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The Current and Previous Definitions of Devel opnental Disabilities

The current definition of devel opmental disabilities, as contained in Public

Law 95-602, the "Devel opmental Disabilities Assistance and Bill of Rights Act",

Section 102(7), is:

"(7) The term 'devel oprental disability' neans a severe,
chronic disability of a person whi ch—

(A is attributable to a mental or physical inpairnent

or conbination of mental and physical inpairnents;

(B) is manifested before the person attains the
age twenty-two;

(O is likely to continue indefinitely;

(D results in substantial functional limtations
in three or nore of the following areas of major life
activity: (i) self-care, (ii) receptive and expressive

| anguage, (iii) learning, (iv) mobility, (v) self-direction

(vi) capacity for independent living, and (vii) economic
sufficiency; and

(E) reflects the person's need for a conbination
and sequence of special interdisciplinary, or generic
care, treatment, or other services which are of life-
long or extended duration and are individually
pl anned and coordinateds*



The definition of devel opnental disability contained in Public Law 95-602,
sonetinmes referred to as the newdefinition of devel opmental disability, is
based solely on an individual's functional limtations and need for services,

rather than the diagnosis or nature of his or her disabling condition.

The previous definition of devel opmental disability contained in
Section 102(a) (7) of Public Law 94-103, the one used by the Devel op-
nmental Disabilities Programuntil Novenber 1978, generally applied

to persons with one of the four handi capping conditions |isted,;

The term "devel opmental disability" neans a disability of a person whi ch—

"(A) (i) is attributable to mental retardation, cerebral
pal sy, epilepsy, or autism

"(ii) is attributable to any other condition of a person
found to be closely related to nental retardati on because
such condition results in simlar inpairnent of general
intellectual functioning or adaptive behavior to that of
mental ly retarded persons or requires treatnment and services
simlar to those required for such persons; or

"(iii) is attributable to dyslexia resulting froma
disability described in clause (i) or (ii) of this
subpar agr aph;

"(B) originates before such person attains age ei ght een;

"(O has continued or can be expected to continue
indefinitely;, and

"(D) constitutes a substantial handicap to such person's
ability to function normally in society."

(8)



In addition, the conference report on the 1978 Anendnents carried
a provision the the functional definition was intended to cover
everyone covered under the P.L. 94-103 categorical definition. The
conferees stressed that individuals currently receiving services
shoul d continue to receive those services irrespective of the
revised definition. Data are not available to assess the inpact of
this "hold harm ess" provision on the Devel opnental Disabilities

Pr ogram

This report contains the analysis of the inpact of the change in the
definition of devel opmental disabilities, in terns of both the nunbers of

i ndi vidual s served and the Federal expenditures before and after enactnent

of Public Law 95-602 and the assessnent of services provided to individuals
with devel opmental disabilities. The baseline for the data to be anal yzed

is fiscal year 1978, the last year that the categorical definition from
Public Law 94-103 was in effect. The succeeding fiscal years, fiscal years
1979 and 1980, saw the introduction of a functional definition of devel opnent al
disabilities into the service network for individuals w th devel oprent al

disabilities.

The basic assunption of the report is that the fiscal year 1978 funds were
expended based on the categorical definition of devel opnental disabilities
and that the fiscal year 1979 and fiscal year 1980 funds were expended based

on the functional definition of devel opnental disabilities.
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The mandate for this special study grewout of concern that the use of
a functional definition of devel opmental disabilities could result in
a dimnution of services to individuals with the conditions specifically
nmentioned in Public Law 94-103. Part Il of this report discusses the

specific inpact of the change in the definition

Reasons for the Change in the Definition of Devel opmental Disabilities

The phil osophy underlying the Devel opmental D sabilities Programis unique
in its broad ecunenical approach to advocacy and planning for a target
popul ation wi th various disabilities and needs. Since the inception of
the Devel oprmental Disabilities Services and Facilities Construction Act

of 1970, the Developnental Disabilities Programhas attenpted to bring
together a variety of agencies traditionally serving disabled persons

to devel op a coordi nated and conprehensi ve service delivery systemfor

its target popul ation

Because of the uni que broad-based approach to the program it is not
surprising that anbiguity has existed about the programs target
popul ati on. The question of which groups of disabled persons fall under
the term "devel opnental |y di sabl ed" and whi ch groups do not qualify has

been rai sed by various agenci es, prograns, and consumers.
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A di scussion of the historical evolution of the definition of devel opnmenta
disabilities, beginning with the originating legislation (P. L. 88-164} and
tracing it through the current law, is contained in Appendix A The

bases for the changes reflected in P. L. 95-602 are, as determned by the
National Task Force on the Definition of Devel opmental Disabilities who

conducted the independent study nmandated in P.L. 94-103 :

The need to focus scarce resources on that segnent of the

di sabl ed popul ati on nost in need of services;

. Devel oprent al Iy di sabl ed persons will require a conbination
and sequence of special interdisciplinary or generic care,
treatment or other services which are of lifelong or extended
duration and are individually planned and coor di nat ed;

. The target popul ati on of devel opnental |y di sabl ed
individuals is substantially and chronically disabl ed;

. Servi ce agencies' traditional approaches are not oriented

toward neeting the uni que needs of this population so

that the follow ng conbination is required:

Conpr ehensi ve pl anni ng;

| mproved | everage on exi sting nonies;

I ncreased access to existing services;
Interdisciplinary services in a variety
of service delivery nodes;

Advocacy to ensure the above; and
Coor di nati on of services at the delivery

point to ensure that needs are net.
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« Concern that individuals with conditions or disabilities
other than the four listed in P. L. 94-103 m ght share the
[imtations and service needs of the four naned conditions

and because of the definition be denied services.

The purpose of the functional definition was to enphasize the conplexity/

pervasi veness, and substantialty of the disabling conditions to be addressed by

t he Devel opmental Disabilities Programby focusing on the individual's functiona
limtations and the resulting need for conprehensive services. Thus, the
definition of devel opmental disabilities changed fromone which was categorically

based to one which is functionally based.



H storical Evolution of the Definition of Devel opnmental Disabilities

The basic legislative action to which the 1978 Act is traced is the "Mntal
Retardation Facilities and Community Mental Health Centers Construction Act
of 1963" (Public Law 88-164). Public Law 88-164 and its amendnents are

di scussed bel ow.

1. Public Law 88-164: The |law provi ded Federal funds to: (1) build

research centers for preventing and conbating rmental retardation; (2) construct
public or non-profit clinical facilities (university Affiliated Facilities)
whi ch woul d provide inpatient/outpatient services, denonstrate how specialized
services could be provided, and provide clinical training for physicians and
others working with the nmentally retarded; and (3) encourage States to build

comunity facilities for the nentally retarded.

This was the first Federal categorical programfor individuals with nental
retardation, the only disability group specified in the |egislation.

2. Public Law 90-170: The 1967 Amendnents split the nental

retardation and nental heal th conponents of the program and nai ntai ned

the focus on persons with nental retardation.

3. Public Law 91-517: The 1970 amendments conpl etely revanped the

programin at |least three ways. First, the target beneficiary group was
broadened from persons with nental retardation to persons wth "devel oprent al
disabilities." This was not merely a change or addition in |abel, presumably,
since the termitself was new, but also a change in approach —an enphasis
on simlar service needs rather than clinical categories. The target

popul ation included, in addition to nmental retardation, disabilities of
cerebral pal sy, epilepsy, and other neurological conditions closely related
to mental retardation* The term "devel opmental disability" was adopted to

describe this new target group.



Second, it became a Federal/State partnership programinvol ving extensive

roles in decision-nmaking at both the State and Federal |evels.

And third, the purposes of the program becane nmuch nore diversified. Rather
than focusing excl usively on programassi stance, the purposes were stated to
I ncl ude objectives |ike conprehensive State planning, nodels for innovative
programm ng, denonstration and training grants —In short, capacity-building

rather than the support of direct services, per se.

Mental retardation is, by definition, a disabling condition which begins early
in life. It is a developnental disorder, interfering with nornmal devel opnent.
There are, of course, a variety of other handi cappi ng conditions experienced by
children which interfere to some extent, either directly with their devel opnent
or indirectly with their schooling and soci al experience as children. Not all of

t hese handi cappi ng conditions persist as substantial handicaps into adult life,

however .

It had becone apparent that the conditions which contribute to the disability

of an adult and which are of early onset are quite different fromthose

condi tions experienced by adults who become disabled after they are adults.

This fact was confirned by the Social Security Administration in examning the
disabilities of adults who are entitled to Social Security benefits because of
the chronlcity of their disability since childhood. The conditions identified

by the Social Security Administration which contribute nost to adult disabilities
originating in childhood are nental retardation, cerebral palsy, epilepsy,

autism and various chil dhood psychosesi



When the term "devel opmental disabilities** was first introduced into Federal
law, the mentally retarded were perceived as a major portion of a |arger
popul ati on whose substantial, continuing handicaps originating early inlife
necessitated a coordi nated and ongoi hg programmati ¢ approach without limtation
by age, discipline, or service system The individuals, whether as children or
adul ts, woul d need special attention fromhealth agenci es, education agenci es,
agenci es concerned wi th enpl oynent, dependency, housing, and social services.
Thus, persons in this target group had a uniquely urgent need for interagency
pl anni ng, coordination, and continuity. They also had a need for certain types
of direct services which were very frequently unavailable in the communities in
which they lived or even in the segregated residential institutions to which

they were often sent.

4. Public Law 94-103: These Arendnents expanded the target popul ation

to include autismas a fourth categorical condition and then added two ot her
condi ti ons:

The term "devel opnental disability** nmeans a disability of a person
whi ch—

"(A) (1) is attributable to mental retardation, cerebra
pal sy, epilepsy, or autism

"(ii) is attributable to any other condition of a person
found to be closely related to mental retardation because
such condition results in simlar inpairment of general
intell ectual functioning or adaptive behavior to that of
nentally retarded persons or requires treatnent and
services simlar to those required for such persons; or

"(iii) is attributable to dyslexia resulting froma
disability described in clause (i) or (ii) of this
subpar agr aph;

"(B) originates before such person attains age eighteen;

"(O has continued or can be expected to continue
indefinitely; and

"(D) constitutes a substantial handicap to such person's
ability to function normally in society."



A few observations are offered about the second cluster. The condition
had to be related to mental retardation and not to any of the other named
conditions. The nature of the relationship to nental retardation need
only enconpass one of three possible links: simlar inpairment of genera
intellectual functioning, simlar inpairnent of adaptive behavior, or need
for simlar treatment and services. ne change fromthe 1970 Devel oprent

D sabilities Act was that the other condition need not be neurol ogical.

The third cluster of conditions which net the etiology restriction of
the definition was dyslexia, but only when dyslexia resulted from nental
retardation, cerebral palsy, epilepsy, autism or conditions in the second

cluster. Thus, the dyslexia category added little beyond enphasis to the

overal | scope of coverage.

This definition of devel opnental disabilities was intended to be inclusive of
all individuals disabled by one or nore of the four categories of disabilities
who net certain criteria, e.g., who were disabled early in life and who were
expected to remain disabled throughout their lives, and who were substantially
handi capped. Unfortunately, perhaps because only four conditions were
explicitly nentioned (along with dyslexia if it acconpanied one of the other
four conditions), the definition was frequently msinterpreted i n ways which
were simultaneously too inclusive and too exclusive. O the one hand, the
definition had been interpreted to include all individuals who fell into the
four categories mentioned in the definition (nmental retardation, cerebral

pal sy, epilepsy, and autisn) regardl ess of degree of disability. On the

other hand, the definition had been interpreted as excluding all not fitting
into these four conditions or categories. The specifics of this msinter—

pretation will be discussed later in this section



In an effort to obtain an objective basis for reconciling the clains and
counterclains of different disciplinary and consuner interests concerning
the definition of devel opmental disabilities, these Anendrments called for a
report to be made to Congress on the definition of devel opmental diability.
Section 301(b) of the Act stipulated that:

"The Secretary shall contract for the conduct of an independent

objective study to deternine (A) if the basis of the definition

of the developnental disabilities (as amended by Title | of this

Act) with respect to which assistance is authorized under such

title is appropriate and, to the extent that it is not, to

deternmne an appropriate basis for deternining which

disabilities should be included and which disabilities should

be excluded fromthe definition, and (B) the nature and adequacy

of the services provided under other Federal progranms for persons

with disabilities not included in such definition."
To this end, the Devel opmental D sabilities Ofice of the Department of
Heal th, Education, and Welfare awarded a contract in Septenber 1976 to Abt
Associ ates, Inc. of Canbridge, Massachusetts. To carry out the extrenely
conpl ex job of arriving at the "appropriate basis" for a definition of
devel opnental disabilities, a National Task Force on the Definition of
Devel opnental Disabilities was selected to ensure as broad a representation
of perspectives, experiences, know edge, and geographic | ocations as
possible. The Task Force had the responsibility and authority to nake the

final recomrendations submtted to the Congress and to the Secretary of

Heal t h, Education, and Wl fare.

The Task Force proposed a noncategorical definition which placed enphasis
upon the criteria of chronicity, early onset, nultiple inpairnent, and need

for ongoing services involving a multiplicity of service providers.



In order to enphasize the conpl exity, pervasiveness, and "substantiality" of
the disabling conditions to be addressed by the Devel opnental Disabilities
Program the Task Force proposed that persons who were to be considered as
part of the primary target group of the programwould be inpaired in at |east
three major life activities anong seven enunerated. The result of the Task
Force's efforts is the definition of devel opnental disabilities contained in

Public Law 95-602 and quoted later in this section.

Programmati ¢ changes, other than the definition, which were enacted with
Public Law 94-103 included two new prograns to benefit devel opnentally

di sabl ed persons: a systemto protect and advocate for the rights of
persons with devel opnental disabilities and a special project authority for
at least twenty-five percent (25% of each year's appropriation for projects

of national significance.

5. Public Law 95-602: The Title V Anendnents i ncl uded:

* Aredefinition of the devel oprental |y disabl ed popul ation
to focus on the substantially handi capped based on a
definition which enphasized substantiality and

chronicity established by functional limtations;

A shift of enphasis from conprehensive planning to

priority service areas;

A clarification in the role and an increase in consuner
nenbership of the State Pl anning Councils;
* Aclearer statutory delineation of the mssion of university

affiliated facilities; and

I ncreased authorization levels for State protection and advocacy

syst ens.



The definition of devel opnental disabilities, as contained in Public Law
95-602, the "Devel opmental Disabilities Assistance and Bill of R ghts Act",

Section 102(7), is:

"(7) The term'devel opnental disability' neans a severe,
chronic disability of a person whi ch—

(A) is attributable to a nental or physical inpairment
or conbi nation of nental and physical inpairnents;

(B) is manifested before the person attains the
age twenty-two;

(O is likely to continue indefinitely;

(D) results in substantial functional limtations
inthree or nore of the followi ng areas of major life
activity: (i) self-care, (ii) receptive and expressive
| anguage, (iii) learning, (iv) mobility, (v) self-direction,
(vi) capacity for independent living, and (vii) econonic
suf fici ency; and

(B) reflects the person's need for a conbi nation
and sequence of special interdisciplinary, or generic
care, treatnent, or other services which are of |ife-
long or extended duration and are individually
pl anned and coor di nat ed. "

The definition of devel opnental disability contained in Public Law 95-602,
sonetines referred to as the newdefinition of devel opmental disability, is
based solely on an individual's functional linitations, rather than the

di agnosis or nature of his or her disabling condition. The definition of
devel opnental disability contained in Public Law 94-103, the one used by
the Devel opnental Disabilities Programuntil Novenber 1978, generally

applied to persons with one of the four handi cappi ng conditions |isted:

nmental retardation, cerebral palsy, epilepsy or autism



The concept of substantiality of the handi cap which results froma devel op-
nmental disability can be conveyed in a nunber of ways. The previous
definition referred to "a disability of a person which.eeconstitutes a
substantial handicap to such person's ability to function nornally in
society." The recommendations fromthe National Task Force and the Public
Law 95-602 definition further explicated this concept by specifying sone of
the mai n aspects of functioning in society. The Public Law 95-602 definition
conveys the concept of substantiality by indicating that an individual nust
be limted in nore than one area of life functioning; and that the limtation
in each of these areas nust be extensive. Both the previous definition and
the new definition make it clear that the inpact of the devel opnental
disability on the person is pervasive in that it has direct ranifications

for the person's ability to function in society, not just a substantial

limtation in one aspect of life.



