o r  a l l cu ing  ne t o  t e s t i f y  an 
behalf of and i n  the i n te res t  o f  tne de,elopnental l j  airabled i n  the State 
o f  Georgia. I t  i s  under tne d i rec t i on  o f  the State Planning Coinc l l  on Devel- 
opnental D i s a b i l i t i e o t h a t  I, as tne E x e a t i r e  Director,  <pea*. 

The Georgia Council has developed a pos i t i on  paper supparting an extension 
of PL 94-103 t h a t  w i l l  not  on ly  preserve but  strengthen the  o r ig ina l  i n t e n t  of 
PL 91-517; l e g i s l a t i o n  t h a t  w i l l  ensure t he  continuation of planning, coordin- 
at ion, advocacy, in f luenc ing and monitor ing a c t i v i t i e s .  The paper r e f l e c t s  
t h e i r  posit ion; it doer not  r e f l e c t  the reasons behind the pos i t i on  or the impact 
t h a t  the pmgram has had i n  Georgia, has had i n  other s ta ter ,  and could have i n  

. a l l s ta tes .  
The Georgia program i s  the on ly  one i n  the s ta te  w i th  a mandate t o  ensure t h a t  

the State i s  responsive t o  the service needs and t o  the r i g h t s  o f  a l l  i t s  c i t -  
izens w i t h  developmental d i s a b i l i t i e s .  The mision statement of the council reads: 

"The overa l l  mission of the Geeroia Council i s  t o  f a c i l i t a t e  the ~ r o v i s i o n  

The mandate o f  PL 94-103 i s  c lea r  t o  each o f  you, and combined v i t h  t h a t  
mission statement, one sees a massive respons ib i l i t y .  In the l a s t  three years the 
Georgia Council has become one o f  the most cred ib le  and respected e n t i t i e s  con- 
cerned w i t h  a spec i f i c  populat ion i n  Georgia, spending 33% o f  i t ' s  al lotment 
i n  planning,influencing,monito~ing and general advocacy. The 36 member group 
i s  located i n  the o f f i c e  o f  theComissioner o f  the Department of Human Resources 
and has d i r e c t  access t o  Governor Burbee. 

I n  the past "ear the Council has: 

o f  the k p a m n t  o f  H m n  ~esources: 
3. Influenced through resolut ions and monitor ing the esmblishnent o f  a 

j o i n t  c m i t t e e  o f  the Departments o f  H m n  Resources and Education 
f o r  the purpose o f  working on c m n  pmblems as they r e l a t e  t o  im- 
plementation of 94- 142. ::;::. 



I hope t h i s  m i n i m 1  desc r i p t i on  o f  our a c t i v i t i e s  w i l l  p rov ide  same answers 
t o  quest ions t ha t  have been asked concerning what happens w i t h  s t a t e  monies i n  
t h e  formula grant  sys tm .  

Ue be l ieve t h a t  HR11764 i s  b a s i c a l l y  a very good b i l l ,  and wholeheartedly 
support: 

The re ten t i on  o f  the  cur rent  d e f i n i t i o n .  
The increased d o l l a r  support fo r  t h e  P and A system. 
The changes i n  membership r e q u i r w e n t r  f o r  s t a t e  and Nat ional  counci ls.  
The emphasis on planning, accoun tab i l i t y  and r i g h t s .  
The requirement f o r  s t a t e  counc i ls  t o  p lan  f o r  manpower development. 
The changes i n  the  m l e s  and func t ions  o f  t h e  Un i ve rs i t y  A f f i l i a t e d  
Programs. 
The p lan requirement f o r  the  Nat ional  Advisory Council. 
The e l im ina t i on  o f  const ruc t ion  a c t i v i t i e s .  

A e  o ~ j e c r  t c  tne e l iw ln2 t l on  o f  the c e i l i n g  on tne  a l l o r a o l e  carts For rt.e 
a a n > r > r f r d t . o n .  lhc  mnnirr allocated f o r  i n i r  leglr1,tion a r e  n i m m a i ,  ana nor 
s.f ' lc lect  LC r i s r  t l e  p0111~1111, o f  large expend l t l re  for acn ln i r i ra : ian  



ke ob jec t  t o  Congre-s r e q u i r i n g  S t - t e  Codnci l ' s  t o  spend 7@; 
of t h e i r  a l lotment  t o  a s s i s t  i n  the  ;revision of s e r v i c e s  and 3066 
an  p l .nn ing  ; c t i v i t i e s .  

!.e ~ u s t  f i r s t  undderstand the  b a s i c  philosophy of t h e  Develop- 
mental D i s a b i l i t i e s  L e ~ i s l c t i o n ,  t h a t  is,  it is  not  a s e r v i c e  
n roman .  St-tes must r e t a i n  the  f l e x i b l l i t v  t o  ~ l s n  f o r  and =..-.-.- ~ 

urovide accordinn t o  the jnique needs of t h z t  s i r t e  - ba;;ed 
bn t h a t  s t a t e s  O&I needs assissmect .  i m t i o n a i  candated 
percentage f o r  ar.y g i \ e n  a r e a ,  whether s e r v i c e  o r  plnnning 
does no t  allow f o r  o r  recsm.ize t h e  ind iv idua l  needs of each 
s t a t e .  

EECO::..W;D.tTIGN 

Ue recommend t h a t  the  Couirittee oppose any restriction on 
a l loc8 t iOn of S t a t e  lionies a s  i t  r e l a t e s  t o  t h e  a r e a s  of 
s e r v i c e s  vs ~1EnninG. 

OjJ3CTIOIi 

::e s t rongly  ob jec t  t o  Congress s e t t i n g  g r i a r i t y  s e r v i c e s  f o r  
S t e t e s .  

: - .: ,',A- 

r r i o r i t y  s e r v i c e  a reas  v:.ry f ron  s t a t e  t o  s t a t e  rne f r o ~  year 
t o  year .  The l t a t e  C o r c i l  i s  ir the Lest pos i t ion  t o  =ke 
t h e t  Ceternio: t ion .  

Ke recornend t h a t  CongEress requ i re  s t a t e  Councils t o  l e e i @ a t e  
t h e i r  own ~ r i o r i t y  s e r v i c e  :reas i n  t h e  S t a t e  l l e n s  znd 
concentrate  e f f o r t s  i n  these designsted crets. 

I hope t h a t  you r i l l  t&e these  c o m e n t s  rnd recocuendat iors  
i n t o  consicier.tior. when t h e  fir21 d r z f t  0,' 13.; ii764 i G  Pre- 
pared, a n d r e x ~ r e s s  t o  you my a p ~ r e c i r t i o n  f o r  t h e  e f f o r t s  you 
c z e  expendi r .~  an behaif o f  persons rho ;re l eve lopeenta l ly  
Cisa t led .  

"ere is no doubt t h a t  re -re here  f i r -h t in i  f a r  our  L t a t e ' s  - ~~- ~ -- ~ ~ 

r i ~ h t  t o  cor'tinue :o w3rk i n  ou r  s t a t e  t o  see ?h;it the  n e e l s  o f  
kersano xt.0 Lre developsental ly  Cisz t led  are a e t .  Tkat's Wh:t 
la atmost  i n  our m i c E s .  ::i  w e  reviek recamendat ions  f o r  -. ~~.~ .... ... ~- 

extension of  d e v e l o p ~ e c t a l  d i c ~ b i l i t i e e  legiu1:tion. 

Gentiener., t h i s  concirdes my testiiiony. 



Mr. RWERS. Thank you for an excellent statement. 
Mr. CARTER. I want to compliment the lady on her statement, par- 

ticularly on those people who were taken from the institution and 
employed. They made-I have forgotten how much it was. 

Ms. CHESNUT. I t  is $100 a week. 
Mr. CARTER. In  contrast to that, a lady called me last week, from 

the mental health association. She said that some of their people 
have made as much as $11 per week when they were employed, This 

6 is very much in contrast to what you have reported. 
I want to compliment you on what you have done, but I bemoan 

the fate of those people in my area. I regret it. 
Thank you, Mr. Chairman, for your indulgence. - Dr. WATSON. The conference has obviously 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 
in itself 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 
sorue recommendations fop your consideration, looking at all the rest 
of the things that we knew to be in existence. 

Roy Bluningliaus, Director for the State of North Carolina, will 
address himself to that and to those things which only the North 
Carolina DD Council wishes to speak to. 

STATElYIEBT OF ROY V. BRUI?IBGEAUS 

Mr. BRUNINGHAU~. 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. BRUNINGHAUS. I n  the interest of time, I also will dispense with 

the rea

di

ng of my written testimony and attempt to summarize our 
concerns and to address some of the issues which have been raised 
here this morning [see p. 4011. 

As I often do, I would also like to depart a little bit from Dr. 
k Watson's introduction and suggest that I am speaking primarily on 

behalf of the council in North Carolina. I 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 .like to respond to the question about wiat it is that we 
actually do with our funds and how we do operate in the State of 
North Carolina. 

You have in front of you on page 2 of my testimony a summary 
of our most recent accomplishments. You also have a two-page docu- 
ment which was prepared by m assistant director because her tenure 
with the council roes back a g n e  time. It mes back a lot farther " - " 
than mine. 

I would like to summarize what you see there. Before I do that, I 
would like to indicate the process which we go through in North 
Carolina to do these kinds of things. 
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First of all, we take a look around, in some systematic fashion- 
and I 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 a t  the community level for services and then what 
the system needs are, and that eventually gets us into policy analysis 
because, as you may know, the many, many dollars that are spent at 
the State level and a t  the community level are spent primarily in I 
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. We started a lot 
of t h i n p  in North Carolina, and some rather sipificant things are 
now being paid for by the State of North Carollna 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- 
partment of Public Instruction probably couldn't because they don't 
have that kind of monev available and urobablv wouldn't because 
of the politics involved. " 

" 

We demonstrate these approaches, to the State, and we involve 
them in asking us, does it work? How much does it cost? Does it get 
the job done ? 

We try to satisfy both the departments and the legislature that, 
in fact, this is a good 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 
beneficial. I submit the list to you. It is a summary list, even a t  that, 
but you can get an idea of the kind of things we are doing. 

Basically what we try to do is to cause the State to implement new 
programs, new laws, new policies and new funding approaches. On 
that last one, that sounds like some bureacratic jargon, Dr. Carter, 
so I 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 5 
a special interdepartmental task force on housing to provide a unified 
State effort in obtaining funds from the Federal programs for appro- 
priate housing for all of our developmentally disabled. That is what 
I mean when I saw new funding approaches. We try to pull together 
the agencies that could respond to the housing needs of the handi- 
capped to access their funds. 

Mr. CARTER. I think that is innovative and makes good sense. I 
don't think that is bureaucratese. 

Mr. B R ~ N G H A U S .  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 basically a very good bill. We wholeheartedly support the reten- 
tion of the current definition of developmental disabilities. It is hard 
enough to explain, I 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 dehition and explanation based on some kind of func- 
tional approach, although I suspect somewhere down the line in this 
country we are going to a noncategorical approach to serving the 
handicapped. 

But I think we need a little bit more time struggling along under 
the current definition to make sure this particular population is 
served. 

The second point that we wholeheartedly support is the increased 
i dollar support for the protection and advocacy system which, in 

many States and in our State, is beginning to make its impact felt 
in terms of opening up, most particularly, Dr. Carter, school systems 
which are rebelling against implementing 96142. We are using our 
protection and advocacy system to bring heavy administratjve ac- 
tivity to open up those systems and also engage in both individual 
suits and class action suits, as appropriate. 

We had a similar problem with regard to i n k  ration, as yon know, 
in ,North Carolina, and of course I guess we st51 do in terms of our 
u~iiversity system. But the point is that i t  is even more difficult in 
some of our rural counties to get the handicapped into the school 
system; perhaps more so than other minorities. 

The third point that we would like to sup ort in H.R. 11764 is 
the changes in the membership requirements f or both the National 
Advisory Council and for the DD councils. We believe that having 
handicapped people on the council and also their parents and their 
guardians is one of the greatest assets of our program. 

We also support the emphasis on the planning and accountability 
and rights that is contained in the bill. 

We also support the requirement for state councils to plan for 
manpower development. It does not do much good to develop a s e n-  
ice program if you don't have anybody to run it, to be there or quali- 
fied to be there. We try to stress both quantity and quality on that. 

We also support the changes in the roles and functions of the uni- 
versity affiliated programs, the plan requirement for the National 
Advisory Council and the elimination of construction activity. 

With regard to the priority service areas, which is an issue, let me 
simply say that we believe that while setting priority services is an 

L 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 discussion of how we do things., We 
need some flexibility to spend our funds to carry out the foyr activity 
areas which I indicated to you at the beginning of my testimony. In 
some years we may get heavily involved in starting up.programs su:h 
as the ones listed. In  other years, we may get heavily involved in 
legislative activity and bureaucratic jawboning. In  other years we 
may get heavily involved in erraluation. 

Those things will vary from year to year. So we really have a 
problem wlth 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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allowed to  keep. I t h i i  there is enough accountability built into 
your bill, and there can be enough accountability built into the re 

make sure that we are not playing fast and loose with the funds. 
f - ulations that would come along with new legislation that wou d 

The final point I would like to  make is that we are concerned 
about a fair and continuing and appropriate evaluation of this pro- 
gram. Now I call your attention to the chart which was, I believe, 
submitted yesterday by Dr. Boggs. 

With all due respect, and I think it is an excellent chart. But what 
this chart does not tell you is the fact that there is significant varitt- * 
tions in the amounts of money which each of these States get. I f  you 
have only $150,000 to spend, and many councils--Artis here is a pef- 
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 going to get much back for the buck if you put 70 
percent of that $150,000 into services. 

Yet, on the other hand, if you have what California has or what 
Ohio has or what Illinois has, or even what we have or what Florida 
has, you can afford to start some good service programs and you can 
deliver some direct services. 

There is a catch in that, too. I think if you are going to provide 
direct services, you have an obligation to your clients to continue 
those services. Our money is in jeopardy every 3 years. 

I will submit to you and recommend, as I 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 existence in a 
much more effective fashion. 

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 resumes on p 412.1 
[Mr. Bruninghaus' prepared statement and attachment follow :] 
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INTRODUCTION: 

Mr.  Chairman, members of the subcommittee, my name is Roy Bruninghaus. 

I am the Executive Director of the North Carolina Council on Developmental 

Disabilities, and I am also the Vice Chairman of the Legislative Task 

Force of the National Conference on Developmental Disabilities. I will 

speak, however, primarily an behalf of the North Carolina DD Council 

since the President of the National Conference and the Chairman of its 

Legislative Task Force are accompanying me on this panel. 

BACKGROUND: 

It is the consensus of the North Carolina Council on Developmental 

Disabilities that the Developmental Disabilities Act. P.L. 91-103, 

should be renewed and that the continuation of the DD program should 

preserve the original intent of P.L. 91-517, as amended by P.L. 94-103 

which emphasizes the planning, influencing, and accountability roles 

of DD Councils. The DD program is the only program in the state of 

North Carolina which has a mandate to ensure that the state is responsive 

to the service needs and to the rights of all of its citizens with 

developmental disabilities. It is a very large, complex task, but we 

have adequate state and federal funds to da this job well and mr 

Council and staff are making great progress. 



~ecavse  we have been perceived by the state as a planning and influencing 

progrm, we are located in the Office of the Secretary of the Department 

of numan R ~ S O Y I C ~ S  whexe we are required by our Stare DO law to advise 

her in all matters related to providing servioes to persons with develop- 

ment~l disabilities. From this vantage point, we have been able to 

i. 
participate in significant planning and policy-making activities with 

the ~eparment and to use our funds to take o lead role in developing and 

deiwnstrating new ways to solve some of our oldest problems. 

  he Counci1.s most ~ t _ a c c o n p l i s h m e n t s  include: 

la )  the design and passage of a Limited Guardianship Law, 

(b) the establishment of a Laboratorx to measure the anticonvvlsant 

drug levels in the blood of persons with spilepsy in order to 

maintain precise drug levels for  the control of seizures, 

(c) the planning and development of a Case ~anaqernent System for 

statewide application if the dernnstrotion programs meet 

their objectives and satisfy the concerns of the Department 

and the Legislature, 

(d) the domonsrration of a nodel progrm for Mental ly  Retarded 

Youthful Offenders in a medium security in order 

to reduce their stay and their rate of return once released. 

le) the establishntof the first Group nome for Autistic Children 

in the state. 



(f) the establishment of a High Risk Screening Pilot Prolect. 

in the newborn nurseries of six counties vhich amrdinates 

the efforts of the public and private sector and tracks 

and coordinates services to high risk children, and 

(g) the provision of Elin, Guidance to the Secretary of the 

Department of Xwnan Re-urces rhich concentrates on the arecis 

of: (I) primary and semndary prevention, (2) instiWtionll 

-, (3)  case manaoement, and (4) the im~lenentation oE 

Section 504 of the Rehabilitation Act of 1973 the 

Education for a11 Aandicapped Children act of 1975, (P.L. 94-112). 

The Council is mnvening o. special interagency Task Force on Rousing 

to provide a unified state effort in obtaining funds from Federal programs 

for appropriate housing for all the developentally disabled. The Council 

is funding four field staff positions for the W Protection and Advocacy 

System. The Council is providing staff support to the Mvernor's Interagency 

Task Force on Transportation which will develop a plan to meet the trans- 

portation needs of persons rho live in rural areas, particularly the 

handicapped. The cwncil is providing staff to the Secretary of the 

oepartment of muan ~esources to colldinate and to develop the effolts 

OF volunteer manpower to assist agencies which provide services Lo t b  

developmentally disabled actoss the state. The Council this year will 

analyze the plicies of all state agencies to ascertain their res@nsive- 

ness to the service needs and to the rights of persns with developmental 

disabilities. 



nr. Chairman, I revier these activities because I want to highlight h w  

we have put the f a v s  of the current DD lax into action and what r e  rill 

lose if congress changes that focus in its arnenaenrs to the DD law. 

PCGITION ON HR 11764: Area? of Agreement 

We believe that HR 11164 is basicslly a very g m d  bill. We wholeheartedly 

support: Ill the retention of the current definition of Developnental 

Disabilities, (21 the increased dollar supwrt for the Protection and 

advocacy systems, 13) the changes in ~ b ~ h i p  requirements for both 

the National Adviwry Council and the DD Councils, (41 the emphari. on 

planning, acmuntebility and -, (51 the requirement for state Councils 

to plan for rnanprver development. 16) the chanqes in the roles and 

functions of the universitv Affiliated P~09rao909, 111 the plan requirement 

of the National Advisory council, and 181 the elimination of construction 

activities. 

POSITION ON HR 11764: Area* of Disagreement 

(A1 PRIORITY SERYICE A- 

-: 

we to the Congress setting prioritx services For states, and we 

question on what basis has Congress detemined that the four (4) services 

in the bill are the -ty seervices for M r r h  Carolina. 



Rationale: 

There are sixteen (161 service areas for persons with developmental 

disabilities. Priority service areas vary from stare to state. ~tates 

should decide what those priority areas are; not congress. 

RecoMnendation: 

We recommend that Congress require-state Councils to desiqnate four priorite 

service areas in their state plans and concentrate their program planninrl. 

influencing, and evaluating activities in these areas. 

IBI 70% RULE 

w: 
object the congress re4uiring state covncils object Epend of their 

allotment "to assist in the provision of servicel. to per-ns with 

developmental disabilities. 

Rationale: 

m e  of the developmental disabilities legislation is the planning. 

influencing, and evaluating role of state Planning Councils, the protection 

by the Protection and Advocacy Systems, and the trainins of 

m a n p ~ ~ e .  by the University Affiliated Programs. 

m rewire a Planning Council to spend 70% of its funds in the provision 

oE direct services is a contradiction of their mand.te. 



Councils cannot provide direct services on a mntinuinq basis and carry 

out their mandate for tvo reasons: 

(1) there in an fnsiqnificant amount of lnoney in the f a a  

of the &, and 

(2)  there is no permanence to DD funding. 

h m t h  reasons place a cruel burden on both those served those + 
are served in terns of frustrated emectations and undue hardship. 

are most effective in influencing the state to develop quality 

services vhen they:(=) fvnd pilot or demonstration projects, (b) 

the ~vcceas of such projects, (E) develop strategies Prior to initial 

funding to insure permanent state fundinq vhen they are mnpleted and 

proven sucsessful, and Id) develop the necessary supwrt and m m i w n t s  

for statewide aeplication. 

This process nay require a Council in one year to spend nore money on 

plannin4 for the development of such projects than in operating them. 

In some Years more funds may be allocated by a Council for the 

projects than Ear planning then. And in -me Years additional funds 

may be allocated for intense evaluations and the development of reolication 

st~ategies for the state. 

It is unreasonable for Congress to artail or restrict this flexibility . by placing any arbitrary per cent on the anaunt of funds a council is 

required to spend on providing direct services. 



Recommendation: 

we remmmend that praqraphs 4 A, 8, and C of Section 133, .Provision of 

Priority services" be stricken from the bill. 

LC) EVALuATloN 

Objection: 

we to the fact that the Secretary has mt conducted a fair, 
effective, and mntinuing evaluation of the DD program. 

-: 

we are asked to come before the congress and our existence every 

three years. yet the secretary has not assisted us by evaluatinq the 

DD program on the basis of its mandate. -- 
DD Councils are mandated to plan for, to influence the develoment of. 

and to evaluate the quality of services for persons with developmental 

disabilities. Yet critics evaluate Councils on the basis of the direst 

services which they provide. This is m t  only unfair evaluation, but it 

is also a -r m n t t i b w  to the pervasive nisunderrtandinq of what 

the focvs of the DD proaram is. 

Semmendation: 

we r e m e n d  that the Congress r- the Secretary to develop a rysteln 

to the a of State Councils' planning, influencinq, and 
evaluating activities. 



CONCLUSION: 

Ilr. Chairman, thisconcludes my restiwny. Please let me emphasize again 

that w e  support nast of HR 11764. It is a g m d  bill, and we hope that 

YOU will take our reconmendations into consideration when the final 

draft is prepared. 



ACCOMPLISHMENTS W THE 
NOmB ULRO'IN1L C r n C I L  ON 

DEVELOF?EXTU DISIIBII.TTTES 

Pioneered the implelnenration of Stareride Screening for Phenylketonuria. . Supported and assisted in the development of Legirlation for Child Abuse 
and Neglect Reporting. 

* assisted in the development of and supported change. in Iegislation to 
allow mre educational programs for persons with ~evelmpmental ~isabilities. . 11ssisred in the development of end aupporked legislation authorizing 
grant-in-aid subsidies to sheltered wortshops and day care programs. 

pioneered UP+ deveiopnent of and assisted in the establishment of the 
first generics counseling center in North Carolina. 

* assisted in and supported the development of a specialiled facility 
for persons in the sorrectiona1 system who have developmental disabilities. 

* assisted in and supported khe establishment of shelkered residential 
facilities in comunities. 

Endorsed and supported legislation for mandatory licensing of day 
care centers. . Resisted in end supported the development of day care, research, and 
sheltered employment facilities. 

Developed and supported the Special Otympics in Mrth Carolina. 

* Supported educational efforts to assure that all children receive 
imuni=ations to prevent diseases that could result in developnental 
disabilities. 

* Sponsored '"Careers Days" at colleges and universities across the 
state to introduce Students to the variety of health related careers. 

* sponsored "PACE" students to work in cornunity pzogrms serving the 
developmentally disabled. 

Developed local Council* on Developmental Disabilities to plan services 
for khe population they represrmr 

Developed materials and worked with communities in providing religious 
progc- for developmentally disabled persons in their hone churches. 

~evelo~ed and influenced the parsage of Legislation providing guardians, 
with limited by the ability of the ward, for persons with developmental 
disabilities. 



Provided training to persons affected by the limited guardianship 
legislation. 

~emnstrated the imppact of screening of infants to detect developmental 
disabilities at an early age. 

* Developed and supported community residential facilities so that persons 
vith developmental disabilities are able to remain in their home comunitien. 

? * Developed end supported the establishment of a laboratory to analyze the 
level of anti-mnvulsant drugs in the blood of pelsons vith seizure 
disorder. 
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Mr. ROGERS. Thank you, Mr. Bruninghaus. 
Dr. Carter. 
Mr. CARTER. Thank you. Mr. Chairman. 
I 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. 

I have looked over the program here that you have from North 
Carolina and I find, in your infinite wisdom, you have done quite 
well. I am not going to castigate you or fla ellate you for something 
that is not done. I think that is pretty well p 'i anned. 1 

However, I hope that you would find funds somewhere for that 
institution that you have for the autistic children. I believe you said 
it costs you $80,000 a year to run it. I hope you will do that. 

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 I support funds for that. But without training pea- 
ple to teach and t~ help these people, we would certainly be In sad 
shape. 

Thank you, Mr. Chairman. 
Mr. ROGERS. Thank you, Dr. Carter. 
'As I understood it, the council generally supports the minority 

new- 
Mr. BROWN. Yes. 
Mr. RQQER~ [continuing]. Regarding the definition rather than the 

majority. 
Dr. WATSON. Yes. Or the current definition. 
Ur.  ROGERS. Does the lawneed to be clarified as to who is respon- 

siljIe for planning and establishing the priority? Is  there any confu- 
sion there? 

p r .  WATSON. There is confusion in the law and there is absolutely 
unresolved confusion in the regulations and guidelines. I t  must be 
clarified. 

Mr. Roaens. What should it be? 
Ms. CHESNUT. Can I speak in terms of this in Georgia? We feel 1 

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 d~fferent 
Federal-State programs. 

I think this needs to be clarified definitely in the new legislation 
that the State Development Disabilities Planning Council is respon- 
si'ble for development of the plan. 

'The same thing in the establishment of priorities. I don't think 
that one agency, even if it is the human service agency can establish 
comprehensive priorities-labor is a ve big part of the need of 
sgrvices for the developmentally disablz, 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 is that you 
input in terms of one-third of that council membership be?ng con- 
sumers and consumer representatives. You also have providers of 
services; those people in ihe community who reside many miles from 
our State capital. They need to be involved in planning as well as 
the State a encies. 

We feel t % at should be cleared, and i t  would be helpful to us as a 
council if it could be cleared in the legislation. - Mr. BROWN. May I speak to one qualification that I feel needs to 

I be more defined, and that is what is a consumer. In  Ohio, we have 
gone through almost total reorganization based on the fact that no 
one is quite sure what a consumer is. 

For example, I made reference to the fact that I cannot, in Ohio, 
under current law be classed as a consumer because I am also an 
agency representative. I think that is unfair because, as Mr. Carter 
has said, I think we need more of our own people serving our own 
people. and if thev do that, then thev cannot, under current law, 
participate as conskners. ' 

Mr. ROGERS. May I suggest that you might want to submit to us 
the language that you think would carry out your thinklng on the 
definition of consumer. 

We will be glad to look at that. 
Dr. WATSON. we will be very pleased to do so. 
[The information requested was not available to the subcommittee 

at the time of printin 1 
Mr. ROGERS. ~ h a n f  you so much. The committee is grateful for 

your presence here today. 
Dr. WATSON. I have to say, sir, this was very educational for us. 

The previous panel said more good thngs about the DD Council 
system in one place than I have heard in 3 years. 

I thank you for the opportunity. 
Mr. ROGERS. The committee will stand in recess until 2 o'clock this 

afternoon. 
[Whereupon, at 12:15 p.m., the subcommittee recessed, to recon- 

vene at 2 p.m., the same day.] 

li AFFER RECW 

lThe subcommittee reconvened at 2 p.m., Hon. Paul B. Romrs, - - 
chairman, presiding.] 

Mr. ROGERS. The subcommittee will come to order please, con- 
tinuing our hearings on Development Disabilities Act Amendments 
of 1978. I would l i e  to remind witnesses again that we are under 
a time constraint. 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 panel 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 Divlslon of Community 
Services, Wisconsin Department of Health and Social Services, ac- 
compained by Mr. Harry Schnibbe and Ms. Jayn Wittenmyer, on 
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National Association of State Mental Health Program r part  me of each the of record you in to full. the committee. Your statements will 

GERS. YOU may proceed as you desire. 

STA'l-LENTS OF GARETH THORNE, SECRETARY-TREASURER, 
NATIONAL ASSOCIATION OF STATE MENTAL HEALTH RETARDA- 
TION PROGRAMS DIRECTORS, INC.; AND LEONARD OANSER, M.D., v 
ON BEHALF OF NATIONAL ASSOCIATION OF STATE MENTAL 
HEALTH PRWRAK DIRECTORS. ACCOMPANIED BY HARRY 
SCHNIBBE, EXECUTIVE DIRECTOR; AND JAYN WITTENMYER, 
EXECUTIVE DIRECTOR, WISCONSIN DEVELOPMENTAL DISABILI- 
TIES COUNCIL 

Mr. THORNE. Mr. Chairman, my name is Gareth Thorne. I 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 officials in the 50 States who are directly respon- f sible or 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 I will take from 
the general statement certain areas that I think might be of interest 
to you [seep. 4181. 

Mr. ROGERS. That would be hel~ful .  
Mr. THORNE. Thank you, sir. ' 
For the purpose of today's testimony, I plan to focus only on the 

most fundamental harriers to accomplishing the goals of the devel- 
opmental disabilities Droeram. I would like to relate these broad 
issues to speculative re;isi&s proposed in H.R. 11764. 

One 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 I 
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 
identi6ed 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 



nonvocational development services. The national association en- 
dorses the target services approach, incorporated in the Roger bill 
for the following reasons. 

First, i t  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 focus its federally supported 
activities on clear. attainable service goals. 

Second, i t  establishes a viable relationship between the service ob- 
% jectives of the program and the Federal aid available to help meet s these objectives. 

Third, it permits an orderly expansion of the program as Federal 
support increases in 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 
(11) 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 below $60 million and on two or three priority areas 
as long as the appropriation is below $90 million. The language of 
the current bill is contradictory. 

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 
servlce 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. ROGERS. I think that makes sense. 
Mr. THORNE. I n  terms of the general area of clarifying the plan- 

ning service advocacy roles of the council, there continues to be some 
problem of clarification. While these chan es that were made in the 
proposed bill were intended to clarify t 71 e responsibilities in the 
council, in fact, there continues to be a signscant 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 oals under the 

current legislation as presently structured. The bil f under consid- 
eration, the Ropers bill. would attemDt to resolve the confusion sur- 
rounding the Furrent planning andAservice advocacy roles of the 
council by making it clear a t  least 70 percent of the State's allotment 
must be used for the provision of services in one or more of the pri- 
ority areas identified in the bill. 

I n  addition, a stronger emphasis would be placed on development 
of operational plans in the service priority area selected by the State. 
Our association agrees that increased emphasis should be placed on 
operational planning. 

To be effective, the planning and implementation functions must 
be part of the cycle process under the current law. However, the 
council usually lacks both control over the necessary resources and 
the political backing to assure its plans are implemented. 



In  addition, si cant discrepancis often exist between the global, r5 statewide plans eveloped by the council and the operational plans 
prepared by various State and local agencies engaged in serving de- 
velopmentally disabled clients. Hopefully the Rogers bill will mini- 
mize such discrepancies by focusing the council's planning efforts on 
the selected priority areas and channeling the bulk of the State's 
section 132 allotment to carry out the plan once it is developed. 

Although we agree with the primary thrust of the Rogers bill, we 
recommend that the subcommittee place some reasonable time limit 

b 
I 

on the grandfather clause contained in section 133 b) (4) (B) (iii) of 
the bill. Therefore, we suggest that section 133( ) (4) (B) (iii) be 
applicable only in the fiscal year 1979 year in order to permit affected 
States to make transition to the new requirements of H.R. 11764. 

This is addressing, I 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, I 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 task force on 
the definition of developmental disabilities, clearly the criterion for 
program eligibility should be based on the functional service needs 
with severe disabilities ori inating in chlidhood, rather than upon 
diagnostic labels. Such labe ? s provide little practical guidance to the 
program administrator charged with the task of designing an effec- 
tive service pro ams 

Basically, on % = .  alance the association recommends that the subcom- 
mittee proceed with great care before approving any significant ex- 
pansion in the current statutory ddnit~on. A comp etely functional 
definition may be a worthy objective. 

However, given the existing gaps in services to the disability 
aups currently covered and the differences in the service needs and 

%livery systems and groups that would be added under the task 
force's major definition, we simply see no practical way to avoid 
drawing some categoric parameters around program eligibility. i 

Now as a commission of a large department in the State of Con- 
necticut and the developmental dissbilities program is lodged in the 
department for administrative purposes, I would like to make a 

eneral comment which I think summarizes to some extent what the 
Btate 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. I t  has been a very hard working 
FOUP, a very highly involved group and has worked very coopera- 
t~vely with all the agencies. 

However, there is a point in time when planning has to come to 
same specific and end p a l ,  some object~ves. In,other.words, we plan 
to the point of becoming almost an exercise in fut~lity. I t  is very 
frustrating for people to plan and plan and plan and not be able to 
implement planning. 



Money, of course, is a 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 contr!bn- 
tion. I t  has always been left up to the States to generate the funding. 

My personal belief is that 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 

F plans when we change administrations or Federal laws or whatever 
it may be. 

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 believe very stron ly in a single agency designation fpr the 7 DD program, particular y an agency that has already wrthin the 
State structure a level of credibility and service provision that cuts 
across a wide swath and that by bullding capacity in those agencies 
or in that agency and by limiting plannin to specific priority areas 
and by implementing plans as a process an f building as we go, I thlnk 
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 resumes on p. 428.1 
[Mr. Thorne's prepared statement follows :] 
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HI. Chaitman and dist inguished nmbers of the Subcmi t tee ,  I appreciate t n i r  
opportunity t o  appear before you t o  present the vieur of the harianal Association 
o f  State Pental 9etaroa:lOn Dragram Cirecrors on the Derelocrpntal D i r a n i l i t i e r  
henend*ents of 197P 1 h . R  11764). 

The wmbership of our Association consists o f  the designated o f f i c i a l s  i n  the 
f i f t y  states and t e r r i t o r i e s  who are d i r e c t l y  responsible f o r  the prov is ion 
o f  res iden t ia l  and coinnunity services t o  a t o t a l  of over 4 m i l l i o n  mental ly 
retarded ch i l d ren  and adults. Ar a resul t ,  we have a v i t a l  stake i n  a va r ie t y  

? 
o f  federal health, education and soc ia l  vjelfare programs. I n  recent years! as 
s ta tes have begun t o  emphasize the development o f  a wide range of res iden t ia l  
and daytime a l ternat ives t o  large, publicly-operated i n s t i t u t i o n s ,  the nwber, 
scope and complexity o f  federal assistance programs impacting on s ta te  mental 
re tardat ion agencies has increased tremendously. 

This morning I would l i k e  t o  ou t l i ne  far the Subcamittee the Associat ion's 
view on the Developmental D i s a b i l i t i e s  progran, one r n a l l  but  important component 
o f  the federa l  government's array o f  assistance programs which impact on mental ly 
retarded c i t izens.  The s ta te  mental re tardat ion agency serves as the designated 
Un i t  t o  administer federal DD formula grant funds i n  approximately two- thirds 
o f  the states. I n  addit ion, since an estimated 65 percent of the 5.4 m i l l i o n  
developmentally disabled persons requi r ing services have a primary diagnosis 
o f  mental re tardat ion,  even those s ta te  MR agencies which do not  serve as the 
designated DD un i t ,  have a v i t a l  stake i n  the success o f  the Developmental Dis- 
a b i l i t i e s  program. For t h i s  reason, i t  seems both t imely and appropriate t o  
desc~ ibe  our experiences as s ta te  o f f i c i a l s  who have been in t ima te l y  involved 
i n  the day-to-day operat ion o f  the program since i t s  incept ion some 64 years ago. 

AS i n i t i a l l y  conceptualized, the Deve lomnta l  D i s a b i l i t i e s  p r o g r m  was intended 
t o  be a planning, coordinat ing and g a p- f i l l i n g  mechanism which would helo con- 
sumer reprerentat iver .  service providers and responsible s ta te  o f f i c i a l s  t o  
ra t i ona l i ze  the expanding array of federal and s ta te  programs aimed a t  financing 
and de l i ve r ing  services t o  some o f  our soc ie ty 's  more severely d i rab led c i t izens.  
In pract ice, however, the program has no t  achieved the l o f t y  expectation which 
many consumer advocates and profcssianalr held i n  1970. At the same time, 
the fundamental goalr which the o r ig ina l  l e g i s l a t i o n  addressed are, if anything, 
even more meaningful today than they were 64 years ago. 

there broad issues t o  the spec i f ic  l e g i s l a t i v e  rev is ions proposed i n  H.R. 11764 
(Rogers). 

1. Need f o r  Statutory Service P r i o r i t i e s  
b 

One o f  the basic d i f f i c u l t i e s  associated w i th  the program from i t s  on-set has 
been the d i f f u s e  se t  o f  s ta tu tory  goalr.  Despite g la r i ng  deficiencies i n  the 
range and scope o f  services avai lab le  t o  the developmentally disabled i n  a l l  



stater ,  the gap- f i l l ing philosophy underlying the l e g i s l a t i o n  has pmven t o  be 
a rathe? nebu lo~s  target  f a r  many s ta te  councils and agencies. Lacking c lea r  
l e g i s l a t i v e  or adn in i s t ra t i ve  guidance concerning expenditure p r i o r i t i e s ,  
states have been faced w i th  the unenviable task of addressing a seemingly 
endless array o f  serv ice needs w i t h  w e f u l l y  inadequate f inanctal resources. 
As a resu l t ,  even where appropriate service p r i o r i t i e s  have been i d e n t i f i e d  
and a c t i v i t i e s  i n i t i a t e d ,  the impact has been minimal due t o  the massive scope 
o f  the problem. 

The designers of the DO leg is la t ion,  however, never ant ic ipated t h a t  the program 
would furnish basic operating Support f o r  a d iscrete se t  of services t o  e l i g i b l e  
W i p i e n t s .  Instead, they envisirmed federal DO service do l l a rs  as having a 
c a t a l y t i c  impact on the expenditure o f  funds avai lab le  through a wide va r ie t y  
o f  generic and special ized sew ice  system w i t h i n  each s ta te  (e.g., education, 
vocational rehab i l i t a t i on ,  health, mental health, mental retardation, c r i pp led  
chi ldren, etc.). I n  other words, when l inked w i t h  the planning and coordinat ive 
a c t i v i t i e s  of the s ta te council, DD funds were supposed t o  have an in f luence 
on the a c t i v i t i e s  of the mega-service system d i rpmpor t ianate t o  the actua l  
number o f  federa l  DO do l l a rs  expended. 

In pract ice, hmever, f e d ~ r a l  PO s e w i c ~  orants acoear t o  have had only a l i m i t e d  
and rpo ra t l c  i r p a c t  on the overa l l  oece ano Cirect lon c'cnange i n  maqv s t a l e r  - 
despite the notable a c c c r ~ l i r h r e n t r  !!hich have o c c ~ r r e d  i n  a Few j ~ r i r d i c t i o n r .  
The reasons f o r  the meaimre p e r f o m n c e  of  vany r t a t e r  a r e  qu i te  cap lex .  Ha- 
ever. i t  seems c lea r  tha t  the o r ig ina l  planners o f  the 1w) i s la t i on  ~ n o e r e s t i m t e o  
the d i f f i c u l t y  of inf luencing the po l i c ies  and pract ices of large hman r c w i c e  
ly6tenT thmugh a gap- f i l l i no  o r  m l e  mde l ing  approach. 

One lesson, therefore, which can be derived f r a n  our i n i t i a l  experience w i t h  
the 00 program, i s  t h a t  a somewhat more targeted and c lea r l y  defined se t  of 
service ob ject ives i s  essential  if the p rog rm i s  t o  have a vneaningful impact 
on expanding and improving services. 

H.R. 11764 addresses t h i s  problem by i d e n t i f y i n g  fou r  p r i o r i t y  service areas - 
ind iv idual  c l i e n t  management services; i n f a n t  development services; a l t e rna t i ve  
c m u n i t y  l i v i n g  arrangement services; and nan-vocational sacial-developmental 
services. I n i t i a l l y ,  each s ta te  would be required, by law, t o  se lect  two o f  
those four p r i o r i t y  service areas i n  which t o  concentrate i t s  e f for ts .  U n t i l  
appropriat ions under Section 131 reached $60 m i l l i o n  annually, each s t a t e  would 
be required t o  expend a t  l eas t  $100,000 o r  ZO percent (whichever was higher) 
O f  i t s  annual a l l o m n t  on s e w i c e  a c t i v i t i e s  associated w i t h  the tro i d e n t i f i e d  
p r i o r t t y  areas. Once the annual appropriat ion war, between $60 and $90  illi ion, 
a s ta te  would be required t o  expend 70 percent of i t s  funds (or  $100,000, if 
higher) on three p r i o r i t y  service areas. When annual appropriations exceeded 
$90 million,tate would have t o  expend 70 percent o f  i t s  fornula grant  
al lotment on a l l  four p r i o r i t y  service areas. 

NASMRPO endorser the target  services approach incorporated i n  the Raoers b i l l  
because: (a]  i t  leaves the ind iv idual  r t a t e r  sane t l e x ~ b i l i t y  t o  choose t he  
service areas i n  which federal do l l a rs  are most needed while. a t  the sane time. 



requiring each jur isdict ion t o  focus i t s  federally supported a c t i v i t i e s  on 
clear ,  a t ta inable  service goals; (b) it establishes a viable relationship 
bebreen the rervice objectives of the program and the federal a id  available 
t o  help meet these objectives; an6 (c) it p e m i t r  an orderly expansion of the 
program as  federal support increases in  future f i sca l  years. 

While the Association v i m  the above provisions of H.R. 11764 as the  keystone 
t o  impTOYin9 the operation of the current Developental Disabi l i t ies  program, 
we would l i k e  t o  reconmnd one relat ively minor chanae in  the b i l l ,  as introduced. 
Section 133(b) (4 ) ( I l ) ( i i ) ( l )  and (11) should be revised t o  a l l w  a r t a t e  t o  choose s 
tion 131 aoprolriation i s  below $60 million dol lars  and on two or three p n o r i t v  
areas as long as the aporopriation i s  below 990 million. The language of the 
current b i l l  i s  contradictory. Sect?on 133 b 1 seems t o  suggest that  
s t a t e s  would be permitted t o  focus on one a ! e ! m e c t i o n  133(b)(4)(B)( i i )  
(1) and (11) lndicates that  r t a t e s  pas t  focus on tha and three service pr ior i ty .  
respectively. NASMRPD believes tha t  s t a t e r ,  especially minimum allotment 
States ,  should be given the option of focusing on fewer p r io r i ty  areas i f  the 
agency and council agree t h a t  a greater overall impact can be achieved. 

2. Clarifvine the PlanmnslService/Advocacy Roles of the Council 

The original Act was b u i l t  upon the assumption tha t  a coal i t ion of consumer 
representatives, prafessionals and s t a t e  o f f i c i a l s  - as represented by the s t a t e  
council - would be in  the best  position t o  ident i fy  gaps i n  services and stimulate 
action t o  f i l l  them. I t  was argued tha t  the  p r io r i tv  needs of the t a rge t  population 
varied s ignif icant ly  from s t a t e  t o  s t a t e  and, therefore, each s t a t e  should be 
given the f l e x i b i l i t y  t o  address i t s  needs through a conbination of  service, 
planning and gap- filling ac t iv i t i e s .  Some s t a t e r  have found th i s  approach t o  
be qui te  workable and, t o  a greater  or lesser  extent ,  the expenditure of federal 
DO dol lars  and the a c t i v i t i e s  of s t a t e  councils have had a favorable impact on 
the in i t i a t ion  and impmvement of services. Many other s t a t e s ,  however, have 
achieved l i t t l e  or no pmgresr in  s t r ik ing  a balance b e w e n  t h e i r  planning, 
service,  and advocacy roles. 

The Act i t s e l f ,  and related administrative regulations and g u i d e l i ~ e s ,  offers  
s t a t e  councils l i t t l e  in  the way of practical advice on how t o  integrate  these 
d i s t i n c t  but interact ive se t s  of a c t i v i t i e s  into a to ta l  r t a t e  program. Decisions 
on how much time, e f f o r t ,  and money should be devoted t o  planning, improving 
services ,  and advocacy are l e f t  almost ent i re ly  t o  the discretion of each s t a t e .  
Despite the provision of en extensive array of national and regional technical 
ass is tance aver the past f i v e  years, many r t a t e  councils s t i l l  appear to be 
struggling t o  s o r t  out t h e i r  appropriate roles  and the best  ways of pursuing 
then. 

In the 1975 amendments r o  the  Act (P.L. 94-103) Congress placed greater s ta tutory 
e n ~ h a r i s  on the council s role  as a systemic advocate and as a focal Point for 
comprehensive state-wide planning. This f a c t  in  ref lected in  t h e  revised name 

b of the council and in  the lncreared s ta tutory emphasis on those aspects o f  the  
council 's role. Conversely, the council 's responsibi l i ty  f a r  awarding service 
g ~ a n t s  was rest r ic ted.  



While these chanoer were intended t o  c l a r i f v  the reroonribi l i t ics  nf the c n ~ m d l .  
~ -. . 

in  f ac t ,  there  cpntinues t o  be s ignif icant  &ate-to-state variations in  the 
scope and types of Planning and d i rec t  sewice  a c t i v i t i e s  supported through 
DDSA funds. l\s a resu l t ,  it i s  a l l  but impossible t o  pursue national goals and 
objectives through the pmgrm as presented structured. 

The Rogers b i l l  would a t t e w t  t o  resolve the confusion surrounding the current 
planning, service and advocacy roles  of the council by making i t  c lea r  tha t  a t  
l eas t  70 percent of a s t a t e ' s  allobnent must be used f o r  the pmvisian of services 
in  one or more of the p r io r i ty  areas identified i n  the b i l l .  The designated 
s t a t e  agency, in  cooperation with the s t a t e  council,  would continue t o  be respan- 
Sible  fo r  submitting a s t a t e  plan and conducting a review of needs i n  the four  
p r io r i ty  service arear each year. However, a stronger emphasis rauld be placed 
on the development af operational plans in  the service p r io r i ty  arear selected 
by the s t a t e .  

HASMRPD agrees tha t  increased empharir should be placed on operational pianning. 
TO be effect ive,  the planning and ilnplenentation functions must be pa r t  of a 
c ~ c l i c a l  process. Under current law, hazever, t h e  council usually lacks both 
Control over the  necessary resources and the po l i t i ca l  backing t o  assure that  
i t s  plans are  implemented. In  addition, s ignif icant  discrepancies often ex i s t  
between the global, s ta te- ride olacr developed by the council and the operational 
Plans prepared by various s t a t e  and local agencies engaged in  serving develop- 
mentally disabled c l i en t s .  Hopefully, the Rogers b i l l  wi l l  minimize such dis-  
crePa?cies by focusing the council 's planning e f fo r t s  an the selected s e w i c e  
P n o r i t y  area($)  and channeling the bulk of the s t a t e ' s  Section 132 allotment 
t o  carrying Out the plan once i t  i s  developed. 

Although we aqrec with the primary th rus t  of the Rosers b i l l ,  we recommend 

- . - - \ - , . . . . . . - . . , .. . 
sement indefinitelv. 

3. Irnpactino an Generic Federal Funding Proqrans 

One o f  the basic tenets of the Developmental Disabi l i t ies  Act is  tha t ,  because 
Of the scope and longevity of the target  pepulation'r needs, maximum progress 
can be achieved through an inter-agency effor t  t o  access and coordinate the 
a c t i v i t i e s  of a var ie ty  of heal th ,  education, rehabi l i ta t ion and social rervicer 
agencies which have a ro le  t o  play in  serving the develcpmentally disabled. While 
convincing argunents f a r  th i s  approach have been advanced over the years, i n  
most s t a t e s  the pmgrar has had l i t t l e  or no influence on the  pol ic ies  and prac- 
t i c e s  of the federal ls ta te  service program mentioned in  Section 133(b)(Z)(B) 
of the b i l l .  



Anong the reasons why most s t a t e  councils have had only a minimum impact on 
pol ic ies  and expenditure p r io r i t i e s  a f fec t ino  developmentally disabled oerronr 
under such mqior federal- state programs are: ( a )  the broad nature of the 
co~nc i1 '1  mandate and the limited time and roney available t o  pursue th i s  
area; (b) the complexity of these huge human service programs: (c)  the absence 
of specif ic  legal provisions fa r  enforcing interagency cooperation; (d) the 
lack of a planning orientation among most consumer and provider members of 
councils; ( e )  the  d i f f i cu l ty  of a l t e r ing  s ta tutory and regulatory pol ic ies  which 
l imi t  par t ic ipat ion by DO individuals from a s t a t e  level ;  ( f )  the inadequate 
data upon which t o  base sound planning s t ra tegies;  ard (g) the high turnover 

g. r a t e  among agency, consloner and provider representatives on councils. 

Under the Rogers b i l l ,  the  council would re ta in  its systemic advocacy role  and 
continue t o  be responsible f o r  reviewing a variety of federal- state  plans which 
impact on developmentally disabled persons. I n  addition, the OD s t a t e  Plan 
s t i l l  would have t o  contain a description of the extent and scope of services 
provided t o  the developmentally disabled under such federally ass is ted Programs 
as  education f o r  the handicapped, vocational rehabi l i ta t ion,  public assistance, 
medical ass is tance,  social services, maternal and child health, crippled children's 
s e ~ v i c e s ,  comprehensive health and mental health and such other plans as the 
Secretary of HEW might specify. 

In sp i t e  of past problems, we agree tha t  it makes sense t o  assign the caund l  
respanslbi l i ty  for  identifying barr iers  t o  f u l l  par t ic ipat ion by the developmentally 
disabled in  publicly funded human service programs. Given the divers i ty  Of 
funding streams and multi-agency involvements in  a l l  s t a t e s ,  c lear ly  t h i s  is 
an important council function. Hopefully, by clar i fying the ro le  of the council 
and targeting OD expenditures on a limited s e t  of service p r io r i ty  areas, councils 
wil l  be able t o  devote increased time t o  t h i s  important role. 

The Rogers b i l l  also would require the reorganized National Advisory Council 
on Services, Fac i l i t i e s ,  and Rights of the Developmentally Disabled t o  orepare, 
end up-date annually, a national. f ive  year plan for  the t a rge t  population. 
We agree tha t  such a national plan would be most helpful,  especially i f  i t  
focused on the identif7cation and elimination of existing barr iers  t o  the effec- 
t ive  u t i l i za t ion  of various federal generic and specialized resources on behalf 
of developmentally disabled persons. However, given the apparent appcsition 
of the Administration t o  continuation of the Council and the general antipathy 
of OMB t o  s ta tutory s e t  asides f o r  advisory c a m i t t e e  s t a f f  (as praoosed in  
section lO8(d) of the b i l l ) ,  we have serious reservations tha t  the Council can 
develop such a national plan. The proposed cmpari t ion of the Council and the 
fac t  tha t  it would retain most of i t s  current functions only adds t o  our doubt 
that  the National Council could cmple te  the type of searching analysis and 
foresighted overview of nationwide e f f o r t s  an behalf of developmentally disabled 
persons which i s  so desperately needed. 

One passible a proach which the Subcommittee pay wish t o  consider i s  to  reqUire 
t a t  a ortionPof the r ecial ro.ect orant fun s, a ropriated under Sec t im 

b T k % %  and analyses 1979 which and wil l  rub!equentPfi:cal a s s i s t  the Natronal -ears ,  Council bedusedP!o in  develaoinq support backqround such a cmpre- s tudies  
hensive f i v e  year plan. 
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4. DifferenciatiPq the Roles of C O M C ~ ~  and Adminirterinq Agency 

The 1970 legislation (P.L. 91-517) made it clear that the council w ~ s  to play 
more than simply an advisory role in the fannulation of federallrtate spending 
priorities. Yet, the precise dimension of the cauncil's responsibilities 
were not made clear in the legislation, Since the original HEW regulations 
failed to deal with this matter, each state was largely left to its awn devices 
to deternine the working relationship between its council and designated state 
agency. As a result, the various states evolved quite different patterns of 
agencylcauncil interaction - varying frow states in which the council was a l m s t  
totally independent of the administering state agency to states where the council 
served as simply an advisory body to the state agency. 

The 1975 a m n d m n t s  to the Act (P.L. 94-103) attempted t o  distinguish between 
Council and agency roles. In esrense, the revised Act assigned responsibilities 
for day-to-day administration of the program, including the awarding o f  grant 
funds, to the state agency and focused the council's activities on system-wide 
advocacy, comprehensive planning, supervising the development of the rtate plan 
and evaluating the state's overall efforts on behalf of the developventally 
disabled. One of the key elements in this realignment of council/agency 
responsibilities was the requirement that the agency prepare a "design for 
implementation" - i . e . ,  a detailed plan, consonent with council-identified needs 
and spending priorities, for using the state's annual alloment under the DDSA 
program. 

I:e recamend that the Sbbcomirtee insert a nw section in the Poaerr oil1 soellino 
011 tne d ~ t i c s  and r~rponrihilities of tnc Cesiq~atea rtate'aqenry, inclucinq 
those listed dbole .  -- 
In adoirion. be think t'le I~rcn-?itTelc_lld elimiratr Section 13? arc  
modif Section 1 2 t 1 9 aru c t n e ~ y ~ ~ i r ~ t  s.ascc<i;ilS-07:hc b!li to ..re 
d ~ t 1 . a ~  tn: !o!!r:Lr'rrat oes!g<>-a,sinc.e s ~ ~ : ~ ~ c r c v  to 2~7inistPv 
D O 3  qgront ' ~ n c r .  lnir proslslcn, . n ~ f i 7 ~ ~ o c i i g n a t : o r r  of 



one or more agencies t o  administer fornula grant  monies, was included i n  the 
o r ig ina l  1970 Act. To the best  of our knarledge no s ta te  or t e r r i t o r y  has 
ever u t i l i z e d  t h i s  language as i t  tias o r i g i n a l l y  intended - i.e., t o  d iv ide 
the s ta te 's  al lotment according t o  the p r o g r a m t i c  expert ise of the various 
s ta te  agencies (e.g., mental heal th lsenta l  retardation; vccational rebab i l i -  
ta t ion,  education; transportat ion, etc.1, based on each agency's r e l a t i v e  
respons ib i l i t i es  for  serving the target  population. A few States have 
divided res o n s i b i l i t y  along functional l i nes  (e.g., planning, construct ion 
and service!, but, by and large, mrt states (48 i n  FY 1978) and t e r r i t o r i e s  
( a l l  6 i n  FY 19781 have elected t o  designate a s ing le  s t a t e  agency. Given 
the l i m i t e d  amount o f  funds avai lable, both now and i n  the foreseeable future, 
we bel ieve t h i s  i s  the only p rac t i ca l  approach t o  e f f i c i e n t l y  and effect ively 
managing the program. 

5. Evaluatinu the Impact o f  the Prouram 

Under the beet o f  circumstances, these and s i m i l a r  auert ions ere d i f f i c u l t  t o  
answer. But, given the fact  that,  w i t h i n  broad s ta tutory  parameters, each s ta te  
15 permitted t o  estab l ish i t s  own goals and p r i o r i t i e s .  i t  becomes almost 
imporr ib le  t o  gain any general overa l l  sense of the DD program's nat ional impact. 

We bel ieve the Rogers b i l l  would f a c i l i t a t e  efforts t o  srrers the nat ional  
impact of the program by estab l ish ing spec i f i c  p r i o r i t y  service object ives. 
While, a t  l eas t  i n i t i a l l y ,  the states would have f l e x i b i l i t y  t o  choose among 
the four service p r i o r i t y  areas, it should be considerably easier t o  design a 
nat ional  s t ra tegy f o r  determining the " w e t  needs o f  the target  populat ion 
and evaluat ing the impact o f  the DOSA program i n  meeting these needs. 

6. Revising the Def in i t ion o f  Developmental D i s a b i l i t i e s  

Since the passage of the Developmental D i s a b i l i t i e s  Act i n  1970: more time 
and a t ten t i on  has been devoted t o  debating which d isabl ing candrt ionr should 
and should not  be included i n  the target  populat ion than any other s ing le  
issue invo lv ing the l eg i s la t i on .  Considering the fact  t h a t  the t e r n  "develop- 
mental d i s a b i l i t i e s "  i s  a 1egal ladmir; is irat ive construct ra ther  than a c l i n i c a l 1  
diagnostic label,  i t  i s  not  surpr is ing tha t  there i s  connderable d i sag remnt ,  



even among experienced d i a g n o s t i c i a n s ,  concern ing  whether one e t i o l o g i c a l  
c a t e g o r y  or a n o t h e r  meets t h e  c u r r e n t  c r i t e r i a  con ta ined  i n  t h e  p r e s e n t  law. 

When t h i s  Subcommittee bias c a n r i d e r i n g  t h e  1975 amendnents, i t  i n s e r t e d  an 
amerldment c a l l i n g  f a r  an independent ,  o b j e c t i v e  s t u d y  t o  e s t a b l i s h  "an 
a p p r o p r i a t e  b a s i s  f o r  de te rmin ing  which d i s a b i l i t i e s  should be inc luded  and 
which d i s a h i l i t i e s  should be excluded from t h e  d e f i n i t i o n  . . ." ( S e c t i o n  301(h) ,  
P.L. 94-103). Tha t  s t u d v  has now been c m p l e t e d  and  t h e  S u b c o r n i t t e e  w i l l  
receive d e t a i l e d  t e s t i n a n y  on t h e  reccn'r;ondationr developed by t h e  Eiational 
Task Force on t h e  D e f i n i t i o n  of Develcpmnta l  D i s a b i l i t i e s .  There fore ,  we 
w i l l  n o t  rev iew t h e  Task F o r c e ' s  f i n d i n g s  and conc lus ions  h e r e .  

I n  c e n e r a l .  we f a v o r  t h e  f u n c t i o n a l  aooroach t o  t h e  d e f i n i t i o n  o r o o o r ~ d  bv both , , ~, ~~ 
~ ~ 

t h e - l a j o r i b  and t h e  minor i ty  r c n b c r r  o f  t l i e  l i a t iona l  i a r k ~ ~ i r c i .  c l e a r l j r ,  
the criteria f c r  program e 1 i c i b i l i t . v  should  be  b i s e d  on t h e  f u n c t i o n a l  s e r v i c e  
needs of i n d i r i i o a l s  wi th  severe d i s a b i l i t i e s  01-lginating i n  ch i ldhood ,  r a t h e r  
than  upon d i a g n o s t i c  l a b e l s .  Such l a b e l s  p rov ide  l i t t l e  p r a c t i c a l  ~ u i d a n c e  
t o  t h e  c1il : ician cr prosran  a d ~ i n i s t r a t o r  charged wi th  t h e  t a s k  o f  d e r i n n i n s  
an e r f c c t i v e  s e r v i c e  Proqram. 

The A s r c c i a t i o n  a l s o  s u p p o r t s  t h e  Tark Force ' s  ~ l r p h a r i r  on us ing  DDSA resources 
t o  improve t h e  l o t  o f  i n d i v i d u a l s  wi th  revere,  l i f e l o n g  d i s a b i l i t i e s .  The 
o r i g i n a l  l e g i s l a t i o n  was a i n e d  a t  focus in"  p u b l i c  attention on persons  cons idered  
t o o  handicapped t c  t c n e f i t  from r e i n r t r e s n  husan s e r v i c e  p r o g r m s .  The proposed 
Task Force  d e f i n i t i o n  tends  t o  undemcorc  t h i s  p o i n t  by r c o u i r i n g  t h a t  t h e  
d i ~ a b l i n ~  c o n d i t i o n  s i s o i f i c o n t l v  i n t e r f e r e  wi th  t h e  i n d i v i d u a l ' s  a b i l i t v  t o  
engage in tr!o cr (wore major l i f e  f u n c t i o n s  

Although we a g r e e  t h a t  t h e  term dcvelopmcntal d i s a b i l i t i e s  should  be def ined  
f u n c t i o r , a l l y ,  we a l s o  r e e o g n i r c  t h a t  one r u s t  examine t h e  o r a c t i c a l  r a m i f i c a t i o n  
o f  expanding t h e  nurber  and t y p e s  o f  disability groups c u r r e n t l y  e l i g i b l e  t o  
r e c e i v e  p r o g r a c  b e n e f i t s .  I t  i s  n o t  s i r p l y  a q u e s t i o n  of brazdening t h e  t a r s e t  
group wi thout  corlparable i n c r e a s e s  i n  fedeva l  a u t h o r i z a t i o n  and a p p r o p r i a t i o n s  
l e v e l s ,  bu t  vrhctller t h e  s e r v i c e s  and f a c i l i t i e s  c u r r e n t l y  a v a i l a b l e  t o  new 
d i s a b i l i t y  groups can and should  be a l o g i c a l  e r t c n r i a n  of t h e  emerging f e d e r a l /  
S t a t e  developmental  d i s a b i l i t i e s  s e r v i c e  d e l i v e r y  system. 

Under t h e  proposed m a j o r i t y  d e f i n i t i o n  developed by t h e  Task Force  our under- 
s t a n d i n g  is  thar s e v e r e l y  r ren ta l ly  i l l  c h i l d r e n  and a d o l e s c e n t s  would he  con- 
s i d e r e d  p a r t  o f  t h e  t a r g e t  popula t ion .  l,!hile we recognized  t h a t  t h i s  i s  an 
underserved group,  i t  i s  a l s o  t r u e  t h a t  most  s t a t e r  are c u r r e n t l y  e t t e rnp t ing  
t o  a d d r e s s  t h e  problems of menta l ly  i l l  c h i l d r e n  through t h e i r  s t a t e  r e n t a l  
h e a l t h  system. I n  f a c t ,  t h e  r e d e r a l l y  suppor ted  Cormunity Mental Health Cente rs  
are r e q u i r e d  by law, t o  p rov ide  a f u l l  range of d i a g n o s t i c ,  e v a l u a t i o n  and 
t r e a t m e n t  s e r v i c e s  t o  i ren tu l ly  i l l  c h i l d r e n .  Although we s u e p o r t  t h e  expansion 
o f  f e d e r a l  a i d  f o r  ch i ldhood  aen t i l l  h e a l t h  programs, t h e  Assoc ia t ion  can see 
l i t t l e  P 6 t i o n a l e  f a r  expanding t h e  d e f i n i t i o n  of a developmental  d i s a b i l i t y  
t o  cover such c o n d i t i o n s .  Not o n l y  would t h e  a l r e a d y  l i m i t e d  f e d e r a l  DD 
d o l l a r s  have t o  be s p r e a d  even t h i n n e r ,  bu t  t h e  r e p e r c u s s i o n s ,  both f i s c a l l y  
and o r g a n i z a t i o n a l l y ,  a t  t h e  s t a t e  l e v e l  v~auld  be  d i f f i c u l t  t o  r a t i o n a l i z e .  



However, should  t h e  Subcormi t tee  dec ide  t o  e l i r i n a t c  Croci t h e  s t a t u t o r y  d e f i n i t i o n  
a l l  r e f e r e n c e  t o  s p e c i f i c  d i a g n o s t i c  c a t e g o r i e s ,  then  Ire ivould s i g p e r t  t h a t  
t h e  age of o n s e t  of t h e  d i s a b i l i t y  be lowered t o  5 or, a t  wast  12 ,  ( r a t h e r  
than  22,  as i n  t h e  c u r r e n t  d e f i n i t i o n ) ,  o r  22, as i n  t h e  Task Force's prcpored 
d e f i n i t i o n .  Such e c t i c n  would: ( a )  g i v e  g r e a t e r  assurance i h a t  t h e  progrzin 
would fccus  on t h e  aiast  s e v e r e l y  handicapped c h i l d r e n  vlhosc d i r a b i l i t i e r  arc  
g e n e r a l l y  d e r o n s t r c b i e  a t  a miich e a r l i e r  aqc; and (b) n~ioii . i ize t h e  growth i n  
t h e  t a r g e t  popula t ion  s i n c e  cares of childhood s c o t a l  i l l n t s s  o f t e n  do no t  
occur u n t i l  t h e  a d o i e s c e n t  years. 

7 .  Revi r inp  t h e  CanA?& fr.r U; ; iv r r s i ty  E,ff i l i r . tct i  P ~ o q l ~ m s  

The A s s o c i a t i o n  i s  g e n e r a l ? y  p leased  w i t h  t h e  r e v i s e d  18ny:tagr a u t h o ~ i i i n g  
g r a n t s  f o r  u i l i v e r s i t y  E f f i l i r t e d  p raCr ins  ( S r c t i o n  121).  Thr nev Eta t l l t c ry  
d e f i n i t i o n  of a UAP s o u l d  be a r i g n i f i c a r , t  iirpl-nvcreot over t h e  c u r r e n t  d e f i n i t i o n .  
We e s p e c i a l l y  l i k e  t h e  c l e a r  r c c c c n i t i o n  th .? t  i n t c r d i s c i ~ l i n a r v  t i m i n i n o  i s  a 
n la jo r  miss ion  c f  sucii u n i v e r s i t y  E e n t e r s .  

In summary, we s t r o n g l y  endorse  t h e  b a s i c  approach o f  t h e  Rogers b i l l  and s u g g e s t  
t h a t  t h e  Subcommittee c o n s i d e r  t h e  r o d i f i c a t i r n s  d i scussed  above when i t  r a v k s  
up t h e  l e g i s l a t i o n .  As s t a t e  c f f i c i a l s  r e s p o n s i b l e  f o r  t h e  d e l i v e r y  of s e r v i c e s  
t o  t h i s  t a r g e t  p o p u l a t i a n ,  we are a c u t e l y  arare o f  t h e  e x i s t i n g  gaps i n  s e r v i c e s  
and recognize  t h a t  inc reased  f e d e r a l  o s s i r t e n c e  and l e a d e r s h i p  thmugh t h e  
Developmental D i s a b i l i t i e s  program i s  one e s s e n t i a l  ingi-edient  i n  c lo r i l lg  t l lese 
gaps .  

Uc a p p r e c i a t e  t h i s  o p p o r t u n i t y  t o  s h a r e  t h e  A s s e c i a t i o n ' s  views with  t h e  
S u b c o r n i t t e e .  Your p a s t  e f f o r t s  t o  e l i m i n a t e  b a r r i e r s  t o  t h e  f u l l  p a r t i c i p a t i o n  
o f  d ~ ~ ~ e l n p ~ c n t a l l y  d i s a b l e d  c i t i z e n s  i n  our s0ciet .y arc l c c p l y  a p p r e c i a t e d  by 
t h e  A s s o c i a t i o n ' s  trenhers. Far our  p a r t ,  we pledge  our f u l l  s u p p o r t  and 
coopera t ion  as you c o n s i d e r  l e g i s l a t i o n  t o  extend and a rcnd  t h e  Ceve?opmentnl 
D i s a b i l i t i e s  P c t .  
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Mr. ROGERS. Thank you, commissioner, for a most helpful state- 
ment. Mr. Carter? 

Mr. CARTER. I want to compliment the gentleman on what he has 
said. I 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 was either poor planning- 
Mr. THORNE. Well, planning for planning's sake means in the 

sense that you have to change it very year because you have to come 
up with something different if you are doing your job. As a conse- 1 

guence, what happens is that you change plans but nothing happens 
m he meantime because nothing is implemented effectively to change 
services. 

Mr. CARTER. If you say "plan and then implement it," I would 
agree with that. But I do not think we need to have a different plan 
each year. 

Mr. THORNE. I do not think so either, but that is what happens. 
Mr. CARTER. We get into the issue of special planners and I do 

not know whether it is good to have them or not. I think, perhaps, 
they should be in another position. 

Thank you, Mr. Chairman. 
Mr. ROGERS. Dr. Ganser? 

STATEMENT OF LEONAED GANSER, M.D. 

Dr. GANGER. Thank you, Mr. Chairman. I have with me Jayn 
Wittenmyer who is the executive director of the Wisconsin Develop- 
mental Disabilities Council and Harry Schnibbe, who is the execu- 
tive director of the National Association of Mental Health Directors. 

Mr. RoGERs. We are glad to have you, gentlemen. 
Dr. GANSER. I am speaking for the National Association of State 

Mental Health Program Director [see p. 4311. Our association ,was 
involved in the initlal legislation, in developing the initial leesla- 
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 inte~est 
in the legislation becanse in the majority of states, the implement~ng 
agency is either a mental health agency or a human service agency 7 

and to a large extent also, the residential beds in most of the States 
are the responsibility of mental health programs. 

The association endorses the thrust of H.R. 11764 quite strongly. I 
We do have some reservations about it and I 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 revjew 
other State plans, the professional assessment and ev?luat~on sectlon, 
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 important. 

We see these as especially Important because they do follow 
th rou~h  on the original objectives which we think are still sound. 
We do believe there are some radical departures that differ from the 
original objectives. 



The current legislation has been in effect now for sveral yean. The 
original objectives are difficult to accomplish. The gap filling, the 
coordinating kinds of objectives are very 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 a t  this level 
of those kinds of things. Therefore, the onus does fall on the States 
and local agencies to bring that coordination together. 

i 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. I think there have been accomplishments, but I think there 
needs to be additional planning for further accomplishments. 

The original intent of the act to provide States the opport~~nitg to 
do their State planning, to determine their priorities, to determine 
allocation of resources, and to develop options between implementing 
gap-filling direct services versus planning, coordinating, ~nfluencing 
activities is very important and we believe should be strengthened 
end 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 as a 
separate categorical kind of thing, one develops what I have often 
referred to as the waste basket phenomena. 

Everybody says, "They do not belong to us, they belong over 
there." There is a tendency then to begin denial of services because 
there is another 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 also in the matter of the 70 percent and 30 percent split 
of money in services versus 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 conditions and needs 
for services. Federal legislation that takes away the opportunity for 

b flexibility does not help them meet those individual kinds of pri- 
orities. 

Yo11 did hear some testimony yesterda from Representative Mary 
Lou Munts from Wisconsin which de g ned, I think, some of the 
nnique things that have happened in Wisconsin in the gap filling and 
the vlannine and the involvement of other kinds of services and I 
wan; to add?o those. 

When I am through if Jayn Wittenmyer wouId like to add a 
couple she thinks vould be of interest to you, I will ask her to do 
that. 

This flexibility that is present in the present law is what makes 
the small amount of money that comes into a State for this purpose 
available kind of thing and results in substantial increase in the 
iltilization of both State money and other Federal money to prov~de 
services to the needs people. 



r ohink in looking at  the current 430 legislation that if one is even 
nk about the concept of national priorities, we think that i t  is 

isary to look at  how those priorities were arrived at. I have a 
3. of questions in my material and I merely want to say that those 
are questions that I 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 be improved. But I think it is important to note how 
they were selected, as an expression of what the needs are in all of 
the states and not necessarily just in a few States but in all of the 
States. I think that is a serious matter in trying to define those foiir 
priorities in Federal legislation. 

I just want to make one comment about the definition of Devel- 
Disab. We feel strongly that the definition should continue as i t  is, 
that there may be a time when it  should be changed hut at  the pres- 
ent, the provision of services to 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 resumes on p. 438.1 
[Dr. Ganser's prepared statement follows :] 
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ADMINISTRATOR 
DIVISION OF COMMUNITY SERVICES 
DEPARTMENT OF HEALTH 8 SOCIAL SERVICES 
STATE OF WISCONSIN 
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J 
Ilr. Chairman: The State llental Bealth Directors participated in the 

first drafting of the concepts that led, with y o u  encavragement and 
support, to the original Developmental Disabilitiee Act in the 91et 

congress. 

I have served as a witness before this c-ittse on a 
number of occasions on behalf of the state government mental disabilities 
agencies, and I an happy to appear before you once again in support of 

extension of the Owelopmental ~iaabilities k t .  

me state nenthl aealth Agencies have a subetantial 
Interest in this legislation, w. chai-, because in 22 state* the 

.DO. pmgram is located oqanirationally in the state mental Eealth 

Department. 



~ l s o ,  in 29  skater the nentai ~eaith Department has 

administrative responsibility for the mental retardation program, 

accavnt~ng for51.9 percent of all inpatient IIR beds in state government 

programs. 

Our Association endorses in general the hill (H.R. 11764) 

Introduced by you and Mr. Carter. 

we do have some reservations about some provisions 

in the bill which, hopefully, mlght be resolved through our discussions 

with you this morning 

we are inclined toward strong support of B.R. 11764 

because, for the most part, it continues and reinforces the original 

intent of the developmental disabilities concept: 

. An example of this reinforcerent is year new Section 
137 (bI(31 on page 29 which strengthens the 

Council's role in prior review of other s ta re  

plans that have responslblllty to persons who 

are developmentally disabled. 

. mtither example of yovr reinforcement of the original 

concept is section 11 amending Section 133 of *he 

~ c t ,  paragraph (61 (on page 27 of the bill1 relating 
to professional assessment and evaluation systems. 
 his will allow the Developnental Disabilities 

covncils and university ~ffiliated Programs to 

work in real synchrony. 

. we also see as encovraqing your strengthening of the 

protection and ~ d v o c ~ c y  system, which establishes 

a "Bill of Rights" Tor Developmental Disabilities 

and a mechanism to implement it. 



The state mental health agencies see B.R. 11764 as 

substantially furthering the objectives of the original  evel lop mental 

Disabilities concept. 

There are, however, some rather radical and sulplising 

departures fram the principles propounded by this subcomaittee when it 

developed the original A c t ,  and we are bath e d  about how or why 
these departures originated and -d over rhe possibility that 

Z; they will shatter the vniqve Land largely successful) "cmrdinating and 

iniluencinqH nature Of the prevent program (which i. only nou beginning 
to grow and capture the imagination of public and privare leadership). 

s * .  

Before discussing the section of R.R. 11764 that disturbs 

us, let's review what was the concept behind the original act that cane 

out of this oommitree in the 91st Congress. 

A principle on which the original Developmental Disabilities 

A c t  was structured was confidante that the BiveraitY of the merican 
system I* one Of its great strenath.. 

Thvs it was the assumption a* khi. committee, and the 
congress and the many organizations who helped frame and implement the 
Developmental Disabilities ~ c t ,  that services to the developmentally 

dssabled woula flourish through a system that took advantage of 

the sense of diversity and encouraged flexibility. in: . state planning 
r aerermination of priorities . allocation of resourcee . options between implementing gap-filling direct 

services E planning, coordinating and influencing 
activities. 

x . *  

We are now confronted with what must be considered a . rather radical departure frcm the original assumptions of this oomittee 
and the U.S. congress. 



The state governmMt mental health agencies are 

enPeciallg concerned about the ohange in direction of philosophy inherent 

in your a m e n h n t  of Subsection (bl of Section 133, which adds a new 

"(41- Provision of Priority Services" (page 24, line 20 of B.R. 117641. 

We respectfully recornend that this provision, starting 

on page 24, line 20 and going through line 16 on page 26, be stricken 
from the bill. (Also to be deleted: the section defining "~riority Serviceem, 

starting on p. 5, line 15 thri line 8 on p. 7.1 1 

ma states and territories represent disparate conditions 

and needs for services. 

Federal lqislation that would impose national priorities, 

set a percentage for allocation of resoulces, and mandate direct services, 
m l d  destroy flexibility and risk binding the states inappropriately in 

a ntraight-jacket. 

Perhaps I can best amplify on our position by describing 

SOW of the successful pioneer efforts under our o m  DD system in Wisconsin 

which most likely would never have occurred without the stimulating impetus 
from the federal  evel lop mental Disabilities A&. 

In Wismnrin, coordination in non-traditional ways has 
convinced other public agencies that they shovld be aware of, and involved 

in, DO services within their am delivery systems. 

~hrough the activities of the niscanain DD Covncil eignifi- 

o a t  progress has been made . . . . . 
(1) in advocating legislative changes in: zoning; Less 

driving restrictions for persona with disabilities; 

transportation; lead content in ceramic glaze and 

genetic intervention 

(21 in inflvensing senrice dollars from n.u.D.; CETA; 

 rans sport at ion, etc. 



( 3 )  in ~ r m t i w  awareness of individual. who are 

developmentally disabled and are caught-up in the 

criminal justice system; an impacthas been made 

on the need for knowledge and sensitivity in the 
courts, probation and parole and generic community 

aenricen (including in-service-training and protection) 

(41 in Oromorinq within the Oepartm~t of Natural Resources 

work sites and accessibility to the park system 

(51 in sensitizing the community and professhais around 

the SpCific needs of minority persons who are 

developmentally disabled 

Those 5 examples of the types of progress made in wi.can.in, 

Mr. Chairman, are typical of most of the states. 

Those examples are essentially what much of the 00 Aot is 
ahout. 

Tt is about flexibility in planning. priority-setting, 

TesOUT'Ce allocation and options to provide direot services or provide 
coordination and influencing of servxces. 

we feel that your new section on page 24: "~rovision of 

priority services", changer the whole nature and thrvst of the original 
concept. 

For this reason we reccmoaend iks deletion from H.R. 11764. 

In considering our rec-endation that the "Priority Servioes" 

section be deleted, the Subcornittee m y  rant to review for background 

purposes several questions that should be satisfactorily answered hefore 

flnal judgment on that Section is rendered. 



There are five ( 5 )  questions the state govement rental 

health agencies themselves do not have satisfactory answers for, and we, 

as much as we prasvme you will be, are concerned about receiving adeqvate 

responses to them. 

They are: 

(11 On w h a t  basis was it detewined that there should he 

a priority system? 

(21 E a  was it decided that there should be only four 
priorities7 

13) Ear were the fovr priorities agreed upon? 

1 0  was a needs assessment conducred? 

I51 Ear was the decision arrlved at to allocate only to 

direct services as opposed to using funds to impact 
on other resources? For example. Title XX, Tltle 

19, H.U.D., Transportation. ekc. 

* . .  
In regard the "definition" issue, m. Chairman, we support 

the definition in y m r  hill. 

The impact of change in deEinitxon would repire massive 
reviaions in states' legislation and -la further require substantial 

increases in funding to meet the minimum needs of all persons to be included 

in a new generic definition. 

Clarifiaation of other federal legislation would assist 

in providing services to 0-1 handicapping conditions, for eramele. Title 

m, for physically impaired. Many of the other handicapping condition 

would require special services which are different from those rendered to 

persons rho are develom8entally disabled. 



In ommatian, W r .  Chariman, the stare government mental 
health agencies support your efforts to extend and imprnwe the federal 

Oevelopntal Disabilities pmgran, and we conrmend you and W r .  Cater and 

this S u b C d t t e e  for yo"= extraordinary achiev-ts an behalf of the 
mentally disabled. 

we strongly recommend that the section on "Provision aE 

i Priority services" be r-ed from the hill as destructive of the spirit 

and intent of your original legislation. 

Otherwise we endorse X.R. 11764. 

Thank you Mr. Charinan Eor your courtesy in hearing us today. 
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Mr. ROGERS. Thank you, Dr. Ganser, for a helpful statement. 
Ms. WIITENMYER. I think one of the things that Dr. Ganser sug- 

gested is that Wisconsin is one of the States putting 100 percent of 
their Federal dollars in planning and coordimation activities. Some of 
the unique kinds of things is some dollars that were gotten from the 
whole sale tax credit program for people living in group homes, 
which is around $100,000 for the first try. 

Another area is in the division of correction funding positions to 
look at the correction system, doing inservice trainlng for the staff, 
trying to look at the kind of residential facilities for those people, P 

what kind of protection needed within the correction system to pro- 
tect developmentally disabled from other people in the system. We do 
have lots of examples. 

Mr. ROGERS. Thank you. 
Mr. Schnibbe, do you want to make a comment? 
Mr. SCUNIBBE. I do not think I have any comment after which I 

will proceed to talk for 10 minutes. 
No, I thiik I would want to emphasize to you that Dr. Ganser's 

statement is in the process of being cleared by the Govrrnors. I cannot 
say right now that the National Governors Association totally en- 
dorses it, but they are in the process of reviewing it and I hope in the 
course of the next few days I can say to yo11 it has been cleared by the 
Governors. We are speaking for the Governors Association. 

We reemphasize the fact that the State mental health agencies have 
administrative responsibilities for 56 percent of the MR beds, plus 
22 of the States have the DD program lodged in those agencies. 

So, what you are hearing today is a rather emphatic statement of a 
continuing and there is almost unanimity among the peo,ple who have 
cooperated in the development of this statement, unanimity in sup- 
port of maintaining the program the way you o r ipa l ly  conceived 
it when it first came along. 

What you are proposmg now in your bill, of course, is a radical 
change in the nature. The nature of the thing is to generate services 
and fund programs 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 wlthout that 
kind of increase in appropriations, which you people are not ready tc 
advocate, I suppose, then this kind of program that you originally i 
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 of states have done, through other Federal pr:ograms, other 
State programs, is the most effective way to run this program. 

So, I think unless there is a substantial increase in funding for 
service, then this program is going to fail. This is the message we 
geO from the States. 

Mr. Rocms. 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 h- 
abilities cause people to be there. 



Dr. GANSER. Yes. 
Mr. CARTER. I 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 the time of the court bearing as being noncom- 
petent. I think that was about the level of their iinderstanding of 
developmental disabilities, that they did not realize that they had 

P 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 thro~~gli  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 togetller and have 
special training programs more suitable to their needs. 

Mr. CARTER. There is one portion of the hill with which I believe 
you are in disagreement would like us to delete, starting on page 24, 
line 20. 

Dr. GANSER. Right. 
Mr. CARTER. Why would you want that deleted? 
Dr. GANSER. We wonld like to see that deleted becnnse that is the 

part that has to do with the defining of priority services and also that 
has to do with the percentages of money designated for service. 

We think that those should he left flexible for the States to operate 
as they set their priorities. 

Mr. CARTER. I 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. 

Is that correct, Mr. Chairman? 
Mr. ROGERS. That is right. 
Mr. SCIXNIBBE. 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. We think it is 
succeeding all along. Now this is a new switch. 

We are not asking for anything new. We are not asking you to 
change anything. Yon are the ones who are proposing to change it. 
We are saying give it a chance becaiise it is a good program. 

Mr. CARTER. Thank you. I think it is a good program too. I have 
P strongly supported it. My name i: on it with the chairman's. 

Mr. ROGERS. I think on this point, as I understand it, Dr. Ganser 
wants a 100-percent flexibility on spending 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 all from the lack of interest 
and lack of involvement of people. What i t  has come from is the fact 
that you simply cannot approrLh a problem from a shotgun approach 
and be able to really solve I' You have to try to define what your 
goals are. 



As long as you know you have limited resources, funds, and aslong 
as you understand what the political scene is 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 ~ Q I I  bave.and 
you should not plan beyond your capability of seemg it through. 

I f  you can focus on or  put your efforts in that area and if the 
country in terms of this field can select some specific areas to focus 
on, I think we can benefit the developmentally disabled much more 
by the revelations we will receive from other States looking into the - - 
s h e  set of problems. 

Thus, we will really have something to hang our hat on rather 
than a whole proliferation of suggestions and plans and so forth that 
no one can put together into any meaningful continnity. 

Mr. I$C~ERS. IS i t  time now to begin to think more in terms of 
implementing the plan rather than simply continuing to  develop 
nlanst 
L - 

Dr. GANGER. I understand very much the kind of observation that 
Mr. Thorne has made. I 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 get title X X  money to do other 
things because it means that some flexible money that would be m 
his program is not available to him. 

My own responsibilities are such that I have responsibility f07,tjtle 
XX,  SSI  outreach for youngsters, a number of other responsib~litles. 
It seems to me that the real branching out and the growth of prp- 
grams for the dbvelopmentally disabled need to be in those areas m 
a4dition to the specific services to the developmentally disabled or 
mentally retarded. 

I think the payoff from the developmental disabilities legislation 
is just comin through there. I think we do need more money for 
service. We a f ways need more money for service. We will never get 
enough. 

I n  Wisconsin we are usually thinking of between $30 and $40 
million of direct general purpose revenue going into services to the 
developmentally disabled, about $35 mlllion of title I X X  money, 
$12.5 million of title XX money. and $8 to $10 million of SSI money 
going into services in group honks. 

I f  we were to add this $600,000 of money from this legislation, it 
would lose its effectiveness in getting those other services bought in. 

Mr. ROGERS. Thank you. Now let me ask you thls. 
Do you believe that the State councils should have the responsi- 

bility $or plans and setting priorities or should it be t 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 the state plan. 

Mr. ROGERS. DO you share that view, Mr. Thorne? 
Mr. THORNE. I would not share that exactly. I think certainly in 

terns of the proposed legislation, that ought to be very definitely 
stated. Certainly we have more hassle over that, who is what, and I 
think that is one of the problems that emerged over that question. 

It depends a little bit on how broadly you define the problem. I 



do not believe that planning rests with any specific body in Gov~rn- 
ment. I think that planning around some specific areas as outlmed 
in the proposed legislation could be something that the council could 
put its teeth into. 

But their & d i g  is not going to stop, for example, my agency 
from planning because by statute we have responsibility for plan- 
ning. Nor would it stop the other departments of the State that are 
dealing also with the developmentally 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 those together- 

Mr. ROOERS. Should they have approval or disa proval? 
Mr. TBORNE. I think they should half sign04 but I do not think 

it should be totally with them. I t  should be a partnership relation. 
One of 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 malung a team out of this. I think that is 
very important if the legislation can focus on the tcam effort, joint 
responsibility. 

Ms. W ~ N X I E R .  I concur that is what the coilncil is. that is, 
bringing together the agencies and provider, consumer and the parent 
and they should be the priority maker because their role is m r -  
dination with all the other plans. 

Mr. SCRNIBBE. Isn't that what you do in Wisconsin? In many of 
our States where the mental health deoartment is involved. this is 
what happens, what Commissioner ~ h o A e  is saying is what happens. 

Mr. ROOERS. Dr. Carter? 
Mr. CABTER. I just want to say this, Mr. Chairman: Actually, of all 

our mental health programs, this is the most effective of all. We have 
comprehensive mental health programs of course, for alcoholics, for 
the mentally disturbed and for drug abusers. I regret that I do not 
see the effectiveness in those areas, not nearly so as in this program. 
I t  has been extremely helpful. 

Mr. SCHNIBBE. Because those other programs are dimt services 
and you have all kinds of direct servlce problems in there, unless 
Congress is willing to put a half billion dollars in, the sums are 
never suJXcient. 

With this program, with the limited amount of money it is a 
coordinating and influencing program that coordinates other pro- 
grams that brings them into the system. 

Mr. C-. I should say on this that we do not have nearly as 
much funding as we shoula. In other programs we have a lot more 
money. 

Mr. SCHNIBBE. More headaches. 
Mr. C-. Yes, I regret to say this. 
Mr. Roam. Ms. Wittenmyer ? 
Ms. WPITENMYER. 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. So it is not a large percent, but it is people who 
need to have attention. 



Mr. CARTER. If we could just find those children in our schools 
in the primary grades, we would be doing something to prevent all 
of this. 

Ms. W~P~ENMYER. I t  is a very exciting area. 
Mr. CARTER. I think it would be helpful. 
Mr. GANSER. I will leave a COP of this report. 
Mr. ROGIERS. That will be help&. Thank you so much. 
Our next panel is Mr. Jon Rossman, the Governor's Commission 

on Advocacy for Persons With Developmental Disabilities, Depart- 
ment of Administration; Mr. Stephen B. Schnorf, director of ad- s 

vocacy, Governor's Planning Council on Developmental Disabilities, 
Sprin@eld, Ill.; Ms. Dayle Bebee, executive director, Advocacy, Inc., 
Austin, Tex.; and Mr. Ethan B. Ellis, assistant project manager, 
O5ce 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 record in full. We will ask yo? to try to observe 
as much constraint in your testimony as far as tnne goes and you 
may proceed. 

STATEMENTS OF ETHAN B. ELLIS, OB BEHBLF OF STANLEY C. 
VAN NEW, PUBLIC ADVOCATE, STATE OF KEW JERSEY; JOB 
BOSSMAN. DIRECTOR. GOVERNOR'S COMMISSION OB ADVOCACY 
FOR PERSONS WITH DEVEMPMEIiTAL DISABILITIES, FLOEIDA; 
DAYLE BEBEE, EXECUTIVE DIRECTOR, ADVOCACY, IBC.; AND 
STEPHEN B. SCHBORF, EXECUTIVE DIRECTOR, ILLINOIS DEVEL- 
OPMENTAL DISABILITIES ADVOCACY AUTHORITY 

Mr. 'ELLIS. I t  is a pleasure to 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 I address the 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. Less than 10 of these 
have required litigation for successful resolution. One, known as L'In 
the Matter of C.S." is currently before the New Jersey Supreme 
Court. It is the first right-to-treatment case brought on behalf of a 
mentally retared citizen in qur State. I n  it, we are asking the court to 
find that individuals resihng m institutions for the mentally re- 
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hrded are entitled to a periodic judicial review of their status and 
treatment. 

We have assisted the parents of 40 neurologically impaired and 
multiply handicapped children in convincing,their country govern- 
ment to create a comprehensive speclal education system for all phy- 
sically and mentally handicapped students in that country. That sys- 
tem will serve 150 children this fall and 500 nextpear. 

We are currently assisting the State civil service commission in the 
revision of its regulations so as to assufe the recruitment and hiring 
of more disabled employees. The commission has already created one 
specisl job title for the mentally handicapped and is preparing t.0 
recommend a statute to our State legislature which would allow it 



to create other job titles for which i t  could specifically recruit per- 
sons with mental retardation. 

We received three additional Federal grants with the 
support and assistance of our New Jersey congressional de yous egat!on. 
That has allowed us to review the State's efforts at deinstitutionaliza- 
tion and rovide assistance for the clients of the State's division of 
vocations f rehabilitation. We are enthusiastic about our program. 
We are very proud of its accomplishments, and yet we have a long 

S way to go. As our efforts become more widely publicized, the number 
of referrals we receive increases geometrically. 

We served 200 people in our first year, and have served 100 in the 
first 3 months of this year. We believe that will continue to grow at  
that rate. The legislation 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 
is important, the need exists, and we must row to meet it. However, 
i t  is equally important that our growth t e 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 clear1 perceived. 

I shoulg say parenthetically I was in the OEO programs in the 
sixties, and saw what happened on a grand scale, and I tell you, we 
tried to do too much too soon with too little, and we were all too 
late in the end, I guess, to fill that cliche out. 

The legislation that you introduced and Dr. Carter cosponsored 
avoids this pitfall. Not only does i t  provide for an orderly expan- 
sion, but also requires an ongoing evaluation of the programs i t  sup- 
ports, and of the needs of the people they are designed to serve. The 
legislation does several other things which give vital support to our 
efforts. 

I t  retains the concept'of developmental disabilities as a valid prin- 
cipal around which to organize services for a vulnerable population 
whose special needs have often been neglected. It extends the life of 
the State DD planning councils and UAF's. Others who appear be- 
fore you today and yesterday have explained the value of these pro- 
grams far more co ently and in more detail than I :an or will. &et 
me say only this. 4 comprehensive.coordinated servlces are to exist 
for developmentally disabled individuals and if trained staff 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 councils and on the UAF's than they will on us. 

I n  these issues, we are merely interested spectators. We are quite 
interested, but we have been watehiig for 2 days now. 

I for one would. prefer to s ~ t  in the stands when these issues a? 
debated and root for you to decide them wisely m a manner that 1s 
greatest benefit to the developmentally disabled, and I judge by what 
you have done so far that you will. 

There are two issues whlch I must address, however, one because 
it more directly affects the P. & A. systems than may be apparent, 
and 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 limits to four the service areas 
on which i t  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 
funds from 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 a 
they might want to fund related advocacy programs. When you in- 
troduced this bill, Chairman Rogers, you invited comments on the 
review of the definition authorized in the previous legislation. This 
will not aEect our program in New Jersey very directly, so I would 
prefer you listen to other folks who do have an opinion there. 

There is, however a related issue which is not directly before yon, 
but which soon will be. Senator .Jennings Randolph, in 5.2600, 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 
us a great deal. Let me address those concerns now. 

First, let me make i t  very clear that we oppose the 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 legislation, and continued and improved in Public Law 94103. 
Until the unique needs of this vulnerable population are met, the 
developmentally disabled require the special attention of this Con- 
gress. The issue of expanding the constituency of the P. & A. systems 
is more complex. Philosoph~cally and politically, we do not oppose 
it. 

I n  New Jersey, the Department of the Public Advocate was founded 
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 ourselves in the face of 
the bureaucracy which was created in order to deliver services we all 
need. - 

However, the time for 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- 1 
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 order1 delivery of the advocacy 
services they are just beginning to provi 2 e so effectively. The time 
for such an exvansion will come. ~ e r h a v s  toward the end of the life 

, A  

of this legislattibn. 
When it does. that exvansion should be adeauatelv funded. S. 2600 

authorizes no more funds to serve a greatly ekpanded clientele than 
1I.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, some of them generated by the Rehab 
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Act of 1973, and I think in order to develp a system for a broader 
constituency, that fact should be taken into account, and a system 
should be designed that is coordinated with the other efforts gen- 
erated by Federal legislation to protect this expanded clientele. 

Finally, the needs of the developmentally disabled for advocacy 
services should be explicity recognized. I t  has been argued that the 
developmentally disabled have this greater need because they cannot 
speak on their own behalf. This is true. However, it is an even more 

C persuasive argument which is less commonly made, perhaps because 
what it says about the rest of us by implication bothers us. It is this. 
Because there are deficits in intellect or comm~mication, it is harder 
to represent the developmentally disabled and to advocate on their 
behalf. 

Lawyers I have talked to-and I am not an attorney myself- 
complain that you have to make decisions about your clients that 
make you uncomfortable in that profession, and they s @st that if 
one had a choice between representing a client who coul 7 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 subcommittee for acting on i t  so promptly. 
Thank you. 

[Testimony resumes on p. 453.1 
[Mr. Ellis' prepared statement follows :] 
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HI. Chairman and Members of the C-irtee, if is apleas~reto 

appear before you on behalf of Stanley C. Van Ness, Public Advocate of the 

State of New Jersey, to support X.R. 11764. Before I address the bill, let 

me briefly describe the history and accomplishments of New Jersey's Protection 

and ~didvocacy system for developmentally disabled indiuidueis. 

c. On the advice of rhe New Jersey DD Planning Council, Governor 

Brenda" Byrne ordered that our program be established in the Departmeni of 

the Public Advocate. (This cabinet-leuel agency is uniqve to New Jersey. I t  

"a6 created t o  protect the inrerests of privace citizens in the face of a 

growing bureaucracy. The Pvhlic Advocace is empbered t o  bring legal acrion 

against orher cabiner officers when these inrerests are jeopardized or 

neglected and no other course of acrion proves effective.) The Office of 

Advocacy for the Developmenrally Disabled was formally opened on December 12, 

1976. when the Covernor approved its first Scare Plan. 

Since then, we have handled over 300 cases. Less than cen of these 

have required litigation for succe~sful resolution. one. k n m  as 

?latter of C.S., is currently before the New Jersey Suprae Court. It is the 

first right-to-treatment case brovghf on behalf of a mentally rerarded citizen 

in our State. In i r ,  ve are asking the Court to find that individuals 

residing in instirutions for the menrally recarded are entitled to a periodic 

judicial review of their s ta tvs  and treatment. 

We have assisted the parents of forty nevrologically inpaired and 

multiply handicapped children in convincing their Freeholders to create s 

comprehensive special education system for all physically and mentally 



handicapped students in their county. This system will serve 150 children 

chis fall. Thsr number will exceed 500 next year. 

We are currently assisting the Srare Civil Service Co'mieoion in 

the revision of its regulations so as to assure the recrvirment and hiring 

of more dieabled employees. It has already created one special job title 

far the mentally handicapped. It is preparing to recomead e s t a t u t e  to our 4 

stare legislature which wuld all- it to create other job titles for which 

it could rpecifieally recruit persons with menral retardation. 

liirh the support of three additional grants from various Federal 

o£fices obtained vith the generous help and encovragenenr of members of the 

Nev Jersey Congressional delegation, our staff has expanded from three ro 

nine professional employees. z.3 nzs enabledua to monitor the State's 

efforts to seek less restrictive c&ommulty placements for individuals currently 

residing in insrirvtions for the mentally rerarded. with this additional 

~raff, we are also able t o  assure clients of the State ~ivinion of vocational 

~ehabili~a~ion chat they receive adequate and appropriate services. 

We are enthusiastic about our program. We ere very proud of its 

accamplishmenrs. And yet, we have barely scratched the surface. As our 

efforts become more widely publicized, the number of referrals we receive 

increases geometrically. We responded to 200 cases last year; we have already 

responded t o  more than 100 in the first three months of chis year. 

  he legislation you are considering today, H.R. 11764, would help 

us greatly. I r  authorizes funds which, if appropriated, would assure an 

orderly expansion of our capabilities to meet aa expanding need. This is 

important.  he need exists and we must grow to meet it. However, it is 

eqally imporfane rhat our grovth is orderly and well Considered. Too often, 



~ederal programs, having met a clearly defined need, are expanded roo quickly 

ro meet other needs which are less clearly perceived. As a iesult, their 

initial bqefifs are diminished or destroyed and clients, service providers. 

and legialararn alike become disillusioned with them. 

 he legislation introduced by nr. wgern and cosponsored by 

Mr. Carter avoids this pitfall. ~ o t  only does it pmvide for an orderly 

expansion, it also requires an ongoing erraluation of the programs it supports 

and the needs of the people they are designed to serve. 

 his legislation does several other things vhich give vital evpporr 

t o  our efforts. It retains the concept of develapoenral disabilities as a 

valid principle around which to otganire services for a vvlnerable population 

whose special needs have often been neglected. 

IL extends the life of state DD Planning Couoeils fo coordinate 

existing services for thin population and t o  plan for anlimplemear the more 

comprehensive service network they need. 1t continues funding for University 

Affiliated Programs ro research the cause* of developmental disabilities, ro 

develop new techniques for their treatment, and to provide training t o  staff 

in the use of these treatment techniques. 

Others .ah0 have appeared before you )re.tera.y en., roday have 

explained the value of stare DD Planning Councils and University Affiliated 

Programs more cogently end io more detail than I can. L e t  me add only this: 

1f comprehensive, coordinated services do not exist for developmentally disabled 

individuals and if trained staff are unavailable to provide them; our advocacy 

on behalf of people who need them will be that much more difficult. 

Except for the provision increasing the authorization for rhe 

protection and advocacy systems, m o s t  of the changes this legislarion would 



bring abour w i l l  have a more d i r e c t  impact on t h e  DD Planning Councils and 

on University A f f i l i a t e d  Programs than they d l  on us. On rhese i s sues ,  we 

are merely i n t e r e s t e d  spec ta to rs .  I, f a r  me, uovld p r e f e r  t o  sit i n  t h e  

acands when these i s sues  are debated and roo t  f o r  you t o  decide them wisely 

i n  a manne; which is of g r e a t e s t  benef i t  to developmentally disabled persons. 

=here are two i s sves  which I must address ,  however: one, because 

it more d i r e c t l y  a f f e c t s  P M  Systems than may h e  apparent; the other ,  becauae 

the  chairman has inv i t ed  our c m e e t s .  

 he provision which restricts rhe amount of resources a stace 

CounGl may devote to planning and linits to four  the se rv ice  areas on which 

i t  may expand its remaining funds.bothers us. @e do nor disagree with t h i s  

concept i n  p r inc ip le .  Howwer, advocacy is not one of the designated services .  

In  New Jersey, we have enjoyed the  benef i t  of a s i zeab le  grant  f r w  the  S t a t e  

Council and have underrake" a nmber of joint profec r r  v i r h  i t .  It is our 

underatanding t h a t  a s imi la r  r e la t ionsh ip  e x i s m  i n  most of t h e  arher  states. 

Therefore, w e  recomend t h a t  advocacy be included as a f i f t h  designated 

s e r v i ~ e  area so t h a t  Councils can r e t a i n  ?heir  opt ions t o  support e i t h e r  the 

PM Systems themselves or other  re la ted  s e n r i c e r .  

When he introduced H.R. 11764, Chairman Rogers inv i t ed  camenm on 

the  review of the  d e f i n i t i o n  of developmental d i s a b i l i t y  authorized i n  Public  

law 94-103. m i l e  t h e  changes carrained i n  t h e  majori ty  and minori ty  r e p o r t s  

of the ABT Commission will effect the  providers  of gener ic  se rv ices  and nay 

e f f e c t  the  other  PbA Systeme,, t h e y w i l l  not have a great  imppaet.on u s  i n  

New Jersey. Therefore, we suggest t h a t  on t h i s  i s s u e  you he gvided by the  

testimony of our  colleagus from Flor ida ,  ~ l l i n o i s ,  a"d Texas, and o thers  who 

appear before you. 
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There is, however, e related issue which is nor directly before 

you now bur soon will be. Seoaror ~eonings ~andolph, in S. 2600, is reeom- 

mending =he repeal of Pvblic Law 94-103 and vovld substirure the severely 

handicapped for the developmentally disabled as the population to be selved 

by the P&ASystema. 

r I h o w  rhar this issue concerns morr of you. nack home in ~w 

Jersey, Mr. Magmire's staff ha. beg"" to ask some insightful qvestions abavf 

its impact on the disabled comunicy. 1t concerns us, roo. Ler me address 

chose concerns directly. 

~irar, let me make it very clear char we oppose the repeal of 

Pvblic Law 94-103. Over the lasr.seveo years, the developmentally disabled 

have benefited greatly from the programs established in theinitial develop- 

mental disabilities legislation and continned and improved by Public Law 

94-103. Until the vniqve needs of this vulnerable population are met, the 

developmentally disabled require the special attention of thie Congress. 

The issue of expending the constituency of the P&A SyrLems is more 

complex. Philosophically and palitically, we do nor oppose it. In New Jersey, 

the Department of the Public Advocate van founded on the proposition that 

all citizens may require someone with authority t o  speak on their behalf at 

one rime or another. 

nowever, the rime for such an expansion has not yer come. most af 

the PSA Systems are less than a year old. They are jvsr beginning to demon- 

strate rheir ability t o  serve the developm&tally disabled. Thirty-one of 

them are established as private,.nonprofir corporations with boards of 

directors which reflect rheir current developmenrally disabled 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 

jnst beginning to provide so effectively. 

The time for svch an expansion will come, perhaps, toward the end 

of the lifh of the legislation you are considering here today. mihen ir does. 

that expansion shovld be adequately funded. S. 2600 avthorizes no more funds 

ro serve a greatly expanded clientele than H.P.. 11764 does for fiscal year 

1980. Svch an expansion should also be planned for carefully. 

Finally, the greater need of the developmentally disabled for 

advocacy services shovld be explicitly recognized. It has been argued that 

the developmentally disabled have'this greater need because they cannot speak 

on their o m  behalf. This is true. However, there is en even more persuasive 

argument which is less commonly made, perhaps because of what it says about 

the rest of us by implication. It is this. Because of their deficits in 

infellect or coanunication, it is harder to represent the developmentally 

disabled end advocate on their behalf. As a result, in any expanded P M  Sysrem, 

cheir interests will tend to be neglected. merefore, one prerequisite for 

expanding the current PbA Systems must be the guarantee of svch services to 

the developmenrally disabled. 

In closiog, let me commend the sponsors of this legislation for 

introducing it and she subeonnittee far acting on it so promptly. Thank you. 
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Mr. ROCERS. Thank you, Mr. Ellis, for an excellent statement. We 
are very grateful to you for bein here 

Mr. CAR-. Mr. Chairman, gbefok I go, I would commend the 
gentleman on his statement also. 

STATEMFNI OF JOB ROSSMAN 

Mr. R o s s m ~ .  My name is Jon Rossman. I am the director of the 
Governor's Commission on Advocacy for Persons with Develop- 

E mental Disabilities for the State of Florida. 
Mr. Roam. We are glad to have you here from Florida. 
Mr. Rossara~. I am glad to be with you here. We stand behind 

Mr. Ellis's statement wholeheartedly, and would l i e  to briefly de- 
scribe our experience in implementing the protection advocacy szs- 
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 the in- 
terest of the protection advocacy systems themselves in mind, this 
bill creates increased funding with very little changes, and I am sure 
we are not the first people to come before you in support of that kind 
of legislation. 

Section 113 has created a dramatic opportunity for Florida t o  
expand its commitment to the rights of the developmentally dis- 
abled. The Florida Bill of Rights of Retarded Persons made Florida 
the first 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 ri  hts held open the 
promise of dignity and appropriate care. I n  19 f 7, our legislature 
codified the philosophy of normalized services to be provided in the 
least restrictive environment, and expanded 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, monitorin the entire human 
services delivery system. These human rights a f vocacy 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 pumwng 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 o to pursue h. remedies if change was not gratuitously forthcoming. 1s had re- 
sulted in some overall movement toward lon range improvement at 
a reasonable pace, but no relief for indivi f uals - denied benefits or 
services to which they were presently entitled. 

When the State began charging maintenance fees to parents of 
children in institutions, the P & A system stepped in to remlnd 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 agency sought to institute mass guardianship proceedings in- 
stead of pursuing the most costly voluntary procedlires. Private law- 
vers with the support of the P. & 4.  system have filed suit to enjoin 
ihat State action. 

We have cases now which we are working on, not necessarily in 
litigation, involving the use of strong psychotropic medications 4 

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- 
sources in 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-case referrals and backup assistance. We are prepared to 
hire counsel when necessary. Next month we will bring together pub- 
lic defenders and legal service attorneys from every program 
throughout the State for a special 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 the legal rights of mentally disabled and 
by a commitment to continuing legal education programs in this area. 

Next year we anticipate to eoncentrate with equal intensity on 
developing and training non-lawyer-volunteer advocates. Finally, 
if hanc ia l  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 mobilize its 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 litigation expenses. I n  fad ,  we have 
only drawn upon the first quarter of our Federal appropriation. Yet 
this belies on impending confrontation with our limits. We have 7 
deliberately held back on widespread publicity in order not to raise 
too quickly expectations that we were not prepared to meet even with 
a high percentage of cases referred out to other agencies. We are h d -  
ing i t  more and more di5cult 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 variety of complex legal, social, med- 
ical, and economic problems involved in just this DD population that 
each case virtually requires us to start from scratch. It is for that 
reason that at thisstage we are extremely concernecl about tsrpanding 
the definition h rond  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, 



there is a limit to the number of DD cases outside systems can ab- 
sorb. What we still have no way of knowing is, if our training and 
development of nonlawyer advocates will relieve this burden.or 
s im~lv  increase the number of cases which are identitied as reauirlne * - 
the hilp of attorneys. 

I n  addition. we know that there are maior svstemwide issues that 
we will have to address directly ourselves.'If dbe began an extensive 
investigation on just one of these issues, we will very quickly exhaust 
all our fiscal resources and leave very little time for anything else. c' 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 institutions in the 
community is emerging out of the experience of these protection and 
advocacy systems, at least those systems that have had an oppor- 
tunity bemuse of the level of their funding to begin to deal with 
individual problems. A vast majority of the protection advocacy 
s stems in our region, in Kentucky, Tennessee, Mississippi, Alabama, 
&uth Carolina, simply have not been able to gear up to the kind of 
involvement we have done in Florida. We need to bring a11 States 
at least to that level. 

In  many respects, the P. & A. systems are like the first airplane. 
If everyone who wanted to get a ride climbed on after the first flight, 
i t  would have never gotten off the ground again. Today, we have 
trans-Atlantic transports and so forth. The P. &A. system is a proto- 
type of perhaps the most innovative concept in Federal legislation. 
I t  provides grassroots accountability for Federal programs and pol- 
icies. We are very much in support and very grateful for this com- 
mittee's efforts in giving us a change to get off the ground. Thank 
you. 

Mr. Rooms. Thank you very much, Mr. Rossman, for an excellent 
statement. 

Ms. Bebee ? 
STATEMENT O F  DAYLE BEBEE 

Ms. B y  Mr. Chairman, my name is Deyle Bebee. I am an attor- 
ney and the executive director of Advocacy, Inc. I t  is my pleasure 
to speak to you today in support of H.R. 11764. 

Advocacy, Inc., is a 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 attornevs and one non- 
attorney position. ' 

" 

We have an indeuendent. 11-member board of directors. with the 
members appointed'according to our bylaws in this maker :  6 by 
the State Bar of Texas, 1 by each of the four State consumer organi- * 
zations, and 1 from our State DD planning council. The board deter- 
mines our operating policies and helps us set our goals and priorities 
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for the advocacy system. We are totally funded by HEW funds, with 
a total appropriation of $155,000. I believe I can truthfully say that 
we have become the source of technical expertise in our State in all 
the laws relating to the legal rights of the handicapped. All of the 
State agencies providing human services in Texas contact us and 
refer persons to us with those kinds of questions. 

Our staff of five attorneys deliver direct services to the DD popula- 
tion and the service providers in these ways. I would like to mention 
to you also that since October 1, 6 months ago, we have handled a 
total of 335 contacts in our State. This is approximately five contacts 9 

per working day, and as Ethan mentioned to you, the number of 
contacts is rising geometrically. There has been almost 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 Stnte laws, Public Law 9P142 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 systems 
advocacy. In  Texas, I served with a committee that wrote the Men- 
tally Retarded Pe~sons Act. which brought Texas into line with 
Florida in recognizing the legal rights of the mentally retarded. 
We have a new limited guardianship statute in Texas for the men- 
tally retarded. We have been working very closely 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 rtcts. 

We are extensively involved in our State in seeing to the imple- . 
mentation of Public Law 94-142. We are working very closely with 
our State education agency in raising issues about our State plan for 
special education, and in seeing to i t  that handicapped children are 
given the education that they deserve. 

We are also planning to hold a statewide conference on how to 
implement 503 and 504 of the Vocational Rehabiltation Act by 
brineng in experts on how to come into compliance with those new 
provlslons. 

Our third component is legal and protective advocacy. We have a 
toll-free incoming WATS line where we take calls. We provide in- 1 
formation about the law and legal rights of handicapped 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 
m administrative proceedings and legal proceedings. As an absolute 
last resort, we have the authority to file litigation on behalf of our 
own clients. We have not filed any lawsuits, but we are currently in- 
volved in some negotiations on education-related issues, which I 
expect probably will have to be litigated. 

Our priority areas for involvement this first 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 contacts in the State of 



Texas. Two, employment rights. Three, riqhts of persons in institu- 
tions. Four, barriers to programs and services. Five, lmplementat~on 
of recent Texas legislation. 

I join Mr. Ellis and Mr. Rossman in their support of continu!ng 
the concept of developmental disabilities and increasing the f u ~ ~ d ~ n g  
to the P. & A. system. I believe that the population currently defined 
as developmentally disabled have special needs for the voice and 
assistance of an advocate on their behalf, and while I have no phllo- 

4- 
sophical disa eement with expanding services to other handicapped 
persons, I beKve the DD population must continue to  be a focus of 
the advocacy services. 

I also belleve that we must realistically look at the extremely broad 
mandate to the P. & A. systems and to the resources which are be~ng 
given to the States to meet that mandate. As Public Law 94-103 cur- 
rently States, the P. & A. systems rixust have the authority to pursue 
legal, administrative, and other appropriate remedies on behalf of 
DD persons. I n  Texas, we have approximately 200,000 to 400,000 
developmentally disabled individuals scattered over a state tbat 
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 attempti?g 
to meet that mandate with a staff of five persons, all located m 
Austin, and a budget of $155,000. 

I have polled all of the other States in my region, Oklahoma, New 
Mexico, Arkansas, and Louisiana, and most of them are attempting 
to meet that mandate with a staff of one or two persons and $20,000 
in funding. Most every State desperately needs the ability rovided 
through adequate funding so tbat it can truly have statewiz impact 
and be able to provide services to the total constituency, including 
minority persons and persons in rural areas. 

I see twq 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 realistically rendered by the P. & A. 
system, and a related problem of outreach, and the publicity required 
to tell people about the P. & A. system. I speak for Texas, but we are 
not alone, when I 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 volume of responses that would be 
generated. If the population is to be increased, it is imperative that 
the dollars for staff and services be increased, or we will only succeed 
in raising the reasonable expectations of thousands crf persons who 
qua!ify for P. & A. services, only to have those expectations dashed 
agaln 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 majority of 
those persons who meet that definition will probably be living in 
institutions. I fully recognize the significant needs of persons in insti- 
tutions and 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 example, the Texas P. & A. system is a private, 
nonprofit corporation, as are 34 other States. We do have the Federal 



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 givin us any additional or special authority 
to investigate institutions. &so, with a staff of attorneys, we cannot 
go into institutions to look for clients or solicit business, yet these are 
the very persons who will not he able to contact us. Without any addi- 
tional authority, we will not be able, except in isolated instances 
where staff or family 111embers contact us, to provide services to the * 
institutional population. 

Another quick point I would like to make is that the entire struc- 
ture of the Texas P. & A. system, including our board of directors 
and bylaws, would have to be changed if the definition of our popula- 
tion were changed to the severely handicapped, since, as I mentloned 
to you earlier, our bylaws currently mandate a board of directors and 
services based on the DD structure. Most of the P. & A. systems are 
are less than 6 months into operation. Right now the most critical 
issue is lack of funding to meet the mandate of 94-103. I t  saddens 
me to report to you that a significant amount of staff time that should 
go into service delivery is being spent by necessity in seeking other 
funding sources to provide a minlmum level of services 

In closing, I would like to say that before Congress changes the 
program, I believe we must have time for the P. &A. systems to learn 
how to deal with their responsibilities under the law and to learn 
how to be effective advocates for their constituencies, and I hope that 
Congress will recognize the tremendous need for additional funding. 
I am excited about my job and our program and the potential of the 
protection and advocacy concept, and I appreciate the support of the 
subcommittees and the Congress. 

[Ms. Bebee's prepared statement follows :] 
[Testimony resumes on p. 466.1 
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I am Dayle Bebee, Executive Director of Advocacy, Incorporated. 

It is my pleasvre to speak with you today in support of HR 11764. 

Advocacy, Inc. is the non-profit corporation that is implementing 

the Protection 6 Advocacy System for the Developmentally ~isabled, 

created pursuant to P.I. 94-103. in Texas. Governor Briscoe derig- 

nated the State Bar of Texas, which had been the planning agency, to 

be the responsible agency. 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 61 A 

system. 

The corporation and the advocacy system have been in existence 

since October 1, 1977, with a staff of five attorneys and one non- 

attorney position that is currently vacant. We have an independent 

ll-member Board of Directors with the members appointed according to 

our By-Laws in this manner: six by the State Bar; one by each of 

the State DD consumer organizations. and one by the State DD Planning 

Conncil. This Board determines our operating policies and helps us 

set our goal5 and priorities for the advocacy system. 

We-are totally funded by REV1 funds, with a total appropriation 

of $155.000 for fiscal year 1978. 

I believe I can truthfully state that we have become the source 

of technical expertise in Texas with respect to the legal rights of 

the developmentally disabled. Since our beginning six months ago, 

the staff has responded.to a total of335 contacts; which is an 

average of five contacts per working day, and the rate of the contacts 

is rising dramatically each month. 

Our staff delivers direct services to the DD population, families, 

and service-providers in these ways: 



(1) Edvcation 6 Trainin3 - we have been researching all of the 
recent federal and state law relaringto the handicapped, such as P.L. 

94-142, The Vocational ~ehabilitation ~ c t  of 1973, and a new Mentally 

Retarded Persons Act in h ex as; we prepare written materials and hand- 

outs explaining the laws and the requirements for implementation; and 

i? we provide education and training by holding workshops, seminars, parent 

meetings, meetings with service-providers, and sessions with attorneys 

and judges. To date we have held thirty-eight educatioa and training 

sessions, reaching a total audience of 4.500 persons. 

( 2 )  systems ~dvocacy - we are involved in the legislative processes 
in Texas; for example, I assisted the cornittees in Texas writing the 

Mentally Retarded Persons ~ c t  and the Limited Guardianship statute for 

the mentally retarded: we also work closely with the state agencies 

responsible for implementing the laws to insure appropriate implementa- 

tion, and we do extensive review and comment on proposed rules and regu- 

lati6ns; we serve on task forces that prepare drafts of proposed rules. 

We have been very active in our state in working with our state edu- 

cation agency to come into compliance with the provisions of P.L. 94-142. 

and we are planning a major state-wide conference for service-providers 

on how to comply with the section 503 and 504 ~egvlations of the voca- 

tional Rehabilitation Act. 

( 3 )  Legal 6 Protective Advocacy - we have a toll-free WATS line; 
we provide information and answer direct questions; we make some refer- 

1.15 for services; we provide technical assistanoe to DD persons, their 

families, and other advocates in administrative procedures and in liti- 

gation; and, as a last resort, when we have attempted to resolve a par- 

ticular problem in every way we think appropriate, we have the authority 

to file lawsuits on behalf of our am clients. =his has not been done 

yet, but we are presently in the process of negotiating some situations 



that will probably have to be litigated. 

Our priority areas for involvement for this first year are: the 

right to education; employment rights; rights of persons in institu- 

tions; barriers to programs and services; and implementation of 

recent   ex as legislation. 

I join Mr. Ellis in his support of continuing the concept of de- 

velopmental disabilities and of increasing the funding to the P 6 A 

systems. I believe that the population cvrrently defined as develop- 

mentally disabled have special need for the voice and assistance of 

an advocate on their behalf, and while I do not have any philosophi- 

cal disagreement with expanding ~ervices to other handicapped persons, 

I believe that the DD population mvst continue td be a focus of the 

advocacy services. 

I also believe that we must realistically look at the extremely 

broad mandate to the P 6 A systems and to the resources which are 

being given to the states to meet that mandate. As P.L. 94-103 cur- 

rently states, the P h A systems must have the authority to pursue 

legal, administrative and other appropriate remedies on behalf of 

developientally disabled persons in the state. In Texas we have 

approximately 200,000-400.000 DD individuals scattered over a state 

that encompasses hvndreds of thousands of square miles, with twelve 

state schools for the mentally retarded, thirteen state hospitals, 

and twenty-eight community mental health mental retardation centers. 

We are attempting to meet that mandate with a staff of five persons, 

a11 located in Austin, and total funds of $155,000. Most of the 

other states in Region VI are attempting to meet their responsibilities 

with a staff of one or two persons and $20,000 in funding. 

HOst every state desperately needs the abiiity, provided through 



adequate funding, to be able to regionalize the P 6 A system so that 

it can truly have statewide impact and be able to provide services to 

the total constituency, including minority persons and persons in 

rural areas. 

I see two basic problems with changing and expanding the popula- 

P tion to be served by the P 6 A systems, which is a concept that is 

being proposed in other legislation: First is the problem of the 

services that can realistically be rendered by the P L A system and 

the related problem of outreach and publicity required to advise 

people about the P 6 A system. I speak for   ex as, but we are not 

alone, when I say that we have not done an ertensive outreach-publicity 

campaign because it is painfully obvious to us that we simply could 

not now handle the volume of responses that would be generated from 

persons meeting the current definition of DD. 1f the population is 

to be increased, it is imperative that the dollars for staff and 

services be increased, or we will only succeed in raising the reason- 

able expectations of thousands of persons who qualify for P & A ser- 

vices o a y  to have those expectations dashedagain because there is 
/- 

not enough staff to handle the requests for assistance. 

A second problem that we can identify with changing the popu- 

lation to the "severely handicapped' is that it appears that the ma- 

jority of persons who meet that definition will probably be living 

in institutions. I fully recognize the significant needs of persons 

in institutions and of the need for advocates to be able to attend to 

t h o ~ e  needs. However,I believe we would have a difficult problem 

with accessing those clients. For example, the Texan P 6 A system 

has been created as a non-profit corporation, as have about 34 other 

state systems. We have the federal mandate to advocate and protect 



the rights of the developmentally disabled, but we have no greater 

authority than any other citizen of Texas or than any other 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 olients 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. Without any 

additional authority, we will not be able, except in isolated instances 

where staff or family members contact us, to provide services to the 

institutional populations that are the persons who wovld be defined 

as "severely handicapped". I also believe that there are m n y  persons 

who are fortunate enough to be able to live in the community but who 

still have substantial needs for advocacy to assist them to get the 

community programs and services they need so that their futures are 

not limited to institutional settings. 

~. For all of the ahove reasons, I support the minority definition 

of developmental disabilities. From my own experience, many people 

who call us and for whom we can and do deliver needed advocacy would 

not be able to meet the other proposed definitions. yet they must be 

able to access the advocacy system. Also, I can foresee ludicrous 

situations, again from my own experience, if we had to "diagnose" 

each person who contacts us for services to determine if that person 

meets a number of a given set of criteria in a definition. We have 

no way to make that kind of analysis on each person who contacts us 

and asks for advocacy services or assistance with legal problems. 



Another quick point I would like to make is that the entire struc- 

ture of the Texas P & A System, including our board of directors and 

By-laws wovld have to be changed if the definition of our population 

were changed to the "severely handicapped", since, as I mentioned to 

you earlier, our system currently is based on a developmental disa- 

P bilities structure. I am sure this applies to other state systems 

that are non-profit corporations. 

Most of the P & A systems are less than six months into operation. 

Right now the most critical issue is lack of funding to meet the man- 

date of P.L. 94-103. Ir saddens me to report to you that significant 

mounts of staff time that should go into service-delivery in each 

state are being spent, by necessity, in seeking other funding sources 

to enable each system to provide a minimm level of P 6 A services

y 

In closing, I would like to say that before Congress changes the 

program, I believe we must have time for the P h A systems to learn 

how to deal with their responsibilities under the law and to learn 

how to be effective advocates for their constituents, and I hope 

Congress will recognize the tremendous need for additional funding to 

enable the state P b A systems to meet those responsibilities. 

r am excited about my job and our program and about the potential 

of the protection and advocacy concept, and I appreciate the svpport 

of this Subcormittee and of Congress. 



Mr. RQGEES. 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. CARTER. [presiding]. The meeting will come to order. 
Mr. Schuorf, you are next. 

STATEMENT OF STEPHEET B. SCHBORF 

Mr. SCHNORF. Thank you, Dr. Carter. I am Stephen Schnorf. I 
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. I 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 lllinois Developmental Disabilities Advocacy 
Authority, the agency created in Illinois to discharge the State's re- 
sponsihillty under section 113 of Public Law 96103. 

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. I ~ g a l  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 funds they receive through 
the legal ser+<ces corporation, in order to encourage and enable them 
to develop a specific expertise in developmental disabilities. That 
project has been operational for 2 months in 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 bendts  by the Social Se- 1 
cnrity Administration, in direct conflict with the Social Security 
Administration's own regulation. The child lives in a 24-hour-a-day, 
year round, residential facility for severely handicapped children, 
occwionally visits arents at home, and the Social Security Admin- 
istration in its inKnite wisdom has deemed that the child lives a t  
home and that therefore the parents income should be counted in 
determining the child's eligibilitv for benefits. Those are iust two 
exsll~ples df the r i p p r o s i ~ i ~ ~ e l ~  20 c-rises that the la\\. projeA is cur- 
rently in ro l~ed  in ufter 2 ~t~oriths of o~eration. 

Assistance to consumers and the& representatives in pursuit of 
administrative and other nonlegal remedies is available through area 



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 the kinds of activities that we are involved 
in in those nonlegal areas, currently we are assisting a mother whose 
young daughter in a State-operated institution in Illinois has suf- 
fered some rather severe physical abuse and physical injury. We are 
assisting the mother in obtaining some immediate relief, transfer of 

F the child from one unit to another. 
Mr. CARTER. IS the child mentally retarded P 
Mr. SCHNORF. 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. SCHSORF. That youngster is multiply hmdicapped, physically 

handicapped and mentally retarded. 
Mr. CARTER. I see. 
Mr. S c ~ r x o n ~ .  We are also representing some of the kinds of things 

that some of the earlier presenters spoke to, special education, place- 
ment appeals. For instance, in one school distrlct in Southern Illinois, 
a fanlily has successfully pursued a special 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 wr succ~cusfn1l.v represented 111e mother in an appral of that drci- 
;ion and ohtain~d t r a l i s ~ o ~ ~ t i o n  for the child berwre~~ home and the 
class the child had been approved for. 

Concerning the type of issue that Ms. Bebee raised earlier regard- 
ing institutional addyocacy, in our system a full-time advocate 
employed 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 background on where we are a t  in Illinois right 
now. We have carefully reviewed House Resolution 11764, and 
endorse it, including the proposed legislation's recommended con- - 

b tinuation of the current definition of 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 I would like to raise for the commit- 
tee's consideration concerning 11764. One, if it is the sponsor's, and 
yours, Dr. Carter's, intent to provide additional funds for the protec- 
tion and advocacy systems, and I believe that 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 t o  some pro- 
tection and advocacy systems that are receiving substantial funding 
from their State DD planning councils. 
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We in Illiiiois for instance are receiving $200,000 for fiscal 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 Illinois of even slightly in excess 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 P 
result would be little, if any, increase in funding for P. & A. services 
in Illinois. 

We would gain perhaps $200,000 from the formula, but lose 
$200,000 from the DD council, and we think that would probably not 
reflect the intent of the sponsor of the legislation. The same situation 
could hold true in any State where the DD council has made a sub- 
stantial commitment to funding the P. & A. system. 

As Ethan pointed out, nationally approximately 35 of the DD 
councils are committing some funding to P. & A. s stems. I request 
that the committee look at various options for &]inq with this 
possible eventuality, including something siinilar to a 110 d harmless 
clause that would permit DD councils to continue to fund P. & A. 
systems if 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 appropriations to State DD councils. 

I am sure there are other options available to deal with the con- 
cern. I 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 obvious intent of the bill and the 
sponsor to increase funding for P. &A. systems. 

Second, I would like to request that the committee consider incor- 
porating into the bill language that would allow P. & A. formula 
funds 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 
a variety of Federal funding sources, where it wil lbe greatly advan- 
tageous to 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 the local match, even 
though they are receiving the minimum of $20,000 under P. & A., it 1 
cannot be used to match the potential even small amounts of funds 
that they have received from the State planning wuncils. 

I also from my own perspective personally, insofar as Illinc6s is 
concerned, would like to offer my though!. I question the prlorlty 
decision that has been suggested in the blll. I have seen too many 

happen in Illinois that over the past 7 years that have been 
ene clal, that could not have happened through the DD council, if 

these four national priorities had been in effect. I see things that.we 
are looking at moving into right now. As an example, we are looklng 
at a joint project with our DD council to put together an inten!ive 
seminar in Illinois for key leaders and decisionma&ers in the legisla- 
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 I wonld hate to foresee a situation where 
positive things could be done for relatively minimal amounts of 
money, in this case perhaps $3,000 or $4,000 that might be precluded 
by the perhaps-I don't want to say arbitrary, because I know it has 
been well thought out, hut the perhaps unfortunate delineation of 
four narrow priorities for expenditure of DD co~incil funds. 

r 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. ROSSXAN. I might speak to that from an example. I think 
perhaps the answer is no. 

Mr. CARTER. That is what I expected. 
Mr. ROSSXAN. Let me share a fact situation with yo11 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 basis of his having epilepsy. 
When I received the materials on this case, the first thing I did was 
try to find out why various places which he had been referred to did 
not help him. 

First he had gone to the local epilepsy foundation. They were able 
to identify that he had reasonable cause to believe he had been dis- 
criminated against, 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 was not

hi

ng they could do. He was employed by 
the county in a social 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 he did that. 

The Department of Labor determined that since CETA is a 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 Rights in July 1977, 
accepted his case and had it on file, and I 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 cases,. 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 brings to us. We have no enforcement powers or invest~ga- 
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 I mentioned, to a local legal service program. We have 
referred it to a local legal service program. 



The Catch-22 in this whole scenario is that as long as the Office of 
Civil Rights in Atlanta holds onto that complaint, the Federal courts 
probably will not even allow the case to survive, and will throw it 
out for failure to exhaust administrative remedies. So, all I am sug- 
gesting is, we really don't need any more Federal administrative 
remedies. 

Mr. CARTER. Thank you. 
Mr. SCHNORF. Dr. Carter? 
Mr. CARTER. Excuse me. I would like to ask you what happened + 

when you took over the case? Did you pursue i t  suiccessfully? 
Mr. Rossnra~. We have just gotten it, and we put i t  in the hands 

of the local legal services program. 
Mr. CARTER. All right. 
Mr. SCHNORF. I can give a similar example, I think. that will indi- 

cate that sometimes even the Federal mechanism is connterprodnc- 
tive. In  the case of Illinois, our fair employment practice4 commis- 
sion has virtually this same situation. Because they received funding 
federally to pursue civil rights violations, sexual 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 1% years, but because of their priority to race and sex dis- 
crimination cases, they have completed action on zero percent of the 
complaints for discrimination because of handicaps which have been 
referred to them. 

They received approximately 500 such complaints in the last 2 
years, and have issued no rulings in 3 years on a case involving 
handicaps. 

Mr. CABTER. I take i t  that vou think P. & A. should be uniauelv " A " 
a State and local function. 

Mr. R o s s m ~ .  Dr. Carter. if I mav. there is one wssible wav of 
changing the existing legislition to &haps make ic more effe$ive, 
and that would be for Congress to say that we have gone beyond 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 astronomicallv increase the effectiveness of our iob. 

Mr. SCHNORF. [Nods affirmalive1 .] 
Ms. BEBEE. [Nods affirmatively.y 
Mr. CARTER. Well, I certainly want you to keep i t  in State hands. $ 

I think i t  is a State and local b e t i o n .  Could you, Mr. Schnorf, sub- 
mit those examples for the record so that the committee can consider 
them as we review the vriorities? 

Mr. SCHNORF. Yes, sir. 
Mr. CARTER. I have one other question I 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 appolnt 
a guardian for her? 

Mr. R O S S ~ N .  That would be correct. 
Mr. CARTER. YOU would not come in as an advocate in her case 

unlessyou were called in, I guess. 
Nr. Ross-. No; in the State of Florida at  least, a public 

defender could be appointed to represent the interests, I believe. 
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Mr. SCHNORF. I t  would be technically possible. Ths court might 
appoint an attorney from the protection and advocacy system as 
guardian at litem, during the time the hearing wag-  

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 are gone. That is quite a problem. 

Mr. ELLIS. Dr. Carter, in New Jersey, we are currently reviewing 
the guardianship statutes, which are, according to our attorneys, very 

r antique, and primarily designed to deal with property issues rather 
than other decisions that may he 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 wants to live in the community 
versus in the institution are, we take it, in some cases decisions the 
should be able to make, and we should not refer them to their guardI 
ian. 

There are sometimes contlicts 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 issues that have recently come 
to us contesting those in the courts. so I think this is an issue we have 
to look into fugher. - 

Mr. CARTER. I think that their rights certainly should be rotected. 
Thank you so much for your testunony. I t  has been very k' elpfnl. 
Dr. Hugo Finarelli? Doctor, if you will highlight your stakment, 

it will be greatly appreciated. 

STATEMEK~OF H U ~ O  FINARELLI, JR., ~ h .  D., 
QOVERNHENT STUDIES AND SYSTEMS 

Dr. FINARELLI. Thank you, Dr. Carter. 
I 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 model standards for evaluating the quality of services and 
programs to persons with developmental disabilities; and second, to 
dense a aualitv assurance mechanism which States could use to 
implement' those standards. 

The legislative mandate for the study was section 204 of the Devel- 
opmentally Disabled Assistance and Bill of Rights Act. The lan- 
guage of section 204 suggests two prime motives for the study. First, 
there was apparent concern over the effectiveness of existing stand- 
ards and quality assurance mechanisms. Second, there was a growmg 
awarenes of the need for outcome standards which directly State 
expectations regarding the developmental progress and the overall 
well-being of persons with developmental disabilities. 

To date, most quality assurance efforts in developmental disabil- 
ities, as in other human services fields, have relled almost exclusiyely 
on input and process standards. Input standards s ecify oqpuiza- i tional, administrative, and physical requirements t at seTce  pfo- 
viders must satisfy. Process standards descnbe the manner m whch 
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. In  fact, it has been 
widely contended that many of the standards currently promulgated 
by replatory agencies and professional organizations are of doubtful 
validity, being neither necessary for quality nor predictive of desir- 
able outcomes. 3 

A second concern regarding standards in current use is simply 
their recent proliferation. At present, there are so many standards, 
from so many sources, that service providers are likely to find them- 
selves subject to conflicting requirements, or are likely to face incon- 
sistencies in 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 feel are nearly free of the 
defects found to be so common among existing standards. 

The le 'slation clearly required, however, that the model standards f go well eyond 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 
requires that the standards be "based upon performance criteria for 
measuring the developmental pro ress of persons with developmental 
disabilities." Therefore, a seconf major project task was to h d  a 
reliable set of measures of the developmental progress and overall 
well-being of persons with developmental disabilities. 

The use of outcome measurement in qnality assurance in human 
services is so rare, however, that the feasibility of this outcome-based 
approach was not h o r n  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 
should play a significant role in quality assurance. 1 

Finally, our project required us to desig? a model quality assur- 
ance mechanism which States could use to Implement the proposed 
standards. BV this we mean a set of administrative procedures whch 
States could-use to encourage, assist, or require service providers to 
maintain certain levels of quallty us specified in the nnderlying stand- 
ards. 

Our methods, findings, and rewmmendations with respect to both 
standards and quality assurance mechanisms are described.in +tail 
in a series of reports prepared for the Developmental Dlsabilitles 
Ofice. All of them are available for your examination. My purpose 
in the next few minutes, therefore, is to simply further highlight the 
results of our study. 



As I mentioned before, our first major task was to review and eval- 
uate existing standards. In order that this evaluation be objective, 
GSS staff and a group of experts in 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 

T most desired outcomes: increased skill levels or the achievement of 
adaptive behaviors on the part of 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 field of developmental disabilities used this 
detailed evaluation protocol under the supervision of GSS staff to 
individually appraise several hundred of the standards in current use. 
The ratings of the experts led us to the conclusion that while the vast 
majority of existing standards express worthwhile sentiments and 
describe useful practices, they are nonetheless beset by recurring 
defects which render them of limited use in quality assurance. 

These defectslack of measurability, lack of reliability, lack of 
relevance, lack of objectivity, and in some cases lack of sensitivity to 
current concepts of human services delivery-render many. of the 
existing standards ambiguous, obscure, or slmply inappropr~ate. 

Our next project task, then, was to develop a set of model input 
and process standards which maintained the best features of the 
existing standards, but eliminated these fundamental weaknesses. We 
feel 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 
reliable for use. 

Despite the fact that they are comprehensive, our model standards 
are relatively short in length. Most notably, there are no standards 
with respect to stalling levels, staff qualifications or credentials, or 
methods of service delivery, all common concerns in existing bodies 
of standards. Quite simply, we found that there is no consistent war- 
rant, either professional consensus or empirical justification, for such 
standards. In  fact, it is widely held that these standards tend to 
encourage over,professionalization, 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 also recommend numerous standards regulating living 
environments and other settings for service delivery, and prohibiting 
practices which we feel most restrict or deny the rights and dignity 
of persons with developmental disabilities. 

In  writing input and process standards, we have therefore had to 
walk 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- 



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 I mentioned earlier, our review of the litera- 
ture in health, education, and rehabilitation servic'es indicated that 
outcome measurement was rarely used for quality assurance, and 
that outcome standards are virtually nonexistent. Thus, most quality 
assurance in health and other human services falls at  present in the 
category of "peer review," which is a congenial way of saying that 1 
colleagues and associates, members of 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 fertsibility 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 i t  is due mainly to a small set 
of technical problems, all of which are solvable, an& a long list of 
provider objections, most of which are groundless. We conclnded, 
therefore, that there is no formal barrier to the use of outcome stand- 
:IRIS for quality assnrance of progrnrns and services for persons with 
developmental disabilities, provided technically competent ap- 
proaches are used. 

Specifically, 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, communica- 

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 ~os ib l e .  The 
second set is used t i  compare the IISP of time by persons in supervised 
living sitnations with the nsr of time by persons of the same a m  nnd - - 
sex i n  the general population. 

The problem with using outcome standards, of course, is the cur- 
rent lack of norms or expectations with respect to outcome measures, 
which makes i t  very difficult to estimate how much progress or change 
persons receiving servlces should experience over a given period of 
tlme. But our report does suggest several approaches for creating 
such standards, including the use of time series analyses, goal attain- 
ment approaches and com arison analyses. 

I n  summary, we feel t R at 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, are the implications of our study I! 
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 O5ce. In some instances, 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 field test the 
model standards. We see the field test as a key step in reh ing  the 
standards further, in operationalizing the quality assurance mechan- 

E" 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 prov~de 
or fund services to persons with developmental disabilities, in the 
hope that early coor

di

nation among these agencies would eventually 
facilitate the consolidation of the many overlapping review processes 
to which service providers are now subject. 

Thank you. 
[Testimony resumes on page 448.1 
[Dr. Finarelli's prepared statement follows :] 
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INTRODUCTION 

Mr. Chairman and members of the Subcornittee, I am 

pleased to have the opportunity today to describe the results 

of a study carried out by Government Studies L Systems on 

behalf of the Developmental Disabilities Office, Office of 

Ruman Development. Our project had two primary goals: 

(1) to develop a set of model standards for appraising 
the quality of services and programs for persons 
with developmental disabilities; and 

121 to devise a model quality assurance mechanism 
which States could use to implement the proposed 
standards. 

The legislative mandate for our project was Section 204 

of the Developmentally Disabled Assistance and Bill of Rights 

Act. The language of Section 204 suggests two prime motives 

for the study. First, there was an apparent concern about 

the effectiveness of existing standards and quality assurance 

mechanrsms. Second, there was a growing awareness of the 

need for outcome standards that directly address both the 

developmental growth and the overall well-being of persons 

with developmental disabilities. 

To date, most quality assurance efforts in the field of 

developmental disabilities, as in other human service fields, 

have relied almost exclusively on input and process standards. 

Input standards set forth organizational, administrative and 

physical requirements to be satisfied by service providers. 

Process standards describe the manner in which services should 



be delivered. The warrant for such standards is the belief 

that adherence by service providers to input and process re- 

quirements contributes to desirable outcomes for the 

persons receiving services. 

Unfortunately, studies to determine whether compliance 

with input and process standards results in better outcomes 

have been both infrequent and inconclusive. In fact, it has 

been increasingly contended that many of the standards 

currently promulgated by regulatory agencies or professional 

organizations are of questionable validity, there being little 

evidence in most cases that existing standards are either 

essential to quality services or predictive of desirable out- 

comes. 

A second concern regarding standards in current use is 

simply their recent proliferation. At present, there are so 

many standards, from so many sources, that service providers 

are likely to find themselves subject to conflicting require- 

ments, or are likely to face inconsistenciesinthe interpreta- 

tion and use of similar standards issued by different, and 

perhaps overlapping, jurisdictions. 

our first major task, therefore, was to collect and 

classify hundreds of the most widely used standards, eliminate 

duplicates, then appraise the remainder to determine which 

were valid, reliable and practical for use in quality assurance. 



On the basis of that extensive review, we later developed a 

set of model input and process standards nearly free of the 

defects we found in existing standards. 

The legislation clearly required. however. that the 

model standards go beyond the traditional input and process 

r requirements. In Section 111 of the Act, it is stated that 

treatment, services and habilltation should be designed to 

"maximize the developmental potential" of the person. In turn, 

Section 204 requires that the recommended standards be "based 

upon performance criteria for measuring and evaluatrng the 

developmental progress of persons with developmental disabilities." 

Thus, a second major project task was to select reliable . 
measures of the developmental progress and the overall well- 

being of persons with developmental disabilities, and then to 

design model outcome standards around these measures. 

The use of outcome standards for human services quality 

assurance is so rare, however, that the feasibility of this 

outcome-hased approach was unknown at the outset of the study. 

A critical review of the state-of-the-art of outcome~based 

quality assurance in other human services, and of behavioral 

assessment in the field of developmental disabilities, was 

therefore undertaken. Our conclusion was that outcome measure- 

ment is,in fact, feasible, and that outcome standards should 

play a significant role in quality assurance of services and 

programs for persons with developmental disabilities. Outcome 
% 



standards for use in conjunction with the model input and 

process standards were thus also developed. 

Finally, our project required us to design a model 

quality assurance mechanism. By this we mean a set of 

administrative procedures which will enable States to require, 

encourage or assist service providers to maintain (or at least 

to take steps toward achieving) certain levels of quality as 

expressed in a set of pre-established standards. Our concern 

here was to design a mechanism that would be effective, 

efficient and equitible when used with the model standards. 

our methods, our findings and our recommendations with 

respect to both standards and quality assurance mechanisms 

are described in considerable detail in a series of reports 

prepared for the Developmental Disabilities Office. All are 

available for your examination. Therefore, my purpose in the 

next few minutes is simply to further highlight the key 

findings and recommendations resulting from our study. 

REVIEW AND EVALUATION OF EXISTING STANDARDS 

In order to obtain an objective evaluation of existing 

standards, GSS staff and a group of experts in the field of 

developmental disabilities devised several precise judgment 

scales, addressing such issues as reliability, practicality 

of use, and susceptability to action, among others. The most 

important issue, however, was validity - whether ox not the 
standard in question was a valid predictor of one or more 



of the three most desired outcomes: increased skill levels 

or the achievement of adaptive behaviors by the individual(s) 

receiving services; more normalized patterns of daily living; 

and enhancement of individuals' basic human rights, including 

protection from neglect and abuse. 

C Nine experts in the field of developmental disabilities - 
state program administrators. direct service providers, per- 

sons on the staffs of University Affiliated Facilities and 
, 

others - used this detailed evaluation protocol under the 
supervision of GSS staff to individually appraise each of 

several hundred standards culled from the literature. The 

experts' ratings led us to the conclusion that while the 

vast majority of existing standards express worthwhile senti- 

ments and recommend useful practices, they are nonetheless 

heset by recurring defects that limit their usefulness in 

quality assurance activities. These defects - lack of 
measurability, lack of relevance, lack of objectivity and lack 

of sensitivity to contemporary concepts O< human services - 
generally render existing standards ambiguous, obscure or 

simply inappropriate. 

MODEL 1L"PUT AND PROCESS STANDAmS 

O m  next task, then;was to design a set of input and 

process standards which incorporated the best features of 

existing standards, but which also allowed for the adaptation 

of those existing standards judged valid hut unreliable for 



quality assurance. New standards were also created where none 

existed. The result is a set of stendards that, as far as 

we can now tell, is comprehensive, valid and technically 

reliable. 

Despite its comprehensiveness, our list of model 

standards is short. Most notably, there are no standards with 

respect to staffing levels (ratios of staff to population 

served), staff qualifications or credentials, or methods fez 

service delivery. We have found, quite simply, that there 

is no consistent warrant - either empirical justification or 
professional consensus - for such standards. Rather, there 

is widespread belief that such standards tend to foster over- 

professionalization, overprotectiveness, and other excesses 

that can sometimes w o r k  against the best interests of persons 

with developmental disabilities. 

On the other hand, our standards are quite detailed in 

areas that, as we see it, are directly predictive of desired 

outcomes. In particular, we have specified in detail the 

minimum contents of, and addressed at length administrative 

procedures for the preparation of, Individual Habilitation 

Plans - the core of individualized service delivery. We have 

also proposed numerous standards regulating living environments 

and other settings for service delivery, and prohibiting 

Practices that seem to most restrict or diminish the rights 

and dignity of persons with developmental disabilities. 



In writing input and process standards, we have there- 

fore had to walk between the extremes of overprotection and 

underattention. We have had to balance between the interests 

of those who need close attention and supervision and those 

who need greater independence and freedom of movement. We 

C think we have found a valid middle ground. 

MODEL OUTCOME STANDARDS 

Our review of outcome measurement in education, health, 

rehabilitation and other hman services showed that outcome 

measures are rarely used in quality assurance. In turn, out- 

come standards are virtually non-existent. Thus, most quality 

assurance in health and human services consists of "peer 

review," a congenial way of saying that colleagues and 

associates, persons in the same professional organizations, 

appraise one another's work. More often than not, vaguely 

worded input and process standards, which do little to inhibit the 

the intuitive conclusions of the appraisers, are used in these 

transactions. 

Our feasibility study demonstrated, however, that the 

absence of outcome standards is not attributable to any defect 

in the concept. Rather, we judged that their absence is due 

mainlyta asmall 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 use of outcome standards in appraising 



services for persons with developmental disabilities, pro- 

vided technically competent approaches are used. (Technical 

errors and excesses aid the political resistance forces.) 

Specifically, we believe that outcome standards should be 

developed for both developmental growth and normalization of 

living experiences. 

The first outcome category, developmental growth, is 

measured by any of the scores of tested behavioral assessment 

scales or instruments. Of particular concern are motor. 

cognitive, communicative, social, affective and self-help/ 

independent living skills. 

Our model outcome standards also include two sets of 

normalization measures. The first set is used to characterize 

the degree to which persons are integrated into society-at- 

luge by measuring the degree to which their physical and 

social environments are as normal as possible. The second 

set of measures is used to compare the use of time by persons 

in supervised living situations with the use of time by per- 

sons of the same age and sex in the general population. 

The difficulty of using these measures as standards, of 

course, is that we do not yet have an adequateset of norms 

or expectations from which we can estimate 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 time series 



analyses, goal attainment approaches (keyed to objectives set 

forth in a person's Individual Habilitation Plan), comparison 

group analyses or comparative program analyses. 

In summary, we are satisfied that the problem of setting 

outcome standards is solvable in any of several practical and 

understandable ways. We conclude, therefore, that States can 

and should use outcome standards in their quality assurance 

efforts. 

QUALITY ASSU?.ANCE MECHANISMS 

Quality assurance mechanisms are diverse, and quality 

assurance organizations have varied purposes. At one extreme, 

there are those organizations that view their mission as 

educational. At the other extreme are those agencies that 

license and regulate, that have the authority to impose 

sanctions against poor quality. 

Whichever approach is adopted - our preference is for a 
positive. service-enhancing approach with sanctions reserved 

for only the worst offenders - there are fundamental design 
issues that must be addressed and a minimum set of implementa- 

tion activities for which administrative procedures must be 

developed. The quality assurance mechanism we have recommended 

presents a step-by-step appqoach for the design phase as well 

as the implementation phase. Procedures which a quality 

assurance agency could use to carry out a self-evaluation of 

the effectiveness, efficiency and equity of its quality 
r 

assurance activities are also suggested. 



IMPLICATIONS 

The model standards and quality assurance mechanisms 

developed in this project have drawn many favorable responses 

from State agencies and providers, as well as from the 

Developmental Disabilities Office. In some instances, organi- 

zations have already taken steps to implement our recomenda- 

tions on their own initiative. 

Nevertheless, a recent end-of-the-project workshop 

generated clear support for more formal follow-up activities. 

TWO key recommendations were the following: 

I. that the Developmental Disabilities Office proceed 
without delay to sponsor a project to provide 
technical assistance to five States which volunteer 
to field-test the model standards and model quality 
assurance mechanisms; the field-test is seen as a 
key step in the further refinement of the model 
standards, the operationalization of the model quality 
assurance mechanism, and the identification and 
resolution of any implementation problems which may 
arise; 

2. that active support of the field-test activities be 
sought f r m  other Federal agencies and programs which 
provide or fund services to persons with develop- 
mental disabilities in the hope that early coordina- 
tion among agencies would facilitate the eventual 
consolidation of the many overlapping review processes 
to which service providers are now subject. 

I shall be happy to answer any questions. 



Mr. RCGEFS. Thank you very much. Your testimony was interest- 
ing, as we have had a lot of discussion about the outcome of stand- 
ards. Dr. Carter? 

Mr. CARTER. Thank you, Mr. Chairman. 
I t  is a very difficult task, I would think, to evaluate the standards 

of quality assurance in this particular area. I don't think you can 
project just what the outcome will be on different reta;rdates.. 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 seems to me, very difficult. 

Thank you, Mr. Chairman. 
Mr. ROGERS. What do you estimate the cost would be in evaluating 

someone on an outcome basis? 
Dr. FINARELLI. That we have not addressed yet. I can give you a 

couple of examples, however. The State that is &oing 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 developn~ental 
programing system, and they have administered that instrument as 
often as three times on an annual basis to the residents of all State 
institutions and many community residences in Minnesota, so that 
they are beginning to build up the longitudinal data base that is a 
prerequisite for setting outcome standards. 

California, on the other hand, has spent an estimated $800,000 to 
$850,000 designing an evaluation system which includes ontcorne 
measures, JCAH-type facility surveys, and a cost accounting element. 
Their eventual goal is the ability to perform cost effectiveness anal 
ses and to tie in licensin and quality asmrance with evaluation. & 
thero are two fairly wise estimates on the cost of developing an 
outcome-based system. 

Mr. ROGERS. If we were to authorize five demonstration projects, 
as you suggest, what should the funding be for those five projects, 
somewhere between $300,000 and $800,000 each? 

Dr. FINARELLI. I suppose i t  depends. Both Mmnesota and Cali- 
fornia designed their own instrument for assessing an individnal's 
skills and behaviors. If a State were going to do that, I would think 

i 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. ROGERS. I see. 
Dr. FINAFCELLI. The proposal that technical assistance be provided 

was made on the assnmption that States would assume responsibility 
for developing this kind 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 
discussion of Federal appropriations. 



Mr. ROQEBS. Thank you so much. Have you any more questions? 
Mr. CARTER. No. 
Mr. Roam. We are grateful to you for being here. Thank you for 

giving us the results of your study. 
Dr. FINARF.LLI. YOU are welcome. 
Mr. Roam. That concludes our list of witnesses today. The com- 

mitt= stands adjourned. 
[The following statement was received for the record:] 
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The N a t i o n a l  A s s o c i a t i o n  o f  P r i v a t e  R e s i d e n t i a l  F a c i l i t i e s  f o r  

t h e  M e n t a l l y  R e t a r d e d  INAPRFMR) i s  c o m p o s e d  o f  o v e r  f o u r  h u n d r e d  

p r i v a t e  p r o g r a m s  w h i c h  s e r v e  m e n t a l l y  r e t a r d e d  a n d  o t h e r  d e v e l o p -  

m e n t a l l y  d i s a b l e d  i n d i v i d u a l s .  Members  r a n g e  i n  - i r e  f r o m  f o s t e r  

c a r e  f a c i l i t i e s  s e r v i n g  one o r  t w o  p e o p l e  t o  l a r g e ,  f u l l - s e r v i c e  

p r o g r a m s  s e r v i n g  a h u n d r e d  o r  more. 

The  NAPRFMR w o u l d  l i k e  t o  t a k e  t h i s  o p p o r t u n i t y  t o  t h a n k  

R e p r e s e n t a t i v e s  R o g e r s  a n d  C a r t e r  f o r  i n t r o d u c i n g  H.R.11764  t o  

p r o v i d e  c o n t i n u i n g  s u p p o r t  f o r  t h e  o n l y  F e d e r a l  p r o g r a m  w h i c h  s p e c i f -  

i c a l l y  a d d r e s s e s  t h e  n e e d s  o f  A m e r i c a ' s  m o s t  v u l n e r a b l e  c i t i z e n s .  

T h o s e  p e o p l e  w h o  a r e  s e v e r e l y  h a n d i c a p p e d  b e e o r e  t h e y  become a d " , + +  

a r e  d e p r i v e d  i n  s p e c i a l  ways  a n d .  a s  was p o i n t e d  o u t  i n  t h e  t e s t i -  

many o f  M r .  E t h a n  E l l i s  f r o m  New J e r s e y ,  a r e  n o t  o n l y  u n a b l e  t o  

s p e a k  f o r  t h e m s e l v e s ,  b u t  s u f f e r  f r o m  t h e  i n a b i l i t y  o f  The  r e s t  o f  

Y S  t o  a d e q u a t e l y  r e p r e s e n t  t h e i r  n e e d s .  

- D e f i n i t i o n  o f  D e v e l o p m e n t a l   isa abilities - 

NAPRFMR Members  who s e r v e  a d u l f s  u s u a l l y  s e r v e  a f e w  i n d i v i d u a l s  

who a r e  i n t e l  e c t u a l i y  i m p a i r e d  b u t  who do  n o t  f i t  t h e  d e f i n i t i o n  o f  

" d e v e l o p m e n t a l l y  d i s a b l e d . "  T h e s e  p e o p l e  h a v e  been s e r i o u s l y  b r a i n  

damaged i n  a d u l t  l i f e .  T h e i r  need3 a r e ,  i n d e e d ,  v e r y  much  t h e  same 

as p e o p l e  whose  d i s a b i l i t y  o r i g i n a t e s  p r i o r  t o  a g e  e i g h t e e n ,  a s  

r e q u i r e d  u n d e r  T h e  c u r r e n t  d e f i n i t i o n .  D e s p i t e  t h e  s i m i l a r i t y  o f  

n e e d  e x h i b i t e d  b y  s u c h  a d u l t s ,  t h e  NAPRFMR r e c o g n i z e s  t h e  s o e c i a l  



needs  o f  p e o p l e  who a r e  d i s a b l e d  b e f o r e  t h e  l e a r n i n g  p r o c e s s  i s  

c o m p l e t e .  O u r  Members f a v o r  t h e  a d o p t i o n  o f  t h e  d e f i n i t i o n  d e v e l -  

oped i n  t h e  m a j o r i t y  r e p o r t  f r o m  ~ b t  A s s o c i a t e s .  We f e e l  t h a t  t h i s  

f u n c t i o n a i a p p r o a c h  w i t h o o t  s p e c i f i c  m e n t i o n  o f  any  s p e c i a l  s e g m e n t .  

o f  t h i s  p o p u l a t i o n  w i l l  r e s u l t  i n  g r e a t e r  a s s u r a n c e s  t h a t  a i l  

p e o p l e  who become s e r i o u s l y  d i s a b l e d  d u r i n g  t h e i r  y o u t h  w i l l  be 

s e r v e d  by  t h e  D e v e l o p m e n t a l  D i s a b i l i t i e s  p rog ram.  Ws f e a r  t h a t  a 

l i s t i n g  o f  s p e c i f i c  d i s o r d e r s  t e n d s  t o  e l i m i n a t e  some p s o p i e  who 

S h o u l d  r i g h t f u l l y  be se rved .  

- P r i o r i t i z a t i o n  o f  S e r v i c e s  - 

I n  i t s  c a p a c i t y  a s  a member o f  t h e  c o n s o r t i u m  Conce rned  W i t h  

t h e  D e v e l o p m e n t a l l y  D i s a b l e d  (CCDD), t h e  NAPRFMR has been c o n c e r n e d  

w i t h  t h e  need t o  d e m o n s t r a t e  t h e  e f f e c t i v e n e s s  o f  t h e  D e v e l o p m e n t a l  

D i s a b i l i t i e s  A c t  more c l e a r l y .  i t  was w i t h  t h i s  i n  m i n d  a n d  i n  t h e  

b e l i e f  t h a t  t h e  p r i o r i t y  a r e a s  o f  commun i t y  l i v i n g  a r r a n g e m e n t s ;  

n o n v o c a t i o n a i ,  s o c i a l  d e v e l o p m e n t a l  s e r v i c e s ;  i n d i v i d u a l  c l i e n t  

management s e r v i c e s ;  and i n f a n t  d e v e l o p m e n t a l  s e r v i c e s  r e p r e s e n t  

t h o s e  a r e a 3  i n  w h i c h  d e v e l o p m e n t a l l y  d i s a b l e d  p e r s o n s  e x p e r i e n c e  t h e  

g r e a t e s t  need f o r  F e d e r a l  a s s i s t a n c e .  I t  1s our b e l i e f  t h a t  o t h e r  

needs a r e  more r e a d i l y  a d d r e s s e d  by o t h e r  F e d e r a l l y  s u p p a r t a d  

p r o g r a m s .  We a r e  s t r o n g l y  s u p p o r t i v e  o f  t h e  p r i o r i t i z a t i o n  o f  

s e r v i c e s  p r e ~ e n t e d  i n  H.R.11764. We f e e l  t h a t  a l t h o u g h  t h e r e  i s  

a need f o r  o n g o i n g  r e v i e w  and r e v i s i o n  o f  p l a n n i n g  f o r  t h i s  p o p u l a-  

t i o n ,  t h e  m a j o r  p l a n n i n g  has been c o m p l e t e d  i n  t h e  S t a t e s  and i t i s  

t i m e  t o  d i r e c t  more a t t e n t i o n  t o  t h e  d e l i v e r y  o f  s e r v i c e s .  



- Employment  o f  Hand i capped  individuals - 
o u r  ~ e r n b e r s  a r e  mos t  s u p p o r t i v e  o f  c o n t i n u i n g  r e q u i r e m e n t s  f a ,  

a f f i r m a t i v e  a c t i o n  i n  t h e  h i r i n g  and p r o m o t i n g  o f  p e o p l e  who a r e  

h a n d i c g p p e d .  

- P r o t e c t i o n  and Advocacy  Systems - 
The NAPRFMR i s  e n c o u r a g e d  by t h e  p r o g r e s s  t h a t  i s  b e i n g  made i n  . .5 

t h e  deve lopmen t  o f  P r o t e c t i o n  and Advocacy  Systems w i t h i n  t h e  S t a t e s  .- - 
and e n d o r s e s  t h e  i n c r e a s e s  i n  a u t h o r i z a t i o n  t o  f u n d  t h e s e  p rog rams .  

- S t a t e  Fo rmu la  G r a n t s  - 

we a l s o  s u p p o r t  t h e  a u t h o r i z a t i o n  l e v e l s  p r o v i d e d  f o r  t h e  s t a t e  

F o r m u l a  G r a n t  p rog ram.  The  i n c r e a s e  i n  min imum a l l o c a t i a n s  f o r  t h e  

S t a t e -  i s  p a r t i c u l a r l y  i m p o r t a n t .  The c u r r e n t  l e v e i  o f  $150,000 

p r o v i d e s  f o r  v e r y  l i t t l e  i n  t h e  t h i r t e e n  s t a t e s  t h a t  a r e  c u r r e n t l y  

a t  t h a t l e u e l .  A d d i t i o n a l  f u n d i n g  w i  I  be needed 5 0  t h a t  more 

s u p p o r t  c a n  be p r o v i d e d  t o  f i l l  t h e  gaps i n  s e r v i c e  d e l i v e r y  t o  t h i s  

p o p u l a t i o n .  

- s t a t e  P l a n n i n g  c o u n c i i  - 
NAPRFMR a l s o  s u p p o r t s  t h e  r e v i s i o n s  p r o p o s e d  f - r  S t a t e  P l a n n i n g  

c o u n c i l s .   he r e v i s e d  c o m p o s i t i o n  w o u l d  p r o v i d e  f o r  g r e a t e r  consumer  

i n v o l v e m e n t  w h i c h  we f e e l  w i i l  i n c r e a s e  t h e  l i k e l i h o o d  t h a t  t h e  

D e v e l o p m e n t a i  D i s a b i l i t i e s  p r o g r a m  w i l l  a d d r e s s  t h e  g r e a t e s t  needs i n  

t h e  f i e i d .  we j o i n  t h e  N a t i o n a l  A s s o c i a t i o n  f a r  R e t a r d e d  c i t i z e n s  

i n  r e q u e s t i n g  t h a t  s e r i o u s  c o n s i d e r a t i o n  be g i v e n  t o  a d d i n g  t h e  

r e q u i r e m e n t  t h a t  one  of  t h e  r e p r e s e n t a t i v e s  o f  m e n t a l l y  i m p a i r e d .  

d e v e i o p m e n t a i l y  d i ~ a b l e d  i n d i v i d u a l s  b e  a r e l a t i v e  o r  g u a r d i a n  o f  a 

p e r s o n  who i s  i n s t i t u t i o n a l i r e d .  We f i n d  t h a t  i t  i s  d i f f i c u l t  f o r  
1 



t h o s e  who do n o t  have c l o s e  i n v o l v s m e n t  w i t h  t h e  s p e c i a l  c o n s i d e r-  

a t i o n s  i n  i n s t i t u t i o n a l  p lacemen t  t o  a d e q u a t e l y  add ress  t h e  i ssues .  

We b e l i e v e  t h a t  i t  i s  i m p o r t a n t  f o r  a pe rson  w i t h  such f a m i l i a r i t y  

t o  be i n v o l v e d  i n  each s t a t e  c o u n c i i .  

* * *  - 
% 

The NAPRFMR would l i k e  t o  t h a n k  a l l  members o f  t h e  Subcommittee 
-p- 

o n  H e a l t h  and t h e  Env i ronmen t  f o r  t h e i r  e x p r e s s i o n s  o f  concern  f o r  

t h i s  v u i n ~ r a b i e  p o p o i a t i o n .  We encourage your t u i l  s u p p o r t  f o r  

H.R.11764 t o  a s s u r e  t h a t  programs f o r  p e o p l e  r h o  a r e  d e v e l o p m e n t a l l y  

d i s a b l e d  w i l l  improve i n  t h e i r  a b i l i t y  t o  s e r v e  t h o s e  i n  need. 

[TTTl'hereupo~~, a t  4:10 p.m., the subcommittee was adjourned, sub-. 
ject to the call of the Chatr.] 




