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I. INTRODUCTION

The focus of the definition oft Developmental Disabilities is on

individuals ~i:h severe, chronic disabilicies beginning in childhood ~ich

have a pervasive impact on their ability to function in society and ~hich

lead to the need for a variety of services over time. This focus ~as kept

in mind during the process of operationalizing each component of the

definition.

A number of important limitations exist in attempcing to

operationalize the definition:

Different applications may require different aoproaches to
operat~onal~zation. We have identified three ma·or uses for the
operat~ona e ~n~tlon, the flrst of which is presented in this paper.

1. For Service Delivery: The definition can be used to identify a
specific individual to determine eligibility for programs, need
for certain services and to develop individual plans. This is the
use ~ith ~hich recipients of DD funds tend to be most concerned.
Protection and Advocacy Systems offering individual advocacy
services are also concerned ~ith this application.

2. For Planning: The definition can be used to identify a target
group that can be described ~ith its need identified and be
located within the existing service system for planning and
development purposes. This is the primary use that the State DO
Planning Councils can make of the definition.

3. Daca Analysis/?opulacion Estimates~ Information from existing
population surveys can be used to estimate the size of and
describe the developmentally disabled population. Because
existing surveys do not contain information that directly matches
the criteria for a developmental disability, it is necessary to
operationalize the definition using existing survey informacion to
estimate the prevalence of people meeting the DO definition
criteria.

This third application is not discussed in this paper but is contained

in other products developed for the current project.*

* An operational definition for use ~ith the 1976 Survey of Income and
Education data is presented in a separate document prepared under
contract ~HEW-I05-78-5003 and purchase order HSA-80-7684.
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wnat is an "O-perational Definition"?

An operational definition is one that can be easily used for specific

purposes. To be effective and useable it should meet certain criteria:

• an operational definition should refer to a speci~ic measurable
condition which may range from completely present in some people
to completely absent in others;

• it should be user-oriented;

• It should concain a statement of conditions under which an inter­
vention, such as treatment, should take place;

• the conditions or interventions covered by the definition should
have a definitive starting and stopping time of occurence;

• it should be clear and concise.

The definition of a "developmental disability" that is contained in

P.L. 95-602 presents a legal definition that is intended for use primarily

with the federal program that is authorized by that legislation. As a

legislative definition it is not as detailed as is a totally operational

definition. Rather, the operational definition that is presented here builds

on and further explicates the meaning of 'the terms contained in the legislation.

The definition of developmental disabilities that is contained in P.L.

95-602 is as follows:

"The term 'developmental disability' means a severe, chronic disahility
of a person which:
A. is attributahle to a mental 01' physical impairment 01' canbination

of mental end physical impairments;
B. is menifested before the person attains age twenty-two;
C. is likely to continue indefinitely;
D. results in substantial functional limitations in three 01' more of

the foUowing areas of maj01' life activity:
(1) . self-care
(2) receptive and expressive language
(3) leaming
(4) mobility
(5) sel:-di~ection

(S) caFaci ty [01' independent Zivir.g, and
(7) econanic self-sufficiency; OY'4

E. reflects the person's need for a cor..bination ClYtd sequence of
special, interdisciplinary, 01' generic care, trea~ent, 01' other
services which are of lifelong 01' =tended durc"Cion and a!''' indivi­
duallu :;Zanned ar..d. coordinated.. "" .
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The n~~t sections of this paper are:

II. Key screening questions and eXPlanations. This section provides

screening questions to be used in determining if an individual (or

group of individuals) is developmentally disabled. The section

also reviews approaches to answering the questions. These

questions are a~pected to be of most direct assistance to direct

servioe providers, but should be relevant to planners as well if

the questions are regarded as dimensions for describing a target

population.

III. Additional explication of the definition of develoomental

disabilities. This section builds on previous project wor~, It

provides additional definitions of key words and definES some

remaining issues in implementing the definition.

IV. Key screening questions for determining if an individual (or &~QJJp

of individuals) is developmentally disabled. This section repeats

the screening questions from Section II without any explanations

and with the addition of check-off boxes. This section is provided

for possible direct use as a screening tool for determining whether

or not a person has a developmental disability.
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II. Kc-Y SCREENING QUESTIONS AND EXPLANATIONS

This section is intended for use by program staff and others ~ho ~ish

to determine ~hether or not an individual (or group of individuals) is

developmentally disabled. The questions and measures are offered as guides.

Each element of the definition is a criterion that must be met if a

person is to be considered developmentally disabled. For a person to be

developmentally disabled all the criteria contaL,ed in the definition must

be met. However, some flexibility of interpretation is required when applying

the substantial functional limitations (Criterion D) to children and older

adults (see she following section for a further explanation of the effect of age

and other factors on interpreting the definition criteria).

Each of the five criteria is presented in the order in which they appear

in the definition. They are introduced by the first phrase of the definition.

For each criterion one or more questions are provided that, when answered

affirmatively ("yes"), indicate that the criterion is met. When more than

one question needs to be answered this is indicated by "AND". For each

questic~ suggested measures for arriving at ansyers are presented. An

approach is indicated, including the type of professional who would be involved

in determing if_a criterion is met and the types of assessment tools that might

be appropriate.
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DEFINITION
INTRODUCTION:

QUESTION:

MEASURES:

The term "developmental disability" means a severe, chrQnic

disabiZity of a person uhich;

Does the person or group of persons have major and long lasting

pervasive limitation in ability to function in society?

This phrase functions as an initial screening item. All the

remaining criteria in the definition provide further explication

of the characteristics of the basic I'severe, chronic disability"

that comprises a developmental disability.

The measures for severe are a~plicated in the later criteria

that require three out of seven functional limitations and

that require the need for multiple services.

The measures for chronic are explicated in the later criteria

that require "indefinite duration" of the disability itself

and of the need for services.

A "disabili ty lt is taken here to mean a pervasive limitation

in a person's ability to carry out a major life function. As

is required in the first criterion, this limitation, in the

case of a developmental disability, must result from a physical

and/or mental impairment rather than from such other factors as

the environment, cultural deprivation or ocher experiences.

5



The term "developmental disability" '71ear.s a severe, chranic disability

of a person which:

CRITERION A:

QUESTIONS:

MEASURES:

_~ at7;r->~butable to mental or physical impairment or

combination of mental and physical impairmen-cs;

Does the person have a measurable physical and/or mental

impairment as determined by a qualified professional?

Is the person's disability, i.e., his or her limited

ability to function, a result of the impai~ents?

Both questions can be answered through the same process.

Presence of an impairment should, in general, be

determined either by a physician (preferably a

psychiatrist or a neurologist) or by a clinical psychologist.

The precise procedures to be used are appropriately

determined by the qualified professional in response to

the manifestations of the apparent impairment.
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The term "deveZopmentaZ disahiZioy" means a severe, ch:ronic c.isabiZity

of a person which:

CRITERION B:

QUESTIONS:

AND

MEASURES:

is manifested before the person attains age bwenty-two;

Did the disability itself begin prior to age twenty-two?

Did the disability result in severe functional limitations

(or disability) prior to age twenty-two~

The disability must have become apparent prior to age

twenty-two. In addition, it has to have resulted in a

severe disability (as defined in Criterion D) prior to

this age. Thus, an impairment or combination of impair­

ments that gives rise to a disability that is only slight,

mild or moderate prior to age twenty-two (e.g., progressive

visual or auditory loss) would not be considered to meet

the criteria of the definition.

For individuals under age twenty-tw~ these questions

are answered at the time· a determination is

made regarding the presence of a physical and/or mental

_ impairment.

Yor indiv~duals over age twenty-tw~ these questions can be

answered by reviewing a person's history. Reliable information

should be sought and may be present in a person's medical

or school history. The individual and/or a parent/guardian

may also be familiar with the initial manifestation of the

impairment and with the presence of a resultant substantial

functional limitation.
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It need not have manifest itself in its most severe forn

but must be severe enough to interfere with the acquisi~

tion of basic skills.

This creates problems, hm;ever, with the inclusion of

individuals with certain conditions that, with early

intervention upon their initial and relatively mild

mani£esta~ion may be prevented from beccming more severe

later in life such as juvenile diabetes. Also excluded

might be most people with conditions such as multiple

sclerosis that are not likely to have severe manifesta­

tions prior to age 22. This is consistent with the

notion that not all conditions that result in disabilities

will necessarily result in a developmental disability.

The essence of a developmental disability is that

it has a major impact on a person's ability to function

durinR the crucial developmental years when skill

acquisition and preparation for adult functioning is

taking place. In general, a condition that has not yet

became a severe disability, but that has the potential

of becoming one in adulthood would not be included as

a developmental disability, although ones that are

severe prior to age t~enty-two and become progressively

8



more severe later would be. This in no way implies that

such conditions should not receive full attention and

early intervention services, but only that they do not

appropriately fall ~ithin the purvie~ of the developmental

disabilities program.*

* A companion document from this project includes a brief description of some
major conditions that have been mentioned as likely to lead to developmental
disability and a more complete list of other conditions less likely to
result in a developmental disability because they are unlikely to meet a
criterion such as manifestation prior to age twenty-t~o.
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The term "developmental disability" means a severe, chronic disability

of a person which

CRITERION C: is likely to continue indefinitely;

QUESTIONS:

MEASURES:

Is/are tne body system(sj that is/are impaired one which is

known noC to regain capacity once damaged even with medical

or surgical intervention?

OR

Is the condition causing the mental and/or physical impairmenc(s)

one which is known to be chronic with little ~~pectation of

remediation or cure?

OR

Is it professional judgment that the person is likely to

remain impaired for the forseeable future?

Is/are the major limitation (s1 likely to be reduced but not

eliminated by interventions, environmentaL modifications or

similar efforts which are made to increaAP- the person's ability

to func.tion?

There is considerable medical knowledge based upon the current

scate of the art in treating and projecting the course of specific

disorders leading to impairme~ts. However no standard measures

exist Co predicc the duration of resultant functional limitation

or disability. In general, a medical evaluation will be required

to dete=mine the chronicity of a condition or an impairment.

The trajectory or life course of a disability can usually be

projected by such professionals as physicians (physiarrist$,

neurologists, psychiatrists), nurses, therapists, counselors,

and psychologists.
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The term "deveZo?mental disahiZity" means a severe, chrcmic disahoiLity of

a person :.;hich:

CRITERION D:

QUESTIONS:

AND

MEASURES:

resuZts in subtantiaL functionaL Zimita~ions in three O~

more of the foZlouring areas of major life activity:

(i) seLf-care; (ii) receptive and expressive Uxnquage;

(iii) leaming; (iv) mobiLity; (v) seZf-direc"icn;

(vi) capacity for independent living; and (vii) eccmorn:ic

seLf-sufficiency;

Is the person perforning below the level expected for his or

her age in three or more of the following areas:

Self-care

Receptive and Expressive Language

Learning

Mobility

Self- Direc tion

Capacity ror Independent Living

Economic Self-Sufficiency

Is the person's level of performance at least three standard

deviations below norm for the person's age on standardized tests?

OR

Is required assistance at least tvice that expected

for the person's age?

Many tests exist thac measure limitations in life activities.

These tests include measures of physical as well as mental

ability to perform specific tasks. However, measuring a sub-
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stantial limitation in each of the life activity areas will

be complicated by a number of factors, including:

• No one test can be used for all seven areas

• In some instances more than one test may be needed
to measure one life activity area (e.g., independent
living)

• No one test can be used for all age groups or all
types of impairments

• Good age norms do not necessarily a~ist for many
of the available tests

• Different professionals may be needed to test an
individual across or within the different areas

These and other constraints are discussed in various handbooks

and compilations of behavioral assessment tools (see References

at the end of this section). Different types of professionals

may be able to make the desired tests.

The measurement of substantial functional limitations for

various age groups is particularly problematic. For the

elderly population. Both the impairment and resultin~

disability must have been manifested before age 22 for an

adult to be considered developmentally disabled. H~lever,

in terms of current functioning, no~ all seven areas of

-life activity have equal relevance for persons of all ages.

Specifically, for many individuals over age 65 typical

concepts of economic self-sufficiency would not be

appropriate just as they would not for most individuals

under age 22. Similarly, for very youn~ children, part i-

cularly pre-school children under age 5, capacity for

12



independent living will be different than it will for

older children and in turn will be different again for

adults. In section III of this paper there is a

discussion of how to interpret limitations in each of

the major life activity areas for different age groups.

Without arguing that the concepts have equal applicability

for all ages, it is hoped that this discussion is useful

in sho~ng how to arrive at an age-appropr~ate interpre­

tation of each major life activity limitation.

13



The term "devetopmem;at disability" means a severe, chronic disability of

a person which:

CRITERION E:

QUESTIONS:

AND

AND

AND

MEASURES:

Reflects the person's need [or a combination and sequence of

speciaZ, interdisciptinary_ or gene!'"~c care, oreatment or

other services which =e of LifeZong or e:::ten.ded duration and

=e individuatly planned and coordinated;

Does the person need a combination of more than one type of

service~ care or treatment?

Does the person need a combination of service, care and

treatment sequenced over a prolonged (potentially lifelong)

period of time?

Does the person need services, care or treatment provided by

personnel trained in a variety of disciplines?

Do the services, care or treatment provided to the person

need to be individually planned and coordinated concurrently

and over time?

There are virtually. no standardized tests or procedures for

determining current or projected future service needs. However,

there are many professionals with considerable expertise to

help answer the questions. The person with overall responsibility

for determining whether or not a person has a developmental

disability, or another qualified professional with a broad

perspective on a person's comprehensive needs (such as a social

worker or a case management specialist) could answer these

questions on the basis of an examination of, for example:

14



• previous use of services by that persofr;

• use of services by persons with similar conditions and
limitations;

• the ~xpressed needs of the primary consumer or his/her
parent, guardian or advocate;

• measured deficits in functioning;

• the expressed ability of anyone service provider to meet
the person's needs;

• a person's individual habilitation plan, individual
education plan, or ather individual plan,

15



Hun,r. J\

MOST LIKELY PROfESSTONA.J...-+II.OUPS TO CONDUCT ASSESSm:NT OF t~IIl;1I CJ(ITU(WN
FOR A DE.L.....PMENTAL DJSAJlILITY"

Therapist I'
(e.g., PhysIcal, Social Worker, OtherSpecialist Occupational Counselor) (e. g. , SelfCRITERION Physician Educator Speech) PsychologIst Case Manager Parentr-

A. Impairment X X X
-B. Before Age 22 X X X X

-C. Chronic X X-
D. Substantial I

functional
Limitations

Self-care X X X
Receptive
and

" Expressive,
Language X X X

-
Learning X X X

Mobility X X X-
Self-
direction

X X

-Capacity
for
Independent
Living X X X
Economic
Self -
Sufficiency

X X X
- - -E. Services X X X X X X

-

I

X

"

Most likely professional to have the capacity and techniques to assess criterion.

May be based on an assessment conducted specifically to determine the presences of a developmental disability or may
be based on records of prevIous assessments.



III. EXPLICATION OF THE DEFr.~ITION OF DE'TELOPMENT.~ DISABILITIES &~D RELATED ISSUES

In this section the meaning of certain key terms contained within the

definition of developmental disabilities is provided along with an exploration

of some issues that affect its interpretation. This information is provided to

increase the users understanding of implications of the definition.

Each criterion within the definition is axplored in the order in which

it appears in the definition.
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DEFINITION
INTRODUCTION:~

::xPl;ICATION
OF MEANING: **

DEFI::IITIONS
OF KEY WORDS: "*"

SEVERE

The t2rrrt ' deve Lopmenta l disabi Zi ty' mec:ns a severe ~ ch?'-::mic

disability of a person which:

The definition emphasizes in its introductory phrase the

chronic and severe nature of a developmental disability. This

phrase does not modify or add to the content of the criteria

but simply reinforces their meaning as indicated belo~.

"subsi;antial fu:n.crional limitation.s in three or more •.•

areas of major life activity .•. " (CRITERION D) reflecting

. . • the person I s need for a combination . . . of specia l,

interdiscipli~d, or generic care, treatment, or other

services " (CRITERION E)

CHRONIC "likely to continue indefinitely" (CRITERION C) and reflecting

" the person's need for a •.• sequence of .•. care,

treatment, or other se~Jices which are of lifelong or exre~.ded

duration . . ." (CRITERION E)

" The ~ords underlined are defined in the "Key Words" sections.

"" The "Explication" sections are taken directly from an earlier product of the
study: . Elinor Gollay, "The Hodified Definition of Deve lopmental Disabilities:
An Initial Exploration", Morgan Management Systems, Inc., ~larch, 1979.

"** In this section only, the definitions of key words consist of direct quotes
from criteria for a developmental disability contained in other parts of the
definition. This is done to illustrate that the introductory phrases reiterates
ocher criteria rather than introducing new ones.
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DISABILITY "Substantial functional limitations in •.. areas of major

Ufe activit-~ ••• " (CRITERION D) "attributable to a mental

[and] or physical impairment." (CRITERION A)

20



The term "c.evelopmental disability" means a severe, ohronio disability of a

person whioh:

DEFINITION
CRITERION A:

EXPLICATION
OF MEANI11G:

is crt-tributaole to_ a mental or physioal imvai!"71ent 0"1' oOl7'bination

of mental and physical impairments;

There are t~o parts of this element ~hich need explication:

"is attributable to" means there is some casual relationship

be~een the presence of an impairment and the disability •

No specific etiologies for the impairment itself are implied.

!fa mental or physica.l impaiI11'1ent or combination of mental and

physical impairments" covers virtually any specific type of

impairment, including neurological, sensory, biochemical,

intellectual, cognitive, perceptual, affective and mobility

impairments. "Impairment" is taken to mean "a physiological,

anatomical or mental loss or other abnormality or both"!' An

impairment implies that there has been same damage or residual

loss of physical or mental functioning.

* Saad Magi in E. B. Whitten, ed., .~P~a~t~h;;o;;l~o;::g~y~,~I~m;.:p~a::i;;rm~e",n~t~,;-::F~u~n::c::t:,l.=-·o::n:-a~ln:L-;,i:m~i~t:"a...,t,-,i,-,o=n
and Disability Implications for Practice Research ; "

eve opment an Se~Tice Delivery.
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DEFINITION
OF KEY WORKS:

IS
ATTRIBUTABLE
TO

MENTAL

PHYSICAL

IMPAIRMENT

ISSUES :'

is caused by

of, or pertaining to, the brain

of, or pertaining to, any part of the body: bones;

muscles; organs; nerves; etc.

Physiological, anatomical or mental loss or other

,abnormality' or both

The cause of the im~airment or specific condition

leading to the impairment is not relevant. Age has

no impact on pre~_or absence of impairment, but

in very young chi1~en (infants} it may be difficult

to determine presence of certain impairments.
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The term "developmental disability" mec:ns a severe, chronic disability of

a person which:

DEFINITION
CRITERION B:

EXPLICATION
OF MEAND1G:

DEFINITION
OF KEY WORDS:

IS
MANIFESTED

ATTAINS

AGE
1'imlTY-T:-IO

is manifested before ];he person attains age tuJent'cI-tuJo:

This element has t.o parts that need explication:

"is manifested" means that the disability (and its various

functional limitations) actually appears and begins to have

its impact on a person, not just that it has its roots in

childhood. The disability need not be manifest in its most

severe form but sufficiently severe to interfere with basic

acquisition of skills;. Le., if condition is degenerative it

need not have reached its peak before age t.enty-two but needs

to have begun in~ervening.

"before the person attains age twenty-two" has a straight-

forward meaning which, taken in conjunction with the first

phase, means that the disability has to show itself and

begin to have its limiting impacts on a person's functioning

prior to age twenty-two or during the developmental period.

That is, it interferes with a person's normal development.

is apparent; is present in visible form (to be differentiated

from originated which mayor many not be manifested)

reaches

twenty-second birthday

23
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ISSUES: Age t~enty-t~o is an arbitrary cut-off. Responsive and

responsible services should be somewhat fle~ible in meeting

the needs of people with similar problems whose disability

manifests itself after age 22 although it may be that those

individuals' costs are covered through other funding sources •
.--.

Funds from the Developmental Disabilities Program should

focus only on persons whose disability manifested prior to

age twenty-two. However, a service for adults need not

. necessarily best be designed only for developmentally

disabled persons but might best Serve people's needs if it

draws on other finding sources as well and serIes a somewhat

broader population.
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The term "developmental disability" means a severe, ch.ronic disability

of a person ~hioh:

DEFINITION
CRITERION C:

EXPLICATION
OF MEANING:

DEFINITION
OF KEY WORDS:

IS LIKELY

INDEFINITELY

ISSUES:

is likely t~continue ir2efinitelu;

This criterion means that a developmental disability is one

which has a reasonable likelihood of continuing for a

protracted period of time, including a reasonable likelihood

that it will continue throughout a person I s life. The long

term quality of a developmental disability is reiterated in

the criterion on se~ice need.

can be expected to, according to common knowledge

and/or professional judgement

endure, re.main

w~thout known end; with an expectation of lasting forever

(throughout a person's life)

Ability to project the course of a condition and the resultant

impairment will be influenced primarily by current medical

knowledge. The trajectory of a disease is related to currently

ava~able medical and non-medical remediation techniques and

may be modified as these technologies improve. Expectation of

long duration will increase as a condition has already endured,

making it easier to predict continued duration for older people.

Predictions of chronicity may be difficult for infants and

15



young children. However, for such individuals, being

"at risk" of having a chronic disability will be adequate

to meet this criterion.

26



The term "developmental disability" means a severe, ohronio disa1Yili~y 0;

a person u!hioh:

DEFINITION
CRITERION D:

EXPLICATION
OF MEANING:

'f:eS-.llts in substantial f=otioruzl limitations in three or

more of the following areas of maJor life activitu: (i) self-

care; (ii) recevtive and exDressive Zar~~aqe: (iii) leamino;

(iv) mobilit:y; (v) self-direction; (vi) caoaoity for indeven-

dent living; and (vii) economic sel?-sufficiencu:

Two parts of thiS criterion need explicating:

"results in substantial functional limitations" means that

a developmental disability results in an individual's having

major difficulties in performing certain tasks. The crucial

concept here is "substantial." The term is used to describe

the extent of a person's limitations in~ of three major

areas of life activity as Yell as to convey the overall

extent of a person's functional limitations. (See Table A.)

"the folloYing areas of major life activity'" each area

required its own explanation and definition. As has been

_ indicated, there are no universally agreed upon ways of

dividing major life activities into categories, nor is

there agreement on the precise meaning or content of

categories using the same title. Indeed, reviews of major

behavioral assessment tools reveal that there is little

uniformity among these tools. The importance of each major

area for a person might vary considerably with specific

activities contained within an area. (See Table A.)
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EXPLANATIONS Of AHE"'S Jon LlfL ...CTlVITY

ACTIVITY DfflNlTlON EXAlU'LfS Of SPfClflC ,A.CTIVlTlfS Of SKILLS OfSCH,PT'ON Of SunSTAIHI ...L 1I1tITATIOUS
I I I ~

So I' -Caro Dally actlvltl.s Vhlch anabla a
person to moot basic 11'0 noads

'or food, hyg lono and nppoarBflco

Eolln9' drinking, moftltl.llo mannors, uso

0' utonslls, mllstlcDtloR antj

swallowing.

Actlvltlos In two or rnoro_ 0' tho componont

sk II t areas IIlUS t bo por' armod at an ago
approprlato tovol:

rlr055In!J. undrosslon. hnlr iW'"

nnll carD, coro of clothing,

ovora I I ftppoaranco.

10110t lng, wash In!) aod bathing,
toothhrushlng.

Grooming:

Hygleno: • by anothof' porson and/or"

• with a ma)(lmum of hUlI\an dsslsti1nco and/or
.00 a continuing or ragular busls and/or

• 'III th a mZJI)dmum and ronular suporv Islon

and/or

• with such difficulty as to tako an

I I I 1__ -2!.Rusua Ily protractod amount of t llllQ

~
f;j

;p>

Receptive: mablo to tako In or prooo$s

yorba I and/or non-yerba I In'ormat lon, or doo~

so at an Ago appropriate level:

• with a InQ)(lmum of human asslstanco and/or

• on 11 coot Inulng or rogular bas Is

use of oro I or 51 gn languago or

othor Intoll191hlo 90sturos or

sounds, use of mochanl sms (such

A5 101tor bo~rd5 or typowrlters)

for exprosslon. Dnd communlcatlor

with othors, voice control.

undorstanding through Iistoning.

audl torv comprohond In9, lip road­

lng, comprehond log othor torms ol

communication (0.0. sinn lannu­

BOO, road IO!J)

ExproS5lva:

Reeopt I YO:

Communication Involving both

yorbal and non-vorbal bohavlor
6nabllng tho lndlvldunl both to

undorstand othors and to oxpross

Idoas/lnformatlon to othors.

E>eprosslv8J •.nabla to oxpross sol' (vorbdlly
or non-vorba 1,'1') In D manno' that can bo

undorstood bV others 2!... bo ablo 10 o)(('Iro$S

sol' at on ann approprla10 loval only:

• with a maximum 0' humnn Dsslstanco 00 a

coot lnulng or rogular 1)("1515 and/or

• with such dlfllculty thnt an unusually

protractod tlmo 15 required nnd/or

• I' ahlo to bo undorstood only by a sm,,11

-I I -------- f--_1J!~~,-pooJ!.lo _

Rocept I vo an

Expressive

l.angUl'ge

>
o

loarnln!) GonorD I c~n I t I vo compoteoce 4ntt I Cogn I t Ion:

obility to acquire now bohavlors,

perceptions dod Information. and

to apply oXfH)rlencos In now I R010nllon:

sl tuat Ions.

ROi\C;Ofll nip

Bblll tv to undnrs1and Informat lor

,-aconn I t ion.

mounry. knowlodno.

",hI Illy 10 fYlnorallzo. to concop­

tlJill110. to soo roliltlonshlps

amonn rlnros 0' Infof"lllatlon, to
u.... n .,h",trnct cOflco('l1s.

Coon I t Ion, retont Ion and rCDson Ing aro Im­

palrod such tllnt tho porson 15 lNH'blo, or Is

fJx1romol·y Ilmltod In ablllt)', ovon with spov

lallzol1 Intorventlon. 10 l)cqulro now know­

IOllno or trans 'or know lodgo and !>kliis to nm

Sltu'ltloos. Spocl'lclllly only "hlo to (lor­

'orm. "It substnntlally halow d!lf} ."lppropri.,to

lovol s. pro-i\cildomlc "tid .lClldotlllr t ...."ks

1.--.-.-.. I _

Pro-AUlllomlc rO.lltlog. 14rltlng. 'lu."llltltatlvn

Dnd AI:i)dluIllc ,tCtlvltlos, sh."lpn ..,vi color

_ Sk_IJ..~o;_~ I.!:!!'.!l!~~~"- _ ----------- -I



- ,
EXPLANATIONS or AI1EAS _ .1011 lifE ACTIVITY

ACTIVITY DEfiNITION EXAttPLES Of SPfClflC ACTIVITIES Of SKillS DESCRIPTION Of SUilSTANTlAL lIlUlATIONS
I II I -- I II

MObility .1010'- dovolopmont"lIfld ability to

U50 'Ino Bnd gross motor skills.
Ability to rrovo ooo's parson froll
000 placo to llnothor with or

without mechanlcOlI aids.

'~ovornont;

Gross Motor
Cootrot:

fino t-Iotor

Control:

craWling, ~lIlkln9, cllmhlnn. usc

of mobility and aids such ns
crutchos, wheolchalr, OHIO or
walker.

balance. posturo, 5Ittln~, stand­
Ing, roiling_

fllanual doxtorlty, precision
movoments, ability to control or
dlract meehanlcel dovl~85.

.!:!nablo to porlorm nobility skllls.2!.. No out
01 'our actlvttlos can only he perfo(mod at
an agn ap p.... apr Iato lovol:

• with maximum hUfllan asslstanco and/or

• on a rogular or continuing 00515 and/or
• with such dl"ltulty that an Uflu5ually

protractod tlmo Is ,..oqulred and/or

• I t a bd .... r.or-'roo onv I.... oomeot 15 roqul rod

Coordination: oyo-hand, porcoptual-motor, body
motor.

"~

~If- I Managomont And taking control

Direction OVO" ono's social and Il0,-sonal

11'0. Abl I Ity to make doclslon~

Bfloctlng Dnd p,-otoctlng 0110 15

own I"forests_

Sol '-ConcoJ~t: s_ol '-ost_~~~ sol '-coofldonce

SOclhllzntlon: a"oct, nmotlon, soclnl nwara­
noss, emotional st8blllty,

leisure lime DCtlvltlos, commun­
Ity Involvomont ..

Unnh~...!.-~t an D9:~ appropr~-.!te lovol, to Inl­
t IAto and/or ma'ntaln porsonal rolatlonshlps,
to hoh.1V6 socially In an ilccoptablo manoor,
or to oxorclso Judgmonls or can only do so
with:

~
&;
>

• maximum 5uporvlslon on a rogular basis
and/or

• moxlmum humdn asslstanco part Icular I y In
portormln!} tdsks ldslc 10 it porson1s
nbliity to protect hls/hor own (Iohts

rosponslbillty, doclslon making_InitiAtive:

OrIentation: awarenoss 0' envlronmont, cospan-
1 II J slvonoss to onvlronmont ..



= EXPLANATIONS Of ARfAS JOR LifE ACTIVITY

ACTlYITY DEfiNITION ,EXAllPLES Of SPfClflC ACTIVITIES Of SKillS, OfSClllPTIOIl Of SUBSTANTIAL LIIUTATlOtIS
I I - I iT

Capac I ty for

Inct"pondcnt
1I \of I09

Ago opproprlotd obility to Ilvo
without oxtraordlnary assistance
'rom other- parsons, espoclally t

maintain nQr~'1 soclotal ro105.

Uou50kooplng: cloanlng, malntonanC8, ,,",oklng

lxu.s, cooklno. laundry, caro 0'
clothing_

Activities In ono or moro of tho J areas

cannot he pertormed at on ago approprlato
lovol only:

J
J

EconomIc

5011 -

SuI' Ie l'locy

Maintaining adoquate omploVmont
and flnnncial support.

Abllltv to O.lrn ,1 "living wago."

not, altor pavmont 01 o)(tra­

ordlnarv o><flf)nsoS occllslonnl! hv

tllO dlsobl I ltv_ Absenco 01

dopondence 00 fomlly or \0101 'aro

tor f I nllnc I a I suppar t _

FamI! V
Support:

Monoy

t-tana!]omont:

Hoalth anti
So'oty:

lolsuro Time

Actlvltlos:

USing tho
COfmlun I ty

Rosourcos:

Pro-

VOCilt lonn I &

VocallorMI

Skills:

Work

Adj us tmant :

Job Find Ing:

malntDlnlng rolatlonshlps, bol,,!)
a spouso, paront Ino.

budgot loq, purchasing. kooplng
track of oxpondlturos, using
monoy.

50lectlng approprlato clothing.
balancod nutrition, hoalth and

5-,,'oty.

rocreatlon, cultural actlvltlos,
rollglou5 actlvltlos, social
actlvltlos, clubs.

using tr8nsp~rt8tlon, tolephono,
post otflco, storos, and othor

community rosources.

8hliity to porlorm tasks

requlrod 'or a job. a~llfty to

IOd,-n noW' skills as nooltod.

promptness. work habits. ndjust­

mont to work env Ironmont.

abll ltv to locate approprlato

work, Intorv lowln!) sk III s, pro­

sontatlon of sol f.

• porlonl\od bV anothar porson and/or

• wi th mo)(lmum human asslstanco OIl a rogula

basis and/or

• " continuing suporvision Is provldod
ilnd/or

• with such difficulty as to toko an

unusually protractod UfllOLN,t 0' IltnQ Dod/OIl

• If baerler-Iroo onvlron..ont 0)(1515

Act I vi t los In 000 or Irore 0' tho four areas.

cannot bo porformod Ittloquatol y such that
lottlvldual Is 'ully (u.pondont (or for

eh II drOll Is 11 kol Y to bo etopondont) upon

oxtornal {public and prlvi'ltol 5011("005 0'

monovas d rosult of Ilmltod abllltv to find

aod koop adoquato omploymont

~
I'i
:.-

,

I U _~_ I Income: fHl,.._n~"!pi)clfy. ..l--



TABLE Il, REl.ATIONSHIII!- JlHONG LIFE ACTIVITY' LIMITATIONS

LIFE ACTIVITY LIMITATIONS

r

W
I-'

LIFE
ACTIVITY

LIMITATIONS
. -

Self-care X

Expressive and
Receptive Language - X X X

Learning X X - X X X X

Mobility X - X X

Sel f-direction
- X X

Independent
I I I I ILLving I -- I X

Ecolfomic Self-
I ISufficiency I I I I X

X = Presence of life activity limitation

Example: If a person is limited in SELF-CARE. it is likel y hel
she "ill also be limited in INDEPENDENT LIVING and
ECONOMIC SELF-SUFFICIENCY,



DEFINITIONS
OF KEY WORDS:

SUBSTANTIAL:

ruNCTIONlI.L
LIMITATION

AREAS OF
MAJOR LIFE
ACTIVITY

ISSUES:

severe; major; with reference to functional limitation, it

means considerably below expected level of functioning for

age group *

limited ability or inability to perform specified tasks

aspects of functioning in "normal" society. groups of specific

tasks that comprise the bulk of what people do and/or need to

do to perform in society

There are three major factors that need to be taken into

account in 9ttempting to assess a life activity limitation:

age, environment and partial limitations.

1.. Age: The most central and potentially problematic factor in attempting to

determine if a person is substantially limited in a life activity area is that

person's age. The standard for expected performance in each of the seven

areas is a direct function of age. As indicated above, the concept of

substantial limitation has implicit in it the concept of performance against

age appropriate behavior for each major age group: children, working age

adults and older adults.

a. Children. For infants and children under age five the life activity

limitations have to be interpreted somewhat differently than for older

persons. For very young infants the maj or manifestations of a develop-

mental disability might be in only one area initially such as mobility or

learning. However, for a young child, having a major deficit in one area

such as learning, mobility, receptive language (e.g., deafness) is even

* Three standard deviations belmJ the norm is being recomnended for the DD definition.
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more likely than in an adult to have a pervasive impact on that child's

ability to acquire basic skills and to function later in life. For a child

under the age-of ,one, there would also be relatively feY self-care criteria.

A child as young as one year old. will nave Begun to acquire certain basic

self care skills, suc~ as self-feeding, but other areas of functioning

such as capacity for independent living, self-direction and economic

self-sufficiency will not take on much meaning until a child is older.

For an infant, however, it is reasonable to expect that his or her ability

to acquire these more advanced skills yill be limited by early major

limitations in an area such as learning or mobility. Similarly, for an

older child we can begin to see limitations first in self-care, and then

both in capacity for independent living and self direction. These three

areas will need to be regarded in terms of age-appropriate levels. Thus,

it might be reasonable to expect that most three year aIds are toilet

traine~ but not that they can tie their oYn shoes. Similarly, even a

young child can begin to evidence self-direction in terms of the ability

to make simple choices for themselves. Independent living can be seen in

terms of early ability to help set the table, put one's toys away or begin

to get around the neighborhood. Age appropriate measures can, then,

reasonably be expected to be made in these areas. Economic self sufficiency

is clearly not an area in which we normally have expectations for persons

under 18 and in many instances even under age 22, However, if a young

child is substantially limited in tyO of the other areas listed in the

definition, there is a reasonable expectation that those limitations will

create problems for the individual in terms of obtaining and maintaining

a job and in supporting him or herself. This last area, then, is most

problematic for children but can be reasonably regarded as a likely area'of

difficulty for children with major difficulties in the other areas that

are mentioned.
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b. Older Adults. For many adults over age 65 the concept of economic self­

sufficiency begins to lose meaning upon retirement from the work force. It

is, therefore, difficult to measure current economic self-sufficiency. To

measure this dimension it then is necessary to develop concepts of past

economic self-sufficiency just as for children it is necessary to have a

concept of future or potential economic self-sufficiency. Therefore, we

recommend that an effort be made to obtain information on past economic

self-sufficiency. It should also be noted that the aging process, particu­

larly after age 65, is likely to result in functional losses that compound

any that a person had earlier in life and would increase the likelihood

that a developmentally disabled person who was functioning with relatively

few supports during adulthood would require services.

Z. Environment: The second factor that influences judgement regarding the

substantiality of a person's limitation is the environment in which that person

is living. The impact of the environment is greatest on the three more complex

life activities--self-direction, capacity for independent living and economic

self-sufficiency. Particularly for these area~ tha demands or constraints of

the environment need to be taken into account when judging the extent to which

a person is substantially limited. The environment creates different standards

or norms for these life activities and also imposes differing constraints. For

example, in a rural area ability to drive a car might be very important for a

person's capacity for independent liVing whereas in an urban area using public

transportation might be more important. Similarly, ability to earn a living

is only partly a result ~f a person's inherent capacity and is also a functiort

of the job opportunities. available in the community.

I~ is necessary,. ~herefore, to arrive at measures that either cut across

different environments uniformly or

application to different settings.
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3. Partial Limitations. Each of the ~ajor li~e activity areas is really comprised

of many different skill areas (see definitions above), Although the component

skill areas are related to each other it is possible to be limited in some and

not in others or at least to be limited in a non-uniform fashion. This raises

the question: when is a person considered substantially limited in the overall

activity area given that partial limitations within the area exist?

Does a substantial limitation in one area, such as dressing, equal a partial

limitation in all components of self-care? Does being limited only in dressing

constitute a self-care limitation? Similar questions can be raised for each of

the life activity areas.

If,as a result of a major limitation in one aspect of a life activity area or an

accumulation of less substantial limitations in all aspects of a life activity

area, a person needs the types of assistance identified above, then it is.

appropriate to consider the person to be substantially limited in that life

activity area.

Recommended guidelines for substantiality are provided in the definitions above.
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The te!'m "deveZopmem;aZ disability" means a severe, chronic disabiZity of a

person which:

DEFINITION
CRITERION E:

EXPLICATION
OF MEANING:

DEFINITION
OF KEY WORDS:

refZects the person's need for a combination and sequence of speciaZ

interdiscipZincr:ru, or generic care, ~eat:me7!t, or other se'Z'Vices

which are of ZifeZona or e:::tended duration and are individuaZZl{

p Zanned and coordinated.

This criterion means that a person with a developmental disability

is likely to need many services throughout life. It does not mean

that all developmentally disabled persons will need the same types

or amounts of servic'es, nor does it mean that any particular develop-

mentally disable ,in)iividual will need the same types or amounts

of services throughout the lifespan. This criterion reinforces the

pervasiveness and complexity of severe developmental disabilities.

COMBINTATION more than one concurrent activity

SEQUENCE more than one activity following one another over time

SPECIAL aimed specifically at persons with developmental or other disabilities

INTERDIS-
CIPLINARY drawing on the expertise of multiple professions (e.g., medicine,

psychology, nursing, social work, physical therapy), including

through a team approach of a combination of professionals and

paraprofessionals from different disciplines working together for

the benefit of the developmentally disabled individual rather than
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a collection of individuals from multiple professions who work

independently without the benefit of shared expenses

GENERIC

TREATMENT

OTHER
SERVICES

LIFELONG OR
EXTENDED
DURATION

aimed at a population defined by a common need, not at a

categorically defined population; in particular, not specifically

designed for,or limited to, serving disabled individuals

supportive activities aimed primarily at maintenance

Activities aimed at improvement, alleviation and possible cure of

symptoms or damage to a body system

other individually oriented activities aimed at meeting a person's

needs, not readily met by that person for himself

Without known end; with an expectation of lasting forever ~hrough-

out a person's life)

INDIVIDUALLY
PLANNED arranged for each client, with explicit needs, goals, objectives,

time frames and procedures identified for that person

INDIVIDUALLY
COORDINATED managed by a person or process which ensures that activities provided

each client fit into a package that does not have conflicting or

needlessly duplicative aspects at any given time or over time

ISSUES: The administration of coordinated care requires communication among

agencies. The selection of universal measurement instruments and

the coordination of record keeping may be difficult to achieve in

some jurisdictions. The long term care nature of developmental

disabilities presents another administrative problem. Nonetheless,

case management and other coordinative mechaniscs exist which serve

to operationalize this criterion.
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SummarY

A number of points from Sections II and III need to be highlighted:

• The selection and interpretation of measurement tools for answering

the questions are left to the users of the operational definition.

No Federal or even State guidelines exist that specify which scores

on which tests should be used to say a person has met a particular

criterion. The state of the art and complexity of the task make

such guidelines unlikely and possibly undesirable. An agency

might wish to set its own standards. In most instances, the

prof~ssionals who are called upon to determine if a person meets a

criterion will be ex~ected to select and interpret tests appro-

. priately. The main area of difficulty is measuring substantial

functional limitations in the seven major life activity areas. At

the end of Section II a bibliography of some compilations and

analyses of currently available behavioral assessment tools and

standard references is provided.

• A major difficulty in implementing the definition is determining

how to interpret it across various age groups, particularly for

very young children.

• A variety of professionals may be needed to assess whether an

individuai meets all of the criteria in the definition. Soma

of the most appropriate professionals to answer the questions

associated with each criterion are included in Table A.

• As the operational definition is used and evolves, additional

refinements to the precise meaning of certain words or phrases

can be expected. There may also be issues raised which were not

anticipated in this paper. As long as the focus on the basic
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meaning of the definition is kept clear, these refinements or

issues should not result in major changes. w~ile this document

cannot be regarded as the "last word" it does provide a basic

framework which allowS users to apply the definition appro­

priately and responsively.

--
39



IV. KEY SCREENING QUESTIONS CHECKLIST

The term "deveLopmental di.sahiLit"':f" means c: severe, chroni.c disabiLi1;y

of a person which:

Is there reason to believe that the person or group of
persons has a severe, chronic disability.?

A. is at1:l'ibutahle to mental or physical impairment 01"

combination of mental and physicaL impairments';

Does the person or group of persons have a measurable
physical and/or mental impairment as determined by a
qualified professional?

CHECK:

YES__

CHECK TWO:

YES__

NO

~O

Is the person's or group Of persons' ~isability, i.e., his
or her limited ability to function, a result of the
impairments? YES__

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

Did the impairment itself begin prior to age twenty­
two?

AND

CHECK TWO:

• YES--

Did the impairment result in severe functional limitations
(or disability) prior to age twenty-two? YES__ NO

C. is LikeLy to continue indefinitely;
CHECK AT
LEAST ONE:

Is the body system that is impaired one which is known not
to retain capacity once damaged?

OR

Is the condition causing the mental and/or physical
impairment one which is known to be chronic with little
expectations of remediation or cure?

OR

Is it professional judgement that the person is likely to
remain impaired for the forseeable future?

YES__

YES__

YES__

CHECK:

NO__

NO__

NO__

Is the disability likely to endure even if educational
interventions, environmental modifications or similar
efforts are made to increase the person's or group of persons'
ability to function? YES NO _
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D. resuLts in substantiaL functionaL Limitations in three or

more of the foUowing areas of major Life activity: (i)

seLf-care; (ii) receptive and expressive Lanquaqe; (iii)

Learninq; (ivi mobiLity; (v) seLf-direction; (vi) capacity

for independent Living; and (vii) economic seLf-sufficiency;

Is the person or group of persons performing below the
level expected for his or her age in three or more of
the following areas:

Self-care
Receptive and E:qrressive Language
Learning
Mobility
Se1f-direction
Capacity for Independent Living
Economic Self-sufficiency

AND

Is the person' $ or group of persons ,. level of performance
at least 3 standard deviations below expected for the
person's age?

OR

Is assistance needed that is at least tvice that
expected for the person's age?

E. refZects the person's or group of persons I need for a

combination and sequence of speciaL, interdiscipLinary,

or generic care, treatment or other services which are

of lifelong or extended d:u:ration and are individuaUy

pZanned and coordinated.

CHECK:

YES__

YES__

YES__

NO,__

NO__

NO__

CHECK FOUR:

Does the person or group of persons need a combination
of mote than one type of service, care or treatment?
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AND

Does the person or group of persons need a combination
of service, care and treatment sequenced over a prolonged
(potentially lifelong) period of time?

AND

Does the person or group of persons need services, care
or treatment provided by personnel trained in a variety
of disciplines?

Do the services, care, or treatment provided to the
person or group of persons need to be individually
planned and coordinated concurrently and over time?
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YES,__

n:s__

n:S__

NO

NO

NO


