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INTRODUCTION -
/ . .

o ‘ / |
*,Soclalization and education of children within the fam{ly and the

school’are structure® to develop ¢hildren's skills and competencies in*

accordance with anticipated outcdmes. As individuals reach adulthood

they are expected to leave the,faqily of\orientation to form their own
4 A . ' v '

families and forge their own chreers. Parents' idealized goals for their

.

children are modified by family circumstances and individual diﬁferences.F
" Not all children cam or want to g;?to college—-let along Harvard,. marry '
or become yhile collar professionals. But it is normative Tor young -
adults to leave home, to become autononous, and to make'their own de-
cifsions. Such normative expectatiohs cannot simply be assumed for
mentally retarded young adults. Parents have continuing responsibility
- for planning their children ] futures ‘ c
Families with mentally.retarded-children Rave éeenﬁthe subjects of
sociolugical research since Tizard and Grad's (196l) study of families
in Great Britain during the’l950'a. Almost concurrently: the study of
‘ families with mentally retarded children in the United, States was begun
by Farber (1968) ,_Edch atudy spawned different lines of research
_kRpwitz, 1974) . vastern European studies following‘Tizard and Grad (l96l)
were products of National Health services and theref%re oriented towards
understanding the different types of‘persons who utilize government—

provided services Thus research was used to provide information on

the characterigtics of persons and their families and the services they

>

ﬁsef ‘ ‘ . ° . !
. .

[}

Farber (1968) was Goncerned with families' adaptations to having a )

mentally retarded child. Rowitz (1974) relates that Farber deneldped a
S - .
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conceptual model’ "to define dif ferent types of family organization which _"
~ - ’

affect ‘marital iutegration and severity of family crisis for parents “of
. ) )

@

(mentally)’retarded children. <7 . . y

) ?é;.The present study combines these two, perspectives by using Farber's «
g y - . .
ignceptual‘model of Wymily adaptations as applied to a specific service

-

ettt g A e

o déilizétion situation--parents'- planning for fnture residential and voca-

1

‘tional service use by their mentally retarded children. A developmentalgg .

-~ @
“

gframework combines individual life cycle stages and family careers as -

.

..variables meaSuring family adaptations to mentally retarded children.

} The idea was suggdsted by Birenbaum's (1971) application of/Farber's

kY

2; -theory in the” study of mentally retarded children in the home and family
i€ , .
v . )
- life cycle. The basic premise is that, prédictable changes in the life !

N

)
o
w.‘

course of individuals and families can be used td understand character- ‘ v
g istics of service use and plans for future gervice use by families with
,: . . [ . Iy
n mentally retarded children. “

-

In'addition, the present study also builds in the cdncept’of§social
embededness 5;cepse.decision—mdking"by parents does not take niace in )
the vacuum of the nuc%ear family unit. Personal and community support , 4’
; ~ gystems are resourceélthat families ueeJto 1i%e tneiﬁ_everyday lives,

» . Parents' decision-making, therefore, occurs within consideréfion of

el

these community networkif . {\ s -
. Al .

Normative Family Career Development - ' ;- o, e
e : - .

«

f & . .
<, Predictable changes in theé life course of the family form the bases, - L
. ’ A Lo . ”
-for stages in the family career. A stage is a division in'the-fenily

.

¥

career that is distinctive enouéh from periods'that'che before and after

N . . =
‘T ! ‘ ) .- LI
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g it to make it analyt:ically distinctive (Aldous, 1978:81- 86) Duvall and
‘ Hil1ll' 8 (1948) stage classificatien for the analysis of nuclear family ' :
careers includes: (l) NcWIy/Established Couple, (2) Childbearing, (3) e
. \Families ‘'with School Children, (4) Familieg with Secondary School Children,
(57 Families with Young Adults, (6) Families in the Middle Years, and

(7) Aging Families. - p o .

|
. e " Those stages most /pertinent to this study ére 4 and 5, families with
secondary school children and famiiies with young adults. In_stage 4,

». adolescents ar? beginning to press for. more independence in anticipation

of leaving their family of orientation. While f}fbt described as a

. A\
period of storm and stress by Hall (1904) and often characterized as

such by others, the "generation;gap" between parents and adolescents
; 7 paren

has been shown to‘be.less stormy and stcessful where ﬁarenta anticipate
their adolescents' éntry into adult roles and a;tually prepare them for~
itg, Parental relinquishing of control and adolescent ‘acquisition of °
responsibility do not, however, prnceed at a steady rate in all'greas. .
Parents ann adolescents maintain stable arran;ements in some greas in €
orner to facilitate thel;hanées that take place in other areas (Aldous, .
1978:264) . ~ The attainment of adolescence for children in the nuclear’
\faﬁily coinéides with a time of réfative economic need by _parents yho .

» are in their forties or ea;ly fifties. Except in-the case of high level

professionala, managers and sales Occupations, averagé earﬁinga‘for faniiies ‘.

z

have peaked at an earlier time period, therefore edrnings are at that time

, somewhat less. As a consequence, these families run a risk of deterioration ° i

»
in their standard of’ living unless additional income is obtained (Oppenheider, ///

» ~

1974) - . . N
. \

»
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In stage 54 pareits and their'young adult .children try to reform re-

‘lationships in order to relate to‘each other as adults rather than as .
parents and children (ﬁevinson; et al., 1978:23). Parents eiperience a

.dhance'to refordulate their reldsionships with their spouses as their
"parental responsibilities decrease and the last children leave home to

establish their own‘families of procreation.

N -

" “ormative Individual Life Cycle Stages .- : :
¢ A /’

.

The iﬁtefaction oé“biological and environmental factors within a . ’

developmentai perspective forms the basis of the study of life cycle stages.

Physical ¢ognitive, emotional and social development in ﬁumans seem

{ )
%

to take z}ace in an orderly faghion where certaiq\achievements or .steps

L%ﬁrﬂj‘

need to pe taken before others in order for mormal development to continue.
/ . ) . .

.\ The association ,between age and developmental achievements or stagbs is
not strictly spelled out. Due to the stronger association of developmen-

tal stages/snd age ranges, life cycle stagesvhave been assigned to age
: N ~

ranges by many reséarchers to suit the needs of their studies‘(see, for

example, Havighurst, 1952; Rosow, 1974; Elder, 1975; Erikson, 1963; Piaget
- ’ . - ‘
in Ginsburg and Opper, 1969; Levinson, &t al., 1978). Each, however,
. s } M .
posits the necessity of accomplishipg certain tasks within one stsge be-

fore moving successfully on ‘to the neﬂé.

Bioloéical development stsges have included adolescence or pubescence
as the final'stage_in the physlcal'development of humans. Though not as
well studied as the earlier stages where biologioal development takes

. place At’a mucﬁ more rapid pace (Chinn, Drew and Logan, 1979:286) re-

-y

gsearch shows' that there is g systematic though not uniform development
.o ¥
in adoledcence which culminates in sexual maturit¥ and attainment of
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final growth (LeFrancois, 1976:37-53). T .

De;elOpmental psychology adds the notion of "criticai periods"—-cer—
tain periods Qhen Optihal growth and organization of a behavior system
" can be most easily affected (Fitzgerald Stronmer and McKinney, 1977: 5)
-=to the notion of life cycle stages. If the developmental tasks which

"arise at or about a ceftain period in the individuaifs life are not_suc-

‘cessfully achieved during that period 'later development becomes more
< ’

difficult (Havighurst; 1952; Levinson, et al., 1978; Vaillant, 1977).
t. ‘ % S
Applicability of the Family Careers and Individual Life-Cycle

Perspectives to Families with‘Mentally Retarded Children

The previous discussion has dealt with the study of human development
from the famtly career and life cycle st&ges perspectives for typ;cal
families and persons in our society: Mentally retarded children, however,
do not progress as quickly throughztheir life cycie stages, thereby re-
stricting the development of their families' careers. Mentally retarded
children afd their families are, therefore, excaptions to ‘the perspectives,

I 7 e,

dischssed‘ahove. They represent a special area of study within thesé i
two perspectives, which may also include other fahilies who have members

" with disabling conditions [such as sick children (hurton, 1975; Travis,
1976), mentally i1l children (Park and Shapiro, 1976; Shepherd Oppenheim
and Mitchell 1966) and children with, physical handicaps (McMichael, 1971
Ayrault% 1921)]. AlthOpgh rio such study has been conducted, Farber (1975)
has prpposed a theoretical model by which the adaptation of these families

could®be studied. "

-

. .
Farber has developed thé theory that families make .28 minimal an |

L

adaptation ss possiblekto solve problems involving family relationships,
, ‘ N -

v ’ . Iy ' ‘ (‘
b ‘

-



H;fQZTTEEE adabtétion to be any sustained cha;ge in rolés,‘ﬂorﬁs, o{:
family interaction which family members make (individually or collectively)
with the intention of effectively handling (by either solving or living !
with) the :ffensiqusituation. The minimal adaptation assumpoion implies
a temporal prégression of adaptations from thé simple to the complex, from

the least disruptive to the potentially fully disruptive. Hypotheticglly{

. ) A )
all things equal, families start out with the most minimal adaptations

- - »

‘to their problems and pr?ceed to successively'apre extensive and drastic

-

ones only when the simpler adaptations are not effective.

-

F?rber goes on to directly apply his theory of minimal adaptation to

families with meatally retarded\chilgfen. 'The continued presence of é

~ -
severely mentally retarded child in the home represents a dynamic set of

. problems rather than a static problem. Even in so called normal families,

w

¢
relationships are under continual pressure to change. This inherent
instability derives from the fact that age-sex roles vary with movement
C e e
in the family life cycle. As both children and parentsa age, role expec—

tations are modified. The men;élly retarded child does not, however,

develop fast enough or far enough to allow the fa?iiz/EEEEEElLQﬂeenttﬁﬁi’*--<

ag one'weaié—expect Farber proposes that there is an arrest in the

familylcéézer. While normal ¢hildren's statuses, roles, ,and role expec— '
. ]
\
t3tions in the family change as children get older, mentally retarded t

children fail to meet the cognitive, psychological aﬂk social expectations
tﬁét their physical development engenders. T -
\ S N
It is precisely the identification of the child as mentélly_re-_
tarded which sets in motion the process of adaptation Ey the family to )//

the condigioﬁ of the disabled member. The interaction of two factors

o
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--the maximum potential adaptive behavior of the disabled member and the

. economic, social and psychological resources of the family--determines

to what extent aaaptations will be made in order for the family to cope

with its disabled member yet still remain a group, fulfilling various *= -

#

‘family tasks and socialization functions. The varieties of adaptation

form a continuum along whidh family dareer and 1ife'cycle stages for

the mentally retarded can -be studied. Pargnts of all but the most _ ’

severely handicapped children or those with extenuating home situations

-

usually have no ‘choice but to keep, their children at home and attémpt

. s -
.

to provide their children with as normal a home life as possible)

. &
The differences hetweenymentally retarded children and others be-
AN . . .
come more promounced. as the children grow older. As children grow up, ..
persons in the communitf expect behaviors and acts to coincide with age o

. 1 2
and size. Behaviors which are considered 'cute' when children are small .

.

are inappropriate for older children (Suelzle and Keenan 1979 29; A

Birenbaum, 1971). Pﬂysicglly, mentally retarded adolescents mature at
. \ *
_ » about the same time or slightly later than other adolescentg-(ﬂall, 1974:

186).' While their sexual and physical maturation are nearly the-game .

as other children, cognitive, psychological and social develoﬁ&ent are .
4 ! 3
far-behind normal adolescent development. The differences between phy-.. )
A
sical size and the social cognitive and emotional skills of the mentally

7

retarded adolescent are painfully evidert to adolescents and,thei"families.

Mentally retarded adolescents face the same psychological challengés as’ ¢

normal adolescents, yet their cognitive capacitieés are less than'those of

-

.nGrmal adolescents. They, too, must resolve the identity wersps role
- " L

| confusion tasks (Erikson, 1?63Q, but may have neither the capacf@y’nor




the qpportunity to Successfully accomplish ie/’ Studies ‘show that the

mentally retarded -are’ aWare of thetr sexuality and strive for indepen—

Qence in much the same manner normal adolescents do (Morgenstern, 1973;
« L4 .

Edmpnédn, McCombs and Wish, 1979).

(3

5

- * N

school system aids families with coping with their- children,_ Since the "

«

»

Fami;ies mith mentally retarded chdldren have, by this time, well

eStablished pattemns- of adaptation. Educatien provided through the

chiidren'attend and progrebs through Special classes in much the same -
4

) ‘

‘-’

Y M ]
. manner®(but not, of course, at the same speed or content) that normal

chhldren do, a familiar routine has been established that approximatés

that of’ other children. Social roles in the family aqf being strained,

however, -because mentally retarded children do not take on responsibil-

that much younger children would demand.

cert with siblings will have moved to the status of youngest child be-

% N .
itiq&%?ommensurate with age, and therefore still demand the attention

>

»

The mentally retarded adoles-

\

cause the level of family tasks performed and responsibilities taken

is miéh less thah that of younger siblings (Farber, 1968:158). An in-

»

congruency exists in adolescence for mentalfy,retarded persons. Their

roles in the family have stagnated at a childhood Iebel‘yet the chal-

lenges of adolescence, which with ample 0pportunity can be actomplished,

-

demand increﬁsed independence in order to brirtg them to a ppsitive re~

¥
solution.

»

Iy

)

t

)

e v 5 N le bt

tt st T atn v o 307t 75 toreon b 2 sbrmsie 5 Ykt e smbortt ko

.The sthools with their special education classes and supportive ‘ser- Lt
vices have provided ‘the opportunities for adolescent development to begin.
The end of formal education and the subsequent dearth of a comprehensive

coordinated gervice syatem for disabled adults blocks the regolution of
~ ¥

o i
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adelescent development and é;rests family career developmeqt completely,
N .

. causing families; once again, to begin to signifiqantly‘readqut their

'

?

fe

rplés to the changing needs of their disa?léd membefs. Mentally retardeq

yoﬁqg adults‘are unable to begin the adul; life course as described by

ﬁevinson et al; (19799 becauge‘21ﬁost'any measure of iqdependenée froﬁ

th? E;mily.of orientatiohlis~ndt p;ssible due to the ldck of adequate °
. - . .

- servic;s to support the transition (Rowitz, 1975:10). *

. . @ P |

. .
Parents' Planning Within the Context of Cémmunity Networks
[N . [\

. ’ v ;
The planning’ and organizing of services are as important as Yhe pre-

/
\

vention ard treatment serjicps. Difficulties experienced by parenté,

their mentally retarded child%en, and concerned‘practitioners often stem

from lack of services to complement exist;ng éérvices, duplication ‘that

s ' -

. . . . . ' 4
strains service resources at ‘a time when fiscal restraint. is in vogue,

and a lack of - jurisdiction for-service delivery. The organization and

delivery of services should allow for an orderly progression through

family career and life cycle stages and each of thq'service €lements

o

Bhould be consistent and integrated (Sellin) 1979:212, %38) .

Planning exists within "a continually ‘thanging sysfem of values

.

which identifies social preferences at anys particular poiﬁt in time"
(Kur€§;‘1977:135). Parents face a socgety_thag does not, change easily,
that is "crisis-oriented and reaction-motivated" (Begab, 1975:4). Parents
face a scenario in which societal interest in partiéula} social problems
waxes and wanes with successive "crises" (Albrecht, 1976:258-260). .

Parents plhnning in EhF late 1970's reflected the "tax-cutting' mood of

-

the country.

. p . ' )
Planning for services to persons with mental retardation hahkchanged

L.
L] L -

b . V-’

]
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dramptically over the®past twanty—ﬁiye years.® Community services in the

1950's wcré'being deﬁéloped by, private interests, uspally{parent aésocia—
/ ) ’ . . . = > \ \
tions. They were set up independently in hundreds of different localities
& » ‘. o & »

-

. ‘ : ¥
around the Unitéﬁ States without any concerted hierarchical ﬁlanning by
- \ .

. -y . - .
. state or federal goverpment (Katz', 1961). As the parent associations suc-

cessfully lobbied for the préﬁision of community services thro;gh publié
. ingiitutioqg, guch as local or st;te educatioﬂél‘agencieé, planning of
these services b?camg formalized,‘with administration being done Sy pfo—‘A
% .o . .
fessionals. SEaté'and.federal agencies dgveloped planpin; debartﬁents h

.

to plan fotr future services. Profeésionals, with more.in-dzpth know-"

- hd ¢
.

N

ledge became the "experts" and parents were excluded from the planning
’ 'Y .

Y process. With the passage of P.L. 95-I42, The Educqﬁion for All Handi- -

- capped Children Act,~parents were formally made partners in the planning

‘ process of their chilaren's curricula. This role of partner has been’

- encouraged by a few (such as Biklen, 1974,kand Hobbs, 1975: 229) so that ‘ T

~

parents would bg involved in zhe planning process at all. levels, for

all services, over }heir children 5 entire life cycle. ‘ .

. .The concepts of normalization and deinstituti'onalization reflect

tﬁe-ideology of 4 community-based service system for the mentally re- !

~ -

tafded.'mfhg philosophy pftnormalization simply stated says’ that the .
. Ly R * . \ *

liQes o§ mcntaliy retarded persgaf should.be as normal as possible
) (Nirge, 1972:364—367). The application of the normalization philogophy
had dfffeient.nomﬁpclature in different societal institutions. For

, residential services to mentally retarded perséns the word '"deinstitu-

N . y
. v % P

. ) ‘tionalization" was coified, to describe the change in orientation from ,

.institutional-baaed services to community-based services. For educational .
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. - servi 3 the worﬁ "mains eaming" is used to indicate the provisig‘gi‘ of ¢
-™ : R ‘&‘.\ . :4' A Y I Y ' %
. educational services in thé least réstrictive setting. - N ' -

+ . ’ \
M .

Un'fortunately, as Begab (1975:26) points out, "éprmalization ig more - .

v o
-n ‘ b‘

~ C a philosophy. of - human” rights than a prescription for treatment." 'The .

o . coggunity—based services have helped ‘families wi_}:h hensAlly retarded

Ve, ~ .

’ children to approximate normality (Biregaum, 1971: 56) uf this may
(3 e <Y

e, be only a temporary phenomenon due to the extensive support provided

» !

by the. educational systef. Th: lack of community suppert fo;' services
:" . to mentally retarde‘ﬁ adults sbows up in institutional admissibns data. ] .
Scheerenberger (l976:8§-86, 170, l7l) found that while some data seem

A to s;,tpport‘ g'eimtitutionalizatiop (forrexa/mple, the signi.fic\a{t de~-

- crease since 1964 in_the number of residents less than 21 years and the

> e
¥

T

\ . %.
. . reduction of mild and moderates as a percentage of agll institutionalized) H
N - -

others iQdicate that many problems r?ﬂ.ﬂ. For emmple, there has been
a s‘ignificant incre;se in the number of residents 21 years of age or

. older since 1964 and T n? of these adults are less «8eriously affected ' o

» P -

¢ am:lr theoretically should not need institutianalization He. concludes - &
» e s
» that connnunity pgograms are not being developed as extensively as neces- ‘ﬁ%
i .

gary, and Tﬁgt the data also dispell the conmonly—held belief that new.

admiss'i,ons are limited to the very young and serverely retarded. What

» -
g8ems tf:{oe the trend is that institutionalization is being postponed :
L J . - .
.. from early childhood and adolescence until young adulthood While sup-

. t 4
~ . : ' v

port is provided for families during their children 8 early years, men-

tally retarded children ate ill-prepared to become me‘ntally retarded

‘
[]

adults ‘Burton, /l§76 $191).

S *  .8tudies of mentally retarded adults in the community seem 40 bear
. . - ' .

-




. : . , o » I o
0 Y - . .
this o;tp ‘Edgerton's (1967 208) seminal work found that many deinS‘titu-

tional zed.ﬁ.dly\ handicapped ‘adults haél a dif?icult time adjusting to 7’
. ‘ .
d on‘un\\' living, becauSe of the stigma attached to their disability,

L " - .
4 ) and that their efforts and capac‘ities to deal with the stigma attached

R A P

' w;re ligited. Edgerton and Burcovicbs follow-up (1976) of this samé .

group more than ten years later fournd that many had improved their Tife

i

3 a * circmnstances but in a ntmber of cases, original predications of the . '.

-

- > .
direction and_ nature of their community adiustment proved to be inacgur-

\J

“ R )

% l ate, Individual social adjusthents fluctuated greatly over time making

, prognosticatiop difficult. " SN . ’
. \ . .
Birenbaum and Se'iffer (1976) and Birenbaum and Re's (1979) longi-

™ tudinal studies of deinstituti:nalized‘ mentally:ret.arde'd adults - found e

A them t§ be steadily involved in sheltered worksHops and have some peef
> . ~'relatién3 ps ‘but less invplved in community leisure activities apd

personal ecisi'on—makin.g than was expected™ They conclude that there

is no sequence of. mog;ing from dependency to self-reliance in community

. ﬁsidence. Comminity-based residence and easy access to mass transpor-

» - tation cannot by themselves provide gr;eater participation in leisure

3

b time actﬁities in the community {t,;
Mainstreaming and deins/tityionalization have nbt provided the means
- ’/fpr mentally retarded adults to participate fully wfth'in the community
and it is not likgly that they will be able to in thb n&r fut:ure High °
unemployment rates make if more difficult for them, t&ind jobs and be-
/ come more ’independent and self-suff.icient (Wing and 0180n,£§'9793178).
. . 4

The idea of conmunity-‘based services, must be realistically tempered to

reflect Bocial and economic comstraints in the society. Just because a

. 14
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, a service is being provided in the community does not make it qualitatively
. ~ L ) ) » . ’
bétter than services provided in a day or residential unit of an institu-
& ’ ;. , T . ’ .
tion. Very often. the limit'ing;factdr is not the location of the service l .

but the, saveﬁgy of the f)ersc;ns' disabilities (Wing and Olson, 1979:176)
and then quality of t‘ie staff (Hobbs, 1975:201-202). Instead of focusing /

on location of services, more can be gained by linking servifes to‘a M

.

network which can support mentall}g_e;’arde'd adults in the same in_anner as'_

the educational and .auxilary ?hces support mentatly retard children |
\

&

_ and their families. ’ . v -

o .

HYPOTHESES * . .

. . The purpose of thi;s'study is to ‘investigate f‘ac'tors which influence

parents' planning for future services for their mentally 'retarde"d children. /*
) Since parents have primary responsibility ﬂ)r these children throughout .
i ) their lifetimes, .p]:anning scr};ices for mentally i'etar_ded adults is depen-
' dent upon undergta'nding parents' attitudg;s anc'i hopes ¢for the future. The , s
\ hygotheses which foll®w are summarized in Table 1 and their speciéic pre—
.dicted relationships are discussed below. ' & ‘
’ : ’ ¢ . . ¢
4 ' - Table 1 about here / R .
. =

' Parents' Planning . ) o ~ |
.plann&g fo‘_future services involves choices for residential and .
occuypational opportunities, wilen their children make the tramnsition from
.adolescence to .adﬁlthood. It can be measured by examining parents' An- |

tentions to secure future resi;lenfial care for their childrgg‘,and‘f)'}:

‘ identifying parente'_ projected occupational and residential settingslfor




>
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>

their children at’ age twenty-one. . ‘ '

The Independent Variables

2

L " .
. Farber's theory of minimal ad;ptation 925) provides a framework }

. . for éxaminiug variations in parents' planning.r He hypothesizes that i

i fémili:s will make as minimal an adaptation as possible .in order to solve
7

_problems involving:\Zmily relationships. In the case of families with

mentally tetarded me?bers, he hiépthesizes that adaptations will vary ,
. o N .

according to th unt of time'ana energy éemanded by the mentally re- ¢
2 . * ‘ € h - '
. - - . »
x / tarded children, the extent of family resources, and prior loyalties .’
~ : ; ¢ .

1

et et o mame 2 aramman o

L o
and commitments. In the same manner, we hypothesize that parents 3111
7

plan for future services accordingito the amounts and kinds of resources

4

' families are able to bring tb bear on problems caused by having mentally
. retlrded members. Variations within parenus planning may be»eXplained

through studying families as nuclear units within a ¥ast community netwotk,

A

_ as suggested by Rawitz (1974). In this study, independent variables fbgus

on familie# personal and primary& esources as a starting point for ex-
’

) amining families within the whoaicxmmunity ‘service system. \
v - Is N “fum,

[ *
« -

Family Demographics * Ll
Family resouces can be wfeasured by looking at standard family demo-

~,

graphics, such ;gvsocioeconomic\status, family composition and availability

of extended family. Farber (1968:154, 197; 1975:259) predicts that the é

highex the socioeconomic status of families the greater will be the dis-

crepahcies between families' séciai and economic expectations for children i
. A s L3 ” - i
and the mentally retarded children's abilities to meet those expectations. . i

The greater emotisnsl,iﬁpact for higher sqpioecéhomic families meéns they
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will be more likely to extrude mentally retarded children. Therefore, we
\\_l;~37edict that familigs with higher incomes, white families, and more highly

- educated parenns will be moreé likely to plan for more restricted residen-
, . .

7 . . '
b tial and vocational settings. ; ] SN
N 7

We assume that, families' abilities to cooe with their mentally re- - AN

v

tarded children are enhanced when parents are currently married and at

least qne grandparent isiliving. The more adults there are involved‘in

i

. the families, the better able familiés are to cope. Therefore, we pre-

x - N

es with at least one grandparent living and where the

dict that fami

: 4
parents are currently married will be less likely to havé planned future

-

resideptidl placeméiit for their children. or to'plan for a more restricted
N o ’ .
L]
residential setting at age twenty;one. Conversely, in the same families,
I

par‘a;s will be more- Ii{:ly to plan for more sheltered work environments

)

at age twenty—one,because they will Be able to support their children

as dependent aduits.~ .- ’ o * . ' t ‘

- ) - Parents planning for future services will be greatly affe&ﬁi@ if A ‘
their children are already 1nstitutionalized Since the litériture has

- 4 . .

not focused on mgutally retarded children whoiremain at hom;, predicti0ns

;- - need to be dravn from the literature %n in;titutionalization and deinsti-
tutiOnalization~and applied to the case of children ‘at home.

.

The Carvers (l972 ll9—l30) discuss ehe readjustment to more normal"
roles in families where mentally retgrded children have been institution—
alized, The readjustment process acts to normalize relationships within

_ the ¥6m11Y'which had previously been strained. As ‘Mercer 966) and N

Birenbaum and Seiffet (1976) point out, ¥hese families may resist the

deinstitutiondlization of their children. Therefore, we predict that . .




~

families with mentally retarded children at home will bé less likely to, .

®
.

*2\ ’ " plan for more restricted residential and vocational gettings? <, ' :

.

‘ Family Career ° . : . ' A - oy

*a

Fémily resources can alko be measured by the concept of the faqily

’ -

. ] v [
. . career, Roles of family membersg tend’tq\fi qualitatively different at
oo . e .. o’
_ each stage of the faﬁﬁly career. For families with mentally retarded
** ¢chfldren the inability of méntally retarded members to assume different
* 4

ﬁples in pgpgiessive stages gan bring families' careers to a halt ' ¢

1

(Birenbaum, 1971). We assume that this arresy in” family development ’

. - , ~/ : :
» cauges strains within the family,«dspecially with mothers' personal
. ) .

» ~

lives and in husband-wife relations.

s Baroff (1974123), Ayradtt (1971:165), Adams (1972:115) 4nd .Birenbaum

\ .

and Seiffer (l976i}8),discuss the process whereby aging parents realize
) [ - '
+ , their own ortality and consequently beeome.quite dnxious about their

** . children'’s futures. 'Therefore, we predict that older pafﬁhts will be

4 . .

4 > - s
more likely to plan for 'more restricted residential ady vocational set-
. o Mol ﬂ

" tings. l J ) T o j

-

- )" Even with "normal" famitlies (Aldous, 1978:275) and families whose

¢

children had physical disgbilities only (Ayrault, 1971:65) stresses in

(YR

'parent-fﬁild'rnlatidhs ?eed back into guspanpfwifé relations. For ‘
fahilies with mentally retarded children stres; in coping with the
chiidreh can lead-to theif extrusion from the family (?izard and Grad,

1961:88; Mercer, 1966; Farber, 1968:194; Birenbaum, 19}1552, 62; Rutter, .

A {971:207). Nirje (1976:369)and Rutter (1971:207) believe that the more

.

* ‘normalizey families' situations are, the &asier it %s for parents to

. ‘ N . Py ) [ ¢ ,
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" — take advantage of community services'to benefit their children We pre- ‘
-~ dict that parents of mentally retarded children experiencing more. stress
A : ) * Y

individually and in their relationships with their, Spouses will be ,more 11L

' - likely to plan for more restricted residential and vocational settings.

\

Community Involvement and Advocacy ' .

.

The study o£~decision—making of families with mentally retarded °

childden has to be seen as part of a commynity network (Rowita, 1974:411).

[y

Personal and Communitg supports, i}ﬁormal and formal groups, are resources
that families use to cope and arrive at solutions about how to main-

tain lives (Mechanic, 1980:108, 110).

- -
d .

. We predict that parents who perceive theiy neighbors as accepting
their children in & variety of social situatipns throughout their

children's life cycles will.be l'ass likely to plan more restricted resgi-

X B

. h )
» . dential and vocational opportunities. - ., .
3 ’ Parents who consult friends and family‘frequently for advice about
their mentally retarded children are predicted to be likely to plan more

restricted residential and éocational_ppportunities. We are assuming

( -
that the content of advice from family and friends would be more tradi-

.

tional than ‘that of school personnel. . . N

’

Parents active in.advocacy groups or parents' groups and goVerning

<«
~

boards have tended o be middle-class, whitg, and to _be parents of child-

-, ~

. ren who are more Severely handicapped (Katz, l&ﬁlla Karne&, Zehrbach A
£

and Teska (1977: 38) found that ‘the more parents are favolved in programs, /

-

the higher their expecta;iona for. those programs were. Therefore, we

‘ L - L} Pl

predict tha;uparepts who are more politically active will be influenced

’
[3
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“by'the ;ested interests of that white, middI;—class group. That“is, we .

»

predict parentsawho aré more politically active will make plqps for

more’ resEricted resident_al,and vocational opportunities.
s~ - L I
Child's'Characteristics .

’ LY .
. The lac& of skills necessary to cope with modern gociety exacerbates

people 8 problems in asasuming ordinary social roles (Mechanic, 1980 113)
‘ ‘ For families with mentally retarded children, the nature of:the children 8

handicaps 1is the most important factor cgusing problems within the family

(Wing and qud’ 1979:106). The more_s;xere the disapi¥{ty, the more

S,

‘1ikely parents are to extrude the child from theyfamily (Carver and
Carver, 1972-53-' Farber, 1968:162; Mercer, I966). In families where the
children 8 motor pkills and social skills are more impaired, parents will'

be’ moré&\likely to plan for more restricted residential and occupational ,\\

opportunities. ‘ ' . . .o

.Farber (1968: 157) found that mentally retdrded males seem tO create .

|

females. Therefore, we pre-

-~

greater stresses for their families than do
dict that parents of mentally re¥3rded males will b@ more likely to have
. - ¥ - .

B secured a future residential setting and*to plan more restricted resi-
g g

R dential opportunities. Bayley (1973:154—157f found in a community study »
v

. L]
of severely subnormal adults that slightly more males than females were , = 1 -

employed in the a%en matket. Therefore, we predict that parents of: g .
1 ' , !
mentally retarded\males will be more likely to plan less restricted , '
/

A | -
~_ ' a ( ) ‘,&

peccupa}ional opportunities.

As mentally retarded children grow older, the differences increase
. wWoo_ _',’")
between them and other children of the same chronolo%ical age. Parents ,

L]

»
¥

- : . (4

o

/.
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o Loy
realize that their mentally retarded children will not catch up, aﬁdn

L4

_parents .adjust their expectations (Birenbaum, 19le16) We predict the

older the mentally retardhd ciild, the more likely parents are to plan

- “

more restricted regsidential and vocational 0pportunities..

N4

Extended Family

More meaningful measures of extended family resources than merely

- grandparent availability‘(that is, whetper at least one grandparent is

’ . ' L
. -

alive or not) are measures of the type of support grandparents give, <

- In this sthdy two conceptually distinct measures of grandparents' sup~ . -
s
) port are provided. 6randparents' acceptance of their mentally retarded
\ .

grandchildren assesses grandparenfs' acceptance of the children as if .
they were "normal" children. Grandparentsf support of parents measures
grandparents' support,of the parents' style of childrearing, mealizing . .

/ the limitations of the children.
. )
had We predict that in families where grandparents accept their mentally

v

retarded grandchildren (that is, accept the children as if they were o

L4

-

normal'), parents will be less likely ko plan for more restricted resi-

dential and occupatidhal Opportunities : , -

For families where grandparents support the parents (accepting the

-

. o children's limitations), parents will be more likely to plan more re-

stricted residential and vocational opportunlities. ’
4 . 4 -
.DATA COLLECTION METHODS. -

Sampling Procedures

f ~
;);>' . The sampling population was defined as Lake County, Illinois, parents

\ ¥

[} -4 o g




Yf deVelopmentally Qisabied children aged 0 to 21 years who received ser-
-, vices ip Lake County. Developmentallf‘ﬂisabled was defined as childrén

handicapped by mental retardation, cerebral palsy, epilepsy, autism, or
. \d
multiple handicaps involving one of these disorders, and whose handicap;(
' required more tham 50 percent -time in-a special®education program. All, .o,

t@e children in the stud& had severe enough forms of mental retardation
that‘@hey would not be classified in the mild or educable range of mental

retardation. #

Data-Collection Procedure

"We used a computerized review of the literature and open-ended deﬁth

-~

inéerviews with pérents to constryct a pretested 57-page mail survejj
questionnaire:' étructu;ed Flose&-ended questions‘were ggaigned t; pro-
‘ vide data regarding: (a) the manner in which p;rents first discqvered that,
thqig child was developmentally disabled; (b) availability of extended ~ -
- family an@ commmity support'networké; (c) the severity of the disability;
1 (d) the manner in which parents %ecured community services; (e) profes-
%ionals utiiiisd; (£) attitudeq regarding direct serviées; (g) involve-
ment in ch}ldren's educational progfams and parents' organizations;
(h)‘opipions‘about public policy; and (i) lo;g-tefm plans and.objectivea
. - for\tﬁeir childr;n. ‘
| Because of adherence to regulatisns governing| rights of brivacy, we

..a é% - /

sent consent forms to.751 identified families throu

4 < »
facilities sefving the county. After a follow-up~mailing to increase
consents, questionnaires were mailed out over the¢3-month‘period from

mid-March to mid-June 1978 to the 458 families (6i.0 percent) who con-— .
. r i .

. ~ -

22 : .
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sented to partidpate. Quality—control procedures to ensurne regpondent

anOnymity were used. A follow-up mailing resulted in the return of 330

-

complet d questionnaires (43.9 percent Sf the families identified and con-

-

tacte , 12, l percent of the families who consented to participate)
/4
Returned questionnaires were coded and keypunched and a file defined
4 K /
for statistical analysis of the data with the Statistic Package for

the Social Sciences (SPSS) system of computer programs A data were

- . -

verified by eliminating out-of-range errors and performing a series of

contingency checks.’

! 7/ -~ \ . -‘ ;Pé . 7
Characteristics of Parents and their Chi‘ldren ' . .
Y Ed N

The area of Lake County was'selected for the research population be-

cause: (a) it is geographically compact, yet includes urban, suburban,

and rural populations; (b) it offers a wide variety of services for men-

tally retarded persons; (c) providers and consumers %f sq,rvices to re-

tarded persons have a History of eozperation with past efforts to secure
related information, andv(d)'the county contains people of a wide range
of-socioeconpmic, ethnic, and racial backgrounds.

fAlthough?tne questionnaires were mailed to both parents in two-
parent'families, almost all were completed by mothers. .Of tnese mothers,
20 percent had not completed,high'school, 33 percent were high school
graduates, 31 percent had some college ot special career training, and
16 percent were college graduates. In 1978 dollars, 33 percent had yearly
family incomes before taxes of less than $15, 000 39 percent between
$lS 000 and $25,000, and 28 percent’ over $25,000. The vast majority

(86 percent? were currently married. About half of the mothers (48

hes ! .ot ~
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percent) were employed outside the hJEe, a group about equally divided be-
tween those holding full-time and part-time Jobs. Eighty-three percent

of the sample were white, 11 percent black, 3 percent Latin American, ‘
&
and 3 peytent ASian or American Indian.

In general, our respondents were.fairlv representative of the Laka

-~

o County population in terms of range of social and economic characteristics,

o

/ y S

éxcqpt to overrepresent minorities, high, échool graduates, and single~-
s ¥ parent families. ! ‘ N

Twenty-one per?:ent of ke children represented jn the questionnaires

L3

were identified by their ‘parents as mildly retarded, 34 percent as moder-

ately retarded, 20 percent as severely and pgofoundly retarded, 12 percent

’

asjhaving cerebral palsy, 4 percent as autistic, and 9 percent as havi%g

epilepsy. Fifty-seven percent of the children were mdle and 43 percent

‘.

» <]Jerne female. ' ‘ ) . 3& \ - v

Factor Analysis . :

’f—\ ° -

" Questionnaire it were developed as indicatoro of the cenceptual

-~ %

framework summarized in fable 1. The items were factor analyzed using

the principal factoring with iteration method and varimax orthogonal
. ) ~ \ )
rotation. ‘Items measuring community involvement and advocacy were analyzed

for the.entire sample, as were’items measuring the stress experienced

. y mothers as a subset of the family career variables. A separate factor
analysis for items assessing extended family.oupport.frmm grandparents
was conducted only for the subsample of families with tne children living

B ‘ .
- at home in which at least one grandparent was living. Simple additive

~ indexes were constructed on the basis of the patterning of.variables

identified by the factor analyses.

. 24
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5 \ * The variables used %n this paéer are°exg}§ined in Appéndix I. Table 2 o

lists the variables, and provides means and standard deviations for the
f ,

-

total sample and each subsample.

A\ /! > e
~ Table 2 about here

. . ‘'

' RESULTS _
—_— 4 ° . LA
The anélyses consist_of a series of(éfdinary least squares regrggéion
.analyses t:o,eval\iate t:h.e ov;ral,l"co'r;t:.ribution of fami{_% ?demographics,.
) family career, community invoivemént and advoéacy, ¢hild's characteristics,

. /4 . ! . .
and extended family to residential and vocational planning.. Table .3 :

presents the intercorrelations for the variables used in the regression N
q -

‘analyses for the total sample .and the subsample of'respondents with
1

children at home and “grandparents living.
' X , ‘ .
Table 3 about here { .

A\l

,
The subsample was derived to test the hypotheses within that’segment

of the population where the family structure would be most likely to ) -

optimize the support assumed. prerequisite to normalization. That is,

. ]
family and community support variables, as they interact with the mentally

retarded children'J characteristi?g to explain parents' planning, can be
assesded most effectively in those families where the children -are living

! { ¢
at home and othey extended famili (grandparents) are available. By the

time this study was conducted in 1978, it.was very difficult to place or

|
maintain in an institutional setting'any child except for the most severely
¢ AN
y.

disabled; the prognosis for such children achieving residential or voca-—

W i -

i -
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s tional autonomy in the future would be minimal. For those children living .

-

at home, the extended family is assumed to be a more effective socializing . -

P -

agency than the nuclear family. Selecting a subsample to exaﬁine intact

'; families separately enagigs us.to study the factors of interpersonal sup-

port as they relate to planning for normalized outcomes -
] M *
4 »

Family Demographics . " '

- *

Our hypotheses were based upon Farber's (1968:i54, 197; 1975:259)

’

pradiction that the higher’ the éocioeéonomic status of families, the
greater the smotional impact ;f a mentally retarded child would be.
Families witﬁ higher” socioeconomic status were assumed to hold higSFr
expectations for ;hildren's~performance and'achievemeﬂt, and therefore
; more likelf’tb extrude children who could not meet these ;xpeqtations.
. " These bivariate predictions were supported (see Table 3).‘ On the
- other hand, hypotheses deriveq from the prediction that intactgextended
J ' families‘would be better able gb‘cope with a mentally rigarded member '
were.generally not supported. Having gr;ndparenta alive wés not signi-
fic%\;ly correlated with planning.
For the total sample (see Table 4), income and race--two of the
. three measures of socioeconomic status--were statistically significant
in accounting for parents' planning, but fn quite different ways. Higher'
y k .incoqe contributed to parents' planning for more restricted xesideﬁtial
and vocational outcomes at the time of transiti;ntgo adulthood at age 21.
Whites were,mére likely than‘minoritios to have made specifié plans for"
fgture residential care. Whites seem less liksly'to envision a supportive
fag}ly and communiéy environment over.their.childven's total.life cycles, |
sand higher family income seems to provfde the means with which to pla; for

v 26
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progected adult environments. As expected, fami%ies whose children are

living at home are less likely to project a regidential future than are
. i

families with children already in residential care. What id¢ surprisingy p

» .
®perhaps is the finding that the mentally retarded children's place of

v . . - -~ - —

.Y 7/ .
residence--at hog;-or in an institutional setting--does not contribute

to parents' assessment of appropriate work setting at age 21. This

- v e

finding of no statistically significant association between place of gesi-
. L

dence and gccupational planning does, howevsr, validate the assumption

underlying our'sampling procedures, i.e., all the children in our sample

are mentally retarded by physlological (aiid not merely cultural or
. social) criteria. They are not so-called "6-hour retarded" children,
mentally retarded only by educational criteria (Mercer, 1959),'who will

leave school for regular jobs in the community.
. - P L .
3 Table 4 about here ~ . ' ’ N

oy

-

In Fhe subsequent subsample ap#l}ysis, approprié!!'zndependent variables .
were intr8duced which were expected to account for parents planning.-

when the subsample of children at home and grandparents alive (gee Table 5)
/

ot ,;was analy2ed, the selection variable CHATHOME was deleted and independent - -

'\\N’ ' variahles measuringlchild 8 characteristics were added, and- the selectiod
variable GPALIVE was deleted and independent variables meaauringrthe JB
*" kinds of extended family support were added.‘ Théiaddition of these variables h
‘\\\/ seems to account for the influence of famlly income on parents pidnning ;’

for sheltered work at age'él 'However, ‘higher family income continues

to predict institutionalization at age 21 and gﬁites continue to be more
s - . .
likely than minorities to plan for future residential care. Both findings

’
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.  are consistent with Farber's predictions. - ’ .
a . ‘ ¥ R
: . > Table 5 about here

L

L

In general, demographic varjables measuring socioeconomic status and

- 'family'structure are net important bredictors of parents’' planning rela- .

.

> . tive to interpersonal family and community support variables and child's

characteristics. : L ] .

.
.

Family Career . . -

v Birenbaum (1971) found that families' careers,can be brought to a .

halt by the inability of mentally retarded members_to assume age-—appropriate
rdles in progressive stages. \Thereﬁore, we predicted that older parents
. I L]

and parents experiencing more stpess were more likely to plan for restric-

.

[ ) A ¢
ted residential and vocational, settings. The bivariate relationships pre-

2 .

dicted were supported (see Tab;e 3.

W . " In the regression analyses, both respondent's age and stress were
» 13 w*vgq . N

) statiétically significant in accounting for parents' planning oReall the
dependent variables only for the total sample (see Table 4) before chi%d's

characteristics were taken into account. With child's characteristics

entered into the regression equations for the subsample analyses, however

- (see Table 5), the relative importance of stress and age is quite different

s

‘for residential planning than for vocational planfiing. Stresy contributes

to whg}hei or not parents plan to institutiohalize their ch{ldren (to

" i ‘ .

. . -~
extrude them in Farber's [1966, 1975] phraseoloq). Age, but not -atress, Q'

" contributes to whether parents with children at -home predict more restricted |

vocational settings at age 21. Age thus seems to be moxe a cross-sectional




¥ 4

measure of the historical.effectdof parents' beliefs about possible employ-

. d
ment opportunities for mentally retarded adults than to be a measuye of
<

a

~ . R N
- anxiety associdted with aging as the current literature suggests (Baroff,

1974:23; Ayrault, 1971:165; Adams, 1972:115; Birenbaum and Seiffer, 1976:75).

Community Involvement and Advocacz _ ~
K As described by Mechanic (1980:108, llO), o;rsonal and community sup-
ports are resources that families use to cope-and to arrive at solutions
about how to maintain family careers. Therefore we pradicted that receiv-
ing advice from friends and political participation would exert a conser-
/ vative influence on parents' planning. Conversély,qmrceiving the com~
munity as accepting of mentally retarded individuals and feeling excluded
from parents groups’were hypothesized to be associated with.olanning less
v restrictive resideﬁtial and vocational outcomes. The Bivariate relationh
ships predicted were supported (see Table,3). ~
In the regression analyses, the perceived acceptance . of mentally re-
tarded individuals contributed to‘all'dependent variables. Receiving
“advice from friends,.political participation, and not feeling excluded

. from parents' groups corﬁbuted to planning more restrig t:eeidential

y
settings only. Community involvement seems to provide an formational .
rather than a supportive therapeutic function to families with mentally .
retarded children. Participation in a community social network provides - \
parents with information necessary to make decisions concerning their
children's futures but not the support needed to achieve more normalized

* outcomes, Thig indicates that involvement in community netwotks, whether

 informally with friends or more formally through parents' groups or poﬁij\*jg

’ . Lo

-

4 2J
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’ i - tical actdvi&ies, is legs.important than{perceiyed community acceptance

| in achieving less*restrictive residential and -vocatiohal settings for o

mentally retarded adults. ﬂ

- ; A ., ‘ - - ‘ -
Extended Family ’ . . :

Contrary to our predictiohs; when the-bivariate correlations™are ®x-

amined (see Table 3) gr‘andoarents geet® to exert a conservative influence -
. p - . N o
swhether they accept the mentally retarded child or support 5?e parentsg. >
“ L]

Graﬂdparents do not seem to accept the children as "mormal" asg we had . . :

predicted but to accept them as mentally retardéd children who at an

’ .

earlier point in their grandparents' lives would have' been excluded from ’
. oA

community activities and institutionalized. . e e - -

When family, community and child variables are also controlled in

¥

the regression analyses (see Table 3), grandpareg}s acceptance of ‘the child-

ren and support for the parents are both associated with plamming less re- .
stricted resldential and vocational settings at age Zl. In this sense,
.grandparents do ‘seem to function as resources for families, enabling more

! v

nqrmalized.outcomes.

Children's Charadteristics ¥ .

Lo As the literature suggests (Carver and Carver, 1972:53; Farber, 1968
) k,/ P

l62, Mercer, 1966; Wing -and Gold, 1979 106) the more severe the disability

the more likely parenta are to extrude mentally retarded children from
“their families. Farber (1968‘1577 found that mentally retarded males seem
to create greater stresses for their families than do females. Birenbaum

(1971:56) found that stress increases with child's age as discrepancies

. between age-appropriate behavioral expectations and actual performance

.
N . -
v, ¥ e
.
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beéome’greater. Hypotheses derived from these findings were generally sup-

'pvrted by the bivariate correlations (see Table 3), except that families

with mentally retarded daughters were more likely to plan restricte&—reﬁir
dential settings. It may be that families feel more protective of mentally
Fetarded daughters than of sons b

In the regression analyses (see Tablé 5) families whose chiga have
lower cognitive gkills plan for more restricted vocational settings. Low

cognitive skills do not affect residential‘g!;nning whereas. low social
4

skills affect planning .on all dependent variables. Apparently social dis-
abilities are more important than cognitive d,isabiliti:s in causing,
families to extrude their men;ally retarded children.

Having mentally retarded daughters was a statistically significant .
predictor of parents' having made specific plans for residefitial care o
and parents' planning for more restricted vocational settings at age 21.

This refutes Farber's (1968:IB7Q finding that males create greater stress

in families causing them,to be'extruded more often than females, but sup-\
ports Bayley's- (1973: 154 -157), finding that males tend to be employed in
mofe normalized jobs in thg’ community upon reaching adulthood. ’ J :

Overall, uhe age of the mentally.retarded child is the strongest con-
tributor to predicting parents' planning for future residential and voca-
tional settings. It is statistically significant (at the .01 level or
less) forl all planning variables. This finding strongly supports Birenbaum's
(1971:56) finding’t;at stress 1ncrea:es with the age of the mentally re-
tarded children. Their inability to accept more responsibility in age~

appropriate roles tends to halt family development through normative

1
careers,




. S '~ . DISCUSSION

'For families with mentally retarded children, the variables messdring
.G family career. and iﬁ%%Vidual life cycle were‘among.che strongest predic-
tors of parents' plénningé?or future residential and vocational getvices

for their children (Xee Tsole S). With increasing age mentally retarded

»

children are unable to* assume age-appropriate roles within the family
5 N—
! , (Birenbaum, 1971) and community. With increasing age, their parents be-

¢

come less able to care gﬂr their children's needs. As predicted by Farber's

(1975) minimal adsptstion theory,.parents experiencing more stress plan‘
for future,residentialqserpices more thany parents experiencing less stress.

_The elaboration of Farber's minimal adaptation theory to extended "family
ers was suppo;ted; Extended family, as-measureo by granoparents' sup-

port was found to contribute to ps:;;ts' ;bility to‘eope dith their men-

tally‘retarded children at home. lies with grandparents' support

were less likely to have‘planned for restricted residential and vocation- ¢

‘ <al settings. It was ,hypothesized that community support, as measured by

~

parents’ involvement‘in'formal and informal support groups, w d help '
parents cope with their mentally rFtarded children at home. While com-
munity support variables were highly signfficant predictors, subsample

analyses showed that commpuiity support tends to function as an informational

. ) . .
~fesource rather than as a supportive therapeutic resource. Family demo-

-

. graphics, usually the staples of social science research, were generally
not assoclated with parents' future plans, especially in the subsample

analyses as child's characteristics were entersd intg ‘the regression

-
Y

equations. - .
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Research findings support Farber's model that increased stress within .
. - ’ . |
the family caused by the preéence of a severely mentallytretardéd child

at home is associated with extrusion (in this study, pla.rfned extrusion)
-0of the child from the%ﬁbme. .Thése findingS’are the fikst empirical sup-
' . port of the minimal adaptation theory. What is significant is that the
data suggest that the theory of minimal adaptation may be ‘applicable to
‘ other more general theories,'such as the theory of family careers espoused
in this research. k\
Further‘ subsample analyse‘s show that it is not merely gtress ,which /
explains planning behavi‘or, b};t a host of o'ther facto\és. Specifically,

measures of "individual life cycle and family carefr are strong predictors

of parents' planni‘ng for future services supporting Birenbaum's findings.
+ The age of the mentally’ retarded child is the single ‘most impontsnt factor.
Other characteristics of the child, Jch as social and cognitive skills, \

significantly predict parents’ planning behavior The findings that social

41; )

disabil‘ﬁies are more important that cognitive disabilities in parents'

_planning behaviof supports the literature (for example, Baller, Charles
and Miller, l967, Brolin,}g%, Cobb, l972 Edgerton and Bercovici, l976

and Katz, 1968) which found that social rgther than physical impairments .

-~

. k4 -
or deficits are more important in the adjustment of mentally’ retarded

adul\t?s/in the community. Families.' invol'vement in personal and comunitJ

-

support networks were‘etatistically significant predictors of parents'

®

planning for residential services. While family involvement in support

networks ._seems to, provide parents with needed information for residential

’

-placement rather than therapeutic support for maintaining the child at

\‘\
%xomq, it is parents' perceptions of the community's acceptance of their

-
Vo . .
| '
.
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child which more strongly predicts parents planning for both future
residential and vocational settings. : . i

The findings presented ern an arena for more detailed research into

the characteristics of families utilizing services for their mentally re-

.
P ~

tarded children. It is suggested that further stﬁdies develop more .
sophisticated measurenents of the interaction of the family career and
individual 1ife’cycl: concepts.' One example would be investigating the,
;impact of children's development on parents' individusl 1ife cycles at ' -
different family career stages. Rather than assuming normative child~
bearing patterns and adult development, such a design would account for .
variations in childbearing timetables of adults——that is, adults who
" have children either earlfer, later, or on_the same' time schedule than
‘current adult develbpment theories propose (see Aldous, 1978). :
Another caution for further research would be the neéd to study con-
currently the family adaptations of parents’with "normal” children and
parents with children/w’tm"have.other disabilities (such as sick children
[Burton, 1975; Pravis, 1976], mentally ill children [Park and Shapiro,,
1976; Shepherd, Oppenheim and Mitchell, l966] and children with physical
R handicaps [McMichael, 1971; Ayrauft 197l]) It seems plausible that i
Farber s theory of family adaptatfbn could be -applied to all families
. who hsve children with cﬁronically disagliné conditions, not just families
with seyerely mentally retarded hhildren. '

' — - 1
A hypothesis proposed, and not supported that communities are en-

v y .

%ities that can provide therapeutic support forsfamilies should be chal- . .
N e

lenged. Studies in social psychiatric epidemiology (see levy and Rowitz,

1973) show that communities vary in the types of support they provide

3 . * / ‘ 34/ ) ‘ ] | |
-’A (. ‘ . ‘ v, ' .
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. their members. A more sophisticated measure of community support.(perj,

. haps involving service utilization data) is needed.

Yoy v . » .
/ One explicit purpose of this study was to provide service providers

' and consumer groups with a carefully developed research base to use in

planning servi;es for mentally retarded adults. It is realized that plan-

* ning in the early 1980's must take into consideration the curri?t “tax-

\ cutting" mood.;f the nation. S{ince present ﬂhtfgnal priorities are
focused on cﬂ‘Ping government spending, incr?asng defense spending énd-
developing domestic energy resources, human services in general are lefF
trying 'to contend with éonstant or slightly Fgging expectations and con—
strained or reduced budgets.

Ld

Sérvices to persons with mental retardation face budgetary cutbacks
if not complet; c;ncellgtion. "Mainstreaming" 1n school institutions
and "deinstitutionalization" in residential institutions continue tg be
. the Policies 1mpleﬁanted at local, state, and federal levels, éhaugh move=
ment is afoot to end the federal mandate for tax-supported special educa-
tion (P.L. 94-1425. Planning for residential and vocational services for
! !
mentally retardegfgdults within the political climate should take into
consideration parents' opinions and service choices. '

“ "+ Novak (1980) -reports on several studies dﬁzch show a backlash g
the deinstitutional}zation movement on the part oﬁ_Paren;g of mentally
retarded children. The backlash against the .deinstitutionalization and
mainstreaming policies is coming from a small but significant gréup of

parents whpse children are more likely to have the severest disabilities.
) ' . 4

This should not be interpreted as an argument for ending the implementa- .

tion of these policies, but a realization that the provision of a full

-

L Y
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réhge of services is necessary to accommodate the broad'range of persons

e
Planners and consumer groups

2

who carry the label "mental retardation."

sﬁguld also realize that the present push for the use of mutal aid self—fs *

help groups as alternatives to the public provigion of public services' j 1
could be disastrous. This study has shown that personal and community ’
support networks (which include self-help groups for parents of mentally

retarded children) provide informatiomal, not theraSéutic support. . There-

fore, ‘the development of self-help groups shoulq occur_in_tandem with,

not instead of, the provision of a full range of services.




A . . 3$ - .
FOOTNOTES ’ - )
k- A vy .
ﬁ 1Further regression analyses, not reported here, do show support for
- .

Birenbaum's finding of unfulfilled family careers. The analyses showed
that, in general, parents of preschool (ages birth through five years) \
’mentally retarded children are less likely to plan for restricted resi-
dentﬁgl an&’vocational*setpings than parents of transition—age (éges

' nineteen to twenty-one yeérs)’inntally retarded young adults.

~ ’
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.

‘) | -




ol

APPENDIX I

Detailed Explanation of Variables

- . . - , )

\ Residential and Vocational Planning (Dependent Variables)

RESFUTUR or residential fut;ure is Jespondents' plan/ning for future
~ ’

residentii} care for their children. Responses were coded: (1) have not

considered future residential care; (2) have considered the general idea; a

1]

(3) have specific plans for residential care.

[

CHZl%pS is child's living situat}od perceived as appropriate at age
21l. Responses were‘coded in terms of the amount of structured supervision
pfovided in thé living situations: (1) living on own or with friends; "
- (2) with parent(s) at home; (3) supervised apartment house unit; (4) pri-
v;te ;esidential'faciliiy; (5) a ﬁublic residential facility.

CH21DO0 is child's work situation perceived as apprépriate at age 21.
Responses were coded'in terms of the amount of structured supervision

provided in the work situation: (1) regular job:/in the community; (2).a

-~

supervised job in a special busimess program (for example, in a hospital, ~
[} \ 1}
restaurant or mofél); (3) a job in a sheltered workship or a work acti- o

vitie% program.
’ L]

s

Family Demographics -

1 INCOMFAM or family income is the present (1978) yearly family income

before taxes including dividends, interest, salaries, wages, pensions
and ail other income. ?en income categories were provided ranging from

* * /_-/ L 4
less than $2000 to $259000‘and over.

RESPRACE or réépondent's race is a dummy variable set equal to 1 if .

the respondent is white, 0 if otherwise.:

~




MYEDUC or mother's education is the level of formal schooling com—

pleted by tﬁf respondent measured in terms of seven Lategories ranging

-

' I' N
from elementary school or less to‘&dvanced postgraduate degree.
GPALIVE or grandparent alive is a dummy variable set equal to 1 if -

< * at least one of the child's grandparents is alive, and 0 if all are .4

»

deceased.

MARSTAT or marital status is a dummy variable set equal to 1 if the

.

respondent is currently’ﬁarried, 0 if otherwise.
CHATHOME or child at home is a dummy variable get equak“to 1 if the
L J

mentally retarded child lives at home, 0 if otHerwlse.

Faﬁily Career

RESPAGE is respondent's age in years.

TENSEMOM or tension experiencéd Fy mother is an index which measures

' 4
the amount of stress the respondeﬂ@ reports associated with the mentally

retarded child. The value of TENSEMOM for each respondent is obtained
by summing responses to three items covering the mother's reports of:

becoming so frustrated .by problems caused by the disability that sLe

-

wished the child would die; feeling trapped at home because of the child;

and wishing she could go out more without the child. The value of TENSEMOM . -]

. "
‘ %

was obtaiﬁed by summing the scores from three Likert scale attitude ques—

tions, giving the index a range of 3 to 15.

¢
o )
' . \ . . ;

Comnunity Involvement and Advecacy .

VERYOPEN or community acceptanceuis an index which measures perceived
acceptance by neighbors of the respondent's mentally retarded child at

different s;ages‘in life in the following situations: as a friend for

;j.

4
-

Q R 3(
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their 'own children of the same age; of the opposite sex; as a classmate

at the same school; as a member of a social club; as a guest in their

-

" own homes; as a neighbor living in a community living faciliﬁy ﬁpon .
reaching adulthood; and visiting respondent when child is at home. The

value of VERYOPEN for each respondent is obtained by summing scores from

seven Likert scale items, giving the>irdex a range of 7 to 35.7 S J

FRADVICE or friend;' advice is an index.which measures frequency of .
consultihg friends and family members for adv;:: about the menfally re-
tarded child. The value of FRADVICE for each respdndent is obtained by
summing scores to'three Likert ;cale items: confiding in friends or T

\relarives when worried; talking to other parents with ﬁentaily retarded.
children; and talking to other family members or frienlds when making a
serious decision. The index has a range of 3 to 15.

PGEXCLUD or feeling excluded from parent groups is an index whdich
measures respondentsf reasons for not attending meetinée with pther
parents of mentally retarded children: parents meetings are a waste of
time because real decisions are made elsewhere; because they never seem
to talk about thinés related to respondgnt's child; because people who

4 .
- run the meetings do not seem to care about the respondent; and because ‘

respondent does not feel comfortable with the kind of]people who ;ttend.

The value of PGEXCLUD for ‘each reepondent is obtained 54bsumming scores

to four Likert scale items, giving the index a range of 4 to'26. ‘ .
PROPOLIT or political participation is an iddex Qﬁdch measdres in-*

volvement in two types of parent groups: governing or advisory board

(dé/ling with the admiiristration of an organization or facility for the

:

- g &

mentally retarded), and a politic‘l adquacy/ifsup (working to expand op-

[y

40 -
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tions and services for the mentally retarded). The vdlue of PROPOLIT
for each respondent is obtained bf‘%umming scores on two 3-point questions,

giving the index a range of 2 to 6. A score of 1'on each item indicates

the respondent has nqt participatedﬂﬁnd does not plan to, 2 that the res- -
" r .

pondent has not participated } but would like to, and 3 that the respondent

has participated . ) g *

* ’ A‘. 4

Child's Characterlstic§, LT

LOCOGSKL or low c/;nitive skills is an index which measures the £

mentally retarded child 8 reported abilities in the following areas:

reads simple sentences, writes simple sentences; and_rides public trans-

portation alone. The value of LOCOGSKL for ‘each respondent with the i
. . . ) {
Ghild living at home is obtained by summing-scores on the thre( Likert ;:;
. L4
scale ite?s, each ranging from "handles easily" to "child cannet do."

The index has a range of 3°to 15.
. . N . ) \, ~
¥, LOSOCSKL or low social skills is an index Wpich medsures reported

level of disabilities on tWelve items: diagnosis as mild, moderate,
severe, or :rofound, self-care activities (for example, goes to toilet

withop he gets dressed, feeds.self); understands when spoken to,

4 *
speaks clearly enough to be understood _organizes activities for self

]
(for example, turns on TV, picks.up book or magazine suggests playing

\

a game), Self—help skills (for example, ghops, picks out right clothingx\ ¥

for weather or event, prepares some meals, hamdles nbney) shakes hands

‘when meeting someone for the first time; greets people by saying hello;
Vo —— =

~

. \ .
eats properly; speaks at the proper volume; looks at people when spoken
~ Ny .

to; and knows how to behave properly in affferent settinge' index

1)
.
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LOSOCSKL has a range9

12 to 60 with a high score r‘epresentxg the low-

est level of social skil
v NS

.« ®

» . CHILDSEX or sex of me al-g retarded child is afdummy variable set
equal to 1°if the child is male, O if¥ female.
BIRTH or child's age ‘i® mentally retarded child’s age in years.

, _ a
Extended Family -

. .
GPCARING ¢r grandparents' caring is an index which measures respon-

dents’ perception of the grandparents' acceptance of the mentally retarded
. .

— . ) ¢hifd. The value of GPCARING for each respondent with at least o\he of ' :
< theﬂchild',s-grandparents living is obtained by summing’sc'ores on two
Likert scal’e’items: grandparents do not see anything wrong with the

child; and grandparent(s) would want the child to live with them if some- .
. AY . . ‘ -
‘. ' thing happened to the parent(s). The index has a range from 2 to 10..

.-

P . - . .
- GPWARM o::”grandparents' warmth is an index which measures grand-
- . 1 B
parents’ p‘erceived support of the parent(s). The value of GPWARM for
each respondent with at least one of the child’'s grandparent$ living is

obtained by Summing scoges gn two Liker.'t_ scale items: grandparents think
. ) “ ~

respondent is handling the situation well; and_ respondent thinks contact

.

with grandparents is less than it would be if the child was normal. The -

Ly

index has a r‘ange from'2 to 10, ;

.

’ . "
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} Table 1
Summary of Hypotheses About the Direction of the Predicted Associations Between
Residentia],,.@n:n?ocational Planning (Dependent Variables) and Family Demographics,
Family,Career, Comfunity Involvement and Advocacy, Child's Characteristics, and Extended Family

Project Project - Project
\ Residential Institution- Shelterad Work
Future |, alization at at Age 21
e ; (RESFUTUR) Age 21 (CH21DO)
* . (CH21RES)
. Family Demographics . L g
Family Income (INCOMFAM) S + +
Race, White (RESPRACE) + + +
Mother's Education (MYEDUC) + + . +
Grandparent(s) Living (GPALIVE) - - +
Currently Married (MARSTAT) ’ - - +

Ch at Home (CHATHGME) - . -

. s > '
Family Career .

b Mothe;/'s Age (RESPAGE) +
* Mother's Stress (TENSEMOM) +

+ +
+ +

et
Community Involvement and Advocacy

Community Acceptance (VERYQPEN) M
Friends' Advice (FRADVICE) -- . ) +
Feeling Excluded (PGEXCLUD) -
Political Participation (PROPOLIT) +

+ 1 4
+ 1 4+

Child's Characteristics

Low Cognitdive Skills (LOCOGSKL)
Low Social Skills (LOSOCSKL)
Child's Sex, Male (CHILDSEX)
Child's Age (BIRTH)

+ 4+ +
+ +

s

+

Extended Family .

Gran&barents Accéept Child (GPCARING)
Grandparents Support Parents (GPWARM) .+ + +

N s




Table 2

Meanananq Standard Devdations of Variables

“ N

Residential ard
Vocational Planning.

RESFUTUR
CH21RES
CH21DO

Family
. . Demographics"

INCOMFAM
RESPRACE
MYEDUC -
GPALIVE
MARSTAT
CRATHBME

‘Family Career

RESPAGE -
TENSEMOM

Community Involvement
and Advocacy

VERYOPEN
FRADVICE
PCEXCLUD
PROPOLIT

Child's
Characteristics

LOCOGSKL

Losossg§~//,,
CHILDS
, BIRTH

= Extended Family

GPCARING
GPWARM

N - ’

N... %

4

.

Entire Sagplé

Mean

7.82
.85
3.49
.85
.87
.88

39.02
6.03

25.85
9.53
8.09

3,32

N. A.

N. A.

N. A.
N. A.

sD

1.29
.85

2.17

330

-

.36

1.25 .

,+36
<34
.32

N. A.
N. A.
N. A.

N. A.
N. A.

Respondents
with Child at
home and Grand-
parent(s) living

Mean SD
1.68 .71
2.8 1.18
2.21 ‘87
7.84 2.23
.85 .%
3.52 1.21
No A. No A. ¢
.89 .32
N. A. N. A.
36,92 8.54 -
5.81 2.80
26.76 6.82 -
9.58 2.27
7.83 3.68
3.35 ~  1.27
'11.85 4.25
29.07 11.97.
.58 .49
10.39 5.77
\
6.61 2.91
8.91 . 1.59

248 .

Note--N, A. = not applicable’} variables explained in text.
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Table 3

3 .

‘e Col:mhtim for Variables Used in Regression Anslysis for all Respondents (Above Diagonal, K = 33Q);

o Respondents vith Grandparent(s) Living and Children at Home (Below Diagenal, N = 248) ]
A, ’ s ) ‘ ) A )
. B v T p—
. . %1 2 '3 4 5 6 7 8 9 10, 11 12 13 14 15 16 17 18 19 20 21~
EesidentialNend Vocational Planning * P 4 - * = .

' l.pRESFU'IUR [ - — .61 43 .11 .24 .15 06 .03 -.53 .16 .87 -.43 .17 -.08 .09 HAg.,HA KA NA MA XA
2. CHZIRES ] N %48 — .56 .20 .14 .17 .02 .03 -.50 .19 .A3 -.43 .21 -.10 .19 RA VA HA KA KA A
3. CH21pO L 36 1,52 == .16 .15 .11 -.06 .04 -.26 .:35 . ~.46 .17 .05 .11 NA HA NA NA KA NA

Faaily Demographics . K . . , A
4. IRCOMEAM -10 .24 .16 - — .38 .41 .05 32,-.06 .14 12 -.05 .01°'-.04 06 NA NA NA RA KA WA
S. C2 B 26 .12 .09 .37 -- .27 .03 . =08 .07) .05 -.05 .11 -.10 =02 NA NA KA NA NA WA
6. uC ” . <19 .20 .10 .43 .28 - .12 .16 -.08 215 -.11 .06 -.08 .13 A NA XA NA NA KA
7. GPALIVE , ' H4& NA HA HA XA NA -~ .08 .03 -.42 .04 -.01 07 -.14 .08 KA WA M ERA HA 'RA
8. MARSTAT 1 " 04 .12 .10 .55 .41 .26 NA  —— ,-05 -.14 .03 -.001%102 ~.05 -.01 HA MA NFA NA KA NA ¥
9. CHATHOME - e 1 ¢ RA M NA@RA RA KA NA NA “e 34 -.25 .35 -.03 .001-.04 NA KA KA NA RA KA

. o T : '

Family Career . S . . * ~— .

§ 10. RESPAGE T3 .18 .36 .17 .02 02 NA .19 NA .- L2 -14 <02 .10 06 NA RA XA NA RA A
11, TENSEMOM . 31 .40 .28 .16 .06 .19 KA .14 KA .15 e -4 .10 .06 .06 KA KA NA NA NA HA

’ Commmity Involvemeht and Mvocacy -, . . *

12. VERYOPEN \ S —35 - 39 .46 -.99 ~.03 v.11  HA -.05 :i =14 -,37, -~ -.07 -.06 -.13 (‘A
13. rrabvice * .23 .25 .13 -.003 .08 .07 WA -.02 =01 .15 L10 - -.15 .13 RA

14. PGEXCLUD o —+08 =13 .06 -.09 -.10 -.06 NA =03 KA .05 ..0M\-.09 =.14§ = -.15 \ RA

15. PROPOLIT % .08 .26 .12 .06 -.02 ¢10 NA 04 NA .07 .08 -.14 .10 .10 - RA

. . -

Child's Charscteristics . * g ‘ w .

" 16. LOCOGSKL i . .19 223 .14 .28 .26 RA .10 Fa -.19 .15 -.19 .18 -.15 .06 NA
17. LOSOCSKL <14 .17 14702 .07 .16 RA -.04¢ HA ~.42 .19 -.25 ,10 ~«.01 -,0% W
A8, CHILDSEX . - / -.14 -.02 -.07 .09 -.13 .+03 N .03 MA -04 -.01 -.11 -.02 .06 .07 NA
19, BIRTH 4 -11% 36 -.27 -.08 .09 .20* NA -.03 WA ~.62 -.02 .18 .12 -.13 -.07 ,_‘m
Extendad Pamil ro : ; s
0. GPCARING (04 .20 .07 -13-.16 .08 WA -.07 WA .09 .24 -.2 -.1§ £23 .03-.09 .05 -.03 .06 - ma
21, <18 .35 .4h .14 .02 .12 RA .10 RA .28 .29 -s42 .05 .02 /23 .20 .10 ~.04 .12 ~,20 wu

-
NOTZ-%NA = Not plicabls; variables explained in text. H y

' - ¢ : R -3

LY - jogiong [ .
, o5 ~
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1 | ‘ ' Table 4

Regression Analysis of Family ahd Community Variables on Residential and Vocational
Planning for Total Sample (Reported coefficients are Beta weights, N=330)

-

RESFUTUR CH21RES CH21DO

- ¢ r “ -
Family Demographics ‘ - ‘ .
k% Nk
" - INCOMFAM -.01 .13 ’ ,10
. ' % %k - !
ELSPRACE .18 .03 .08
. MYEDUC : 01 01 .01
) * \/t/'~ . -~
’ GPALIVE .09 .03 X .05
B MARSTAT -.04 . -.06 -.07
o . kkk : kkk
CHATHOME -.39 ) a3 ~.06
* Family Career . l . v
. : * ' *
RESPAGE 11 % .30
. TENSEMOM a7 2Tt ot
. Community Involvement .
and Advocacy
M % kk *kk “ hkk
VERYOPEN -.19 -.17 -.33
. ) * Thok %k
FRADVICE © .09 & .13 .13
N\ - PGEXCLUD ' \\\/1.07 09", .03
PROPOLIT .005 09" .02
® v -
g% = 44 4s - .35
& ) . '
N + b
87 ( '
u':»: 3

*

' * *k %k
p <.05; *’ﬁp <.01; p €.001
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'~ Tgble 5

Regression Analysis of Family, Community and Child Variables on Kesidential and Vocational
Planning for. Respondents with Children at_ Home and Grandparents Living (Reported Co-
efficients are:Beta.Weights, N=248). .

»

Family Demographics
INCOMFAM
RESPRACE
MYEDUC
MARSTAT

Family Career
RESPAGE . “

TENSEMOM

»

Community Involvement
and Advocacy

VERYOPEN
FRADVICE |
PGEXCLUD *
PROPOLIT

Cchild's Cﬂafacterisfics
LOCOGSKL
LOSOCSKL
CHILDSEX '
BIRTH

Extended Family

GPCARING
GPWARM
&
g% =
p £.05 p<.01;

*
P

RESFUTUR

\

—-04
* %
.20

.12

.03
L17%%

*%k%

* %
.15

.01

.05
.10

_.13** j>

w21

.04

e 905

.30

<.001

CH21RES

14"
.03
.07
.04

.01
.19

.09
.19

k%

.16

.05
*k

.18

.03

* kk

.28

*
.11

*kk

.17

42

CH21DO

—~—Cn

.05
.004

* dek
.22

.04

% Jek

.07
05
.03

*k
.17

%k
.25

42




