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Introduction

Our society has undergone, an¢ continues to undergo, many changes
in attitudes towards and provisions for the developmentally disabled.
Throughout most of Western history provision of care and services for
such individuals has been the responsibility of the nuclear or extended
family. A rural society, wherein families Qere relatively socioeconomi-
cally self-suffient, was conducive ;o this solution. However, with
the expansion of industrialization and urbanization, the services that
the family provides for its members, other than the affectional, were
transfered to other public institutions (Winch, 1971). Of particular
importance, place of wbrk becamelseﬁarated from place of residence, and
responsibility was transferred from the home to the school and the
employer for increasing portions of a child's education and job training.

The system of public education'wﬁich developed generalized develop-
mental expectations by age-grade levels.‘ A standardiz:d set of skills
were established which all children were expected to attain in order
tovprogress through the system. The developmentally disabled child,
who could not attain all of the complex cognitive, physical, social,
and emotional developmental skills prescribed, was excluded from the
- general public educational system. At the same time, the changing
social and economic conditions made provision of care and services for
the developmentally disabled within the family less viable in an in-
creasingly larger number of instances.

Special institutions for the developmentally disabled, and others
who deviated from the "normél," we-e founded for the purpose.of re-

lieving families from the sole responsibility for their care aﬁd of
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providing the specialized services required. As Wolfensberger (1975:24)
states, from reading primary sources around the 1850s, when many in-
stitutions were founded, "the goal was a combination of diminishing’
the intellectual impairment and increasing adaptive and compensatory
skills of pupils so that they would be able to function at least mini-
mally in society.”" Unfoxtunately, the_location of institutions was
determined more by economic and political needs than by the needs of
- the developmentally disabled individuals and their families. The develop-
mentally disabled were aggregated into large multi-purpose (rather than
specialized) institutions, often in rural areas, thereby effectively
segregating them from their families and their immediate communities.
The medical profession became increasingly involved in the administra-
tion of these institutions, contributing to our descriptive understanding
of. the causes and symptoms of developmental disabilities but not to our
understanding of the developmental potential of such individuals through
education and learning. Developmental goals became replaced by custodial
ones.

It was not until the 1950s, with the advent of prosperity following
a depression and two world wars, that significant public concern again
began to be expressed with equal protection under the law, including
better opportunities for the developmentally disabled. Spearheaded by
- the movement for equality for racial and ethnic minority groups, there
followed a recognition of the needs of the developmentally disabled who
were also excluded from full participation in our society. Public
attention was focused on institutional abuses and, as a consequence,
there was a move to return those already in institutions to a life

within the community, coupled with a move away from the plaéement
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of the.developmentallyldisable& in largg.instituqioﬁs. Despite the
change in emphasis from an institutional to a community approach for

the provision of services to the deve.opmentally disabled, there has
been little emphasis on determining or providing the community supportive
services consequently required by developmentally disabled individuals
and their families (Grossman and Rowitz, 1973).

In the absence of a comprehensive social system designed to main-
tain the developmentally disabled as full participants in the community
throughout their lives, an obvious place to begin to develop such models
is with the actual experiences of families of developmentally disabled
persons themselves. As part of a larger project, ''Parental choice of
services for developmentally disabled children," we have begun to in-
vestigate these experiences. This paper is based upon a mail survey
questionnaire conducted with parenés of children attending th:ee special
schools in Evanston, Illinois, a city just north of Chicago. The findings
reported are concerned with parents': (1) utilization of primary and
professional resource; as confidants and consultants, (2) knowledge
about services, (3) involvement in service networks, (4) satisfaction
with providers, (5) identification of available and needed personal
resources, (6) identification of the adequacy of community resources,
(7) involvement in the political and administrative processes of

service networks, and (8) attitudes toward normalization.

Research Methoés

The major portion of the research being conducted for the project,
"Parental choice of services for developmentally disabled children" is

being carried out in Lake County, Illinois, situated in the north-east
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corner of the State. This county has a wide range of services for
developmentally disabled personé that includes both residential and
community-based programs. Although the County has a diverse population
and a wide range of services, the service delivery system is not as
complex as that found in Cook County, the large urban area encompassing
Chicago, immediately to the south of Lake County. This diversity, with
its attendant comparative lack of complexity, has expedited the selection
of an appropriate sample of parents and comprehensioa of the available
network of services in use. At the same time an on-going study of early
childhood socializatian practices in the City of Evanston, situated in
Cook County, provided contacts with pPrograms and parents willing to
participate in the depth interviews and a pretest of the mail survey
questionnaire being developed for Lake County parents. The 57-page survey
questionnaire was pretested with parents of children attending three
schools for the developmentally disabled in Evanston, Illinois, at

the begiuning of January, 1978. The questionnaire was sent home in the
children's lunch boxes along with a cover letter from the director (at
the two private schools) or president of the parents' association (aé
the public school). Parents were asked to return the completed ques-
tionnaire anonymously in an attached self-addressed stamped envelope,
and were given about a week to do so.

The participating schools and return rates were as follows: Park
Sethool, Public School District #65, 32/59 = 54%; Rimland School for
Autistic Cnildren, 14/19 = 74%; and, Shore School (North Shore Associa-
tion for the Retvarded), 18/42 = 43%. An additional 2 questionnaires were
returned on which the name of the school was not specified (one question

asked for "Name of child's current program or schoocl') for an overall
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'respOnse’fate of 66/120 = 55%.
o The retﬁrned questionnaires were coded and keypunched and a file de-

fined for statistlcal analysis of the data with the Statistical Package
ffbf the Social Sciences (SPss) systeﬁ of‘éomputer programs. The data was

cleaned by elimiuating out-df—range errors and performing a series of
’_contingency checks. The present paper 1is based ﬁpon a preliminary analysis

of the resuits from this survey. :

 Study Site and Sample Characteristics

* With a population of just over 80,000 residents aécording to the 1970
census, Evanston is a "city-suburb” immediately north of Chicago--"a city

“a terms of its population, size, and makehp, its form of goverament, and

 the social and economic problems it shares with other urban areas . , . a
Suburg in terms of its physicél environment, its relation to Chicago,
and the quality of life enjoyed by most of its people’ (Squires, 1976:13).
But whereas suburbs are often viewed as insulated, isolated pockets of
racial and class homogenéity, Evénston's racial and socioeconomic diversity
proﬁides a rather clear dontrast.
The ethnic and racial diversity of the population has its roots in

the early history of the town beginning with the arrival of the first

black settler in'1850, but full accepkance into the mainstream of the
community was slower iﬁ coming.” The first black clerk was hired by a
department store in 1918, the city's first black alderman elected in 1931,
and de facto desegregation in elementary schools voluntarily initiated

in 1967. Currently, blacks account for 16 percent of Evanston's popu-
lation, a proportion which was replicated in our sample (N = 10 out of
the 64 respondents Providing jinformation on tkeir race; of the remainder,

51 were white, 1 Latino, and 2 Origptal). This is slightly lower than
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the Chicago metropclitan average of 17.6 percent shown in the 1970 U. S.

Census, but exceeds the national average of 11 percent.

Income levels usually determine many important aspects of family
life, such as life style, purchasing power, and whether or not choices
of services which are economically feasible exist about which decisions
can be made. While reported family income for our sample cannot absolutely
be compared to the 1969 family income levels reported in the 1970 U. S.
Census for Evanston, both sets of figures do reveal a range on this im-

portant characteristic.

Table 1 about here

Marital status also usually determines many important aspects of
family life. 1In general, two parents contribute more interpersonal and
economic resaurces for dependent children than the single parent is
able to provide. According to the 1970 U. §. Census, husband-wife
families accounted for 84 percent éf all famiiies; in Evanston, 85 per-
cent in the Chicago metropolitan area, and 86 percent for the country.
These figures compare very closely to the 83 percent of our sample
respondents reporting themselves as currently married. -

Level of educational attainment, however, is not closely matched.
The pervasive influence of Northwestern University is reflected in
the fact that it is an educated community, where one-third of the people
over 25 have completed four or more years of college. The proportion
of mothgrs in our sample having attained that level is even somewhat
higher, with 38 percent having four or more years of college. These
figures greatly exceed the 1970 U. S. Census report of 12 percent of

the people over 25 in the Chicago metropolitan area and 14 percent in
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the nation having completed four or more years of college. On the other
hand, enough diversity in educational attainment was reflected in the
Evanston sample to assure us that the questionnaire could indeed be
answered by persons with less than high school graduation and thus would
be suitable for the larger and less highly educated Lake County popu-

lation (see Table 2).

Table 2 about here

Although our sample is clearly not representative on the dimension
of éducation, a possible advantage might be that these parents reflect
models who have the ability to evaluate the subjective and objective
information available to them and to correspondingly act upon it. Some
support for this argument is provided by the fact that almost two-thirds
of the sample (65 percent; N = 43) indicated the& were 'currently a
member of a parent group or organization related to developmental dis-
abilities."

The sample of parents reflects the different degrees of disability
with which families have to contend. In answer to the question, ''Pro-
fessionals have told me that my child's disability is . . . ," 18 percent
reported "mild," 41 "moderate,” 34 "severe" and 7 percent "profound."
The children's ages span the life cycle: 12 percent preschool (3-5 years
old), 40 percent elémentary (6-12 years), 34 percent adolescent (13-18

years), and 14 percent young adults (19-21 years old).

- Service Network Characteristics

In interpreting the findings from a community study, it is important
to consider not only the dexographic characteristics of the population

and sample compared to other geographical areas, but also the character-
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istics of the network of services available in the community. Choices,
decisions, satisfaction, and involvement are bound to differ depending

upon the relative availlability or scarcity of services for the develop-
mentally disabled.

. Evanston is a community which is primarily residential in character
and whose diverse population requires a wide range of community services,
most of which are provided by the local government. The 1960s saw a
heightened concern with racial equality and human rights in Evanston as
was true in the rest'of the nation. This concern was put into action,
not only with the Qciuntary desegregation of the schoocls, but also by
a citizens' vote to tax themselves to provide comprehensive mental health
care. A wide range of public health services are provided, including
‘a child health program with the goal of helping

children realize their full potential for growth and develop-
ment through a family-centered comprehensivc health program.
Routine examinations and immunizations ane supplemented by
parental counseling, nutritional guidance, dental care, and
vision, hearing and developmental screening. No fees axe
charged, and eligibility is determined according to income,

with extenuating circumstances taken into account.
(Squires, 1976:75)

1

The Mental Health Services operated as an administrative division
of the health d;;artment'between the approval of the tax levy in 1969 and
1973, when it becameJén independent service. With the bulk of its budget
now spent on contractual services for a variety of agencies, it operates
a 24-hour information and referral service which offers help in emer-
gencies and makes referrals to the appropriate agency in non-crisis
situations. Evaluation, referral and crisis intervention fox the develop-

mentally disabled are included in the comprehensive mental health ser-

vices network available to Evanston residents.
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Evanston is a relatively small city in which a great many people
believe that anyone who gets involved and interested in civic affairs
can really have an impact. The three special schools through which
our mail surveynquestionnaire was sent to families are all examples of
such oéganized citizen concern and action.

Park School started as a parent—ruﬁ operation in a private home in
1950, subsequently moving to the Covenant Methodist Church where public
school special services staff assumed responsibility for assisting in
program planning. When state legislation in 1952 enabled school districts
to establish pilot classes for trainable mentally handicapped children,
Park School became one of the twelve pilot projects in Illimnois. 1In
1965, the public school district took over full operation of the school,
and a new school building was erected in 1968. In addition to the teach-~
ing staff, services to children between the ages of 3 and 21 years old .
are provided by a speech therapist, vocgtional coordinator, occupational
therapist, social worker, psychologist, nurse, special teacher of the
multi-handicapped (deaf and hearing-impaired), physical education teacher,
and a physical therapist. |

Shore School was established at approximately the same time, in
1951, ae the North Shore Association for the Retarded. The goals of.the
school since its inception have been to provide day care sexvices for
the severely handicapped to enhance developmental skills, develop pre-
vocational skills, and a.d in adjustment to community living, as well as
offering an alternative to institutional placement. The school presently
operates an early childhood intervention program, three workshops, and
a community living facility.

Rimland School for Autistic Children was opened in 1971

14
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in the Educacional Center of a synagogue by Rosalind Oppenheim, herself
the mother of an autistic child. it began with an enrollment of five
autistic adolescents, opening an additional classroom of five children
each year through 1974, until it now serves the entire 3 through 21 year
old age group. The curriculum emphasis--on readiness, pre-school and
academic subjects, speech and language training, self-help, self-manage-
ment, socialization skills, pre-vocational training and gross and fine
motor activicies, including a swim program and field trips--is more ex~

tensively discussed in Oppenheim's Effective Teaching Methods for Autistic

Children (1974).

Findings

Confidants and Consultants

Significant others were utilized as sources of emotional support,
as confidaﬁts (see Table 3) and as sources of information, as consultants

(see Table 4).

Tables 3 and 4 about here

Ag might be expected, members of pPrimary groups are frequently con-
fided in when there are worries about the developmentally disabled child
(husbands 77% and friends and relatives 52%, being confided in often).
What is perhaps more interesting is that professionals also seem to be
operating in this capacity traditionally associated with members of the
primary group of extended family (63% often confide in professionals).
Conversely, respondents are least likely to keep their worries to them-

selves (12%). |
When advice is sought, as might be expected, health service and edu-

19
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cational professionals are those most likely to be talked to as "expert"
sources of information (4/5 wouid talk to their child's teacher and 2/3
to their child's doctor or another professional such as a social worker
or psychologist. Again, what is perhaps more interesting is that parents
are next most likely to use as consultants organizations specifically
concerned with their c¢hild's disability, and other family members and
f;iends. That is; primary group members'are as likely to be used as con—
sultants as are formal organizations. Least likely to be consulted for
advice are librarians or staff members of a State governmental 6ffice.
Underutilization of these information sources could result from either

a lack of awareness of their expertise or availabllity, or from negative

evaluations of the value to be gained from contacting these sources.

-

Parents Knowledge Ahout Services

| Most parents are unprepared for the birth of a child with a develop~
‘mental disability (Table 5). Approximately one-half have no prior
familiarity with developmental disabilitfes. Although one-third had
known others with disabilities, only one-quarter knew about community
resources and only one-seventh had been involved in the field of develop-

mental disabilities.

Table 5 about here

School personnel were relied on most heavily by far when parents
selected thelr children's current school or program, with 64% having
done so and being satisfied with the recommendation. About one-half
of all parents had visited at least one other school or program first

and found it helpful to have done so. About 1/3 were satisfied with
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recpmmendacions for social service professionals, doctors, and other
Parents of developmentally disabled children. Next in order of utiliza-—
tion for information, about one-fifth of parents found it helpful to con-
tact organizations specifically concerned with their child's disability,
to get recommendations from family members and friends, and to read
materials about options available. Relatively few contacted State
officials or religious leaders. In general, parents were overwhelmingly

satisfied with whatever source of information they utiliwved. (See Table 6.)

Table 6 about here

Parents' Involvement in Service Networks

Obtaining knowledge about services available is one of the problems
facing the parent of a developmentally disabled child. What happens o;ce
parents do become involved in a service network is equally important.

During the visit when doctors first diagnosed their children as
developmentally disabled, less than one-half provided information con-
cerning referrals or family support (see Table 7). Doctors are most
likely to make referrals to other medical specialists (46%). If support
systems are initiated by the doctor, it is most likely to take the form
of talking to both parents together {41%). They are next most likely to
suggest aprognosis (23%). Referrals, made 20% or less of the time,
are most likely to be through more formal channels, that is, to organi-
zations, institutions, or community services. Referrals and recommen-—
dations are only infrequently made to disability self-help grdups, or

for explaining the disabi?fty to others (4% in each case).

Table 7 about here
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When'asked to generalize about all their experiences with doctors,
approximately two-ﬁifths (39%) reported that any doctor had ever offered
them copies of lab reports or other medical findings. That is, the
majority of doctors are not oriented towards providing parents with in-
formation on which parents could take the initiative to make decisions
and choices. In fact, doctors were as likely to suggest institutionali-
zation (also 39%) as to offer medical information.

Teachers are much more likely to encourage parents to participate
in their children's development. Fully 91% were reported as welcoming
parents to visit their children's classes (see Table 8). However,
interpersonal communication between home and school appears to be an
aréa where there is still room for improvement. Whereas 79% of the
teachers offered suggestions to parents, only 60% asked parents for
suggestions about how to handle their children. Efforts to both pro-
vide parents with more information and to elicit information from them

would help involve parents more fully as members of the team.

Table 8 about here -

-

Parents' Satisfaction With Providers

Subsequent medical or professional consultations are frequently
necessary to ce¢niirm the diagnoses of a develbpmental disability. Diag-
noses and assessments of children suspected of having developmental dis-
abilities oftin require the cooperation of professionals from different
disciplines. Uncertainty about the first diagnosis may be explained
by either hhe medical professionals or parents. Professionals are re-

luctant to label a delay as a disability until the child is old enough

|20 Y
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 for it to be obvious that the delay seems permanent. The rates of

physical, cognitive, social, emotional and language development can be
quite uneven for normal children. Parents may become aware of and con-
cerned about delays which are still within the normal developmental range.
Parents ﬁay become frustrated when professionals are ambivalent about
confirming or denying the significance of the delays. On the other hand,
parents' love for an'&ndividual child may blind them to disabilities
which are obvious to professionals. In either case where there is a

lack of consensus between professionals and parents, cother opinions

will be recommended or sought. 1In the sample, 33% of the parents had
changed their children's doctors because of dissatisfaction with the

care pfovided (see Table 9).

Table 9 about here

Most changes of doctors occur for reasons beyond the control of
parents--for example, because parents move or a doctor retires (47%),
or because a different doctor is more appropriate as children grow older
(18%). When changes occur because parents are dissatisfied with the
type of care provided by a doctor, the vast majority only change once.
There is little evidence of "shopping around.” The 337% who had changed
due to dissatisfaction represents 22 ouc of the 66 parents in the sample.
Of these 22 parents, 16 changed doctors once, 5 changed twice, and 1
had changed four times. Only 2 parents had to change because a doctor
did not want their children” as patients, and both had the experience
only once.

A substantial majority of pareﬁts are satisfied with the existing

quality of services: 83% with all the medical professionals their child-
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ren curreﬁtly see, 937 with their children's current schools or programs,
and 71Z with all the social service professionals currently seen (speech
therapist; physical therapist; vocational counselor; social worker;
clinical psychologist; family, group or individual therapist; public
health nurse; professional homemaker; nutritionist; foster or house

parent; genetic counselor).

Parents' Identification of Available Resourées and Needs

The isolation'of‘the nuclear family (husband, wife and dependent
children) and the burden of responsibility for a developmentally disabled
child can be lessened if support networks are available. Natural sup-
port networks include graédparents, siblings, other relatives, and
friends and neighbors. Professionals augment these natural networks.

The great majority of children are included in everyday family

activities. Children are more likely to be excluded, or the family

-as a unit is less likely to participate, when activities would require

group participation of a scheduled duration (i.e., going to movies,

sports events, or religious services). (See Table 10.)

Table 10 about here

Having a developmentally disabled child in the family affects mothers
and fathers, individually, as well as their marriage. The extra attention
that a developmentally disabled child requires can result in either strong
bonds of affection or resentment. There may be opbortunity costs insofar
as the developmentally disabled child requires so many resources-—time,
energy, money--that other activities have to be curtailed. However, in

our sample, most parents did not report feeling adversely affected: 427
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disagreed with the statement, '"When I go out, I feel uncomfortable leaving
this child at home"; 47% disagreed with "I wish I could go out more alone'y
447% disagreed with "I feel 'trapped' at home."

Grandparents are available to care for children for short periods
of time for 71% of the families in our sample. For only 14% were grand-
parents living but unavailable. For 30% of the families, grandparents
were reported as willing to have the children live with them if something
happened to the parents.

Significant others, both primary group members and prefessionals,
are utilized to meet the day-to-day management needs of caring feor .
developmentally disabled children (see Table 11). Personal resources——
family and friends--are more likely to be used than are community re-
sources such as respite care. Household assistance, where available,
is used exclusively through the private sector. Therapeutic counseling
and guidance is more likely to be received from professionals than in
self-help sessions with other- parents (39% versus 27%, respectivély).
There is a paucity of information sources utilized by families reporting
such a need. For example, while only 4% use a parent manual, 74% re-~
ported that they would like to do so. (This finding supports the
original prorosal for the study, which projects a parent manual as one

of the p:rcducts from the project.)

Table 11 about here

Parents' Identification of Adequacy of Community Resources

Parents reflect pessimism or at least uncertainty regarding continued
support or expansion of community funding of services for the develop-

mentally disabled. This is not surprising given the general climate of

18



1ncreésing-cqsts,”tax-payers failure to support rate increases which
ﬂ‘wagldmaintain_current levels of services, declining school enrollments,
and-laffoffs of educational personnel (see Table 12).

| Family support services-—bébysitters, crisis lines, referral ser-
vices, respite care, homemaker/home-health aides, and counseling--are
perceived as extremely necessary but woefully inadequate. Parents per-
ceive a greater need for the expansion or availability of services which
woul& directly benefit their children (babysitters and respite care) than
services oriented towards their own needs (crisis lines, referral ser-
vices, home aides, or counseling services). It is also perceived as
necessary to expand educational, living, and community services. Resi-
dential and community living facilities are identified as those services

most necessary to expand or offer (by 79%Z and 78% of parents, respectively).

Table 12 about here

Parents' Involvement in Political and Administrative Processes of

Service Networks

Parent groups are the single most important factor behind the pro-
gress made in recent years in the rights of handicapped children. 1In
Evanston, and across the country, parents were the first to sponsor edu-
cational programs for their handicapped children. They fought to get
the public school districts to accept théir children as students. Since
federal legislation (Public Law’94—142) mandates education for all handi-
capped children three to twenty-one years old, parént groups have taken
on the role of monitoring the existing eduéational, residential and
vocational programs. Parents now work to change programming instead of

starting new programs. Parents remain an untapped resource, however.



Many parents are willing to take an active role in their children's edu—

cation because they realize they are the only persons who are in for

the duration. They may hesitate to do so because they lack inter-
personal experience in organizational involvement, feel overwhelmed

F  by proféssional edpertise, or have difficulty scheduling‘community acti—
vities due to family demands. It is up to professionals and existing
parent groups to learn how to engage this willling but underutilized group
for the benefit of all the developmentally disabled.

Parents were asked,'”In the past year, how often have you attended
meetings related to developmental disabilities‘at which there were other
paéents present?" At the extremes of participation, only 21% reported
that they had never attended any, and 14% reported that they attended
meetings more than once a month. The remaining 65% attended, but not
as often as monthly.

For many parents, a natural process begins with the identification
of their child as developmentally disabled. What starts as self-aware—
ness grows into group social action. First comes the sharing of common
concerns and information. More than one-half have participated in group
counseling and one-third have participated in educational groups. How-
ever, approximately another one-third (32%) report a need for group
counseling and nearly anoth;r one-half (447) report a need for educa-
tional groups (see Table 13).

Next comes organization to work for expanding and improving com-
munity services as well as for the rights and dignity of all developmentally
disabled persons. While fewer parents have actively taken this next
step, there is a considerable untapped potential here with approximately

1/3 of the parents interested in taking this next step into community
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-action..
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Table 13 about here

Few of the parents in our sample bave been involved in the typical
politigal‘activities which influence local, state, and national policies
concerning the developmentally disabled. More ﬁave taken individual

action (41% have voted for candidates on the basis of rights for the

developmentally disabled and 477 have'written letters to government
officials) than have ﬁade a public commitment (20% have attended poli-—
tical meetings and 18% have worked actisely for a candidate). But the'
most striking finding is that fully 50% of parents are willing to make
a public commitment although they have not yet done so. This represents

an untapped resource of considerable magnitude (see Table 14).

Table 14 about here

Parents' Attitudes Toward Normalization

Theoretically mainstreaming caﬁ be conceptualized as a continuum
providiung developmentally disabled children with an increasing amount
of contact with other children. However, parents' attitudes do not
seem to be organized in this fashion of inqreasing or decreasing favor-
ability towards amount of contact provided. Rather, their attitudes
a 2 bimodal, favoring either separate buildings or a combination of
sperial and regular classes within a regular attendance center (with
50% and 33%Z respectively selecting these two alternatives out of four
provided as respomses to the question, "If your child were to be main-
streamed into the environment which you felt to be most appropriate for

his/her developmental disability, which of the following alternatives

oo
bk
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would thét be?"). Conversely, there is little support for either totél
integration or for self-contained classrooms within a regulér attendance
ceﬁter (with only 2% and 127% respeééively selecting these two of the four
alternatives).

Attitudes‘towards mainstreaming are based upon judgments about both
the educational and sociai needs of developmentally disabled children
(see Table 15). A majority of parents feel their children learn more
in special education classes (83%) and would have difficulty getting
along socially if all the other childrea in the program were normal (59%).
On the other hand, nearly one-half (45%) feel their children would greatly
benefit from meeting more nermal children. This complex assessment of
different needs may account for their ambivalence about the motivation

for mainstreaming (see last item, Table 15).

Table 15 about here

Discussion

This study has been an attempt to examine community-based services
for developmentally diszbled children and thei; families. If the con-
cept of deinstitutionalization is to be recognized in practice, tLe
negds of families must be taken into account. Support must be available
over the life cycle or institutionalization will merely have been
delayed, not avoided.

Preparation for a future in the community involves more than just

‘
keeping a child out of an institution. Preparation for independence must
begin early. As one parent said:
We hope our child will have an opportunity to spend

some time during the school day with non-handicapped peers
and we are unwilling to lose any services (such as speech

22



“-and 0. T.) to accomplish this. We can't see why it should
be either/or. If we want our child to live semi~indepen~
' dently in the community, as an adult, we feel he should
" be learning and playing with non—handicapped children now
. to: prepare Iim for. that.

:.The normal transition to adulthood for a child in a family involves
leaving home to live as self-sufficiently as possible. Developmentally

"disabled childre1 cannot be graduated from school without the support

of continued services throughout their adult lives. Two parents ex-
pressed this diléﬁma very clearly as follows:

All I can do is hope that if we have her live away from
home, she'll be happy. Even if she lives at home she'll
probabl be a little dissatigfied because eventually all
her brothers and sisters will move away. She'll have to
depend on community services to provide activities to
bring people her age and ability together.

I am concerned as to his future after he has to
leave school at 21. Where will he be? What type of
contribution will he be making in the community? Will
he still be at howz, at a workshop, or living in a resi-
dential setting? Ailsc, where are we going to get the ‘
money to sustain this young man?

Continued advocacy will be required in oxder to more clearlf define

these problems and begin to f .-' some solutions to them.
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1 Table 1 Distribution of income among families in the Evanston
-+ " -: . population and sample of families with a developmentally
disabled child. , ’

Evanutcn ‘ Sample

Income Level . 1969 1977
- $0 - 4,999 10% 5%
|.$5,000 - 9,999 20 15
§10,000 - 14,999 26 11
$15,000 - 24,999 28 30
$25,000+ 6 39
TOTAL 100% 100%

Number of Families (19,905) (61)

Missing Data = (5)




Table 2. Distribution of mothers' education among sample of families

with a developmentally disabled child.

.

Mothers' education

|>e

Elementary school or less 4%
Some secondary school 7
Senior high school graduat; 14
Some college or university 37
.College or university graéuate 14
Postgraduate study 24
TOTAL 10u7

Missing data =

(¢
(3)
%)
9
(24)
(9)
_(16)
(65)
(1)

o
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J-TabLg'S.ffConfidants (sources of emdtional supporﬁ).A

- When you are worried about something concerning your
developmentally disabled child, how often do you confide
~in each of the following? (rank ordexed by frequency
as source of emotional support) === T

4 Often*
My'husband.. ' 77
Doctor, minister, or
" other professional : 63
' A”ffiend;of relative ' 52
’Otﬁé:fparents‘with.develdp—
mentally disabled children 37

No one; I keep to myself 12

*N for this and all subsequent tables = 66.




Table 4.

Consultants (sources of information).

Parents often react differently to advice depending upon who
gives it. If you had a serious decision to make about your
developmentally disabled child, would you talk to any of the
following? (rank orderéd by frequency as ‘source of information)

% who certainly or
probably would

1. Child's teacher 86
2. Child's doctor 65
3. Other professional (such as a

social worker or psychologist) 63
4. An organization specifically con-

cerned with your child's disability 56
5. Other family members or friends 50
6. .Other parents with developmentally

disabled children 39
7. A priest, minister, or rabbi 15
8. Someone in a State governmental

office ' _ 12
9. A librarian 12




Table 5. Before you knew that your child was developmentally disabled,
N were you . .

% Yes
Acquainted with others who had children with such d:sabilities? 32
‘Aware of any community resources available for children with
. disabilities? 27
| Involved in the field of developmental disabilities through
volunteer work or college courses? 14
Unfamiliar with-both the reality of developmental disabilities
.and the possibilities of coping with them? 56

§
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T Table 6. Before you enrolled your developmentally disabled child in

his/her current school or program, did you do any of the
following? (rank ordered by frequency of effort to exercise
choice) ' : -

% Yes, and

helpful

1. Rely on the recommendation of

school personnel. 64

. 2. Visit at least one other school

or program first. 52
3. Rely on the recommendation of

another professional (for

example, social worker). 38
4. Rely on the recommendation

of a doctor. 36
5. Ask for or receive any recom-

mendations from other parents

of developmentally disabled

children. 32
6. Contact an organization specifically

concerned with your child's disability 27
7. Ask for or receive any recommendations

from other family members or friends. 27
8. Read any materials about options

which might be available. 26
9. Ask for or receive any advice from

a person working in a state agency. 8
10. Ask for or recelve any recommendations

from a rabbi, priest, or minister. 3
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Table 7. Medical Network Referrals. During this visit [when your
' child was diagnosed as developmentally disabled], did the
doctor suggest any of the following to you? (You may
~ check more than one.) ‘ .
(Rank ordered by frequency suggested)
[ i . ——n
2 Yes
1. Referriﬁg‘you to a specialist 46
2. Talking with you and your husband together 41
3. Estimating how far your child would be able
‘to progress 23
4. Referring'yod to organizations concerned with
your child's disability 20
5. Institutionalizing your child, weither
immediately or in the future . 18
6. Choosing a particular therapeutic program
for your child (for example, orthogenic,
behavior modification, Montessori) 12
7. .Explaining the disability to family,
. friends and others 4
8. Introducing you to other parents of
children with developmental disabilities 4

‘)




Below are some things parents say about meeting with their
developmentally disabled child's teacher(s). Do you agree
or disagree?

/

e
% Agree

The teacher(s) welcome(s) you to visit

yOuy child's CIassroom or program. 91
The teacher(s) offer(s) suggestions

t® you on ho¥ to handle your child. | 79
The teacher(s) ask(s) you for sug-

géstions on how to handle your child. 60

e e i -

¢




Table 9. How many times have you changed your developmentally disabled
child's doctor/pediatrician since your child's birth?

% who have
ever changed

1. Because of reasons beyond your control
(e.g., you moved, a doctor retired) 47

2. Because you were dissatisfied with the

type of care provided by a doctor 33
3. Because a different doctor was more »
appropriate as your child grew older . 18
4. Because a doctor did not want your
child as a patient 3
[]
f
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Table 10.

Below are some activities families might do together.

Does your developmentally disabled child do the following
with you? (rank ordered by frequency of family involvement)

Go for rides in the family car
Vigit friends or relatives

Take walks, go to beach, or park,
or similar activities

Eat away from home (for example,
ice cream parlors, hamburger stands,
or restaurants)

Watch TV

Go to movies, concerts, plays,
sports events, or similar activities

Go to church or temple (including
Sunday School)

% of families who do activity
and include child

92

89

89

89

86

56

47
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' Table 11. . Personal. Sources of Support and Needs.

Do you use gny of the following to help you take care of
your developmentally disabled child?

o | % Yes
*Child (day) Care -
Babysitting provided by family and/or friends’ 71
Respite care provided by a residential
rfacility? ' 4
-Household'Maintenance_
Regular.paid domestic help? _ 14
: Visits by a homemaker funded by the State? 0
-Self-ﬂelp/Therapeutic @
1 "Rap" sessions with other parents of develop-
1 mentally disabled children? 27
: °arent counseling and guidance from agency
.or school personnel? 39 ¢
-Information
1 an informal "crisis line" with other parents
.| of developmentally disabled children to pro- i
: vide ‘support in an emergency? | 6
A "crisis line" supported by the State for
contacting the necessary professionals in
~an emergency? 3
ZugA-parent manual that wouid identify local,
- state, and national services available and

suggest ways to utilize them? . 4'




1 .Table 12.

Some parents are more satisfied than others with the services
that are availlable to developmentally disabled children in

their community. Thinking of your community, please rate the
services below according to how important it is to expand ox

offer then.

Family Support

Babysitters trained to handle develop- |,
mentally disabled children

Crisis lines for parents in times of stress
Community referral service for medical and
financial contacts, agencles, and parent
groups-

Respite care

Homemaker /home-health aides

. Parent or family counseling services

Educational/Diagnostic

-“iiQing.Aitérhatives

Early intervention programs
Diagnostic services and clinics

Special education. programs

Community living facilities
“Residential facilities

. {

" Foster homes

-Nursing homes

. General Community

"Architectural adjustments made so that it is

‘ gasier'fpr disabled people to get around

~ Public education concerning developmental
disabilities in the news media

. "Reading materials in libraries on child's
. disability

'H7TChurch services

;;¥rSpeéiai buses or vans

% who perceive need to
expand or offer

83

67

65
74
62

65

62
70
54

78
79
53

42

73

71

54
37
47




-TableelB Nowadays there are. different types of parent.groups.
" ‘ “do you feel about participating in the types of parent

gzoups listed below?

How

»,;Group counseling (where parents meet

. to-discuss their attitudes and feelings
-] - toward their developmentally disabled
“‘3'chi1d)

i Educationa1 group (dealing with tech-

“fi’niques of child rearing and develop-
| ment as related to developmental

: :disabilitieS)

éqGoverning or advisory board (dealing
~.with the administration of an organi-
1 zation or facility for the develop-

,| mentally disabled). -

~ Political advocacy group (working to
expand options and services for the
developmentally disabled).

# who have not,

but would like to

32 .

&4

32.

35

o

-




Table 14. Listed below are political activities in which some parents
of developmentally disabled children are involved. Have
you done, or would be willing to do, the following?

% who have not
but are willing to do

Vote for a candidate you thought would

work for the rights of the developmentally

disabled regardless of the candidate's

party or position on other issues. 29

Write letters to government officials
to influence legislation for the
developmentally disabled. . 38

Attend political meetings to find out
candidate's positions on the rights of
the developmentally disabled. 50

Work actively for a candidate who

supports the rights of the develop-

mentally disabled (for example, passing

out leaflets, displaying a campaign poster). 50

Y
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‘Téble 15. Some parents have made the following atatements about main-
streaming. Do you agree or disagree?

’

My child learns more in special education
classes than would be possible in regular

classes.

My child would do better in a special
recreation program than in a regular
program.

"My developmentally disabled child would

greatly benefit from meeting more normal
children. .

My child would have difficulty getting
along socially if all the other children
in the program were normal.

'Mainstreaming is an excuse for cutting
back funds for special education.

% Agree

83

45

59

38




