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To the Reader: 

The contents of this paper are based on a critical analysis of 
the Report of the Survey of Income and Education (SIE). The SIE 
survey was conducted in 1976 by the Bureau of the Census acting as 
collection agent for the Department of Health, Education,and Welfare. 
It was conducted on a scientifically selected representative sample. 
of households in the United States, and did not include the institu­
tionalized population. A separate study was done on persons in 
institutions. The report on the institutionalized population is the 
subject of a separate paper by the authors of this paper. The infor­
mation is based on data collected from personal interviews conducted 
by skilled interviewers. Thus it represents impairments and other 
information reported by the person affected or a member of his or 
her immediate family. 

It is important to point out that the SIE survey was not con­
ducted for the singular purpose of identifying the developmentally 
disabled population as defined in the DD Act as amended in PL 95-602, 
Sec.102, yet the SIE survey is timely and useful to consumers and 
providers with responsibilities for planning for persons with devel­
opmental disabilities because it is the only recent nationwide survey 
that attempts to assess the extent of various specific impairments 
experienced by children and adults who are limited in their major 
life activity by a chronic disorder. Thus the survey addresses, at 
least obliquely, the criteria of chronicity, substantiality, and 
functional impairments, in work, mobility, self-care and independent 
living. It also provides data from which inferences can be drawn 
about communication, learning and self-direction for persons of 
various ages. 

Although the interviews included a question about the prior 
duration of the disabling condition, the data accessible at this 
time are not presented by age at onset. However, because age specific 
prevalences are provided, we have been able to make inferences about 
what proportion of persons who are reported as disabled in the adult 
age groups have been disabled since before age 22. There are other 
limitations on the accuracy of this data that are discussed in the 
text. Some of them are related to self-reporting. We are dealing 
with estimates, not with clinically verified individual cases. Thus 
no assumption of absolute numbers is made as a result of this paper. 
However, because of the excellence of the SIE survey form, survey 
procedure, and survey results, the authors of this paper believe that 
the information is the most reliable source now available for esti-
mating the developmentally disabled population in the United States 
under the terms or functional limitation in the seven major life 
'activities. Since service planning should reflect remediation 
strategies related to functional impairments, this analysis of the 
population should improve approaches to needs assessment at the 
state level. 

The authors would like to thank the staff members of the 
Bureau of Developmental Disabilities for their review of the original 
draft and their helpful comments. Every attempt has been made to 
incorporate each comment into this revision of the paper. 

This paper was typed by Phyllis Berlin. 



In order to understand the definition of developmental 
disabilities which was incorporated in the 19 78 Amendments to 
the Developmental Disabilities Assistance and Bill of Rights Act, 
one must take a brief look at the historical evolution of this 
legislation. The DD legislation in 1970 replaced legislation 
enacted in 1963 as a result of recommendations of President 
Kennedy's Panel on Mental Retardation. The 1963 legislation 
provided federal assistance for the construction of facilities 
"primarily for the mentally retarded." In regulations, "primarily 
for the mentally retarded" was interpreted to mean that more than 
50 percent of the people who used the service housed in the facil­
ity would be mentally retarded. In practice, it was found that 
such facilities were usually built to accommodate persons who 
were moderately, severely or profoundly retarded. Those mildly 
retarded persons who were among the candidates for use of these 
facilities usually were those who had additional other handicaps 
of a physical, sensory or emotional nature. Even at that time, 
the large component of mildly retarded persons were more generally 
accommodated in buildings and programs which were at least par­
tially integrated with other people. The mildly retarded program 
needs tended to be more adequately covered either by the educa­
tional system or by the vocational rehabilitation system. At 
that time, the systems were not addressing the needs of the most 
severely handicapped. The mental retardation planning amendments 
of 1963 addressed the needs of those persons who, because of their 
mental retardation and related disorders, would benefit from on­
going programming involving different agencies and professional 
services. 

Mental retardation is, by definition, a disabling condition 
which begins early in life. It is a developmental disorder, inter­
fering with normal development. There are, of course, a variety 
of other handicapping conditions experienced by children which 
interfere to some extent, either directly with their development 
or indirectly with their schooling and social experiences as 
children. Not all of these handicapping conditions persist as 
substantial handicaps into adult life. 

It has become apparent that the conditions which contribute 
to the disability of an adult and which are of early onset are 
quite different from those conditions experienced by adults who 
become disabled after they are adults. This fact is confirmed 
by the Social Security Administration which has had over 20 years 
of experience in examining the disabilities of adults who are 
entitled to Social Security benefits because of the chronicity of 
their disability since childhood. Furthermore, it is also appar­
ent that the conditions which contribute most to adult disabili­
ties originating in childhood are mental retardation , cerebral 
palsy, epilepsy, and various childhood psychoses. 



These major diagnoses just mentioned account for between 
75 and 80 percent of persons who become entitled to Social Secur-
ity benefits as a result of disabilities originating in childhood 
Each individual who qualifies for an adult disabled child's ben­
efit has received a diagnosis of his work disability against a 
national norm. It is also apparent that these disabilities 
do not always occur as discrete entities but frequently occur 
together or in combination with other impairments and disorders 
such as hearing deficits, speech problems, visual problems, 
other orthopedic problems, and emotional complications. 

Thus, in 1970 when the term "developmental disabilities" 
was first introduced into federal law, the mentally retarded were 
perceived as a major portion of a larger population whose substan­
tial, continuing handicaps originating early in life necessitated 
a coordinated and ongoing programmatic approach without limitation 
by age, discipline, or service system. The individuals, whether 
as children or adults, would need special attention from health 
agencies, education agencies, agencies concerned with employment, 
dependency, housing, and social services. Thus, persons in this 
target group had a uniquely urgent need for interagency planning, 
coordination, and continuity. They also had a need for certain 
types of direct services which were very frequently unavailable 
in the communities in which they lived or even in the segregated 
residential institutions to which they were often sent. 

The attempt to write a definition of this population suit­
able for incorporation in legislation has been fraught with dif­
ficulty and controversy. In 1975 the Congress asked for a special 
study to develop a definition which would be "appropriate." An 
expert panel of approximately 50 people, many of them directly in­
volved in DD planning and service delivery,proposed a so-called 
noncategorical definition which placed emphasis upon the criteria 
of chronicity, early onset, multiple impairment, and need for on­
going services involving a multiplicity of service providers; in 
order to emphasize the complexity and "substantiality" of the dis­
abling conditions to be addressed by the DD program, the task force 
proposed that persons who were to be considered as part of the pri­
mary target group of the program would be impaired in at least 
three major life activities among seven enumerated. Specifically, 
the definition adopted by Congress and incorporated in Sec.102(7) 
of the Developmental Disabilities Act as amended is as follows: 

The term ' d e v e l o p m e n t a l disability' means a severe, chronic 
disability of a person which-

(A) is attributable to a mental or physical impairment or 
combination of mental and physical impairments; 

(B) is manifested before the person attains age twenty-two; 
(C) is likely to continue indefinitely; 
(D) results in substantial functional limitations in three 

or more of the following areas of major life activity; (i) self-
care, (ii) receptive and expressive language; (iii) learning; 
(iv) mobility, (v) self-direction, (vi) capacity for indepen­
dent living, and (vii) economic sufficiency; and 

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



The concepts of substantiality and severity are critical 
to this definition. The task force appeared to equate severity 
of disability for purposes of this Act with the presence of 
several limitations related to different specific life 
functions. Thus, there is general agreement that uncomplicated 
deafness or blindness are severe disabilities but the task force 
did not intend that the so-called normal deaf and normal blind 
should automatically be included. On the other hand, persons 
having a combination of other impairments with these conditions 
could qualify. Moreover, a single condition cou]d produce 
multiple limitations. For example, a severe speech impairment 
may be sufficiently pronounced to bring about substantial limi­
tations, not only in communication, but also in work and learning, 
the combined effect of which is a severe disability. 

Defining substantiality in the case of a particular indi­
vidual requires a clinical approach. Estimating the numbers of 
persons who might be considered to be members of the primary 
target population under the DD Act requires other kinds of ap­
proaches. Based on its collective experience, members of the 
task force estimated that at least 2 million persons in the age 
range from birth to death would meet their definition. The task 
force also noted that the proportion of children appropriately 
considered developmentally disabled would be somewhat higher than 
among adults,because the test of chronicity (expected to continue 
indefinitely), would be somewhat less reliable when applied to 
children. Thus, some children in the DD population might even­
tually overcome their disability. The members of the task force 
did not have access to any one survey that dealt with the full 
age range and the full range of impairments mentioned. The re­
sults of the Survey of Income and Education conducted by the 
Bureau of the Census in 1976 first became available in 1978. 

Even the SIE survey is not ideal for the purposes of 
identifying the developmentally disabled population. There are 
definite limitations on the presumptions of accuracy of any 
survey which depends on a sampling technique. The Bureau of 
the Census has been extremely careful in its own documents to 
report on the range of possible errors and reliability of its 
data. Persons who are particularly interested in this aspect 
of the data gathering are referred to the original documents 
available from the Bureau of the Census.1] 

There are serious problems associated with the process 
of obtaining data by household interviews. For example, it is 
well known that young adults who are mentally retarded but who 
are attempting to achieve social and economic independence in 
the community, are very reluctant to report themselves as men­
tally retarded. Similarly, there is still a fair amount of 
hidden epilepsy. Persons who have several impairments are 

l] Original documents of the SIE survey prepared by the Bureau of the 
Census are contained in Part 4 of this paper. 



likely to report themselves as belonging to the category that 
is either most obvious or most socially acceptable. It is a 
matter of common observation that persons who have learned to 
live a long time with a handicap, particularly those who have 
never known what it is like not to be handicapped, perceive 
themselves as less handicapped than other people, including 
members of their families, may so perceive them. The under­
statements of prevalence resulting from self-reporting may be 
viewed as an advantage in the context of planning since it is 
wise to plan services against prospective utilization rates 
rather than against theoretical prevalence rates. 

The SIE survey attempted to secure information about 
speech impairment and hearing impairment, both of which are 
clearly associated with problems of expressive and/or receptive 
communication, about mental retardation (which is by definition 
a problem of learning and adaptive behavior), about mobility 
and so on. These are impairments in activities necessary to 
normal living and working rather than diagnoses in the usual 
medical model. The data reported in the SIE survey tends to 
give prevalence rates which are lower than the estimates that 
are frequently made, by professional and consumer organizations 
relevant to the total populations with which they are respec-
tively concerned. An examination of the cross correlations 
with other life activity reported by the respondents for the 
people with these various impairments indicates that in fact 
those who are reported in this survey are among those who are 
the most substantially handicapped. For example, the reported 

prevalence of mental retardation by age group varies but never 
exceeds 6/10 of 1 percent. Thus we feel confident in concluding 
that, for statistical purposes at least, all of those who are 
reported as mentally retarded in the SIE survey are in fact 
substantially handicapped. 

The percentage of people in each age group who are re­
ported as mentally retarded declines steadily from age 17 to 
old age. This can be attributed to a combination of causes. 
It is generally understood that people with severe handicaps 
were more likely to die in infancy if they were born prior to 
1940. In addition, persons who grow up with handicaps have a 
lessened life expectancy as adults. Since, by definition, no 
one becomes mentally retarded after he grows up, all the retarded 
of all ages reported in the survey are counted as developmentally 
disabled. 

In contrast, the data for speech impairment, hearing im­
pairment, and crippling conditions, among others, as reported 
in the SIE survey include persons who acquired these impairments 
after age 22 as well as those who have had them since childhood. 
Apparent prevalence increases with age. Thus some method must 
be found to correct for age at onset. Although the SIE survey 



protocol included questions on the prior duration of impairment, 
the data accessible to us at this time does not permit direct 
identification of those whose disability originated before age 
22 except for those identified as mentally retarded. It has 
been necessary, therefore, to draw some conclusions from the 
prevalence of these impairments reported in the 18 to 21 year 
old age group or the 18 to 25 year old age group. The methods 
by which conclusions were reached are discussed in the text. 

Briefly, we believe that our method probably overesti­
mates prevalence in the older adult age group and overcounts 
persons witn sensory or orthopedic handicaps. On the other 
nana, our estimates incorporate some understatement as a result 
of underreporting by respondents in the SIE interviews, partic­
ularly among those with hidden handicaps. 

Table 1 in Part 1 of the paper summarizes on a national 
basis the estimated prevalence of persons who have since child­
hood exhibited functional limitations among the seven major 
life activities listed in the Act. Figures have been rounded 
to represent the maximum degree of accuracy which can be assumed 
on the basis of the variety of assumptions and manipulations to 
which we have subjected the original data. It should be noted 
that we do not believe our national estimates (see Table 2) can 
be made closer than the nearest hundred thousand or two signi­

ficant figures. This rounding should serve as a guide for persons 
using other specific estimates and tables included in this report, 
excepting where the data has been taken directly from the SIE 
survey, in which case the SIE estimates of reliability are ap­
propriate. In Table 2 and subsequent tables we have included 
digits in excess of those that are significant in order not to 
introduce additional rounding errors into computations. 

Because of the many assumptions and manipulations that we 
have performed in the SIE basic data, the resulting figures must 
be regarded as estimates for planning purposes. Users are 
cautioned against overinterpretation of the accuracy with which 
these data can be applied to the developmentally disabled popu­
lation. In some states, more accurate information may be avail­
able locally than the state data presented in Part 5 of this 
paper. In cases where better state data are available, the 
state data should be used for planning efforts and activities. 
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PART 1 

Number of Non-Institutionalized Individuals 
with Developmental Disabilities by Major 
Life Activity 



The SIE data is particularly revealing in its examination 
of the concurrent presence of various impairments in life activi­
ties and their relationships to chronic conditions affecting work, 
mobility, self-direction, communication and so on. As we know 
from the definition contained in the DD Act and quoted earlier, 
in order to be considered a member of the primary target popula­
tion we call developmentally disabled, an individual must have a 
"substantial functional limitation" in three or more of the 
following areas of major life activity: 

(i) self-care 
(ii) receptive and expressive language 

(iii) learning 
(iv) mobility 
(v) self-direction 

(vi) capacity for independent living 
(vii) economic sufficiency 

In order to estimate the prevalence of these various sub­
stantial functional limitations and to estimate their concurrence 
in those who are most severely handicapped, it is necessary for 
us to make some translations and interpretations of the SIE data. 
The SIE interview schedule looks to certain criteria of hearing, 
mobility, self-care and so on. The specific assumptions made to 
estimate the impact of these impairments on each of the seven 
major life activities are described later in this report. 

Table 1 summarizes our conclusions as to the estimated 
prevalence of persons with functional limitations having early on­
set in each of the seven listed major life activities. In Table 1, 
no attempt has been made to estimate the number of persons who 
have concurrent impairments in three or more of these activities. 



* Based on 1976 non- ins t i tu t ional ized population 3 years of age and over of 
202,462,000. (All population numbers used in th i s report are based on the 
1976 non- ins t i tu t ional ized population since th i s is the year of the SIE 
survey.) 

**Based on actual data of the population aged 18-64 in the SIE survey and 
inferred to the age group 3 years of age and over. 

E s t i m a t i n g t h e N o n - I n s t i t u t i o n a l i z e d D e v e l o p m e n t a l l y D i s a b l e d 
P o p u l a t i o n 

I t must be u n d e r s t o o d t h a t t h e DD community h a s n o t had 
s u f f i c i e n t t i m e t o a n a l y z e t h e i n t e r r e l a t i o n s h i p s o f t h e f u n c ­
t i o n a l l y l i m i t i n g c o n d i t i o n s i n major l i f e a c t i v i t i e s . A s t h e 
DD community g a i n s e x p e r i e n c e i n u n d e r s t a n d i n g t h e i n t e r r e l a t i o n ­
s h i p be tween t h e f u n c t i o n a l l y l i m i t i n g c o n d i t i o n s f o r p e r s o n s 
w i t h d e v e l o p m e n t a l d i s a b i l i t i e s w e w i l l b e a b l e t o a d j u s t t h e 
m a g n i t u d e o f t h e p o t e n t i a l p o p u l a t i o n . 

For t h e p u r p o s e s o f t h i s p a p e r , w e have assumed t h a t t h e 
p o t e n t i a l DD p o p u l a t i o n can be d i v i d e d i n t o f o u r g r o u p s o f 
i n d i v i d u a l s a s f o l l o w s : 

0 - 2 I n f a n t s 
3 - 1 7 Schoo l age 

1 8 - 6 4 A d u l t s 
65 & o v e r S e n i o r c i t i z e n s 

The u s e o f t h e s e fou r age g r o u p s p r o v i d e s t h e b e s t u t i l i z a t i o n o f 
t h e s t a t i s t i c a l i n f o r m a t i o n c o n t a i n e d i n t h e SIE s u r v e y a s w e l l a s 
t h e e x p e r i e n c e which t h e community h a s had w i t h i n d i v i d u a l s who 
a r e p o t e n t i a l c l i e n t s unde r t h e new d e f i n i t i o n o f d e v e l o p m e n t a l 
d i s a b i l i t i e s . 



INFANTS: 0 - 2 

The age group 0 - 2 is not contained in the SIE survey. 
There are no major life activities which explicitly apply to in­
fants in the new definition of developmental disabilities. How­
ever, non-specific developmental delay, at least in the first 
months of life, is known to be prognostic of conditions which 
will subsequently be identified as developmental disabilities. 

It is estimated that about 3 percent of the population 
under 3 should be considered "high risk." There are infants who 
are developmentally disabled who do not survive early childhood 
who would not be reflected in the next age group. 

Members of this age group who may become developmentally 
disabled and who are candidates for early intervention/prevention 
are not always readily identifiable. Therefore those to be served 
by the Developmental Disabilities Program include but are not to 
be limited to those infants with identifiable health conditions 
such as mental retardation, cerebral palsy, spina bifida, epilepsy, 
autism, various other congenital defects and genetic disorders, etc. 
Although these conditions usually generate substantial functionally 
limiting conditions in three or more of the seven major life acti­
vities identified in the definition of developmental disabilities 
in PL 95-602, children with non-specific delay in development may 
also be at risk. 

SCHOOL AGE: 3 - 1 7 

The major life activity of children and youth aged 3 through 
17 is learning or school. The SIE survey presents data on the 
number of individuals with health conditions which might prevent 
an individual from attending and participating in the learning 
experience without special assistance. 

For the purposes of identifying the children and youth with 
health conditions which might substantially interfere directly 
with learning without special intervention, we assume that the 
following conditions are intrinsicly functionally limiting with 
respect to learning. 

Mental retardation 
Hard of hearing 
Deaf 
Speech impairment 
Serious difficulty seeing 
Seriously emotionally disturbed 
Crippled 

The SIE data indicates that there are approximately 1.0 million 
children and youth who have one or more of the above conditions. The 



1.0 million represents an unduplicated count. This number is 
1.87 percent of the total population aged 3 through 17. Indi­
viduals not included in this total may have "other health con­
ditions" which interfere with attendance at school but not with 
learning per se. If they do not also have any of the conditions 
above, we do not include them in our estimates. 

Further analysis of the SIE data and experience with the 
individuals having one of the above conditions indicates that 
the 1.0 million individuals would also have a substantial func­
tional limiting condition in at least two other life activities 
such as receptive and expressive language, self-direction and/or 
self-care, and/or mobility, and that these conditions are usually 
chronic. Therefore it is estimated that there are approximately 
1.0 million individuals aged 3 through 17 who would be eligible 
for services under the Developmental Disabilities Program. 

ADULTS; 18-64 

The major life activity of individuals as adults is work. 
The SIE survey presents data on the number of adults who are 
prevented from working because of a disability and those adults 
who were limited in working in 1975 because of a disability. For 
the purposes of this study, the first group and part of the second 
group were added together and considered to have a substantial 
economic sufficiency limitation. 

The definition of work disability as used in the SIE survey 
is: "A person is defined as having a work disability if he (she) 
has a long-term health condition that limits the kind or amount of 
work he (she) can do. The health condition may be physical, mental, 
or emotional. Kind of work is defined to mean the type of work 
the person would usually perform. Amount of work can refer to 
actual time the person is able to work, or the quantity of work 
produced." Clearly, not all such persons are severely disabled 
or even substantially limited in economic sufficiency. 

The SIE survey defines "PREVENTED FROM WORKING" as; "if his 
(her) limiting health condition has made,or will make it impos­
sible to work at any job at all for a long period of time." 

The number of individuals who were prevented from working 
or worked less than 16 weeks in 1975, after adjustment for onset 
of condition prior to 22 years of age, is 1,858,000. This number 
represents 1.49 percent of the adults between the ages of 18 and 
64. 

It is assumed that if a person has been disabled since 
childhood to this extent he/she not only has an impairment in 
economic self-sufficiency but also has two other substantial 



limitations in other life activities such as limitations in 
capacity for independent living, learning, receptive and ex­
pressive language, and/or mobility. For example, the SIE data 
confirms that of those aged 18 to 24 who are prevented from 
working 37.76 percent also need assistance in self-care and 
34.91 percent need assistance in getting about outside the house. 
Therefore we estimate there are 1,860,000 adults who would be 
eligible for services under the Developmental Disabilities Program. 

SENIOR CITIZENS: 65 PLUS 

The number of individuals over 65 who are non-institution­
alized and eligible for programs under the Developmental Disabil­
ities Act is difficult to estimate. If the same proportion of 
seniors as adults under 65 were developmentally disabled it would 
indicate approximately 1.5 percent of this population. However, 
experience has demonstrated that mortality of the developmentally 
disabled is high even prior to age 65. Also, it is an observable 
fact that many older individuals who are developmentally disabled 
are institutionalized because they no longer have families or 
they were placed before community alternatives were developed 
and are less likely than younger persons to move out. 

Therefore it is estimated that approximately .5 percent of 
the non-institutionalized population over 65 years of age would 
be eligible tor programs tor individuals with "developmental dis­
abilities. This percent represents approximately 108,000 
individuals age 65 and over. 

Combining these four overall estimates, we arrive at an 
estimated non-institutionalized population of approximately 3.4 
million developmentally disabled individuals based on the data 
contained in the SIE survey. 

In order to emphasize the substantiality of the cumulative 
effect of a disability in each of the people who are qualified in 
the DD Act it is important not to overestimate the population. 
However, even without knowing the numbers of individuals who have 
multiple combinations of particular impairments, planning for 
service can go forward on the basis of the need for services to 
address each impairment. For example, if one knows that there 
are 2.5 million people disabled before age 22 who have language 
problems one can immediately proceed to estimate the need for 
services directed to this communication problem without knowing 
how many of those particular people have mobility problems. 

It must be kept in mind that the DD community has not had 
sufficient experience tracing multiple functionally limiting con­
ditions for individuals with developmental disabilities. These 
numbers are only estimates. These estimates are based on the 
most factual information now available and can be used with a 
degree of confidence sufficient for planning of services. 



IMPLICATIONS AND INTERPRETATIONS 

Prevention/Early Intervention 

The 3.4 million total estimated non-institutionalized 
population includes an estimated 330,000 infants which the DD 
Program should serve in order to PREVENT the substantial lim­
iting conditions from occurring in high risk infants and pre­
school age children. One of the problems with a functional 
definition based on limiting conditions is that the person must 
have the functional deficit for program qualification. The DD 
Program must remain attentive to the fact that prevention pro­
grams and early intervention programs have the highest priority 
for infants and pre-school children who may not yet be defined 
as individuals who are developmentally disabled under the new 
definition and for their families. Even though these infants 
do not yet manifest three substantial functional limitations 
relative to their age peers the priority for addressing their 
needs is legitimated by the fact that "prevention and early 
intervention" is one of the four priority areas of service for 
DD Programs specified in PL 95-602, Sec. 102. 

It is hopeful that we can serve every individual who 
already has the substantial limiting conditions and also use 
our technology and resources in intervention and prevention in 
order to reduce the numbers of individuals who potentially may 
become developmentally disabled. On the basis of prevalence of 
"limiting health conditions" in children 3 to 5 years of age, it 
is estimated that from one to three percent of children under 3 
would be legitimate candidates; for early intervention programs. 

Age Manifestation of Various Impairments 

One of the peculiarities of a definition of developmental 
disabilities based on functional limitations in the seven major 
life activities is that the need to demonstrate these activities 
is not equally distributed throughout all of the ages of an 
individual's life. Although most severe developmental disabili­
ties are manifest by age 10 or so, there may be a gradual increase 
in prevalence with age up to age 22. Moreover, the various major 
life activities whose limitation is the basis for part of the 
definition differ in the period of life at which they can be 
directly observed. For example, one area of functional limitation 
is economic sufficiency. Of course, this is an adult measurement. 
The SIE survey measures this impairment in those aged 18 to 64. 
Figure 1 shows the age at which each of the seven areas of major 
life activity are usually directly demonstrated in our society. 







It is assumed, first of all, that the methodology of the 
SIE survey separately identifies persons whose condition is 
chronic and that all persons under 22 who meet the other criteria 
discussed earlier can be counted as developmentally disabled. 
However, the SIE reports on adults do not separate those who had 
been disabled as children from those who became disabled as 
adults. The following method was used to correct the data for 
onset prior to age 22 for our purposes. The percentage of in­
dividuals who had functionally limiting conditions in each of 
the major life activities in the age group 18 to 24 years or 
the percentage of individuals who had a functionally limiting 
condition in the age group 22 to 34 years, whichever was less, 
was applied to older age groups up to age 65. 

It is assumed the same percentage of individuals have the 
functionally limiting condition which had onset prior to age 22 
for each age group 25 years and older as that percentage of in­
dividuals who have the functionally limiting condition in the 
18 to 24 group. The exception to this is in those age groups 
where percentage of individuals having the functionally limiting 
condition in the age group 22 to 34 as reported in the SIE survey 
was less than those who had such a condition in the age group 
18 to 21 years. Where the older group has a lower prevalence 
rate, we interpret this to mean that an allowance must be made 
either for recovery or for a higher death rate. 

The total numbers of individuals in each age group regard­
less of age onset of disability are also reported in this paper 
to allow states to see the magnitude of services necessary to 
assist the total population of individuals who have functionally 
limiting conditions in each of the seven life activities. This, 
permits us to estimate the proportion of persons with develop­
mental disabilities who need independent living services as part 
of the larger population eligible for that program, for example. 

Title VII of PL 95-602, the Independent Living Program, is 
designed to provide assistance for those individuals who are sub­
stantially disabled in major life activities and whose disability 
had its origin both before and after age 22. Figure 2 provides 
statistical evidence that the population of adults needing 
assistance in independent living, economic sufficiency, learning, 
and receptive and expressive language ranges into many millions. 
Many of these become disabled after mid-life, however. 

The services for individuals with developmental disabilities 
are in some cases different from those required by individuals who 
have the same functionally limiting condition acquired later in 
life, such as the older person who loses his hearing. The dif­
ferences in services are caused by the fact that the initial 
developmental cycle was interrupted in an individual with de­
velopmental disabilities, which is not the case for individuals 



whose functionally limiting condition occurred after age 22. 
For this reason it is important to maintain the DD Program as 
an independent program and to ensure that those habilitation 
programs that are unique to this population are provided at 
the time of need. 

However, there are programs which will be the same for 
the two groups. Program activities and capacities should be 
designed for the entire population who have functionally lim­
iting conditions when it is appropriate to do so. A program 
which lends itself to utilization by both groups is trans­
portation since it is reasonable to assume that those adults 
who have a functionally limiting condition in mobility will 
need the same type or similar transportation equipment and 
assistance. 

Table 3 shows an intermediate step in the process of 
translating the SIE data into parameters specified in the 
DD definition. For each impairment it shows the percent and 
number of individuals who have substantial functional limita­
tions by age group where there is corresponding SIE data, thus 
only those age groups for which relevant impairments were 
listed in the SIE study are contained in Table 3. It is be­
lieved by the authors that this utilization of the data presents 
the most reliable information from the census report. 

The percent of individuals who as adults have functional 
limitations in economic sufficiency, mobility, self-care, and 
independent living were each obtained from SIE data for the 
age groups between age 18 to 64 years. The information which 
was interpreted by the authors to reflect self-direction, 
receptive and expressive language, and learning was contained 
in data presented for the age groups between age 3 to 65 years 
and over. However, in Figure 1, only the information for the 
age group from 3 through 17 was used to identify that group of 
individuals with a disability in learning. Since we know more 
about the child population having health conditions which 
interfere with learning, we believe the presentation of those 
health conditions to be the most reliable use of the survey 
information. Likewise, the information on economic sufficiency 
(work) was used for the age group between 18 and 64. 





Conceptual Program Definitions 

A state is required to develop an operational definition 
of a substantial limiting condition for each of the seven major 
life activities for the State Plan. The operational definition 
is also needed to determine consumer membership on the State 
Planning Council. The following is a discussion which might be 
helpful in formulating such operational definitions. 

The term "severe, chronic disability" means a disability 
which is the result of a person having three or more substantial 
limitations in the seven major life activities. The person must 
have a substantial limitation in three or more of the following 
major life activities: self-care, receptive and expressive 
language, learning, mobility, self-direction, capacity for 
independent living, and economic self-sufficiency. The total 
effect must also result in severe disability. 

A "severe, chronic disability" is one which is likely to 
continue indefinitely and results in the need for a combination 
and sequence of special, interdisciplinary, or generic care, 
treatment, or other services which are individually planned and 
coordinated. 

A limitation in any one of the seven major life activities 
is one which limits the individual in the performance of that 
activity in comparison to his or her peers. A substantial limi­
tation is one which effectively prevents him/her from performing 
or requires that he/she receive frequent assistance from other 
persons or requires the use of devices which are expensive to 
maintain or replace. The personal or mechanical assistance 
either cannot compensate for the impairment or, if it does 
compensate, it is expensive to maintain on an ongoing basis. 
The significant ongoing maintenance to permit the individual 
to perform the life activity as well as his or her peers perform 
them may be expressed in percent of time or money in excess of 
that which is normally required. 

A substantial limitation in any one of the major life 
activities is defined as the amount of time, the person's time 
or the time of another person, and/or the amount of money re­
quired to overcome or aid the person in performing that life 
activity on a continuing basis in comparison to the amount of 
time or investment required by a person who is not impaired to 
perform the life activity. 

An example of the above would be an individual who takes 
two hours to dress himself or herself. He/she would have a 
substantial limitation in self-care. The time required to per­
form the life activity is significantly in excess of that amount 
of time necessary for a peer to perform the same task. 



For example, an individual with a vision problem which can 
be corrected by the purchase of glasses does not have a substantial 
limitation in learning because the amount of money required to pur­
chase glasses is not of a significant magnitude. However, a person 
who has a vision problem which requires a reader in a learning sit­
uation is substantially disabled because of the time and/or amount 
of money required to assist that individual in learning. 

Another example: an individual with a physical or sensory 
impairment which can be corrected by the purchase of a cane to assist 
in mobility is not substantially disabled. However, a person who is 
physically impaired to the extent that the person needs an electric 
wheelchair for mobility outside the home is substantially limited 
because of the cost of purchase and maintenance of the electric 
wheelchair. 

A person who, because of a health condition such as uncon­
trolled seizures, is denied a driver's license regardless of his 
or her ability to learn to drive, has a substantial limitation in 
at least one, mobility, and possibly three of the major life func­
tions: mobility, independent living, and economic sufficiency. 

An individual who, because of his or her mental disability 
needs occasional counseling and encouragement, a friend advocate, 
in order to manage his paycheck or care for his home, would not 
have a substantial limitation. However, if this person required 
supervision more than half the time (the time refers to the time in 
which the person is engaged in these activities) in performing tasks 
required to maintain his home, manage his finances, etc., that 
person would have a substantial limitation in self-direction. 

Suggested Operational Definitions 

1. SELF-CARE 

The definition for an individual who has a substantial 
functional limitation in SELF-CARE is: 

A person who has a long-term condition which requires that 
person to need significant assistance to took after personal 
needs such as fiood, hygiene and appearance. Significant as­
sistance may be defined as assistance at least one-hal f of t h e 
time for one activity or a need for. some assistance in more 
than one-hal f of all activities normally required for self-care. 

2. RECEPTIVE AND EXPRESSIVE LANGUAGE 

The definition for an individual who has a substantial func­
tional limitation in RECEPTIVE AND EXPRESSIVE LANGUAGE is: 

A person who has a long-term condition which prevents that 
person from effectively communicating with another person 
without the aid of a third person, a person with special 
skill on with a mechanical device, on a long-term condition 
which prevents him/her from articulating his thoughts. 
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3. LEARNING 

The definition for an individual who has a substantial 
functional limitation in LEARNING is: 

A person who has a long-term condition which seriously in-
terferes with cognition, visual or aunal communication, or 
use of hands to the extent that special i n t e r v e n t i o n or 
special programs are required to aid that person in learning. 

4. MOBILITY 

The definition for an individual who has a substantial 
functional limitation in MOBILITY is: 

A person who has a long-term condition which impairs the 
ability to use fine and/or gross motor skills to the extent 
that assistance of another person and/or a mechanical device 
is needed in order for the indiv idual to move from place to 
place. 

5. SELF-DIRECTION 

The definition for an individual who has a substantial 
functional limitation in SELF-DIRECTION is: 

A person who has a long-term condition which requires that 
person to need assistance in being able to make independent 
decisions concerning social and indiv idual activities and/or 
in handling personal finances and/or protecting h i s /her own 
self-interest. 

6. CAPACITY FOR INDEPENDENT LIVING 

The definition for an individual who has a substantial 
functional limitation in CAPACITY FOR INDEPENDENT LIVING is: 

A person who has a long-term condition that limits the person 
from performing normal societal ro les or which makes it unsafe 
for that person to live alone to such an extent that assist­
ance, supervision or presence of a second person is required 
more than half the time. 

7. ECONOMIC SELF-SUFFICIENCY 

The definition for an individual who has a substantial 
functional limitation in ECONOMIC SELF-SUFFICIENCY is: 

A person who has a long-term condition which prevents that 
person from working in regular employment on which limits his 
on hen pnoductlve capacity to such an extent that it is in­
sufficient for self-support. 



The above definitions, although not intended to be clinical, 
are intended to be sufficiently descriptive to provide planners and 
administrators with a rule of thumb by which they can differentiate 
between eligible and ineligible "consumers" at the administrative 
level. 

Although the SIE survey addressed activity limitations and 
impairments of various sorts with considerable specificity, these 
do not correspond in all aspects to the criteria by which the de­
velopmentally disabled population is defined. In order to make use 
of the excellent survey data to estimate the numbers of people of 
various ages who should be planned for under the DD banner,it is 
necessary to introduce a variety of translations, interpretations 
and some assumptions. 

Inevitably some arbitrary distinctions have been made; some 
result in overestimation, some in underestimation. In other parts 
of this report we give the reader insights into these assumptions 
as well as giving some of the original tables from SIE so that 
persons with a more than passing interest in these details may 
review or refine these approaches if they wish. 

We begin by establishing a set of equivalent criteria through 
which we link each of the seven substantial functional limitations 
to data elements reported from SIE. In some cases, the survey 
questions and information dictated the equivalent criteria. In 
other cases, the equivalent criteria dictated the specific numbers 
which were extracted from the survey report. The following is a 
listing of the criteria used to interpret each life activity in 
SIE terms. Following the presentation of all seven criteria is a 
discussion of some of the assumptions which went into the selection 
of criteria. The selection of these criteria as indices for statis­
tical purposes is not intended to suggest clinical measures for 
selection of individual DD clients in a service setting. 

The "Equivalent" Criteria 

1. SELF-CARE 

The criterion for an adult who has a substantial functional 
limitation in SELF-CARE is: 

A person who is reported to have a long-term health condition 
as a result of which that person needs help to look a f t e r 
personal needs frequently or occasionally. ("Rarely" is 
not counted.") 

The c r i t e r i o n for a chi ld who has a subs tan t i a l functional 
l imi ta t ion in mobility is: 

A person under 18 years old who is reported to have an 
orthopedic handicap. 
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2. RECEPTIVE AND EXPRESSIVE LANGUAGE 

The criterion for an individual who has a substantial func­
tional limitation in RECEPTIVE AND EXPRESSIVE LANGUAGE is: 

A person who is reported to have one of the following long-
term health conditions mental retardation, hard of hearing 
or deaf, speech impairment, serious difficulty seeing or 
blind, or serious emotional disturbance. 

3. LEARNING 

The criterion for an individual who has a substantial 
functional limitation in LEARNING is: 

A person who is reported to have at least one of the following 
long-term health conditions: mental r e t a r d a t i o n , hard of hearing 
or deaf, speech impairment, serious difficulty seeing or blind, 
serious emotional disturbance, or crippled (orthopedic handicap) . 

4. MOBILITY 

The criterion for an adult who has a substantial functional 
limitation in MOBILITY is: 

A person who is reported to have a long-term health condition 
as a result of which that person needs assistance to get around 
outside the home frequently or occasionally. ("Rarely" as 
reported in SIE is not included. ) 

5. SELF-DIRECTION 

The criterion for a person who has a substantial functional 
limitation in SELF-DIRECTION is: 

A person who is reported to have at least one of the following 
long-term health conditions : mental r e t a r d a t i o n , and/or 
serious emotional disturbance. 

6. CAPACITY FOR INDEPENDENT LIVING 

The criterion for an adult who has a substantial functional 
limitation in CAPACITY FOR INDEPENDENT LIVING is: 

A person who is reported to have a long-term health condition 
which limits the person from working around the house. 

7. ECONOMIC SELF-SUFFICIENCY 

The criterion for an adult who has a substantial functional 
limitation in ECONOMIC SELF-SUFFICIENCY is: 

A person who is reported to have a long-term health condition 
which prevents that person from working in regular employment on. 
prevents a person from working more than 16 weeks in any one year. 



Amplification 

SELF-CARE 

"Assistance" is usually in the form of the intervention of 
another person. In assessing "need for assistance" consideration 
may be given to any or all activities involved in self-care in 
which other persons of the same age do not need help. A person 
may learn to do one thing, for example, feed himself or herself, 
so as not to require assistance or intervention of another person 
in that activity, yet he may still need help every day in dressing. 

RECEPTIVE AND EXPRESSIVE LANGUAGE 

The concept of "language" encompasses comprehensive communica­
tion. This usually includes reading, writing, listening and speaking 
as well as the cognitive skills necessary for receptive language. 
The assumption is that when intervention of an outside person, or 
special skill or mechanical device is needed for communication, then 
there is a functional limitation. There is also a limitation if the 
person is unable even with help to understand what others want him 
to know or do, or to make his own ideas and wants known. 

LEARNING 

A limitation in learning is assumed to have a cause that is 
usually rooted in the child's health condition which may be mental 
retardation, emotional disturbance, speech impairment,sensory 
deficit, and/or physical disability. The authors selected the 
above conditions because these conditions are usually connected 
with the need for special education including special education 
technologies. Also, these conditions directly relate to cognitive, 
communicative and kinesthetic modes of acquiring knowledge and skill. 

MOBILITY 

"Assistance" may take many forms: for example, the use of 
mechanical devices, escort service, or seeing-eye dog. The amount 
of assistance is relative to what other persons usually need. Thus, 
using a car is not using a "mechanical device" unless it is needed 
when others would walk or the car itself is especially equipped or 
must be driven by another party. "Frequently need assistance" (more 
than one-half of the time) can be applied to the range of action a 
person should be able to do in society. For example, a person may 
adapt to avoiding all the barriers to and from work but because of a 
functional limitation in mobility not be able to travel adequately 
elsewhere. This person's mobility would be restricted to a single 
activity and thereby be a substantially limiting condition. There­
fore in estimating "frequency" it is appropriate to consider various 
life activities. 

SELF-DIRECTION 

Limitation in self-direction usually involves problems in 
social adaptation. Many times, intervention is needed in the form 
of counseling or supervision by another person so that the impaired 



p e r s o n may b e a b l e t o d e v e l o p s e l f - a d v o c a c y , u n d e r s t a n d how t o a c t 
i n h i s own i n t e r e s t o r t o a v o i d s o c i a l o s t r a c i s m . Some p e o p l e l a c k 
even t h i s much c a p a c i t y f o r s e l f - d i r e c t i o n . Hand l ing o f f i n a n c e s 
and consumer r o l e s seem t o b e b a s i c i n a c h i e v i n g s o c i a l a d j u s t m e n t 
and p e r s o n a l i n d e p e n d e n c e t h a t would a s s i s t s e l f - d i r e c t i o n . The 
r e p o r t e d c o n d i t i o n s o f m e n t a l r e t a r d a t i o n , s e r i o u s e m o t i o n a l d i s ­
t u r b a n c e seem t o r e f l e c t t h e s e i m p a i r m e n t s most c l o s e l y . 

CAPACITY FOR INDEPENDENT LIVING 

The t e r m " i n d e p e n d e n t l i v i n g " h a s come t o have s p e c i a l c o n ­
n o t a t i o n s among d i s a b l e d a d u l t s . I t i s a complex c o n c e p t d rawing 
o n a spec t s o f s e l f - c a r e and s e l f - d i r e c t i o n , a n d t h e a b i l i t y t o ma in -
t a i n o n e ' s own d o m i c i l e . I f h e l p i s needed i n any o f t h e s e a r e a s a 
f u n c t i o n a l i m p a i r m e n t i s c o n s i d e r e d t o e x i s t . SIE d a t a i s a v a i l a b l e 
on " a b i l i t y to do work a round t h e h o u s e " and on need f o r " h e l p w i t h 
p e r s o n a l n e e d s . " When a s s i s t a n c e i s r e q u i r e d t o p e r f o r m b a s i c t a s k s 
r e q u i r e d t o m a i n t a i n a house t h e r e e x i s t s a f u n c t i o n a l i m p a i r m e n t i n 
c a p a c i t y f o r i n d e p e n d e n t l i v i n g . 

The c a p a c i t y f o r i n d e p e n d e n t l i v i n g i m p l i e s a more complex 
o p e r a t i o n and s e t o f a c t i v i t i e s t h a n f u n c t i o n a l l i m i t a t i o n s i m p l i e d 
i n t h e a b o v e . The e m o t i o n , c h a r a c t e r , s e l f - c o n t r o l and s t a b i l i t y 
t o l i v e w i t h o u t s u p e r v i s i o n a r e d i f f i c u l t t o m e a s u r e , however i t i s 
i m p o r t a n t t o r e a l i z e t h a t some i n d i v i d u a l s have i m p a i r m e n t s which 
make i t u n s a f e f o r them t o l i v e a l o n e and must have s u p e r v i s i o n more 
t h a n o n e - h a l f o f t h e t i m e . They would a l s o be c o n s i d e r e d to have a 
f u n c t i o n a l i m p a i r m e n t i n t h i s c a p a c i t y even though t h e y can d o 
housework . 

I n a d d i t i o n , i m p a i r m e n t i n s e l f - d i r e c t i o n c o n s t i t u t e s a 
b a r r i e r t o i n d e p e n d e n t l i v i n g and p e r s o n s l a c k i n g s e l f - d i r e c t i o n 
a r e a l s o c o n s i d e r e d t o b e i m p a i r e d i n c a p a c i t y f o r i n d e p e n d e n t l i v i n g . 

The c a p a c i t y f o r i n d e p e n d e n t l i v i n g does n o t r e v e a l i t s e l f 
i n c h i l d r e n and y o u t h a s much a s i t does a d u l t s . However, t h e r e 
a r e a s s i g n m e n t s w i t h i n t h e home such a s s e t t i n g t h e t a b l e , wash ing 
d i s h e s , t a k i n g o u t g a r b a g e , c l e a n i n g o n e ' s room, e t c . which a r e 
i n d i c a t i v e o f m a t u r a t i o n toward i n d e p e n d e n c e a s a n a d u l t . T h e r e ­
f o r e , t h e con t inuum o f a b i l i t y t o p e r f o r m i n t h i s l i f e a c t i v i t y can 
be measured from an e a r l y a g e . 

ECONOMIC SELF-SUFFICIENCY 

The SIE s u r v e y d e f i n e s work d i s a b i l i t y a s : 

A person is defined as having a work disability if he (she) has. a 
long-term health condition that limits the kind or amount of work 
he (she) can do. The health condition may be physical, mental, 
or emotional. KIND of work is defined to mean the type of work 
the person would usually perform. AMOUNT of work can refer to 
actual time the person is able to work, or the quantity of work 
produced. For example, a craftsman who can work 40 hours a week 
but cannot produce as much as he could prior to an injury is 
considered limited in the amount of work. 



This broad definition includes many people who can be self-
supporting and was intended to include persons who might have 
suffered some reduction in work capacity from a level previously 
attained. Typically, such persons suffer impairment after age 22. 
The SIE survey further subclassified persons identifying themselves 
as work disabled into the following categories: 

Prevented from working 
Not prevented from working but not 
able to work regularly 

Able to work regularly 

In order to estimate the number who have a substantial limitation 
in this activity, the authors counted those who were prevented from 
working and those most limited of those unable to work regularly. 
For those individuals whose disability does not prevent them from 
working but are not able to work regularly we selected the criterion 
of not able to work more than 16 weeks in a year. Sixteen week cut­
off is arbitrary and merely an index of how much work would suggest 
capacity for economic sufficiency. Any person whose maximum appar­
ent annual earnings capacity is below poverty level, regardless of 
the length of time worked, should be considered to have a substan­
tial functionally limiting condition in economic sufficiency. 

In practice, children and young people between the ages of 
3 and 21 usually do not have to demonstrate economic sufficiency 
that can be measured as it relates to a work situation. Therefore, 
alternative measures may be used for this age group. In the 
practical community situation the "medical listings" for SSI 
children can be used as equivalent to a "work disability." 

The Meaning of a Comprehensive Developmental Disabilities Program 

The foregoing laborious analysis of the seven functional 
limitations can be destructive and can lead to an inappropriate 
dismembered view of both the population and the DD Program. That 
the statutory definition is intended to have an integrative effect 
on the lives of the persons with disabilities arising early in 
life is made evident in the final mandate in the requirement for 
continuity, comprehensiveness and individualization. 

The definition of developmental disabilities is meant to 
identify those individuals who will need services for life or an 
extended period of time. The program should not become a program 
in which a person loses needed assistance arbitrarily especially 
if that person is likely to become more impaired if disqualified 
from program participation. Consistence and continuity of ser­
vices must be an inherent part of the DD Program. 

The individuals often cannot communicate for themselves. 
Society in its great technological advances many times runs so fast 
that it forgets about those who cannot run or even walk. It would 
be a severe disservice to the individuals with severe disabilities 
if those who administer programs let checklists overrule human 
need. However, it would be equally as much of a disservice if the 
Developmental Disabilities Program does not concentrate its re­
sources and efforts for the benefit of the most severely involved 
individuals in our society. 



PART 3 

Detailed Census Presentation Based on 
SIE Survey Data Corrected to Identify 
the Developmentally Disabled Population 

















PART 4 

SIE Survey Tables Used in the Development 
of the Data for the Identification of the 
Developmentally Disabled Population in 
the United States 



NOTE: This information is a copy of selected par ts of 
the report prepared by the Bureau of the Census and 
is reproduced in i t s or ig inal form. 

SOURCE AND RELIABILITY OF THE ESTIMATES 

Source of the data . The estimates for the Survey of Income and Education 

(SIE) are based on data col lected from personal interviews conducted mostly 

in May and June of 1976 with a small number occurring in April and July. 

This survey was conducted by the Bureau of the Census act ing as co l lec t ion 

agent for the Department of Health, Education, and Welfare. 

Approximately 158, 500 households, selected independently in the 50 States 

and the D i s t r i c t of Columbia, were e l i g ib l e for interview in SIE. Of 

t h i s number, 7,300 interviews were not obtained because the occupants 

were temporari ly absent, r e f u s e d to be interviewed, or, a f ter repeated 

cal lbacks, no one could be found at home. In addition to the 158, 500 

households, t he re were about 33,000 sample un i t s which were v i s i t e d and 

found to be vacant , condemned, unf i t , demolished, e t c . , and therefore 

were i n e l i g i b l e for interview. The d i s t r i bu t ion of the occupied households, 

noninterviews, and households ine l ig ib l e for interview by state is shown 

in Table A-l. 

The sample design for the SIE sample was a s t r a t i f i e d mult i -s tage 

c lu s t e r design. Each State was divided i n t o areas made up of counties 

and independent c i t i e s re fer red to as primary sampling un i t s (PSU's). 

These PSU' s were then grouped to form s t r a t a within each State according 

to the proport ion of persons who were children 5 through 17 years old 

l i v i n g in poverty famil ies at the time of the 1970 census. Some s t r a t a 

consis ted of only one PSU (generally the l a rger metropolitan areas and 

some l a r g e r nonmetropolitan PSU's) which came in to sample with cer ta in ty 

and which were ca l led se l f - represent ing . In nine States (Connecticut, 

Delaware, D i s t r i c t of Columbia, Hawaii, Maryland, Massachusetts, New 



Hampshire, Rhode Is land , and Vermont) every PSU was made se l f - represen t ing . 

In the remaining S t a t e s , the PSU's which were not se l f - represen t ing were 

grouped i n to s t r a t a according to regression es t imates . In each of these 

s t r a t a , two PSU's were selected without replacement. These sample PSU's 

are ca l led non-sel f - represent ing PSU's. 

Within selected PSU's, a sample 

of housing u n i t s enumerated in the 1970 Census of Population and Housing 

was se lec ted . In addi t ion, a sample of new construction building permits 

was also selected to represent the u n i t s constructed in areas under the 

j u r i s d i c t i o n s of bui lding permit off ices (permit-issuing areas) since 

the 1970 census. Further , a sample of un i t s constructed since the 1970 

census in areas not under the ju r i sd ic t ion of building permit off ices 

(non-permit-issuing areas) and un i t s from mobile home parks es tabl i shed 

since the 1970 census were selected. 

Estimation procedure. The f i r s t step in the estimation procedure involved 

the i n f l a t i o n of the sample data by the rec iprocal of the p robab i l i ty of 

i t s s e l ec t ion . Next, adjustments were made to account for occupied 

households in which interviews were not obtained because the occupants 

were temporari ly absent, refused to be interviewed, or a f te r repeated 

cal lbacks no one could be found at home. This adjustment was made 

separate ly to households in different race of head-residence-1970 

census poverty l e v e l ca tegor ies . 
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PART 5 

State Statistics 



Introduction 

The following tables contain percents of individuals by 
HEW regions and states for each of the seven life activities 
contained in the Amendments to the Developmental Disabilities 
Act of 1978, PL 95-602. 

The percentages have been computed from the primary state 
tables which are part of the SIE study. These percents have 
been corrected to reflect onset before age 22 and have been 
corrected to reflect an unduplicated count. 

Five tables have been generated to aid State Planning 
Councils, State Administrative Agencies and other interested 
persons in the DD community for estimating the current develop­
mentally disabled population and planning for services. The 
purpose and use of each table is explained prior to the presen­
tation of the table. Also, for the convenience of the states, 
the most recent estimated population for each state has been 
included in this part of the paper. 

Estimating the Developmentally Disabled Population 

There are three suggested approaches which a state may use 
in estimating its developmentally disabled population for the 
purposes of planning for services and developing a comprehensive 
service system. Since the DD community has not had experience 
with the interrelation of the seven substantial impairments in 
the seven major life activities, it is difficult to state which 
approach is effective in producing the most accurate estimate of 
the population. However, any one of the following methods will 
produce a sufficiently accurate estimate of the target population 
which can be used in developing the required three year plan. 

Approach Number 1 

The population is divided into four groups by ages in this 
approach and each age group is treated as an entity within itself 
for purposes of enumerating the population. The four age groups 
are: 

0 - 2 Infants 
3-17 School age 
18-64 Adults 
65 - plus Senior citizens 

The rational and estimates for this approach are contained 
in Part 1 of this paper. It would appear to the authors that this 
approach to estimating the state DD population would present a 
reliable estimate. This approach also singles out individual age 
groups for which priority services may be targeted. 



Approach Number 2 

A percent of the population is computed from existing 
evidence such as the SIE survey and that percent is used to 
infer the numbers of people with the specific limitation in the 
other age groups. 

For example, economic sufficiency is an adult activity and 
therefore we only have measurement of a limiting condition for 
this major life activity from age 18 - 64. Therefore, if we wish 
to know the number of individuals under 18 who potentially will 
have a limiting condition in economic sufficiency, then we would 
multiply the percent of individuals in the 18 - 64 age group so 
limited by the number of individuals in the age group 0-17 years. 

After we had inferred the number of individuals with limit­
ing conditions in each of the seven major life activities, then we 
must make some decisions as to the relationship between the major 
life activities since an individual must have a substantial limita­
tion in three or more of the life activities in order to be classi­
fied as developmentally disabled. 

One suggested approach for this relationship is as follows: 

ASSUMPTION 1 

That all or almost every individual who has a functionally 
limiting condition in self-care will also have functionally limit-
ing conditions in two or more of the major life activities. 

As way of illustration of the above,a person who needs 
assistance over 50 percent of the time in self-care will probably 
need assistance in mobility, self-direction and/or economic suf­
ficiency. The person will naturally have a functionally limiting 
condition in the capacity for independent living if the person is 
dependent on others for self-care. 

ASSUMPTION 2 

That all or almost every individual who has a substantial 
functionally limiting condition in self-direction (who does not 
have a functionally limiting condition in self-care) which in-
cludes being capable of responsible, independent action, also 
will have, substantial functionally limiting conditions in economic 
sufficiency, learning and the capacity for independent living due 
to the fact that success in these major life activities requires 
the basic skills necessary in self-direction. 

ASSUMPTION 3 

That all or almost every individual who has a substantial 
functionally limiting condition in expressive and receptive 
language (with the exception of individuals counted in Assumptions 
1 and 2) will also have functionally limiting conditions in learn-
ing, capacity for independent living and/or economic sufficiency. 
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There are problems with the above approach since it 
assumes that the individuals between the ages of 0 - 17 will 
have limiting conditions in such life activities as economic 
sufficiency and capacity for independent living. Also, the 
above approach does not solve the problem of the infant popu­
lation as discussed in Part 1 of this paper. However, this 
approach, when used, will produce a reasonable estimate of the 
developmentally disabled population within a state. 

It is recommended that if approach number 2 is used in 
estimating the DD population, the population still be divided 
into at least the four age groups listed in approach number 1 
so that appropriate services may be planned in the magnitude 
of need within the state. 

Approach Number 3 

A state may wish to use state specific data that is 
current and develop the estimated developmentally disabled 
population. That is, a state may be able to locate data on 
the number of individuals who are impaired in learning from 
school records and statistics. The state will be able to find 
the number of individuals who are unemployed or did not work 
in the last year. However, this data might not indicate the 
number of individuals whose health condition prevented them 
from working. 

A state should use state specific data where it is avail­
able since it would probably be more reliable than the SIE data. 
State data could be used in those areas where it is available 
in either approach number 1 or number 2 in estimating the DD 
population within the state. 

The authors of this paper encourage the use of state 
data when available. However, the data generated by the SIE 
survey is useful in those areas where state data is unavailable. 
Therefore, the following tables are presented for the convenience 
of the states and have been computed from the state data pro­
vided in the SIE survey. Each percent has been corrected for 
onset prior to age 22 and presents an unduplicated count. 

Table 11 presents the percent of individuals who may be 
eligible for programs for individuals with developmental disa­
bilities by major life activities. These percents have been 
computed from the state data in the SIE survey. 

The percents presented are computed for specific age 
groups given in the SIE survey. These percents can be used 
with confidence for the age groups indicated in each column. 
The percents are used with less confidence for age groups other 
than those indicated. These percents may be used in estimating 
the state DD population using either approach number 1 or 
approach number 2. 

















Learning, Expressive and Receptive Language, Self-Direction 

Table 14 shows the percents from which the percents of individ­
uals who may have limiting conditions in learning, expressive and 
receptive language and self-direction are derived. 

The percent who may be limited in learning is computed by 
combining all the conditions as described in Part 1 of this paper. 
Each percent has been adjusted for age of onset prior to age 22 
and to present an unduplicated count. 

The percent who may be limited in expressive and receptive 
language is computed by combining all the conditions with the 
exception of the orthopedically handicapped as described in Part 1 
of this paper. 

The percent who may be limited in self-direction is computed 
by combining those individuals who are mentally retarded and those 
individuals who are emotionally disturbed. The combination of 
these two groups of individuals is assumed to be the individuals 
who are limited in self-direction. 





1] All percents have been corrected for onset prior to age 22 and present an unduplicated 
count. 

2] State population between ages 3-64 as reported in the SIE survey state tables which 
contain primary survey data by health condition listed by age group. 

3] Percent of individuals with mental retardation is computed on the population from 3 
years of age and over including the 65 years and older age group for each state. This 
age group is included for this health condition only since mental retardation is de­
fined as a condition which begins prior to age 22 regardless of the age of the individ­
ual. Therefore, it is assumed that the individuals who are mentally retarded in the 
65 years and over group have had the condition all their life. (This assumption is 
not true for the other health conditions listed in this table.) 



Table 15 shows the percent of individuals who may be limited 
in learning between the ages of 3 - 17 years. This table is in­
cluded for those states that may want to use approach number 1 in 
estimating their DD population for planning purposes. 

TABLE 15 PERCENT OF NON-INSTITUTIONALIZED INDIVIDUALS FROM 3-17 YEARS OF AGE WHO ARE 
MENTALLY RETARDED, HARD OF HEARING, DEAF, SPEECH IMPAIRED, HAVE A SERIOUS DIFFICULTY 
SEEING, ARE EMOTIONALLY DISTURBED, OR ORTHOPEDICALLY HANDICAPPED, WHICH CONDITION 
STARTED PRIOR TO BECOMING 22 YEARS OF AGE LISTED BY HEW REGION AND STATE 





Table 16 shows the estimated population of the United States 
and each state for 1978. 

Table 16 .Provisional Estimates of the Resident Population of States, by Age: July 1,1978 
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