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1. INTRODUCTION
The focus of the definition of Developmental Disabilities is om

individuals with severe, chronic disabilities beginning in childhood which

have a pervasive impact on their ability fo function in society and which

lead to the need for a variety of ssrvices over time. This focus was kept

in mind during the process of operationalizing each compouent of the
definition,

A number of important limitaticns exist in attempting to
operationazlize the definitiocn:

Different applicarions may require different approaches to
operationalization., We have identified three major uses for the
operational definition, the first of which is presenmted 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 with which recipients of DD funds tend to be most concerned,
Protection and Advocacy Systems offering individual advocacy
services are also coancerned with this application.

2. For Plauning: The definition can be used to identify a target
group that can be described with ifs need identified and be
located within the existing service system for planning and
development purpases. This i3 the primary use that the Stats OD
Planning Councils can make of the defiaition.

3, Data Analyais/Population 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 coutain information that directly matches
the criteria for a2 developmental disability, it is necessary to
operationalize the definition using existing survey information to
estimare the prevalence of people meeting the DD definitiom
eriteria.

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

in other products developed for the current project.*

* An operational definition f£or use with the 1976 Survey of Income and
Education data is presented in a separate document prepared under
contract #HEW-105-78-5003 and purchase order #SA-80-7684.



What is an "Operational Definition'?

An gperational definition is one that can be easily used for specific
purposas. To be effective and uss=zhle it should meet certain criteria:
4 an operational definition should zzfer to a specific measurable
condition which may range from completely present in some people
to completely absent in othersy

e it should be user—oriented;

& it should contain a2 statement of conditions under which an inter-
vention, such as treatment, should take place;

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

¢ It should be clear and concise,
The definition of a "developmental disability"” that is countained 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. Ratﬁer, the operational definition that is presented here builds
on and further explicates the mezning of the terms centained in the legislation.
The definition of developmentzl disabilities that is contained in P.L.

95-602 ig as follows:

"The term 'developmenial disability' means a severe, chromic disability
of a perscn which:
4. 1is attributable to a mental or physical impatrment or canbination
of mental end physical impairmenis;
3. is manifested before the persem atiains age twenty-two;
€, 1is likely to continue indefinitely;
D. results in substantial functional limitations in three or more of
the following areas of major life activity:
(1) self-care
(2] receptive and expressive language
(3) learning
(4) mobility
(5) self-directicn
(8] ecapacity for independent livirg, and
{7) economic self-sufficiency; and
. reflects the person’'s need for a corbination and sequence of
special, interdisciplinary, or generic care, treavment, or other
services which are of lifelong or extended curation and are indivi-
dually plarmed and coordinated.”

Ly

2



The next secticns of this paper are:

iI.

I1I.

Iv.

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
questicns are expected Lo be of most direct assistance to direct
service providers, but should be relevant tc planners as well if
the questions are regarded as dimensions for describing a target

population.

Addiriconal explication of the definition of developmental

disabilities. This section builds on previous project work,, It

provides additional definitions of kay words and defines some

remaining issues in implementing the definition.

Key screening questions for determining if an individual (or group

of individuals) is developmentally disabled. This section repeats

the screening questions from Section II without any explanations
and with the addition cf check-off boxes. This section is provided
for possible direct use zs a screening tool for determining whether

or not a person has a developmental diszabilicy.



IIL.

KEY SCREENING QUESTIONS AND FXPLANATIONS

This section is intended for use by program staff and others who wish
to determine whether or not an indiwvidual {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 di;abled. For a person to be
developmentally disabled all the criteria contained in the definition must

be met. However, some flexibility of interpretation is required when applying
the substantial funczional limitations {Criterion D} to children and older
adults (see the following sectiem 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 intrcduced by the first phrase of the definiticn.
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
question, suggestad measures for arriving at answers are presented. An
approach is indicated, including the type of professicnal who would be involved
in determing if a criterion is met and the types of assessment tools that might

be appropriate.



DEFINITION
INTRODUCTION: The term "developmental disabilily' means a severe, chronic

disability of a perscn vhich:

QUESTION: Does the person or group of persons have major and loag lascing

pervasive limitation in ability to function in sociaty?

MEASURES: This phrase functions as an initial screening item., All the
4 remaining criteriz in the definition provide further explication

of the characteristics of the basic '"severe, chromic disabilitv”

that comprises a developmental disability.

The measuress for severe are explicated 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 larer criteria
that require "indefinite duration" of the disabilicy itself

and of the need for services.

A "disability™ 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 limitatiom, im the
case of a developmental disability, must result frem a physical
and/or mental impairment rather than from such other factors as

the enviromment, cultural deprivation or other experiences.



The term "developmental disability” means a ssvere, chronic disability

of a person which:

CRITERICON A:

QUESTIONS:

AND

MEASURES :

i3 atiributable to mental or phystical impairmaent or

combinaticn of mental and phystical impairments;

Does the person have a measurable physical and/or mental

impairment as determined by a qualified professiconal?

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

ability to function, a result of the impairments?

Both questions can be answered through the szme process.

Presence of an impairment should, in general, be
determined either by a physician (preferably a

psychiatrist or a neurologist) or by a clinical psvchologist.

The precise procedures to be used are appropriately
determined by the gqualified professional in response to

the manifestations of the apparent impairment.



The term "developmental disabilicy' means a severe, chronic disability

of a person which:

CRITERION B:

QUESTIONS:

MEASURES:

is manifested before the person attains age twenty-two;
Did the disability itself begin prior to age twenty~twa?

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 rasulted in a
severe disability (as defimed in Criterion D) prior to

this age. Thus, an impairment or combinaticu 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-two, these questions
are answeraed at the time a determination is
made regarding the presence of a physical and/or mental

impéirment.

For individuals over age twenty-two, these questions can be
answered by reviewing a person's history. Reliable information
should be sought 2nd 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

funectional limitation.



It need not have manifest itse2lf in I{ts most severe fornm
but must be severe enough to intarfere with the acquisi-

tion of basic skills.

This creates problems, however, with the inclusion of
individuals with certain conditions that, with early
intervention upon their inirial and relacively mild
manifestation may be prevented from beconing more severe
later in life such as juvenile diabetes. Alsc excluded
might be most people with conditions such as multiple
sclerosis that are not likely to have severe manifesta-
tions prior to age 22. 7This is consistent with the
notion that not all conditions that result in disabilities
will necessarily result in a2 developmental disability.

The essence of a developmental disability is that
ir has a major impact cn a person's ability to function
during the cruecial developmental years when skill
acquisition and preparation for adult functioning is
taking place. In general, a condition that has not yet
become a severe disability, but that has the potentisl
of becoming one in adulthood would not be incliuded as

”~

a developmental disabilitv, although ones that are

severe prior to age twenty-two and become progressively



more severe later would be. This in no way implies that
such conditions should not receive full attencicn and
early interventicn services, but only that thev do aot
appropriately fall within the purview of the developmental

disabilities program.*

% A companion document from this project inciudes a brief description of some
major conditicns that have been mentioned as likely to lead to developmental
disability and a more complete list of other conditions less likaly ta
result in a developmental disability because they zre unlikely to meet a
criterion such as manifestation prior to age twenty-two.



The term "developmental disability" means a severe, chronic disability

of a person whicn

CRITERICN C:

QUESTIONS:

AND

MEASURES:

ig likely to continue indefinitely;

Is/are the body system(s] that is/are impaired ome which is
known not to regain capacity once damaged even with medical
or surgical intervention?

OR
Is the condition causing the mental and/or physical impairment(s)
one which is known to be chronic with litcle expectation of
remediation or cure?

OR

Is it professionzl judgment that the persom is likely to

remain impaired for the forsesable future?

Is/are the major limitation (8] likely to be reduced but not
eliminated by interventions, envirommental modifications or
similar efforts which are made to increase the person's ability
to functicn?

There is considerable medical knowledge based upon the current
state of the art im treating and projecting the ccurse of specific
disorders leading to impairments. However no standard measures
exist to predict the duration of resultant functional limitation
or disability. 1In general, a medical evaluation will be required
to determine the chrounicity of a condition or an impairment.

The trajectory or life course of a disability can usually be
projected by such professionals as physicians (physiatrists,
neurologists, psychiatrists), nurses, therapists, counselors,

and psychologists,

— 10



The term "developmental disadility” means a severe, chromic disability of

a person uhich:

CRITERIONW D:

QUESTIONS:

MEASURES:

results in subtantial funciional limitavions im three or
more of the following areas of major life activity:

(1) self-care; (1i) receptive and expressive Language;
(111) learming; (iv] mobility; (v} self-direction;
(vi) eapacity for independent living; and {(vii) economic

self-suffictency;

Is the person performing below the level expectad for his or

her age in three or more of the following areas:

Self-care

Receptive and Expressive Language

Learning

Mobility

Self-Direction

Capacity for Independent Living

Economic Self-Sufficiency
Is the person’s level of performance at least three standard
deviations below.norm for the perscn’s age on standardized tesgts?

OR

Is required assistance at least twice that expectad

for the person's age?

Many tests exist that measure limitations in life activities.
These tests include measures of physical as well as mental

ability to perform specific tasks., However, measuring a sub-

11



stantial limitacion in each of the life activity areas will
be cemplicated 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)

¢ Vo one tesrt can be used for all age groups or all
types of impairments

¢ Good age norms do not necesgarily exis: for many
of the available tests

o Different professionals may be needed to test an
individual zcross or within the different areas

These and other coustraints are discussed in various handbooks
and compilations of behavioral assessment tools (see Raferences

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

may be able Lo make the desired tests,

The measurement of substantial functional limirations for
various age groups is particularly problematic. For the
elderly population, Both the impairment and tesultiné
disability must have been manifested before zge 22 for an
adult to be considered developmentally disabled. Hxrever,
in terms of current functioning, not all seven areas of
-1ife activity have equal relevance for persons of all ages.
Specifically, for many individuals over age 83 tvpical
concepts of economic self-sufficiency would not be
appropriate just as they would not for most individuals
under age 22, Similarly, for wvery young children, parti-

cularly pre~schecl children under age 5, czpacity for



independent living will be different than it will for
older children and in turn will be different agzain for
adults, In gection III of this paper there is a
discussicn of how to interpret limitatioms in =ach of

the major life activity areas for different age groups.
Without arguing that the concepts have equal apolicability
for all ages, it is hoped that this discussion is useful
in showing liow to arrive at an age-appropriate interpre-

tation of each major life activity limitationm.

13



The term 'developmental disability! means a severe, chronic disability of

a person which:

CRITERICH E:

QUESTIONS :

MEASURES:

Reflects the person's need for a combination and sequence of
special, interdisciplinary_ or generic care, treatment or
other services which are of lifelong or extended duraiion and

are individually plawmed 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 sequencad cover a prolonged (potentially lifelang)

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 ne standardized tests or precedures for
determining current or projected future service needs. However,
there are many professionals with considerable expertisse to

help answer the questions. The perseon with overall responsibilicy
for determining whether or not a person has a developmental
disability, or another qualified professicnzl 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 person;

use of services by persons with similar conditions and
limitations;

the expressed needs of the primary consumer or his/her
parent, guardian or advocate,

measured deficits in funcrioning;

the expressed ability of any ome service provider to meet
the persoa's needs;

a person's individual habilitation plan, individual
education plan, or other individuzl plan.

15



i

MOST LYKELY PROFESSION OUPS TO CONDUCT ASSESSMENT OF

LADLE A

FaACH CRITERION

FOR A DE PMENTAL DISABIL1TY*
Thgrap—ib t )
(e.g., Physical, Social Worker, Other
Specialist Occupational Counselor, (e.g., Self
CRITERION Physician Educator Speech) Psychologist Case Manager Parent
—

A, Impalrment X X X
B. Before Age 22 X X X X
C. Chronic X .. X
D, Substantial !

Functional

Limitations

Self~care X X X

Receptive

and

Expressive

Language X X X

Learning X X X

Mobllity X X X

Self-

dircction X X

) Capacity

for

Independent

Living X X X

Economic

Self-

Sufficiency X X X
E. Services X X X X X X
X = Most likely professional to have the capaclty and techniques to assess criterion.
*

May be based on an assessment conducted s
be based on records of previous assessment

pecifically to determine the Presences of a develo
8.

pmental disability or may



III.

EXPLICATION OF THE DEFINITICN OF DEVELOPMENTAL DISABILITIES AND RELATED ISSUES
In this section the meaning of certain key terms containéd withim 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 1s explored in the order in which

it appears Iin the definitiom.
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DEY

INTRODUCTION: #

TXPLICATION
OF MEANING:#**

DEFINITIONS
OF KEY WORDS;#*=*

%

*kdk

INTITION

SEVERE

CHRONIC

The term 'develovmental disability' means a severe, chronic

digability of a person which:

The definition emphasizes in its introduczory phrase the
chronic and severe nature of a developmental disability. This
phrase does not modify or add to the content of the critsria

but simply reinforces thelr meaning zs indicated below,

"substantial functional limitaiions tn three or more . . .
areas of major life aectivity . . .” (CRITERION D) reflecting
" . . . the person’s need for a combination . . . of specical,
interdisciplinary, or genertic care, treatment, or other

services « . « . 7 (CRITERION E)

"likely to continue tndefinitely” (CRITERION C) and reflecting
" . . . the person’s nged for a . . . sequence of . . . care,
treatment, or other sarvices which are of lifelong or extended

duration « . . " {CRITERICN E)

The words underlined are defined in the "Rey Words" sectioms.

The "Explication' sections are taken directly from an earlier product of the
study: . Elinor Gollay, "The Modified Definirion of Deve lopmental Disabilities:
An Initial Exploration”, Morgan Management Systems, Inc., March, 1979.

In this section only, the definiticus 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 introductorv phrasess reiterates

other criteria rather than introducing new ones.



DISABILITY "Substantial functional limitations in . . . arsas of major
Pttt Bl 4
life activity . . " (CRITERION D) "attributable to a mental

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

20



The term 'developmental disability” means a severe, chronic disability of a

person which:

DEFINITION
CRITERION A:

EXPLICATION
JF MEANING:

i1s atiributable to a mental or physical impairment or combination

of mental and physiecal impairments;

There are two parts of this slement which need explication:

"{s attributzble to" means there is some casual relationship

between the presence of an Impairment and the disability .

No specific etiolecgies for the impairment itself are implied.

"a mental or physical impairment or combinztion 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 physioclogical,

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 Nagi in E.B. Whitten, ed., Pathology, Impairment, Functicmal Limitation
and Disability—TImplications for Practice, Research, Program and Palicy

Development and Service Delivery.

21



DEFINITION
OF KEY WORKS:

1S
ATTRIBUTABLE

)

MENTAL

PHYSICAL

IMPATRMENT

ISSUESY

is caused by

of, or pertaining to, the brain

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

muscles; CTrgans; nerves; e2LC.

Physiclegical, anatomical or mental loss or other

abnormality or both

The cause of the impairment or specific conditiom

leading to the Impairment is not
no impact on presence or absence
in very young children (infants)

to determine presence of certain

22

relevant. Age has
of impairment, but
it may be difficulr

impaitments.



The term "developmental disability” means a severs, chronic disability of

a person which:

DEFINITION
CRITERICHN B:

FXPLICATION .
0F MEANING:

DEFINITION
QF KEY WORDS:

1s
MANTFESTED

ATTATINS

AGE
TWENTY-TWO

15 manirested before the person attains age twernty-two.

This element has two parts that need explication:

"is manifested” means that the disability (and its warious

functional limitations) actually appears and begins to have
its impact on a3 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; i.e., if conditio is degenerative it
need not have reached its peak befdre age twenty-two but needs

to have begun intervening.

"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 limfiting impacts ¢n a person's funetioning
prior to age twenty-two or during the developmental period,

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

is apparent; is present in visible form (to be differentiated
from originated which may or many not be manifested)

reaches

twenty-second birthday

23



ISSUES:

Age twenty-two 1s an arbitrary cut-off, Responsive and
respousible services should be somewhat flexible 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.
Fundgwfrom the Developﬁgﬁzél Disabilities Program should

focus only on persons whose disability manifested prier to

age twenty-two. However, a service for adults nead nect

. necaessarily best be designed only for develoomentally

disabled persons but might best serve people's needs 1f it
draws on other finding sources as well and serves a somewhat

broader population.

24



The term "developmentcl disability! means a severe, chronic disability

of a person which:

DEFINITICON
CRITERION C:

EXPLICATION
OF MEANING:

DEFINITION
OF XEY WORDS:

IS LIKELY

CONTINUE

INDEFINITELY

ISSUES:

13 likely to continue indefinitely:

This criterion means that a developmental disability is one
which has a reasonable likeiihcod of continuing for a
protracted period of time, including a reazsomnable likelihocod
that it will continue throughout a person's life. The long
term quality of a developmental disability is reiterated in

the criterfon on service need.

can be expected to, according to common knowledge

and/or professionzl judgement

endure, remain

without known end; with an expectation of lasting forever

{throughout a person’s life)

s

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
available medical and non-medical remediation techniques and
may be modified as these technologies improve. Expectation of
long duration will increase as a condirion has already endured,
making it easier to predict continued duration for older people.

Predictions of chronicity may be difficult for infants and

25



young children, Eowever, for such individuals, being
"at risk" of having a chroumic disability will be adequate

to meet this criterion.

26



The term "developmental disability” means a severe, chromic disabilicy of

a person which:

DEFINITION
CRITERION D: results in substanitial functional limitatioms in three or
' more of the following areas of major life getivity: (i) self-

care; (it) receptive and exvressive lancugge; (1iii) leaming;
(tv} mobility; (v) self-direction; (vi) cavacity for indeven-
dent living; and (vii) economic selrf-suffictencu:

EXPLICATION

OF MEANING: Two parts of this criterion need explicating:

“"results in substantial functional limiracjons™ means that

a developmental disability results in an individual's having
major difficulties in performing certain tasks. The crucial
conucept here is "substantial.” The term is used to describe
the extent of a person's limitations in each of three major
areas of life activity as well as to convey the overall

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

"the following areas of major life activity' each area

required its own explanation and definition. As has been

. indicated, theras are no universally agreed upon ways of
dividing major 1ife activities into categories, nor is
there'agreement on the precise meaning or coantent of
categories using the same title. Indeed, reviews of major
behavioral assessment tools reveal that there is little
uniformity among thesa 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 AREAS JOn LIFC ACTIVITY

ACTIVITY DEFINITION EXAHPLES OF SPFCIFIC ACTIVITINS OF SKILLS OFSCRIPTION OF SUNSTANTIAL LIHITATIONS
Sott-Care Daity activities which enable a Eating: drinking, moaltimo mannors, uso Actlivities In two or more of tho component
person fo meot basic life necds of utonslis, mastica¥ion and sklll areas must bo porformod at an age
for food, hygleno and appearanco swal lowing. approprlate lavoli
Hyglena: lolleting, washing and bathing, s by ancther porson and/or
toothbrushing. e with a maximum of human ssslstanco and/or
¢ on a continuing or reqular basls and/or
Groomlag: drossing, uwndressing, halr and s with a maxlmum and reqguiar supervislon

Roceptive ang
Exprossive

nall cara, cero of ciothlng,
ovarall appoarance.

and /or
o with such dlitticulty as to take an
uausually profracted amount of tlmo

Communlicatlon Involving both
verbal and pon-vorbal bohavlar

Expresslve; use of oral or slgn language or

othor Intaetliglihle gostures or

Rocoptive: wnable to ¥ake In or promss
vorbal and/or non-verbal tntormafion, or dao:

Language enabllng the Indlviduatl both to sounds, use of machanisms {such so at an ago appropriate level:
understand othars and to expross as {ettoer boards or typowrlters) o with a maxlmum of human asslstanca and/or
ideas/Intormation to others. for exprosslon, and communicatlor e on a conllinulng or reqular basls
with othors, volce control.
Expresslive: wnablo to oxpross sell (verbally
: Receptivo: undorstanding through listening, | or non-verbaliy) In » mannai that can be
auditory comprehonding, 11p read-| understood by others or bo able 1o oxpress
Ing, comprehendling othar torms ol self at an ago appropriate laevel only:
communlcatlon (0.q. slgn lanqu- e with a maxImum ol humpn ass!stanco on a
ago, roadlng} continulng or regqular basls and/or
o with such dlificulty that an unusually
protractod tlmo s roquired and/or
e If ahla to bo undorstoad only by a small
qroup of poople
Loarnlng Gonoral cognltlve compatence and [ Coqnltion: ablilty to understand Informatlor| Cognitlon, reteatlon and reasoning are Im-
abllity to acqulre nev behavlors, recognltion. ' palrod such that the porson Is waable, or s
parcoptions and Information, and axtromofy llmlted in ablilty, evon with spoc-
to apply exporlaencas In now Reotent lon; momnry, knowlodgo, lajbzod intarvention, 1o acqulre now know-

sltuatlons.

j__k_l_l_l_ S

Raasonindg:
tuallzn, to soe rolatlanships
amonq plecos ol Informatlon, to
win ahstract concepis.,

Pro-Acalamic roading, writing, quantitativa

and Acadomlc activitios, shapo and color

rocoqnltlon, olc.

Aahtllty to goanarallzo, to concap-

ladgo or transfor knowlodgo and skillls to nav
sltuatlons. Spocliically onty ahla to por-
torm, at substantially bolow agn appropriate

invals, pro-acadomlc and acadomic tashks

— e A
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EXPLANATIONS OF AREAS smm

JOIt LIFE ACTIVITY

EXAHPLES OF SPFCIFIC ACTIVITIES OF SKILLS

DESCRIPTION OF SUBSTANTIAL LIHITATIONS

Gross Motor

Coordinatlon:

crawting, walklag, climbhing, use
of moblii¥y and alds such as
crutches, wheelchalr, cana or
walker,

balance, posture, slttlng, stand
ing, rolllng.

manual dexterlty, preclsion
movamants, ablllty to control or
dlrect mechanlcal davlees.

eyo~hand, porceptual-motar, btody]
motor.

[* X9

SalI-Concapt:

ACTIVITY DEFINITION
Mobitity Hotor dovalopmént -and abliiity to| Hovoemont:
use {ine and gross motor sklils.
Abltity to move ono's person Irog
ono place to anothor wlih or
wlthout mechanical alds,
Control:
[ Fline Motor
Control:
Self- Managemant and taking control
Direction aver one's soclal and porsonal

Ifoe.
atfecting snd protecting ona's

Abll |ty to make dacislons

own Intoraests,

Soctalizatton: aflact, amotlon, social awara-—

Inftiative:

Ortentation:

selt-estoom, solt-confidonce.

naess, emoflonal stablllty,
lelsure time activities, commun-
11y Invalvomont,

responsliblitity, declslon making.

awarenoss of environmont, respon-
slvonass to environmont,

Unable to porform mabl i1ty skitls or two out
of four activities can only be porlormoed at
an age approprlate level:

e with maxlmum human assistance and/or

& on a rogular or contlinulng basls and/or

® wlith such dlifflcuity that an unusually
protracted ¥flme §s roquired and/or

o |t a barrtor-freo environment |s roqulrod

Unable, at an age appropriate lavol, fo Inl-
1late and/or malntain porsonal ralationships,
To hohave soclally In an accaptable manaor,
or to oxerclsa Judgmonis or can only do so
with:

& maximum suparvision on a regular basls
and for

& moximum human asslstance partlculariy In
portorming tasks taslec lo a porson's
abltity to protect his/her own rlqghts

Y TISCL



ACTIVITY

DEFINITION

EXPLANATIONS OF ARFAS

JOR LIFE ACTIVATY

EXMIWPLES OF SPECIFIC ACTIVITIES OF SKILLS

DESCRIPTION OF SURSTANTIAL LIMITATIONS

Capaclty for
Indapendent
Living

Ve

Economlc
Soltf~
Sufticlaoncy

Aga appropriatd abliity to 1lve
without extraordlnary assistance
hnmoﬂmrpm%ms,aﬂmdanyfn
maintain normal socletal roles.

Malntalning adequate omploymont
suppert,
Abillty to sarn a “ilviag wago,”

and flnanclal

net, after paymont of oextra-

ordinary expansas occaslonad by
the dlsabiflty,
dependence on famlly or wollare

Absanco of

tor flnanclal support.

Housokaopling:

Family
Support:

Money

Manaqgomont :

Hoalth and
Safety:

Lelsuro Tima
Activitlos:

ctoaning, maintonancae, making
bods, cooklng, laundry, care of
clothing.

malntalning raelatlonshlps, being
a spousa, parenting,

budget Inq, purchasing, keoping
track of expenditures, using
monay.

solacting approprlate clething,
balanced nutrition, haalth and
salety.

rocreation, cultural actlvitioes,
rellglous actlvitios, soclal
activitlos, clubs.

Uslng the using fransportation, talephono,
Commun | ty post oftice, stores, and othar
Resourcos: communlty resources.

Pro- ablilty to porform tasks
Vocatlonal & required for a Jobh, ablitty to
Vocal lonal loarn now skills as noodod.
Skitls:

War k promptness, work hablts, adjust-
AdJus tmant : mont to work anviroamont,

Job Flnding:

tncome:

abiilty to locate approprlate
work, Intorviawing sklils, pro-
seniation of salf,

enrnlng capaclty,

Activities in one or more of the 3 areas
cannot be performed at an ago approprlate
laval only:

e portormed by anothar parson and/or

& with maximum human assistance on a rogulaf
basls and/or

® |f contlnuing suporviston Is providod
and/or

® with such difflculty as to tako an
unusually protracted smount of 1imo and/of

o It barrler-freo onvironment exlsts

Activitlas In ono or more of the four areas
cannot ba porformed adequately such that
Indlividuval
chiltdron 1s llkaiy to bo dapandont) upan
(publlc and privata) sourcos olf
money as a result of Iimlted ablilty to Hind

Is tully dopondont (or lor

axtarnal

and koop adoquate omploymont

¥ TIEd
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TABLE B, RELATIONSHIH% MMONG LI¥E ACTIVITY LIMITATIONS

LIFE ACTIVITY LIMITATIONS

LIFE
ACTIVITY
LIMITATIONS

Self-care - X X
*Expressive and
Receptive Language - X X X
Learning X X — | X X X X
Mobility X —— X X
Self-direction - X X
Independent N ‘
Living
Ecorfomic Self- X
Sufficiency

X = Presence of life activicy limitation

Example: If a person is limited in SELF-CARE, it {s likely he/
she will also be limited in INDEPENDENT LIVING and
ECONOMIC SELF-SUFFICIENCY.



DEFINITICNS

oF

KEY WORDS:

SUBSTANTIAL:

FUNCTIONAL
LIMITATION

AREAS OF

MAJOR LIFE
ACTIVITY

ISSUES:

l..

®

Age: The most
determine if a

persen’'s age.

Severe; major; with reference to functional limitation, it
means considerably below expected level of functioning for

age group ¥

limited abiliry or inability to perform specified tasks

aspects of funetioning 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 attempting to assess a life activity limitation:

age, environment and partial limitatioms.

central and potentially problematiec factor in attempting to
person is substantially limited in a life activity area is that

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

adulrs and older adults.

a., Children.

1

For infants and children under age five the life activity

limitations have to be interpreted somewhat differently than for older

persous,

For very young infants the major 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 below the norm is being recomnended for the DD definitionm.
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more likely than in an adul:t to have a pervasive impact on that child's
ability to zecquire basie skills and to functiem later in 1ife, For a2 child
under the age-of one, there would also be relatively few self-care eritaria.
A child as young as one year old will have Begun to acquire certain basic
gelf care skills; such as self-feeding, but other areas of functioning
such‘as capacity for independent living, self—direction and ecconomic
self-sufficiency will not take on much meaning until a child is older.

For an Infant, however, it is reasomable to expect that his or her ability
to acquire these more advanced skills will be limited by early major
limitations in an area such as learning or mobility. Similarly, for an
older child we can begin to ses limitations first in self-~care, and then
both in capacity for in&ependent living and self direcrion. These three
areas will need to be regarded in terms of age-appropriate levels, Thus,

it might be reascnable to expect that most three year olds are tollet
trained,ﬁut not that they can tie their own shoes. Similarly, even a

young child can begin to evidence self-direction in verms of the abilicy

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 persomns
under 18 and in many instances even under age 22, However, if 2 young
child is substantially limited in two 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 znd 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. Tor many adults over aee 65 the concept of economic self-

sufficiency begins to lose meaning upon retirement from the work force. It
is, therefore, difficult to measurs 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 potentizl economic self-sufficiency. Therefore, we
recommend that an effort be made tec obtain information on past economic
self-gufficiency. It should alsoc be noted that the aging precess, 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 disablied person who was functioning with relagively

few supports during adulthood would require services,

Environment: The second factor that Influences judgement regarding the

substantiality of 2 person's limitation is the enviromment in which that person
is living. The impact of the envirovmment is greatest on the three meore complex
life activities--self-direction, capacity for independent living and ecounomic
self-sufficiency. Particularly for these areas the demands or constraints of
the enviromment need to be taken into account when judging the extent to which
a person iIs substantially limited, The enviroument 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 puhblic
transportation might be more important. Similarly, ability to earm & living
is only partly a vresult of a person’s inherent capacity and is also a function
of the job opportunities available in the community.

It is necessary,. therefore, to arrive at measures that either cut across

different enviromments uniformly or that allow for flexibility in their

application to different settings.
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Partial Limitations. Each of the major 1ife 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 2 nom-uniform fashion. This raises
the question: when is a person consideresd 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 a2 major limitation in one aspect of a life activity area or an

accumulation of less substantial limitations in all aspects of a life activity
arsa, a persovu needs the types of assistance identified above, then it is
appropriate to consider the person to be substantially limited in that 1life

activity area.

Recommended guidelines for substantiality are provided in the definitions above.
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The term "developmental disability” means a severe, chronic disability of a

pergon which:

DEFINITION
CRITERION E:

EXPLICATION
OF MEANING:

DEFINITION
OF KEY WCORDS:

COMBINTATION

SEQUENCE
SPECIAL

INTERDIS-
CIPLINARY

reflects the person’s need for a combination and segquence of spectal

interdiseiplinary. or generic care, treatment, or other services

which are of lifelong or extended duration and are individually

plamed 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 services, nor does it mean that any particular develop~
mentally disable individual will need the same types or amounts

of services throughout the lifespan. This criterion reinforces the

pervasiveness and complexity of severe developmental disabilities.

more than ome concurrent activity
more than one activity following one another over time

aimed specifically at persons with developmental or other disabilities

drawing on the expertise of multiple professions (e.g., medicine,
psychelogy, nursing, social work, physical therapy), including
through a team approach of a combination of professiomals and
paraprofessionals from different disciplines working together for

the benefit of the developmentally disabled individual rather than



a collection of individuals from multiple professions who work
independently without the benefit of shared expenses

GENERIC aimed at a population defined by a2 common need, not at a
categorically defined population; in particular, not specifically

designed for,or limited to, serving disabled individuals

CARE — supportive activities aimed primarily at maintenance
TREATMENT activities aimed at improvement, alleviation and possible cure of

symptoms or damage to a bedy system

QTHER
SERVICES other individually oriented activities aimed at meeting a person's

needs, not readily met by that perscn for himself

LIFELONG OR
EXTENDED without known end; with an expectation of lasting forever (through-
DURATION

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

COCRDINATED managed by a person or process which ensures that activities provided
each client f£it into a package that dees not have conflicting or

needlessly duplicative aspects at any given time or over time

ISSUES: The adminigtration 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 jurisdictioms., The long term care nature of developmental
digabilities presents another administratiye problem. WNonetheless,
case management and other coordinative mechanisms exist which serve

to gperationalize this criteriom.
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Summary

A number of points from Sectioms II and ITI need to be highlighted:

The selection and interpretation of measurement tools for answering
the questions dre left to the users of the operational definitiom.
No Federal or even $tate guidelines exist that sﬁecify 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 aznd possibly undesirable. An agency

might wish to set its own standards. In most instances, the
profgﬁsionais who are called upon to determine if a person meets a

criterion will be expected 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 compilatioms and
analyses of currently available behavioral assessment tools and

standard references is provided.

A major difficulty in implementing the definition is determining
how te interpret it across various age groups, particularly for

very young children.

A variety of professionals may be needed to assess whether an
individual meets all of the criteria in the definition., Some
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 resulr in major changes. While 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,
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Iv,

KEY SCREENING QUESTIONS CHECKLIST

The tarm "developmental disability” means c severe, chromic disabiliiy

of a person which:

C.

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

1§ attributable to mental or physical impairment or
ecombination of mental and physical impairments;

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

AND

Is the person's or group of persoms' disability, i.e., his
or her limited ability to function, a result of the
impairments?

is manifested before the person attains age twenty-tuo;

Did the impairment irself begin prior tc age twenly-
two?

AND

Did the impairment result in severas functional limitations
(or disability) prior te age twenty-two?

138 likely to continue indefinitely;

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

aR

-

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

AND

Is the disability likely to endure even if educational
interventions, envirommental modifications or similar

CHECK:

YES MO

A ——

CHECR TWO:

YES N0

YES NO

CHECK TWO:

" YES NO

YES MO

CHECK AT
TEAST ONE:

YES NO
TES NO
TES [218]
CHECK:

efforts are made to increase the person's or group of persons’

ability to function?
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D. vresults in substantial functional limiiations in thrze or
more of the following areas of major life activity: (7)
self-careg; (11) receptive and expressive language; (iti)
learming; (iv) mobility; (v) self-direction; (vi) capacity

for independent living; and (vii) ecomemic 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 Expressive Language
Learning

Mobility

Self-direction

Capacity for Independent Living
Economic Self-sufficiency

AND

——

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

CR

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

E. reflects the person 's or group of persons’ need for a
combination and sequence of spectial, interdisciplinary,
or generic care, treatment or other services which are
of lifelong or extended duration and are individually
planned and coordinated.

Does the person or group of persons need a combination
of more than one type of service, care or treatment?
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CHECK :
YES NO
YES NO
YES NO

CHECK FOUR:

YES NO




AND

Does the person or group of persoms need a combimationm

of service, care and treatment sequenced over a prolonged
{potentially lifelong) period of trime?

AND

Does the person or group of persons need services, care
or treatment provided by perscnmnel trained in a2 variety
of disciplines?

AND

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

YES

NO

NO




