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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, 
















































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































