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PREFACE

Thi s paper is one in a series prepared under HEW Rehabilitation Services Admnistration, Ofice of Human Devel opnent Services, Gants

of National Significance #54-P-71220/2-01 (FY 1978) and #54-P-71220/2-02 (FY 1979) on pertinent issues in planning, advocacy,

nonitoring and eval uation in the Devel opnental Disabilities Formula Gant Program
During Fiscal Year 1978, the follow ng topics were addressed through devel opnental disabilities state plan anal ysis:

¢« Preval ence of the Devel opmental Disabilities
¢ Rates of Preval ence of the Devel opnental D sabilities
¢ Characteristics of the Devel opnental |y D sabl ed
¢ Devel opnental |y D sabl ed Popul ation Service Needs
¢ Approaches to Devel opnental Disabilities Service Needs Assessnent
e Characteristics of Developmental Disabilities State Pl anning Gouncils

e« Designs for Inplenentation

adnmi ni stration

During Fiscal Year 1979, analysis of nost identified issues will be based on state plan anal ysis augnented by the contributions of
state programand council, special project and UAF personnel to provide clarification and exanpl es of unique approaches to Devel opnent al
Dsabilities Programactivities. These issues and data reviews are designed to be responsive to the newmandates of Title V of PL 95-602

(Rehabilitation, Conprehensive Services and Devel opnental D sabilities Arendnents of 1978):
e Gaps and Barriers in the Devel opnental Disabilities Service Network
¢ als and ojectives of the Devel opnental Disabilities Program
¢ Developnental Disabilities Service Wilization
¢ The Relationship of Devel opmental Disabilities ProgramActivities to Gaps and Barriers
¢ Mnitoring and Evaluation in the Devel opnental D sabilities Program
QGoordi nati on and Case Managenent in the Devel opnental D sabilities Program
e Child Devel opnent Activities
¢ Soci al - Devel opnental Servi ces
« CGomunity Alternative Living Arrangenents
Potential Inpact of Title V, PL 95-602, on DD ProgramP an Year Activities
¢« Inpact of the Devel opmental Disabilities Program
« Defining the Devel opnental D sabilities Popul ation
¢ An Analytical Reviewof Title Vof PL 95-602

¢ An Analytical Reviewof Changes in the Rehabilitation Act of 1973

The contributions of many persons in the field of devel opnental disabilities have enhanced exam nation of these topics.

devel opnent was conduct ed by:

Irwin Schpok, Project Drector
Joan Gel l er, Project Manager

Miry Rta Hanl ey Ann Schoonnaker
Janet Hfring John LaRocque
Sarah G annis

Manuscripts were typed by Karen Boucek, Betty Fenw ck and Ti m Schoonnaker .

Paper
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| NTRODUCTI ON

DEFI NI NG THE DEVELOPMENTALLY DI SABLED POPULATI ON

This Issue Paper, one in a series prepared by EMC Institute, exam nes the
definition of devel opmental disabilities nandated by PL 95-602, and attenpts to
provi de some considerations for practical inplementation

The functional definition of PL 95-602 is alnost word-for-word the
definition recommended by the Task Force on the Definition of Devel opnenta
Disabilities. It mandates a radical departure fromthe direction of the origina
Devel opmental Disabilities Program which concentrated on persons with nmenta
retardation, cerebral palsy, epilepsy, autismand related conditions. The new
definition broadens the range of inpairments which my be covered by the program
while specifically limting programactivities to those persons with functiona
[imtations in three or nore areas of major life activity.

The nodified definition provides only broad considerations for determning
who is included in the population. Further specification of the definition is
therefore needed in order to inplenent this definition. While decisions on such
speci fications nmight be one area for discussion in programregul ations, this
paper is based on the assunption that regulations for PL 95-602 will not provide
further specification of the definition, and that such specification will be left
to individual state Devel opnental Disabilities Prograns.

Thi s paper provides a detailed exam nation of the definition, identifies
sone specific potential issues in inplementation and suggests some prelinmnary
means for dealing with these issues at the state and | ocal |evels.



THE NEW DEFI NI Tl ON

In order to review the PL 95-602 definition of devel opmental disabilities
in a meaningful way, it is necessary to define our terms. "Disability,"
"handi cap,” "condition," "inpairment," and probably other terns are often used
i nt erchangeably. Mich has been witten about this problem although no neans
for standardizing the usage of these terms anong human service professionals
has yet been devel oped. For the purposes of this paper, explanations of the
ternms "condition," "disability," and "functional linmtation" are given on Table 1.
These terns provide a hierarchy of effects on an individual which are useful In
anal yzing the new definition.

In the context of the terns on Table 1, then, it is possible to identify
what the PL 95-602 definition says about the devel opmental ly disabled. The
components of the PL 94-103 and PL 95-602 definitions are conpared on Table 2.

Fromexami nation of Table 2, it becones clear that, while the "conditions"
criterion has been expanded by PL 95-602, both the "degree of disability" and
"degree of functional limtation" criteria in the new |l egislation place strong
enphasis on the fact that the new definition includes only the nore severely
affected individuals.

The conponents of the new definition are examined In nore detail in the
par agr aphs bel ow.

Basic Disability Characteristics

A devel opnental disability is a "severe, chronic disability." This phrase
nerely re-enphasizes other provisions of the definition.

Condi tion

A devel opnental disability results froma physical or nmental inpairment
or a conbination of both. This criterion elimnates the disability-specific
| anguage of PL 94-103 and opens the programto all severely disabled people, a
further criterion which will be discussed bel ow under "Substantial Functiona
Limtations."

The Task Force on the Definition of Devel opnmental Disabilities intended this

criterion to enconpass all neurol ogical, sensory, biochemcal, intellectual,
cognitive and affective inpairments. It should be renenbered that nobst con-
ditions will not result in a severe, chronic disability which neets the other

criteria of the definition.

Table 3 lists sone characteristics of those conditions which are nost
likely to have major representation in the newdefinition. The list is not
all-inclusive; it sinply provides a working basis for identifying conditions

Final Report on the Definition of Devel opnental Disabilities, Executive Summary
Nati onal Task Force on Devel opnental Disabilities, Cctober, 1977




CATEGCRY

CONDITION*

DISABILITY

FURCTICHAL
LIMITATIONS

TABLE 1

DEFINITICKS

(Severity refers to the degree of impalrment, disability or handicap)

DESCRIPTICN STRATEGIES FOR ALLEVIATICON

Residual limitarion resulting from
congenital defect, disease or
injury

Devices or medical care,
Training the individual

Inablility or iimitation in
performing roles and tasks ex-—
pected of an iIndividual within
a soclal envirconment, resulting
from an impairment

Training the individual,
devices or medical care
and/or changing the
environment

Functiopal limitations describe
the compenents of a disabilicy,
i.e., 1nability to meet age-
specific expectations in certain
performance areas, resulting from
a disabilicy **

Training the individual,
devices or medical care
and/or changing the
envircament

DISCUSSION

When condition is mild, disability or handicap may not exist.

The Vocational Rchabilitation Survey of the Comprchensive
Feeds Study found a minimal relationship between diagnostic
label and severity of handicap. Different people react
differently to a given condition: similar conditions may
result in different disabling or handicapping condition or
functicnal limitations.

Most people with conditions experience no limits on their
ability to perform in soclety. A diagnostic label does not
imply disabiliey or handicap, but It does stereatype people.

A given level of impairwent can result in different degrces

of disability cor handicap, for reasons other than the condition
itself: age, education, wotivation, family or environmental

or attitudinal barriers.

Need to look at the disabled person in terms of the whele
person, not the disability alone, to determine what the person
can do, Disabling conditions exist in different areas of life.
For example, some disabled people can use transporation, while
others are severely limlted by transportation.

Environments as well as conditicens can cause functional
limitations.

*  From Report of the Corprehensive Needs Study, Urban Institute, 1975, pp. 21-38, 771-772, 776

*%  From Final Report on the Definition of Developmental Disabilities, Task Force on Developrmental Disabilities, October, 1977




CRITERION

TABLE 2

PL 94-103 DEFINITION

DEFINITIONS OF DEVELOPMENTAL DISABILITIES

PL 95-602 DEFINITION

Degree of
Digability

"a disability of a person which...

"a severe, chronic disability of a person which...

Conditions
Included in
Definition

"is attributable to mental retardation,
cerebral palsy, epilepsy, or autism;

"is attributable to dyslexia resulting from
a disability described abeve;"

is attributable to any other condition of a
person found to be closely related to mental
retardation because such condition results

in similar impairment of general intellectual
functioning or adaptive behavior to that

of mentally retarded persons or requires
treatment and services similar to those
required for such perscns; or

"is attributable to a mental or physical impair-
ment or combination of mental and physical

impalrments;"

Degree of
Handicap

"

in society."

... constitutes a substantial handicap to
such person's ability to function normally

Feed for
Searvices

", ..results in substantial functional limitations

in 3 or more of the following areas of major life

activity: celf care

receptive and expressive language,
learning

mobllity

self-direction

capacity for independent living
economic self-sufficiency

"and refleets the person's need for a combination
and sequence of special, interdisciplinary, or
generic care, treatment, or other services which
are of 1lifelong or extended duration and are
individually planned and coordinated."

Age of Onset

“originates before such person attains age 18;"

"is manifested before the person attains age 22;"

Duration of
Disability

"has continued or can be expected to continue
indefinitely;"

"is likely to continue indefinitely;"



TABLE 3

A PARTIAL LIST OF IMPAIRMENTS FOR POTENTIAL HzoﬁdWHoz 'IN THE POPULATION

FACTORS WHICH MITIGATE DEGAEE OF DISABILITY

PRESENCE OF PERSOWAL FAMILY HAY BE K1%-
1HPALRMENT DESCRIPIICN ETTOLOCT INTERVENTION-TREATHENT _ ACE CF ONSET CHROKLCITY BREVALENCE KORMAL .G, HOTIVATICH COME LFYEL DIAGHOSTS — TDINTIFICATION DIACNOSED AS
A tapsirment in the menzel  Orpenfe or physicael Intenoe thecepies & = 7 years Tes Eor aome; Too disparate No Ha Ya Only wost severs cades Learning
Childhood ot enetional functioning — syndrones required over long can be for identified eaxcly; disatled or
Peychonts 1 deviating from the expected Paychologfcal trauma pericde; others 1 un- Clinfcal training boxes In Hentally
norre of behavior. Farily therapy treated dlagnesie retarded
A8 above except children po  Orgenle or phyaical Kistory of teeatlng School-sge Yen for some; Too disparate Ho Tt Same a3 above; Tearning
Emotional labejed in this cetegory pyhptoms = Inadequate ean he for Olten wis=disgnosed didabled or
Disturbgace 112 ahavirg symptond of learning Peychologicel trmuma services; othera 11 un Hentally
disabllities, Need for coordinatien treated Tetstded
of Ed-Health & other
agencles
An impairoent in the mentsl  Organic or physical Druga and snti- Frow child-  Yes 20 million Ho Sometimes  Helps, but DEten mis-disgnoved; Hentally
Mental or emetional funetionlng ~  syndroves; deprenaante succesaful  hood on . in U.5; wot &8 much Sowerimen cavzes ave phy retarded or
Ulness 103 devistion from the ewpected FPaycholegleel kraw in mainsttesning 215,575 44 expaceed <ol illnesden; criminsl
norms of behsvioe, efforTt but concroversial irstitutfon- Most mevere are identified;
st ate sora therapeutic - alized In "74 Disgnosls insdeguate
efforte.
Signilicantly sub-aversge Qrpanic or physical Eecly stimulation, Birth or Yen 1.8 of U.5. Rot No - Yen Usually diagnosed esrly; Hentally £11
Nental gtneral inte)lecrual assnylt to cearral training - prescriptive Injury; pepulstion applicable rotivatien In mome rural mrram, dlag~ ot
Recardation 1i¥ funccloning which iw mssocl- necvous eystem — treatmente | Hanileors ot ray be nosls vey come later; ctininsl
ated with impairment in pre— or poRt-netal Fhysical & occupational dLIferent geated to Evalustion instruments
- adeptive behsvior or at birth - eevere therapies; ages 1.Q. level have been fmproved
brain damage = Notwallzatien
zoxdcity "
Keurosuscular diseamg vith  Lenetic - progressive ¥o euccesnful trest— Tuchenne Ten 200,000 of Yes Ko Ko Same as nhova except thie Hilder types=
Huscular progresstye cegenetation of  degeneemtion of the went for Duchenpa Lype; type: 2-10yrs; 1.5, popula~ sctious dlapbling dinesne arthritis or
Dyscrophy 3 eht sheletal or voluntary #pusculature of the lelpful theraples, no Varying sges tion 1s usually disgnosed early other similar
muaculature of tha bady; body cure for other types everyvhera; disen
Five cype Dingnosis more difficult
Duchenoe 1n usually fatal with milder types
Ostecirncata A crippling, incapacitating, Uncosmon genetic ¥o known Creatment of Mrth or Tes Frtlmates ¥o Yes Severity of dise leads -
Irpertecta 1e3 distigueing disorder of delect, deformities, cute lscer in life 10,006 - to early dlagnoeis
{earda - connective timaua with britcle bones and 30,000 of
witd form) fragile, brittla bone daafnese U.5. popule~
tion
A birth defect in whizh the Congenitcl birth Irmedlate xurgery to Birth Yen 12,080 such Ten Yes Tew Eatly disgrosis due ro -
Spina verrebras fail ko develop defect; enclose exponad spinal childeen severity of disean
Bifnde 1 around spital cord Malforwation of the cord; barn each
central nervoua 8 out of 10 need brain yenr
ayscem hth & Geh ahunta;
wetk of pregnanty Heed auppottive
thersples and ortho~
pedic trestments
A movement disarder which Organie dyefunction Doss mot raspond to Betveen 1 & Yes Undeternined Yeu o Ne Lack of famidiaricy with Emptions] sod
Tourette's causes ercatic, lovoluntary of central pervous medicaticn treatment 15 years Could be wore disease cauner much min- poychological
Syndrome 13 spassadic musculal mover #ystem ~ involuntary than 1,000 disgnosis dlporders
L7317 mavernents of body canes, totnl
pacts
Blindness or A serious impaifwent in Retinal discans; Surgery for cataracts ¥eth or Yen 500,000 of V.8, Yer Yes Yes Early diagnosis fn usval -
Severe Viaual vlsusl aculey Glaucors, Totathcle) & detached retina but injuty pepulation canes of blindness st
Irpairment 1 Prenarsl factora, nost iwpaitment of Jegally blind bitth:
overhse of auygen st vieion 1s dvreveraible; Varies with severity and
bitth, trauea end Education & tvaladag, | causn
infeccious digrases & treetment of dev. lag
in offeted
L A whole or pirtis) loss Experta believe that Micro-surgery for res~  Prelfngusi- Ten 2,000,000 of Yen Yen Yea Someuhst slow {n milder Hentally
of the sense of hearing 30-40% of deatneas 1w toration of conduction  birth te .5. population canes = cavers develop- retarded
o€ unknown etiolop defleiencen; ) year lack syfticient wental lag!

Prenatal Infecrions &
paar brith procedure

Ve of antibiorice has
reduced prevalence raca
tas ude of precavticns
at birth

Frevocatlonal-
o age 19 yeo

hedting to under~
atand apesch

Dlten undetested ot
bitth



DESCRIFEITN

TABLE 3 (cont'd)

A PARTIAL LIST OF IMPAIRMENTS FOR POTENTIAL INCLUSION 1IN THE POPULATION

ETION00E

INTERVENTTON- TREATHENT.

ME OF DRSTT CHROKICITY

FACTORE WHICH HITIGATE DECAEE OF DISABILITY

FAMILY
INCOME LEVEL

HAY BEL MIS-

ltunt dagdon's
Dlaesce L2

Leagning
Diaabled 1o

and
Hinleal ¥roln

Dyafunctton 143
(nedlral wodei)

Cercbral

Falay  *

Eptlepny®

Autls

A degeneratlve disorder
af the centrsl nervoun
eystes, usually fatw}

The drsbility to leasn,

1o pertwive end/or Lo
read, by sccepsed methada,
dreplte rormel or above-
poreal 1.9,

AR mbove, except that
anault £ the brain, dr
pending cn aeveriry wnd
area {pvolved, may Caone
tuncilerting recardatlon
aymptord

Spaancdic whele or
pazelel parslysls dur Lo
cesehsnl lepton

A convulelve disorder cf

rhe central neTvoud Eystem
dur to sbaormal electeleal
dischargen of Brain celle

Severe 2lasrdera of
behavics & communicetion

b avt aspoctates, In
Cambefdge, Maasach,

! Pencuylvania dasac

? Yha White House Comfecence om Kendiespped Tndlvidusts, Hay 23-17, 1977, Volume_One

[
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Trherited, degererntive
disorder causlng the
death of perve cells

it 2 wrean cf the raln
= mocar b eental

Cenrral nervous aystes
darage;

Caured ¢nn’t alvayes ba
teund = pre-ratal
infectiors, Eleth in-
Jurles, post-natsl
trauma, i.e. lnandice
{high Bilirubin count)
Scretimen genctic

Central pervous syntr
damage, and caoec
1inted dlrectiy above

CeniTa) mrrvous apstem
damapr;
Cenctlc

Thaught 1o be

rmotfonally cauted -
changes in eticlogy
dim tr Tedearch - ray
be a biocheolcnl
froblem of brofn
damage

Ko knovn Lyearmert

Pereeptual training;
Pliyatenl & gocupational
therary;

Pedleal coentrol of

heperaceiviey 3 allergies

Cenetic disr  Yes
crder prescpt  Fatal
at birth (2%

i

ChiZdhioad

foem: 12-14 yrw

tndividual «d. proproeeing

preacntly Anndequate:
Profesntonsls beconing
wore hnowirdgable

Early scimulatisn,
phyalcal therapiea;
Tndividual ereaternts
Inadenuate;

Td. progyers, vorations
tyainicy, norrallratfen

Meddcatfon, aryre-
surgery;

Specinl educetion
somel e TeAuiTEL;
VYocationa! programming

Hedlcntlen for conrrols
Beraviar sndtficatlon

progzams
Tealning 6 therap
Education prograsmlng

Bleth
or Yen
Trauns
Birth er Tes
traune
Mrth or Yes
traura

Birch

PRESERCE COF PERSCRAL
FREVALENCE FORMAL 1.4, HOTIVATION
Tatirate: Ho Xo
10,8600 1o IS, 000;
Hey be 3 1o 4
ticea s» wany
Severe:
up tn 103 e Yes
of toral
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.ICE o .S, Tes Yen
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1.0 ef U5, Yer Yeu
Frpulation
031 of ©.5. Tey Ko
rorulation

€., Fackpround Macerinls Fer che Second Nesting of the Karignal Task Frree en the Definition at Developesntol Dleshilifriss,

ecrw, April 1577,

tatfon for {hildren with L

Natlonal Epllepey Joundition of Aecrice

11onal Secdery for Autinclc Chlldren

Cisabiliris

Averenes

Papers,

ahington, D.¢.

Ne

Yrw

fes

‘Yen

Yen

DIASYO0S1S ~ IDINTIFICATION

Diagnontle Jo often
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firmt evaludtion - often
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eight yrars old ~ misslog
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For severe casea, Slap-
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1a pocr - referrals
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procedures - parence cend
to walt out trlzyTes
feating labelling

Severity uenslly wids
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not always ~ some fdent
latcr when ponr behavior
patterng s alreadv in
place

DIACKOSED &S

Multlrle
selercnta;
Parklnuc

digordiera

Benially
Tetarded;

Secinlly &
erulivnaliy
diatuabe

Hentally
retnrded




which are likely to be nost prevalent in the new population. Table 3 also
attenpts to highlight sone over-riding problens in the diagnosis and treatnment
of these conditions; while also not the final word, these descriptions may be
of some assistance to councils and planners in identifying state-specific
probl em ar eas.

Age of Manifestation

A devel oprmental disability nust be nmanifested before a person is 22 years
old. That is, it must interfere with a person's devel opment before that age.

Achild with a severe, chronic disability may not be able to acquire basic
life skills through the same processes used for and by an uninpaired child.
Enphasis is on habilitation, to assist the child or adult to develop basic life
skills which he or she never had, and to inprove skills not adequately devel oped

Adults, as well as children, may acquire disabilities which result in
substantial functional limtations. Except for the severe probl ems caused by
sone cases of trauma and progressive disease, the disabilities which result from
adul t-onset conditions are usually mtigated by the fact that the adult has
already mastered nost living skills during his or her uninpaired devel opnenta
period. Wile the adult individual who is disabled after age 22 nay have | ost
sone skills as a result of the disability, or other skills, such as job skills,
may no |onger be useful to the person, rehabilitation usually takes advantage

of some basic life skills and attitudes which the adult has acquired in previous
years.

Thus the limt on age of manifestati on nakes the distinction between a
disability which is present during the devel opnental period, and interferes with

devel opment, and a disability which occurs after normal devel opment has taken
pl ace.

Dur ati on
A devel oprmental disability is "likely to continue indefinitely."

The intent of this criterion is to focus the programon persons for whom
the duration of disability is uncertain or is likely to be life-long. Thus, a
child with a severe case of rheunatic fever, which is a tine-related di sease
woul d not be consi dered devel opmental |y disabled (although residual effects of
severe illness could lead to a devel oprmental disability).

On the other hand, "indefinite" is not necessarily life-long or even

decades in extent, particularly if intervention is pronpt and responsive to the
devel oprment al needs of the individual.




Substantial Functional Limitations
The PL 95-602 definition of devel opmental disabilities specifies that a

person with a "severe, chronic disability" nust have "substantial functiona
limtations" in at least three of the following mayjor life activities in order
to qualify as devel opnental ly disabled

o self-care

0 receptive and expressive |anguage

o learning

o nmobility

o self-direction

o capacity for independent |iving

o economc self-sufficiency

According to the Definition Task Force, a disability is "substantial" if
an i ndividual has functional limtations in three or nore of the above areas.

Table 4 contains a working definition of each of the major life activities
and lists some potential activities which may be considered under each of the

seven ITH] or areas.

Note that some activities shown on Table 4 are conponents of nore than
one mpjor life activity, and limtations in a person's ability to perform such
conponent activities will affect that person's ability to performnore than
one major life activity.

Several things should be renmenbered when reviewi ng functional limitations
of an individual:

0 An individual's linmtations are likely to change over tine,
dependi ng upon environment and services/treatmnment received
(or not received). A person may not experience substantia
functional limtations at all points throughout his or her
[ifetinme.

o This discussion does not recognize nmotivation, an individual
vari abl e which can enable a person to overcone what woul d
ot herwi se be substantial functional |imtations.

oln nmost instances, the presence of functional limtations
must be verified by a conprehensive evaluation of the
i ndi vi dual, and not by services being received or objectives
specified on an individual habilitation plan. W stress
this distinction because, in sone states, some service pro-
viders tailor individual plans to avail able services, not
to what the clients need. For exanple, a child who requires



TABLE 4

COMPONENTS OF THE SEVEN MAJOR LIFE ACTIVITIES *

ACTIVITY DEFINITION OF ACTIVITY POTENTIAL COMPONENTS QF ACTIVITY %%
Self-care Daily activities which satisfy personal needs Eating: mastication and swallowing
for food, hygiene, safety and appearance. drinking

use of utensils
Hygiene: elirinating
washing and bathing, including hair
personal care during menstruation
Immediate personal safety:
use of implements (knives, pins,
‘appliances, etc.)
lorientation in enviromment; specifically,
conduct around open flame, vehicles,
traffic, inedible and caustic
substances, etc.]
Grooming: dressing (including use of buttons,
shoe laces, etc.)
hair and nail care

Learning Changes in an individual's behavior or Cognition: ﬁwmﬁnmvnwou (recognition and integration
perception; the process which results in of sensory wumOHBNn»osm
such changes. understanding of perceived Information

Conception: perception of relationships among
pleces of information
reasoning
use of abstract thought as well as
perceived information
Memory
[rime concept & attention mvmﬂu
[Orientation in the environment]
Academic & other educational skills

*From a review of Performance Measures of Skill and Adaptive Competencies in the Developmentally Disabled,
Individualized Data Base, UCLA-Neuropsychiatric Institute Research Group, Pomona, California, 1978.

*%Components which appear in brackets are components of more than one major life mnnw<wn%"hu



ACTIVITY

Mobility

Self-direction

Economic Self-
Sufficiency

Receptive &
Expressive
Language

Capacity for
Independent
Living

TABLE 4 (Continued)

COMPONENTS OF THE SEVEN MAJOR LIFE ACTIVITIES #*

DEFINITION OF ACTIVITY

Ability of the individual teo negotiate
distance wsing his or her own power or
a personally controlled device.

Ability of the individual to manage his
or her persgonal and social behavior.

Financial resources are available to meet
both basic life support needs of the
individual and his or her recreational needs.

Ability to understand language of others;
ability to communicate ideas through language.
Language may be spoken, written, sign language
or other gesturing,

Ability to maintain a full and varied life in
the community with little or no regular outside
intervention in the living situation,

POTENTIAL COMPONENTS OF ACTIVITY #*#

Locomotion

Ambulation

Gross motor coordination: balance

walking, sitting,
rolling, etc.

dexterity {precision
movements)

Eye/hand coordination (a feature of fine and/or
gross motor coordinattion)

Fine motor coordination:

Self-concept

Adaptivity and constructivenss of behavior
_WmnmﬂmH responsiveness]

[responsiveness to instructions)

Tﬁmdnmnwoa in envircnment)

Social, recreational and cultural involvement

income or support
vecational status & skills
pre-vocational skills

ﬁvmﬁnmvnnoa. particularly aural/visual vmnnmvnHOAw
range of groups who can understand individual's
communication: family, friends, instructors,
acqualntances, strangers.
[general responsiveness]
ﬁnmmw05mudm5mmm to uﬁwnucnnuouﬁ

money management: budgeting & purchasing
leisure-time activities: recreational, cultural,
soclal & personal

*From a review of Performance Measures of Skill and Adaptive Competencies in the Developmentally Disabled,
Individualized Data Base, UCLA-Neuropsychiatric Institute Research Group, Pomona, California, 1978.

**Components which appear in brackets are components of more than one major life mnnH<Hnw"ﬁ u



TABLE 4 (Continued)

COMPONENTS OF THE SEVEN MAJOR LIFE ACTIVITIES #

ACTIVITY DEFINITION OF ACTIVITY

POTENTIAL COMPONENTS OF ACTIVITY #*

Capacity for

3 community skills: using transportation & telephone
Hmmmwmn ent locating & using stores,

Mpdwwm ) recreational facilities,
conrinue

institutions (including
libraries, police, etc.) and
other resources.
sexual & legal awareness

housekeeping: health & safety activities
food preparation & storage

care of personal possessions
family: role in family

child care skills

*From a review of Performance Measures of Skill and Adaptive Competencies in the Developmentally Disabled,
Individualized Data Base, UCLA-Neuropsychiatric Institute Research Group, Pomona, California, 1978

*%Components which appear iIn brackets are components of more than one major life mnﬂw<wnwuﬁ _



educati on assistance may be placed in a regular classroomif

a school district does not have the specific resources
required by that child. Yet the fact that the child has been
"mai nstrearned” does not nean that a functional limtation does
not exist; indeed, it may be aggravated by the pressures of
the classroom situation.

Servi ce Needs

A devel opnental disability reflects a person's need for a comnbination and
sequence of services which are of life-long or extended duration and are
i ndi vidually planned and coordinated. A person with functional lintations in
three or nore of the major life activities is likely to need a variety of
assi stance to overcone those linmtations. The intent of this criterion is
to re-enphasize the conplex and multiple nature of the needs of all devel op-
mental | y disabled people.

On Table 5, functional linmtations are discussed in terns of the externa
assi stance (services) which may be needed by the person as a result of these
limtations, and the support or lack of support offered by the person's tota
envi ronnent.

It should be noted here that, while defining the devel opnentally disabled
popul ation in terns of functions avoids the use of often demeaning |abels, a
person's disability must be identified so that it can be treated. Such treat-
ment is essential for the amelioration of a functional limtation. For exanmple
a child with a severe heart condition which is amenable to surgery nmay experience
a considerable increase in mobility in and receptivity to the environnment if
surgery is perforned; it may enhance functioning in other areas of the child' s
life. Thus services nmust treat the disability (where possible) as well as
assist in coping with functional limtations.

Services for the devel opnental |y di sabl ed nust be individually planned and

coordinated. It is not enough to note that several persons have the sane
disability or that several persons have the same functional limtations, and
then create a service component which will treat themall equally. The nature

and source of both limtations and disability(s) as well as other factors in
the person's life, such as the famly situation, nust deternmine the person's
needs and service objectives, and such a course of services can only be
determ ned and executed through individual evaluation and progranmm ng.



ACTIVITY

Self-care

Learning

Mobility

TABLE 5

POTENTIAL LIMITATIONS IN MAJOR LIFE ACTIVITIES *

POTENTIAL LIMITATIONS

Regular assistance is required in eating
or drinking, and/or hygiene and/or assuring
the individual's immediate personal safety.

Reguires aids and techniques in learning
which require environments other than those
usually assumed to be adequate, including:

e in the home or day care center,
structured developmental play
activities are needed, specific
to the child's disability, rather
than semi- or un-structured play.

e in school, some instruction needs
to take place in a sheltered class-
room rather than in the mainstream.

Regular assistance or use of devices is
required for life-support, locemotion,
ambulation or mobility in the community,

*Based on EMC Institute review of the major life activities

OTHER FACTORS

Some individuals may be able to perform self-care to
some extent but not to an extent that satisfies social
demands, e.g., the ability to distinguish between the
back or front of clothing, or the use of specific eating
utensils, or partial control of eliminations. Such
limitations might alsc limit a person's mobility in
society.

Ability to perform self-care may be inhibited by
limitations in learning, self-direction and/or
mobility.

Limitations in learning may be affected by limitations
in receptive/expressive language activities.

Limitations in learning can inhibit the ability to
perform all other major life activities,

Limitations in learning may also be affected by an
inappropriate match between the learning environment

and an individual's needs, including lack of appropriate
guidance and positive feedback.

Mobility may be severely limited if available transpor-
tation and community facilities are not accessible,

Mobility may also be inhibited by limitations in
learning, self-direction and self-care (safety,
hygiene).



TABLE 5 (Continued)

POTENTIAL LIMITATIONS IN MAJOR LIFE ACTIVITIES #

ACTIVITY POTENTIAL LIMITATTONS

Self-direction Requires regular counseling or supervision
in dealing with self or group; requires
behavior modification to achieve self-
restraint, social interaction, self-respect
or other adaptive behavior.

Economic Self- Insufficient income or support for a person's
Sufficiency (family's) basic and recreational needs.
Receptive & Requires some use of interpreters or devices
Expressive to communicate to the individual and/or
Language others.

Capacity for Requires daily assistance for maintaining a
Independent full life in the community and/or in decisions
Living about money management, housekeeping and relat-

ed activities.

*Based on EMC Institute review of the major life activities

OTHER FACTORS

Severe limitations in learning activities may inhibit
a person's ability to learn changes in behavior.

Frustrations with limitations in other life activities
may create or agprevate limitations in self-direction.

Behavior may be influenced by the response of the
environment; e.g., what is adaptive in the community
may not be adaptive in an institution.

A person’'s contributions to his or her economic
sufficiency may be limited by problems in other major
life activities; such a limitation may magnify other
problems if the person views such economic contributions
as important.

May be limited by employer attitudes toward specific
disabilities.

May affect learning activities.

May be inhibited by limitations in learning self-
direction and/or mobildity.

The capacity for independent living may be decreased
by community attitudes and acceptance of the visibly
disahled.

Substantial functional limitations in any other major
life activity may inhibit an individual's capacity
for independent living.



CREATI NG A WORKI NG DEFI NI TI ON

In order to nake the transition to the mandates of PL 95-602 the counci
must create a working definition of its target population - a definition which
the council can use in reorganizing its nmenbership, in planning and in per-
forming its role as a systenms advocate. This working definition is actually
conposed of several "definitions" which represent increasingly specific target
groups.

It may be useful to think of the total population of the state as a triangle,
as shown on Figure 1. This triangle includes all handi capped and non-handi capped
people in the state. It includes service providers and adm nistrators, |egis-
lators and the general public, all of whomthe council will attenpt to affect
through its public awareness efforts, influencing, and other activities. Wthin
t he handi capped popul ati on, council and devel opnental disabilities program
activities focus on progressively nmore specific and smaller groups of people.
These activities and their target groups dictate four major areas of decision
for the devel opmental disabilities council in developing its working definition

1. the role of the council as systens advocate;

2. council menbership and representation

3. state plan devel opnent;

4. the focus and accountability of DDSA-funded services.

In terms of Figure 1, decisions about the working definition begin with a
recognition of the needs of all handi capped people - the largest target group
within the council's working definition - and end with a small specifically-
defined group of devel opnentally disabled people who will receive certain
denonstration or pilot services from the Devel opmental Disabilities Program

These four areas of council decision which are needed to devel op a working
definition are discussed in the paragraphs bel ow

1. The Role of the Council as Systenms Advocate

One deci sion which the Council should nmake concerns the scope of its
advocacy activities and its allegiance to other groups which advocate for the

handi capped.

Since its inception, the State Devel opmental Disabilities Council has been
uni que anmong federal human service entities. I ndi vidually and col |l ectively,
its menbers are mandated to be systens advocates - to secure beneficial changes
in the whol e service systemrather than benefits to an individual client on a
pi ecemeal basis. |In many states, given the small allotments of the Devel opnenta
Disabilities Program this is the only viable neans by which the council can
secure appropriate services for large nunbers of devel opmentally disabled people
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in the state. Oher programs, such as Conprehensive Services for |ndependent
Livingland Title XX, make provision for services to the severely handi capped.
In at |east some states, the council may need to concentrate on securing
guarantees of the appropriateness and availability of these existing or pro-
posed services, rather than beconing redundant as a service grantee. In order
to secure such guarantees, a council will need to concentrate on its systens
advocacy rol e.

However, providers and |legislators often think of human service program
benefits in terns of services provided. In hearings in the spring of 1978 on
HR 11764, nenbers of the House Sub-committee on Health and the Environnent
repeatedly questioned the value of council advocacy activities because such
activities did not represent direct services to clients.2 The benefits of
systems advocacy - such as an increase in service coordination, or the passage
of specific legislation for the developnentally disabled - are sonetines hard
to measure and may not becone apparent for several years. Services, on the
ot her hand, are something that |egislators and providers can understand, because
they can see services in action.

The onus is on the council and the Devel opnental Disabilities Programto

get results under PL 95-602. It has already been pointed out that the state
Devel opmental Disabilities Programallotnent is too small to allow the counci
to inpact heavily on the statew de service network through gap-filling al one.

Therefore, if the state council and the Devel opnental Disabilities Program are

to continue to be recognized as a neans for securing appropriate services for
devel opnment al | y di sabl ed persons, the council nust beconme a visible, acknow edged
advocat e, one which achi eves docunented, beneficial changes in the service system

This creates an apparent problem for the council: under PL 95-602, the
devel opnmental Iy disabled will still represent only a small proportion of the
handi capped. Yet the broad-based support needed to acconplish nmajor changes
may not be forth-coming if the council always concentrates solely on the
devel opnmental Iy di sabl ed

Few advocate groups and spokespersons are concerned strictly with the
devel opnmental |y di sabled. A consumer organization may focus on its nost
severely handi capped menbers, but the council cannot expect such organizations
to concentrate exclusively on the needs of the substantially functionally
limted clients who becane disabled before age 22. Blindness and epil epsy, for
exanpl e, strike many people during adulthood. The council cannot expect such
groups to push specifically for rights and services for the devel opnentally
di sabl ed segnents of their popul ation, unless the council also acknow edges that
nost handi capped peopl e have comon issues and probl ens.

"Title VI1 of the Rehabilitation Act of 1973, added to the Act by PL 95-602
This Title authorizes a wi de range of services designed to increase the
i ndependence of the nmpbst severely disabled, to the point where they can
become eligible for regular Vocational Rehabilitation services. As this
paper goes to press, this programis expected to be nore nodest in scope
than originally assumed because of the President's austere budget.

Hearings before the Sub-committee on Health & the Environment of the Comittee
on Interstate & Foreign Conmerce" on HR 11764, April 4 & 5, 1978. See
particularly pp 377-378.



It is also critical for the council to consider the whol e handi capped
popul ati on when dealing with providers. Mst generic service providers do not
deal just with devel opnental ly di sabl ed persons. An agency cannot be expected
to coordinate services just for the devel opnentally disabled; it may be
i mpossible for the council to only nonitor services to the devel opmentally
di sabl ed when the same services are provided to a wi der group of people; the
state legislature will not always enact mandates solely for the devel opnent -
ally disabled. 1In its own sphere, then, the council will also have to consider
the wi der needs of handi capped people, if devel opnentally disabled people
are to benefit.

This, then, may be the council's first area of decision - a reworking of
its purpose, philosophy and policy to enbrace the new definition and the need
for broad-based cooperation and support in addressing the concerns of
handi capped peopl e.

The council nust work with these broader concerns in order to beconme nore
visible and to pronote solidarity with other groups on major issues. In this
way, a wide variety of groups can pool their experience, contacts and resources
on conmon issues, to beconme a single, united voice instead of many small voices
whi ch only address these issues from positions of special interest.

If the council supports the concerns of all handi capped people in its
advocacy activities, then consumer groups nay be nore ready to support the
council on problenms which are specific to devel opnentally disabled peopl e.



2. Council Representation and Conposition

The state council should remain a body which is workable both in size and

cost. In large states with nunerous advocacy groups or identified potentia
consumer representatives, all or nmobst relevant disabilities may not have a seat
on the council, given the need to mamintain a workable size. However, the counci

should identify the full developrmentally disabled population for which it acts
as an advocate, and should attenpt to find sone mechanismto ensure that al

devel opnental disabilities have representation on the council. Such representa-
tion is needed to assure that the council knows the problens faced by al

devel opnment al | y di sabl ed groups.

To satisfy both requirenents for council effectiveness - conpliance with the
[ aw and adequate representation - the council may wi sh to make several decisions
before it attenpts to reorganize its conposition

a. ldentification of Disabilities and/or G oups

First, the council can identify specific conditions which are nost
likely to result in a developnental disability. The purpose of
such a list is to identify major constituents of the popul ation

The council should avoid attenpts to develop a list of all possible
condi ti ons which nmight conceivably result in a devel opnental
disability; such a list would probably require considerable re-
search to develop. Addiitonally, the council should exercise
caution in specifying conditions which will be excluded, since

excl usi ons not only have negative connotations but may al so be

i naccurate in specific cases.

The working list of conditions, once devel oped, should not be
considered final. It can be expanded at any tine if other
consunmers or nenbers of other disability groups request inclusion.

VWhen it identifies the major disabilities which conmprise its
popul ati on, the council also has a basis on which it can focus
its systems advocacy and planning activities on the major needs
and problenms of that population, which are likely to be comon
to nost or all devel opmentally disabled people.

b. Devel opnent of Menbership Cuidelines

As a second step, the council nust establish nenmbership guidelines.
Potential points to consider in establishing these guidelines are:

ooptimum council size (large councils are nore costly
to mai ntain; individual nmenmbers on such councils my
also feel that their concerns and input get lost in
the crowd);

othe extent to which potential members are know edgeabl e
in the areas of state-federal programoperations, the

state legislative process, and related areas;

othe relative preval ence of the various disabilities;



o the willingness of consuners to participate on the
counci | ;

o all owance in the council budget for the cost of specia
arrangenments and assistance needed by potential consumer
nmenber s.

c. Conmuni cation with Oher G oups

The council must establish a practical mechanismto obtain input
from other groups or persons, and to provide feedback on counci
deli berations and actions to other representatives of the

devel opmental | y disabled. This may be a paperwork mechani sm or
the council may find ways to nmore directly involve non-nenbers in
council activities. For exanple, several councils include non-
menbers on council committees, so that such people can have nore
direct input to council activities. Such participation also
provi des excellent training for future council nenbers.

d. Orientation

As a final step, the council nust set up a conprehensive orientation
program for nmenbers and for chosen representatives of non-nenber
groups.

As the council is going through this process, it should work closely with
the P & A systemto ensure that both bodies agree on the characteristics of the
devel opnment al | y di sabl ed popul ation. Cooperation is also essential because the
P & A system should be one of the council's resources for identifying persistent
problens in the service network which can be alleviated through systenms advocacy
efforts on the part of the council.

Wthin states, there are many state organi zati ons of handi capped persons
that should be contacted for nom nations as well as treatment centers, specia
education and rehabilitation centers. Councils will need to maintain a listing
of such nominees or it will be difficult to maintain a know edgeabl e 50% consumer
menber ship and representation

3. Conprehensive State Plan Devel opnent

The intent of the conprehensive devel opmental disabilities state plan is to
address the specific needs of the devel opnentally disabled and the comon issues
of all handi capped persons which the council will address in cooperation wth
ot her advocacy groups. The intent of the plan is therefore a direct outcone of
deci sions nmade in the decision areas discussed above.

Pl an content concerning the magnitude and characteristics of the devel op-
mental |y disabled population is likely to be represented by numbers. As with
the PL 94-103 definition of a devel opnental disability, data are probably not
kept in a formwhich allows the state planner to Identify all devel opnentally
di sabl ed people; as in previous fiscal years, available population data are
likely to be estimates. This includes council data on the nunber of devel op-
nmental | y disabl ed people needing a given service and the agency data on the
nunber of devel opnentally disabled people receiving such services.



The detail of plan data is still likely to depend on 1) the quality of
avai |l abl e data on the disabled popul ation of a given state, and 2) the tinme-
cost benefits of refining available data to nmore nearly approximate the
devel opnent al | y di sabl ed popul ation of a state.

The inportant points for the council to renmenber are:

orough needs estinmates can be nade by identifying the
types of needs which are likely to correspond to
functional limtations in each of the seven areas of
life activity (see Table 5);

o the popul ation data in the plan are rough estimtes, not
an actual identification of the number of developnentally
di sabl ed people in the state. The data is useful for
pl anni ng purposes, and council menbers and planners sinply
need to be aware of the extent to which the data really
represents (or masks) the devel oprmental ly disabled target
popul ati on.

This decision area may be one for the council staff rather than the counci
itself. The placenent of the line representing the "plan devel opnent” decision
area on Figure 1 was made arbitrarily to illustrate the relative size of the
popul ation affected by this decision area; the actual size of the popul ation
(pl acenent of the line) may vary greatly fromstate to state, depending on the
quality of data available in each state.

Sone unabridged data on overall functional linmtations, by state, are given
as an appendix to this paper. Wile these data do not represent a definitive
analysis relevant to the new definition, they do represent one type of data source
whi ch may prove useful as a starting point for devel oping data for the plan.

4. The Focus and Accountability of Devel opnmental Disabilities Program Funded
Servi ces

Even if its advocacy role is strengthened, as suggested above, the counci
may still find it necessary to develop pilot and denonstration projects in order
to stimulate specific new or inproved services.

On one hand, accountability in Devel opnental Disabilities Programpilot and
denonstration projects should be sinplified, since the. definition has now
quantified functional limtations (three or more).

On the other hand, there is a possibility that service projects wll
become so locked into the functional linmtations criterion in the push for
accountability that clients will obtain decreased benefits. Some areas of
consi deration for the council are:

othe effect of the definition on services for imediate intervention
such as hotlines and the P & A system Can these services be
denied clients in an energency situation because they are not sub-
stantially functionally limted (even assum ng that providers of
such services could be expected to ascertain whether such a client
nmeets the criterion)?



e In rural areas, it may not be econonically feasible to
establish certain services, such as transportation or group
homes, specifically for the "substantially functionally
[imted," if there are few clients who woul d use the service
in agiven area. It may not even be appropriate if some
degree of integration with society is desired for the disabled.
| f DDSA-funded services open their doors to the non-devel op-
mental | y di sabl ed, however, how can the council account for
whet her DDSA funds are going to the target group?

VWhen the council has reached the point in its conprehensive planning process
where it can begin to talk about services and service activities, the counci
will need to consider two decisions:

e The service priority area(s) which will be the initial focus of
the conprehensive plan, based on service gaps, previous program
activities and the problens and special needs of the new
devel opnment al | y di sabl ed popul ati on

e Guidelines to assist DD service grantees to maintain accountability
within the new definition (Wwo is devel opmental ly disabled? What
are the seven areas of mpjor life activity?).

At this line of decision (see Figure 1), the council is addressing itself
primarily to that target group of the devel opmentally disabled popul ation for
which pilot or denonstration services will be funded by the Devel oprnent a

Di sabilities Program

However, it should be renenmbered that "service activities" within a priority
area do not refer merely to client services; service activities also refer to
coordi nati on and other systens advocacy which may require a focus on all handi-
capped people, not just the devel opmentally disabled, in order to be effective.

It should also be noted that some nodel services, such as specialized
transportation, may serve a w der population than just the devel opnentally disabl ed.
Not only are sone services with a wider clientele nore sensitive to the normaliza-
tion principle; they may require a wider clientele in order to remain cost-effective.
VWhen such pilot services are supported partially by DD funds, grantees will
requi re guidelines on how to denonstrate that the intended DD popul ation is also
bei ng reached. To further ensure accountability in such services, the counci
shoul d beconme nmore involved in regular project nonitoring.

Sunmar y

The above di scussion concentrates on four major decisions of increasing
specificity which the DD council and its staff can consider in inplenmenting the
new definition mandated by PL 95-602. The intent of this discussion was to
provide initial considerations for councils which are beginning to address the
i ssues surrounding the new definition. As such, it is not definitive. |Individua
states are likely to develop other processes and focuses for a working definition
based on their own philosophies and interpretations of PL 95-602. This discussion
does suggest that, whatever direction the council decides upon, a working defi-
nition should be based upon decisions which allow the council to fulfill its
menbership requirenments, plan for its broader popul ation and achi eve support for
its activities from an even wi der range of advocates for the handi capped.



| SSUES | N | MPLEMENTATI ON

The size of the devel opnentally disabled population is not expected to
i ncrease signficantly under the new definition; but the focus of the
Devel oprmental Disabilities Programnust shift to consideration of the multi-
plicity of treatnent problenms, architectural and environmental requiremnments,
and other effects of the broadened range of devel opnental disabilities, and in
sone cases, of all handi capped. The scope of |ong-range goals and plan year
obj ectives nust be broadened to enconpass the needs of the broader popul ation
The new definition requires the council to take a broader approach to any
activities relating to inplenmentation of Section 504; it requires re-working
of strategies in public awareness and agency/l egislative influencing; it
inmplies a need for new design criteria for DDSA service projects; it suggests
a need for closer council exam nation of nore than just the mandated state
programs (transportation, for exanple); it may require re-design of sone
personnel training prograns.

Actual inplementation of the functional definition may unearth probl ens
specific to state and | ocal systens which cannot be projected at this tine.
However, at least five major issues are likely to appear to sone extent:

o publicizing the new definition;

o the timng of inplementation;
oresponsiveness to clients' service needs;
oinpact on state |egislation;

0 conpetition anbng consumer groups.

These issues are exam ned in the paragraphs bel ow

Publicizing the New Definition

Confusion may result anong people outside of the council - state |egislators,
key program figures, and segnents of the public - who have been the target of
| obbyi ng, influencing and public education canpai gns on behal f of the devel op-
mental |y disabled popul ation as defined by PL 94-103. The degree of confusion
anmong these people will likely depend upon how specific any reference.to the
devel opnmental | y disabled has been in the past - and upon how quickly the counci
reaches these people with a succinct explanation of the new mandates of the
Devel opmental Disabilities Program Note that, if the full council participates
i n devel opnent of a working definition, that definition will presunably be
acceptable to and understandabl e by participating state-federal prograns.



The Timng of Inplenentation

There is a good possibility that a three-year conprehensive plan for
services for the developnentally disabled will be required by the end of Fisca
Year 1979. G ven the clearance procedures in nost states, this nmeans that nost
councils woul d have to start now to develop a plan so that a final draft woul d
be ready between May and July. If a council is just beginning to be involved
now i n devel oping a working definition and upgrading its menbership and represen-
tation, how can it hope to have a know edgeabl e body of nenbers in time to
provide input to this conprehensive plan?

New menbers and representatives may not be available in time to participate
in plan devel opment this year. However, as part of its drive for noninations,
councils can also solicit information on service needs, gaps and barriers from
the groups which it contacts. Those states whi ch have regional councils or
whi ch hold regional public foruns on needs and problens can utilize these
mechani sns to solicit information pertinent to planning for the wi der range of
disabilities.

Just as it is not necessary for the council to devel op an exhaustive
"laundry list" of disabilities included in the newdefinition, it is not neces-
sary to docunment every |ast problemnow. The largest and npbst pressing probl ens
are likely to be repeated by a nunmber of disability groups; these are the prob-
lens that the council will probably wish to address in its Fiscal Year 1980
plan. Any glaring oversights can always be added |ater by subnitting an
amended i npl ement ati on pl an.

Responsi veness to the Needs of the Popul ation

One benefit to clients of the newdefinition is the use of functiona
l[imtations to delineate a devel opnental disability, which avoids the danger of

| abeling an individual - which may have in turn |locked that individual into a
certain set of services and a certain position in society. And because the
functional limtations pertain to all devel opnental disabilities, their use

tends to ease pressures to set up separate categorical services for the nentally
retarded, the blind, and so on.

On the other hand, state prograns and providers also need to be aware of
t he danger of enphasizing the description of functional limtations to the
poi nt where no real attenpt is nmade to identify the specific disability or
its underlying cause (etiology), in which case treatnment and services nmay be
i nappropriate. A functional limtation in a given area does not identify an
i ndi vidual's underlying problem A child may have troubl e wal ki ng because of a
central nervous systemdefect, because of defects in the mddle ear, because of
a mal formed hip, or because of inproperly fitted shoes. Using the sane treatnent
in all four cases will not help all four children equally cope with the problem
indeed, if inappropriate "treatment” is given, the problemnmay not be treated
at all and may even grow worse. Thus, under PL 95-602, the Individual Habilita-
tion Plan (1 HP) becones even nore inportant as a tool for obtaining appropriate
services



A conprehensive eval uation, including use of a validated devel opnental
assessment tool, should be used to establish the basic problems and needs of the
i ndi vi dual

A nunber of assessment tools exist by which the evaluation specialist can
pi npoi nt functional levels. However, in the past children have been m spl aced
because of testing problems and such mi splacenents often hinder rather than
hel p the child, creating nore functional problens than existed prior to placenent.
There is a need to knowwhat is causing the functional deficit if the condition -
rather than the synptom- is to be treated.

For some situations in the Devel opmental Disabilities Program a cursory
eval uation based on the conponents of the seven areas will be required. For
actual treatment, however, the underlying source of substantial functiona
limtations must be diagnosed, and addressed as part of the client's |HP

VWhen an individual programplan is being developed, the client's functiona
[imtations can be |looked at In terns of needs which are common to other clients
as well. At this point, when individual objectives have been devel oped for the
client, it becomes appropriate to ask whether a given service will achieve the
i ntended objectives. |If the answer is yes, then the service is appropriate and
responsive to the client's needs. The question nust be asked, however; a service
is not responsive if it merely happens to address a certain functional limtation
or if it is the only service which exists.

| npact on State Legislation

The transition fromthe old to the newdefinition will also affect existing
state governnental institutions; for exanple, the many mandates that have been
enacted by state governnents in recent years to give added authority to the
council and to the Devel opmental Disabilities Program This transitional issue
is also likely to affect other areas of state |aw

The council and its staff should review existing state |laws and gui delines
to determ ne what changes are needed to update state mandates to conformw th
PL 95-602. Cooperation with P & A systemstaff on this activity is inperative

This problemmay place some states in an unfortunate situation. State
| egi sl ati ve changes nay be necessary to bring affected state devel oprmenta
disabilities programs and councils into conpliance with PL 95-602; and the |egis-
lative process is often slow. A state programwhich is out of conpliance past
federal |y mandat ed deadl i nes, due to lack of state |egislative support, cannot
receive its federal Devel opnental Disabilities Formula Gant Programfunds. To
avoid interruption in state operations, the appropriate regional General Counse
may have to be consulted by a state which finds itself in this position.



Conpetition Anbng Consumer G oups

Even whi |l e assessing the needs for changes as a result of the new
definition, the programnust assure that the groups which it has served in the
past do not get lost in the shuffle. Conversely, there is great potential
within the council and in services, for hostile conpetition between the "old
guard" and consumer organi zations which are newy part of the program under the
PL 95-602 definition. Councils and adm nistering agencies and their staffs nust
be cogni zant of this potential and seek ways to ensure cooperation rather than
conpetition.

The executive conmittee of the council nmay set the tone for cooperation
with additional disability groups by re-stating the council's nandate to
represent all devel opmentally disabled people: the law nust be accepted as the
law, and the council has no choice but to shift phil osophically and
programmati cal | y.

Further, the |eadership should be certain that the council, once it has
reorgani zed, does mmintain representation of all groups of devel opnentally
di sabl ed people, either through participation on council committees and task
forces or through sone other means of exchange. The council should be sure that
staff also seek input fromall groups whenever this mght be necessary.

Finally, if the council carefully exam nes the. reasons why gaps exist in
services, it is likely to find that the same problens and barriers plague nost
devel opnental Iy disabl ed peopl e who seek services: I ack of program expansion
funds, lack of trained or sensitized programpersonnel, contradictory or
obstructive regul ations and adninistrative procedures, and so on —the same
probl ems whi ch pl agued services for the devel opnental |y di sabl ed under PL 94-103,
and whi ch cannot be solved by the Devel opnmental Disabilities Program through
service granting to neet the needs of any one disability group. The counci
must denonstrate, for all council nenbers and representatives, the need for the
council to address its broader nandates as one group. To do this, the counci
shoul d carefully exami ne the "why" behind gaps in services when developing its
Fi scal Year 1980 comprehensive state plan; the answers are likely to reinforce
the policy that all groups are going to have to work together if the programis
to acconplish its goals.
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APPENDI X

DATA ON LIM TATIONS I N ACTIVITY

In 1969, 1970 and 1971, the U.S. Public Health Service conducted Heal th
Interview Surveys (H'S) of the civilian non-institutionalized popul ati on of
the United States. The data produced by this effort exam nes, anobng ot her
things, the extent to which the popul ation experiences limtations in activity
as a result of chronic conditions.

These data do not represent the devel opmental |y disabled population within
each state. They are given here because they are sensitive to different amounts

of limtation, and may provide the planner and the council as advocate with a
concept of the larger functionally limted popul ation of which the devel opnentally
di sabl ed population is a part. The devel opnental disabilities cannot be

identified in these data for two reasons:

1. The data do not distinguish between people who becane disabl ed
bef ore age 22 and those who became disabled as adults;

2. The data do not distinguish linmtations in different major life
activities as defined by PL 95-602. It is reasonable to assune
that persons who cannot carry on mmjor activity experience
l[imtations in at |least three areas, but the data are not specific
enough to identify the substantially functionally limted anong
the other two groups of people who experience |inmtations.

The following four pages are excerpts from"State Estimates of Disability
and Utilization of Medical Services: United States, 1969-71," DHEWPublication
No. (HRA)77-1241, and include Table 1 fromthe report and a narrative di scussion
of the terns used in that table.

The term"synthetic" is used on the table because these estimates were not
derived directly fromsurvey results. The introduction to the publication
expl ains the difference as foll ows:

The underlying nodel for the synthetic nethod requires that
the distribution of a health characteristic not vary between popu-
lations of States except to the extent that States vary in
denogr aphi c conposition. It is assuned that the preval ence rate of
a given disease in persons in State Awill be the same in State B
if the conposition of the persons in each state is simlar with
regard to age, sex, race, famly incone, famly size, place of
resi dence, and industry of the head of the famly



DERI VED FROM THE PHS HEALTH | NTERVI EW SURVEY, 1969-71

Terms Relating to Disability

Disabiizty. — Disability is the general term used
to describe any temporary or long-term reduction
of a person's activity as a result of an acute or
chronic condition.

Chronic activity limetation. — Persons are clas-
sified into four categories according to the extent
to which their activities are limited at present as a
result of chronic conditions. Since the usual ac-
tivities of preschool children, school-age chil-
dren, housewives, workers, and other persons
differ, a different set of criteria is used for each
group. There is a general similarity between

them, however, as will be seen in the following

descriptions of the four categories:

1. Persons unable to carry on major activity for
their group (major activity refers to ability to
work, keep house, or engage in school or
pre-school activities)

Preschool children:
Inability to take part in ordinary play with
other children.

School-age children:
Inability to go to schoal.

Housewives:
Inability to do any housework.

Workers and all other persons:
Inability to work at a job or business,

2. Persons limited in amount or kind of major
activity performed (major activity refers to
ability to work, keep house, or engage in
school or preschool activities)

Preschool children:
Limited in amount or kind of play with
other children, e.g.; need special rest
periods, cannot play strenuous games, or
cannot play for long periods at a time.

School-age children:
Limited to certain types of schools or in
school attendance, e.g., need special
schools or special teaching or cannot go to
school full time or for long periods at a
time.

Housewives:
Limited in amount or kind of housework,
e.g., cannot lift children, wash or iron, or
do housework for long periods at a time.

Workers and all other persons:
Limited in amount or kind of work, e.g.,
need special working aids or special rest
periods at work, cannot work full time or
for long periods at a time, or cannot do
strenuous work.

Persons not limited in major activity but
otherwise limited (major activity refers to
ability to work, keep house, or engage in
school or preschool activities)

Preschool children:
Not classified in this category.

School-age children:
‘Not limited in going to school but limited
in participation in athletics or other
extra-curricular activities.

Housewives:
Not limited in housework but limited in
other activities such as church, clubs, hob-
bies, civic projects, or shopping.

Workers and all other persons:
Not limited in regular work activities but
limited in other activities such as church,
clubs, hobbies, civic projects, sporis, or
games.

Persons not limited in activities {includes
persons whose activities are not limited in any
of the ways described above)



Table 1. Synthetic estimates of the percent of persons with limitation of activity due to chronic conditions by degree

of limitation according to selected characteristics: United States, 1969.1971

Populstion Not Limited in Unsble 1a
Gragraphic arss snd ChRrsc1arisric in Limited in in amount & carry on
thausands activity acnvity kind a_. Majof pCtivity
major sctivity
ALABAMA
Towal 1,330 6.5 135 68 4.1
Ags
Uniter 45 years, " 42,379 3.7 5.3 9 0.8
45 69 years 639 763 0% 13.1 mn
65 yeors and aver toogez 54.3 43.2 221 221
Famity income
Lets than 55,000, 1,154 8.z 23.0 1.2 9,2
55,000 or more 2227 92,5 9.4 4.9 1.8
ALASKA
Yoral 266 81,5 2.1 4z 1.5
bm-
Undor 45 years o 94.3 5.2 2.6 05
25 - B4 years 3s £14 0.1 Ry 45
63 years and over 7 45,0 47.6 0.6 19,7
ﬂol.;H ingame
Lesi than §5,000 ao es.3 6.0 7.4 5.3
£5.000 ot more... 26 91.3 7.0 36 0.%
ARIZONA
Total . 1,726 ere 12.2 6.2 26
Age
Undex 4% yoars 34222 919 5.6 2.7 2.5
45 - 64 yeart 346 89.0 2a.7 thE 40
€5 yaars and over 168 [3A] 445 214 15.7
Lrss than $5,000. a9 .4 23,2 115 19
£5,000 or more . 1,346 91,0 9.2 4.8 14
ARKANSAS
Totad 1,884 85.4 148 15 48
Age
Under 43 years 1,277 916 59 2.9 [}
45 - 64 years 9% 5.9 249 13.7 18
65 years and over 212 54,2 475 229 .2
Family incoma
Less than 85,000 79 7a.7 25.0 115 88
$5,000 o1 more 1,176 92.2 0.3 49 1.7

Veigura for undur 17 yeurs 1189 for 113 yenrs 1,190,

2Eigure tar undér 17 yeara 144: for 1744 yuara T08.

I \gure tor undar 17 years 14, for 17-44 yeure §09.
igura 1or under VT yoars 829, for 17-44 yeure H.

Limited in
Population Nar amount or Unabtr to
Geogragh'c sret and characteriatit in limited in ind of Cavey on
1housands Activity activity . . major activity
major attivity
CALIFORNIA
Total 19,373 87.9 121 6.2 25
Age
Under 45 years ... 511,661 91p 6.7 2.8 1
45 - 64 yenx 3,980 B0.B 198 1.2 3.7
£ yeacs and OVar . eeeae 1.7 519 44.5 216 154
Famity ircoma
Less than £5,000.... 3574 115 24.3 121 73
£5,000 or mcre .. - 15,799 90.9 9.5 49 1.5
COLORADO
Tatal 2,135 ER.] 1.7 8.0 23
Roa
[SLUELE LRPES . $1,553 938 58 28 05
&3 . B ye r3.... 400 80,8 19.8 11.4 s
55 vears a . B e 182 51.9 44,4 ne 15.0
4 rs: -han &5 000 437 719 23.2 1n.8 (A
8O0 et e .. 1,699 0.2 8.8 46 13
CONNECTICUT
Tatal 2,970 836 10.8 LX] 23
Age
Under 45 yaars 72013 455 49 24 o5
45 - 52 years . BE1 835 18.2 9.8 29
&5 years and aver 274 €0.2 381 19.1 147
Family incums
Lesa than $5,000 369 7.0 224 12.0 7.4
45,000 or mara 2,601 ats LX) 4.7 16
DELAWARE
Tolal 535 e85 1.4 5.9 28
Under 45 yaars . *188 94,0 55 27 ¢.8
A% - 64 yaars 103 80.8 197 1.3 45
G5 years and aver s 43 578 4.4 218 18.8
Family lncome
Las1 than $5,000 23 78.8 231 1.8 84
$5,000 or more 442 ot d 2.1 48 1.7

3Figuen for undar 17 ysars 8,258; for 17-44 yauns 7.372.
igurn for under 17 yrars TH; lor 1744 years 119,

TFigurs for undus 17 years 353: far 17-4d yeure 1.

5.

YFiqura 1ar under 17 ysars 188; for 1744 yeasm 200,

DERIVED FROM THE PHS HEALTH INTERVIEW SURVEY, 1969-71.






