














¢ The descriptors used for the institutionalized population do not
necessarily match those for the developmentally disabled
population., However, we can go on the assumption that for
certain populations they are likely to meet the criteria for the
developmentally disabled population precisely because they are
institutionalized.

® The institutionalized population, according to the SIE, also
included people living im group facilities such as group homes.
This definition of "institutionalized" differs from that which
is typically used in the field, and requires that we draw upon
sources of information about group living facilities in the
community as well as upon information about what would more
typically be defined as am inscitutionm.

We have drawn upon several sources to arrive at reasonable
estimates of the number of developmentally disabled population who were
institutionalized at the time that the Survey of Income and Education
was conducted., In this way we can combine the two estimates to arrive
at a reasonable estimate for the "total" developmentally disabled
population. Since 1976 we would expect that there has been a shift in
the distribucion of the developmentally disabled population, with fewer
people being "institutionalized" than in 1976. However, if we
recognize the fact that the SIE cousidered group homes and similar
congregate facilities to be "institutions", then in reality much of the
population shift has been within the "institutionalized" population.
There has even been gsome shift into the institutiomnalized population
as more people move out of their family‘homes and into group homes.
Some move out as people move from group homes to independent living
setrtings but these in and out movements are assumed to cancel each
other out for our purposes.

The sources we are using to arrive at an estimate of the
"institutionalized" developmentally disabled population are:

e Public Residential Services for the Mentally Retarded, National

Association of Superintendents of Public Residential Facilities
for the Mentally Retarded, 1976,
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e The National Nursing Home Survey: 1977 Summary for the United

States, U.S. Public Health Service, National Center for Health
Statistics.

e The 1976 Survey of Institutionalized Persons, conducted by the

U.S, Bureau of the Census.

"National Survey of Community Residential Facilities: A Profile
of Facilities and Residents in 1977,"” Robert Bruininks, et al
American Journal on Mental Deficiencv, March, 1980.

According to these sources, the following number of instutionalized

people were likely to be developmentally disabled (see Table on next

page):

‘e Public Residential Facilities for the Mentally Retarded:

Approximately 153,600 mentally retarded persouns who were in
public residential facilities for the retarded in 1976, Of
these virtually all were at least moderately retarded, and the
assumption can be made that virtually the entire group was
sufficiently retarded or otherwise disabled to be considered
developmentally disabled.

Mational Nursing Home Survey: Approximately 769,800 individuals

with a primary diagnosis of mental retardation were im nursinag
homes in 1977. Approximately 48,400 individuals in nursing
homes were placed there because of mental retardation, 42,400
had a primary diagnosis of mental retardation at their last
examination, and a total of 79,800 were considered to have
mental retardation as a chronic conditionm or impairment. These
aumbers are somewhat difficult to interpret but it would seem
that we could say that somewhere between 40,000 and 30,000
individuals in nursing homes in 1976 were mentally retarded. We
would probably be safe in considering this entire group to be
developmentally disabled. There undoubtedly were other
individuals who were developmentally disabled in nursing homes
in 1978 but it is difficult to determine from the existing
data. Unfortunately, the published information does not provide
a table of disability by, for example, age or other criteria
that might help us determine which ones are likely to be
developmentally disabled. 1If we were to use a rough estimate
based upon the non-institutionalized disabled population, abou:z
one tenth of the disabled population in the nursing homes would
be developmentally disabled, or a total of about 130,000
individuals of whom over half or 80,000 are retarded.

A total of about 76,000 nursing home residents are under
age 54, and this group has a greater likelihood of being
severely disabled and perhaps developmentally disabled, but we
do not know how many are, for example, mentally retarded. The
total of 130,000 is probably a high estimate but at least
provides a reasonable upper limit,.
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AND NON-IN

SUMMARY OF DATA ON THE INSTITUTIONALIZED

STITUTIONALIZED DEVELOPMENTALLY DISABLED POPULATION

f Estimated
Year Population Number of Number
Source Conducted Covered Facilities Developmentally
Disabled
[T SeTvey of lncome "non-ingtity-
and Education 1976 tionalized” N.A, 2,487,000
{(S1E) l ages 3+ ‘
Z. Public Residential residents of
Services for the public
Mentally Recarded| 1976 residential 239 53,584
facilities
for the ¥R
5. Iné National residents of
Nursing Home 1977 nursing homes 18,900 40 - 80,000
Survey of all types -
¥TTSUTVey of Insti- residents of sample of
tutionalized institutions 915 sut of 254,000
Persons: A Study 197¢ about 26,000
of Persons
Receiving Long
Term Care
—_ —
5T‘ﬂ!tibnaI_Sﬁrvey residents of
of Comuuniry 1977 "communicy™ 4,400 76,000
Residential faciliries
Facilities
—TOTXET
DEVELOPMENTALLY 2,812,000

DISABLED (1+4+5)

L
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¢ Survey of Institutionalized Persons (SIP). The SIP attempted to
study all institutionalized persons including two populations
just described, plus some others. Accovding to the SIP there
were a total of agbout 193,000 persons institutionalized with
mental ratardation of whom about 130,000 were in non-federal
governmental facilities and about 40,000 of whom were in
proprietary facilities., 1If the assumption is made that all
these individuals were developmentally disabled then a minimum
of 193,000 developmentally dissbled persons were institution—
alized.

The SIP provides us with some additional information about
the age distribution of the institutionalized population and the
aumber of limitatiouns that the populatiom has. In particular,
the tables indicate that there are a total of about 151,500
individuals under age 18 who are institutionalized, of whom
about 67,400 had no limitations, and about 84,000 of whom
had at least one functional limiration. We can assume then,
that those who had no limitations were unlikely to be
developmentally disabled, but that the remaining group had a
high likelihood of being developmentally disabled. That is, we
are assuming that if childrenm are disabled and institution=
alized they run a high risk of being or becoming developmentally
disabled.

Of the population between 18 and 64 years old, there were
about 49,800 individuals with three or more limitations, and
ancther 83,700 with two functional limitations for a toctal of
133,500 with two or more limitations. Since the limitatioms do
not correspond directly to those contained in the definition of
a developmental disability, it is possible that a person with
two of the limitations listed in the SIP would actually have
more than two life activity limitations. If we were to make the
assumption that all would be sufficiently disabled to be
considered developmentally disabled, but that only half meet the
age of manifestation criterion, then this would be another
approximately 66,500 individualg added to the 84,100 under age
18. This would give us a total of about 150,600 persons under
age 64 with a high likelihocod of being developmentally
disabled.

The remaining population is over age 65, and it is probably
.reasonable to assume that a relatively small proportion are
developmentally disabled. Most are likely to have become
disabled late in life., Of the total 1,027,850 persons over age
65 who were institutionalized we suggest that about of 107 were
developmentally disabled, or about 102,300 persons. In additiaen
to the population under age 65, this would be an estimated total
of about 254,000 persouns, of which 193,000 were mentally
retarded and the remaining were physically handicapped. The SIP
undercounted mentally ill persons because many mental hospitals
were not included in the sample surveyed.
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o Communicy Pacilities for Developmentally Disabled Persons: In

1977, one year atter the SIE and the Survey of Institutionalized
Persons, a survey was performed of community facilities for
developmentally disabled persons. The survey was a part of a
national project funded through the Developmental Disabilities
Program that was conducted by the University of Minnesota. The
resultg of this survey indicated that there were a total of
about 76,000 persons living in over 4,400 facilities. The
definition of a developmental disability that was used for this
survey was the "old" one contained inm P.L. 94-103., However, we
can assume that although some individuals would not meet the
eriteria in the "new" definition contained in P.L. 95-602,there
undoubtedly were also some individuals not counted because they
did not fit the old definition. We assume that the overcount
and undercount more or less cancel each other out. This means
that about 76,000 developmentally disabled persons who were in
community residences were not counted either by the SIE or the

" 'SIP or other sources.
If we take the combined total of the number of persons
ins:i:;:ionalized and those who were in community programs we arrive at
 about 325,000 persons not counted by the SIE. Adding this to the
number derived from the SIE yields the total of 2,812,000
 developmentally disabled persons. Of this total about 11.5% are
"inscitucionalized"” in the broad sense defined by the SIE (i.e., living
in some group situation) and sbout 8.97 are institutionalized in the

narrower sense as defined by the Survey of Institutionalized Persons.
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II1. OPERATIONAL DEFINITION

In attempting to operationalize the definition of developmental
disabilities, we decided that the best approach was to restructure each
of the criteria for a developmental disability contained in the
definition as a screening question. Each criterion was broken down
into a set of simple questions that can be asked to determine if an
individual or group of individuals is developmentally disabled.

Yo effort is made, deliberately, to present rigid criteria or to
indicate that to be developmentally disabled a person must obtain a
certain scove on a certain test or group of tests. Rather, the
definition is operationalized in such a way that a considerable amount
of professional judgment needs to be exercised. In this way the
current state of the art with respect to testing in the field is
acknowledged: there is no one set of tests that could appropriately be
applied to people of all ages with all types of limitaticns., We feel
that any ambiguity created by the proposed approach is ocutweighed by
the considerable advantages of flexibility and responsiveness.

The following pages contain the screening questions.
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KEY SCREENING QUESTIONS CHECKLIST

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

of a person which:

A.

C.

CHECK:
Is there reason to believe that the person or group of
persons has a severe, chronic disability? YES NO _
is attributable to mental or physical impairment or
eombination of mental and physical impairments:;
CHECK TWO:
Does the person or group of persons have a measurable
physical and/or mental impairment as determined by a
qualified professional? YES NO
AND
Is the person’s or group of persons' disability, i.e., his
or her limited ability to function, a result of the
impairments? YES NO
is manifested before the person attains age twenty-two;
CHECK TWGO:
Did the impairment itself begin prior to age twenty-
two? YES NQ
AND
Did the impairment result in severe functional limitations
(or disability) prier to age twenty=-two? YES NO
CHECK AT
tg likely to comtinue indefinitely; LEAST ONE:
Is the body system that is impaired one which is known not
to regain capacity once damaged? YES NO
OR
Is the condition causing the mental and/or physical
impairment one which is known to be chronic with little
expectations of remediation or cure? YES NO
oR
Is it professional judgment that the person is likely to
Temain impaired for the forseeable future? YES NO
AND CHECK:

[ -

Is the disability likely to endure even if educational

interventions, envirommental modifications or similar

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

ability to function? YES NO
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D. results in substanticl functioncl limitations in three or
more of the following areas of major life activity: (i)
selfecare; (ii) receptive and expressive language; (iii)
leaning; (iv) mobility; (v) self-dirgction; (vi} capactity
for independent living; and (vii) economic self-suffictency;

CHECK ¢
Is the persan or group of persons performing below the
level expected for his or her age in three or mors of
the following areas:
Self-care
Receptive and Expressive Language
Learning
Mobilicy
Self-direction
Capacity for Independent Living
Economic Self-sufficiency YES NO
AND
Is the person’'s or group of persons' level of performance
at least 3 standard deviations below expected for the
person's age? YES NO
o
Is assistance needed that is at least twice that
expected for the person's age? YES NO

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

Does the person or group of persons need a2 combination
of more than one type of service, care or treatment? YES NO




AND

Does the person or group of persons need a combinacion

¢f service, care and treatment sequenced over a prolouged
{potentially lifelong) period of time?

- AND

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

AND

Do the services, care, or treatment provided to the
person or group of persons need to be individually
planned and coordinated comncurrently and over time?
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IV. SUMMARY OF SOME NEW CONDITIONS THAT MIGHT LEAD TO A DEVELOPMENTAL
DISABILITY

The concept of a developmental disability, both as it was
originally defined and as it is currently defined in P.L. 95-602, is
that individuals with different conditioas share certain character—
isties that imply shared service needs. This concept is generally
referred to as "non-categorical" but actually is move appropriately
sesen 23 "trans—categorical” since the commonalities cut across or
transcend specific categories. They do not, however, necessarily exist
in isolation of very real characteristics that are rooted in specific
conditions. That is, the attributes that an individual must display in
otder to be considered to have a developmental disability are
"non-categorical” in that they are indepeadent of any one category or
condition. However, any individual who is developmentally disabled has
other charactevistics that are not described by those listed in the
definition of 2 developmental disability, aand has a particular
combinacion of the characteristics that are listed. These often
derive directly from the nature of that person's uaderlying conditionm,

To arrive at a full picture of a developmentally disabled person
a lot of information is needed. Included is informatiomn about the
specific ways in which the criteria contained in the definition are met
{e.g., the actual age of manifestation, the specific life activity
limitations); basic demographic characteristics (e.g., age, sex, ethnic
group, family income level); and specific condition that has lead to
the developmental disability. This chapter summarizes information

contained in the volume of the final report that provides
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information about some of the major couditions that are likely to lead
to a developmental disability (excluding the four conditions that were
listed in the previous definition: mental retardation, cerebral palsy,
epilepsy, and autism). Only "nev" conditions are described in any

detail since a considerable asmount of material has already been

developed and disseminated with respect to the four "old" conditiocms.
The specific purposes of identifying some new conditions that

might lead to a developmental disability as defined in P.L. 95-502 are

to:

(1) provide+basis for service programs to determine who is
developmentally disabled.

(2) help people identify the major health conditions that are
likely to result in a developmental disability.

(3) help identify those conditions that are most likely to
contribute a substantial population to the total developmental
disabilities population. This is a fuumction both of the
likelihood of the condition resulting in a developmental
disability and the overall incidence and prevalence of the
condition.

(4) provide information that might be useful in planniag the
delivery of services to the newly defined developmentally
disabled populatiom by describing its major characteristics,
with a particular emphasis on the kinds of difficulties that
the population is likely to have functioaning in society.

(5) identify possible consumer groups, coanstituencies, service
providers, and other new sources of need and informationm
regarding the developmentally disabled population.

The list and descripticns will NOT accomplish the following:

(1) They will NOT indicate that all people with a specific
condition have a developmental disability, but rather focuses
on their ability to fumction,

(2) They will NOT indicate that if a specific condition is not
listed that it cannot lead to a developmental disability.
Although most conditioms will not result in a developmental
disability, there are many that might but are of very low
incidence; result in very early death; and/or rarely have
substantial residual disabling effects.
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(3) They will NQT attempt to be all inclusive, since there are
literally hundreds of specific conditioms that might result in
a developmental disability.

(4) They are NOT intended to be used to describe the
developmentally disabled population. That population is
described by the extent to which it meets the criteria in the
definition. Specific conditions are listed as a2 way of
helping people identify some of the contributors to the new
population, and 38 a way of adding descriptive informationm,
not as a way of substituting for the non-categorical
definition.

We have included two summary tables here thar contain informatiom
on each of thirty two "new" and the four "old" conditions. The first
table indicates the likelihood that each condition will result in the
seven life activity limitations contained in the definition. The

second table indicates the overall likelihood that a person with each

condition will meet the c¢riteria for a developmental disability,.
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RETATIONSHIP FETWEEN SPECIFIC ONDITIONS AND MAJR LIFE ACTIVITY LIMUTATIONS

M = Meduim
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or never
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Self-care

WHEN OONDITION DOES NOT RESULT TN MENTAL RETARDATION
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Language Learning

Mobility
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Direction
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Independent Self-

Living
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Arthrogryposis

M

M

Severe Asthma

Early Onset Severe Bilateral Blindnesa

Bronchopulmonary Dyeplasia¥®

|

Cerebrovascular Accident: Stroke®

M
1
M

Severe Craniofacial Disfigurement*®
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Cystic Fibrosis

=
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H

11.

Dwar fism

(=X

Heart Disease

Hemophilia

Imtington's Disease®
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= ==

Imumodeficiency Disordersi

Juvenile Diabetes Mellitus

Juvenile Fheunatoid Arthritia

Limb Deficiency-Disfigurement of Bxtremity

1]

L]

Maltiple Sclerosis

Ml

Ml

Hereditary Progressive Miscular Dystrophiea¥

Ml

H

Osteogenesis Imperfecta

:{ZEEZZI

Post Polio Paralysis

thildhood and Adolescent Psychosis

Specific Learning Dissbility

Sickle Cell Anemia

Spina Bifida®

Spinal Cord Injury

Spinal Muscular Atrophy
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. Systemic Lapus Erythematosus®
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Thalasemia Major

TIx(x|Z (R

Tourette Syndrome

Tuberous Sclerosis*

=

"oin' OONDITIONS

b 4

=

Mental Retardation(moderate,severe,profound)

M

Cerebral Palsy

M
M

M

Epilepsy
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* Accompanied by mental retardation in some or vis

'tually all
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i IN A DEVELOPMENTAL DISASILITY*

! CRITERIA
[3]
o™ .
w w & |8
KEY: A = Always < 2| 8la | 7
H = High = | ol 8| 2| 2|23
¥ = Medium g z | = 2 [ 2428
L = Low = £| & | & 2|79°%
N = Never ;_ £l 2| Bl E] 215354
< | £ - o=
" E| w| Bl w| @ g8
-] - b= sk o D 8 .
< n| = S = Eal=ea
S| 2| E|E| 2| 2|55
"NEW' CONDITIONS = % AR ICEEE
= = | Z E fra) j :‘" Z S =
1. Arthrogryposis A L Al AIMIM|I LI M
4, Severe Asthma H |L |8 | M| L ILIN[L
3. Early Onset Severe Bilateral Blindness AL | M| AlM|IMI'LTL
4, Bronchopulmonary Dysplasia Al B ) A | A | M] H|HI| A
7. Cerebrovascuylar Accident: Stroke M|' M| H | ¥ | M| M| M|
, 0. oSevere Cranioiacial Disfigurement Al M| M I H I MR ML M |
7. Gurvature of the Spine M| L[| A|H LI LlL
— 8. Cystic Fibrosis Al L | H|A [ M| M| L | M |
3. rnarly Unset Bevere-Bilateral Deafness Al M| A | H Lo L | M
10. Deaf-Blind NIFIEFErY A lH|H
11, Dwariism AL A A M ML M
i, Heart thsease H| L | A H L L Lo L
13, Hemophilia A |l L | A | H M | L | M
i4, Huntingten 3 Disease H| A | A | A A 1 HIH
15, Immunodeficiency Disorders M | M [A | H M | L | M
15, Juvenile Diabetes Mallitus H | L 1A | A M L | M
7.7 Juenile Rheumatoid Arthritis BN |a &8 ML M
18, Limb Deficiency-Distigurement of Extremity H (N [ M [H (M [ M| 1 [ M~
Iy Taltiple Sclérosis H ML (8 rmllco (o
<U. Hereditary Progressive Muscular Dystrophies A M| A _A_JI_H BlL]H
L1, Usteogenesis Imperfecta A | N | H LLH M M
ZZ.” Post Polio Paralysis B M| H | M| M M
23 Childhood/Adolescent Psychosis/Schizophremiz | N | A | A | 8§ | 8 | B | )
_2B, Severe Specific Learning Disability L | a | Al H| M| M| M
<57 Sickle Cell Anemia H M [ B[lB MM M
—26.Spina Birida H|M[ala | H| M Mg
Z7. Spinal Cord Injury la x| Mla MM ol
—2Z8. sSpinal Muscular ALToDRY A 1L | Al alwTwl M
<. Systemic Lupus Erythematosus H M| H|H M M __
V. ihalasemia Major A _A | A M M
3T Tourette Syndrome M | M| H|H M L
J<. Tuberous 3clerosis H|/H A|lA|H /| H| H/|H
| -
"OLD" CONDITIONS
1. Mental Retardation{moderate,severe,profound) M | A Al A H H
Z.” Cerebral Palsy H M| A H M| A MH
3T Epilepsy M M| MM Ll H 1
4. Autism L Al A H B H ) A H
* Tnis is not a list of the conditions leadmg to a developmental disability. It
omits many conditions that might result in a DB, and includes some that are
unlikely to result in a DD. This list is illustrative only. 1Includes some
resulting in MR. ’
—
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V. FIELD STUDY SUMMARY
A field study of six states was conducted by Morgan Management
Systems, Inc. in 1979 to explore how states were dealing with the
modified definition of developmental disability.* The field study of
the introduction of the change in the DD definition within the state DD
program and its enviromment had the following objectives.

e To identify the specific system components where the potential/
actual impacts of the definitional change could be found,

¢ To determine the nature of the potential/actuzl impacts (the
type, extent, and direction of the impacts).

s To evaluate the significance, advantages or disadvantages of the
change from the perspectives of various actors in the DD system,

¢ To assess problems experienced in the states during the
transitional period,

e To explore the effects of alternative methads of dealing with
specific problems generated by the change in definition.

The major system components identified by the project staff in
carrying out the first objective were:

e The target population.

¢ The DD Planning Council.

e QOther State Agencies in the DD Service Network.

¢ Advocacy groups.

@ Service Providers.

Project staff made site visits to two states—-Massachusetts and
Michigan. Reports were also prepared by project staff on four
states-—Illinois, Maryland, New Mexico and Wisconsin--based on data

gathered from a variety of sources.

*This sugmnary from this point on is taken from "Field Study Report™ Vol. I,
April; 1981, Prepared for "A Study of the Potential Impact of the
Definition Recoumended by the National Task Force on the Definitiom of
Developmental Disabilities," Morgan Management Systems, coufract
#FHEW-105-78-5003.
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The initial concerns over the introduction of the new definition
of a Developmental Disabilities may be summarized as follows:

® The target population would increase.

e The [DD Planning] Council would be disrupted.

¢ There would be many new advocacy groups in the DD system.

s There would be changes in interagency relationships.

o The states would have difficulties in detarmining eligibilicy.

¢ There would be a shortage of funds.

» There would be a lack of guidance in operationaliziag the new
definition. -

The findings of the six state field study conducted six mouths to
a year after the passage of P.L. 95~-602 indicated that some of the

initial concerns may have been exaggerated. Project staff found that

1 many state agencies were already using some type of functional

definition and that most claimed to be concentrating on the most
severely disabled. Several states were systematically introducing the
new definition. In general, providers felt more comfortable with the
new definition, while planners were faced with difficulties in
projecting service and financial needs for the newly defined
developmentally disabled. However, few respondents in the states
reported that these difficulties were insurmountable.

Project staff found that many established advocacy groups seemed
to accept the new definition, although with qualifications based on
concern for their constituencies., While a new coalition may form
around the severely disabled in the DD system, it is too early to tell
whether the established advocacy groups will remain within the system
or if they will, once again, seek their own Federal program and its

attendant visibility,
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The findings were not yet in on the size of the DD population in
the states and the subsequent availability of funds. It does seem safe
to predict that changes in DD Planning Council composition will be
handled fairly smooéhly in the states and that there will be minimal
and gradual changes in set patterns of interagency relationships. The
increased involvement of Vocational Rehabilitation and Mental Health
programs will cause concern among some established groups, but it will
also provide new expertise to the DD networks. The difficulties in
determining eligibility may be resolved wPen the new definition is
fully operationalized,

The operational definition is the single most requested form of
technical assistance in the states studied, followed by community
education materials. While the introduction of the new definitiom was
not as disruptive as some feared, it has created stresses in the DD
system which can and should be reduced by Federal interventions, such

as technical assistance,
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VI. CONCLUSIONS AND RECOMMENDATIONS
The basic conclusions to be drawn from the current project are:

e The overall size of the developmentally disabled population as
defined in P.L. 95~602 does not greatly increase over the
populaticn that was previously covered by P.L. 94-103.

e However, the characteristics of this population would shift
significantly in the following ways:

- A wider diversity of types of conditions could lead to a
developmental disability, implying a wider diversity of
service needs, This is particularly the case with the
non-retarded populations: mentally ill persons and "mentally
alert" sensory and other physically impaired populations are
now likely to be included in greater numbers.

¢ The total group is more saeverely disabled. The previous
definition was frequently (mis)interpreted to include
virtually asnyone with one of the four listed conditions. The
new definition is more clearly focused on the most severely
limited populations.

e The characteristics of the DD population as revealed by the
SIE data identify a group that is more severely disabled than
most other disabled persons. It also is a group that is
generally more limited in its ability to support itself than
either the overall disabled population or the non disabled
population.

¢ A major concern of state and local programs has been the
availability of an operational definition that can help them
in determining if 2o individual is or is not developmentally
disabled. Because of the complexity of the nature of a
developmental disability, the limitations in the existing
state-of-the-art in the field of testing and measurements, and
the nature of the DD program the project decided not to create
a rvigid operational definition that can be applied uniformly
to all individuals regardless of their age or condition.
Rather, a list of screening questions was developed that can
assist programs in making decisions. They rely heavily on the
judgments of individual professionals. As a result, there
remains in the field some ambiguity and discomfort with
respect to the application of the definition to specific
individuals. Given that the DD Program is not an entitlement
program, nor even primarily a direct service program, it is
not unreasonable to have some ambiguity regarding the
population. Nonetheless, many people remain concerned.
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e The definition appropriately focuses on characteristics that are
not dependent upon specific conditions or categories of
conditions., There is much to be learned about the nature of
individuals with developmental disabilities by grouping those
individuals according to their major mental and/or physical
impairment (i.e., mental retardation, mental illness, seasory
impairment, other physical impairment) as well as by
understanding something sbout the specific condition that has
resulted in the developmental disability. Using a
"non-categorical" definicion need mot imply that categorical
information should be overlocked.

RECOMMENDATIONS

e The definition of a developmental disability as contained in
P.L. 95-602 has created some difficulties both in terms of
interpretation and implementation but despite these difficulties
it has gained reasonable acceptance at the state and program
level. It does not appear that the difficulties that have
arisen warrent any further changes in the definition. Rather,
it would appear that the program has suffered f{rom the many
changes many to date and that what is needed more than
additional changes is some stability and time to work through
the implications of the current definition.

¢ The materials developed by the current project should be useful
to the states for planning and other purposes. There remain,
however, several needs for additional materials that could be
used by state and lcoal programs as they implement the
definirtion and integrate its implementation into their overall
program directions.

e Some of the specific marerials that might be useful to states
would include guidelines that specifically address planning
needs and issues; more in-depth information abour the severely
emotionally disturbed population and how its needs are similar
ta or differ from those of other DD individuals; guidelines on
how best to determine where DD individuals currently are being
served in a state and with what adequacy; guidelines omn
determining incidence (as opposed to prevalence) of
developmental disabilities; and additional materials on services
needs for the group as a whole, with particular attention to
differentiating those instances where all DD persons should be
served as a group, where they should be served as part of a
larger group, or where they should be divided into smaller -
sub-populations, '
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