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ABSTRACT 

1,' 

- The treJ;ld towards fsmily care of children vi th developmental 

disabilities has lead us to examine ways to support families. One 

~/ source of help primary caregivers have avallable to them is informaI 

social suppolt. Ninety mothers of chlldren wi th severe developmental 

disabilities J residing in four Michigan counties (two urban and two 

rural) were interviewed face-to-face to de termine the nature and extent 

of their informaI social support systems. The types of support 

investigated were perceived, instrumental, emotional, informational and 

network. Data were analyzed using bivariate and multivariate 

techniques. The findings indicate that mothers are primarily 

responsible for the day-to-day care of their chlldren. However, the 

help they do receive is important to them. Assistance proffered to 

mothers comes mostly from Immediate family members. Although marrlèd, 
• 

and working women perceive greater support from some family members, 

when help with daily tasks was measured, these vomen did not actually 

recelve any greater assistance. Multlvariate analysis revealed that 

percelved informaI social support was associated vith better ability to 

cope and lower levels of stress. The influence of informaI social 

support on life satisfaction was less certain. Ability to cope vas 

significantly correlated vith decreased stress and increased life 

satisfaction. None of the various types of informaI support explalned 

copinS, stress or life satisfaction. However, emotlonal support turned 

out to be a proxy for emotlonal problems, and so it was \ssociated vith 
.' 

higher stress, and lower coplng and 11fe satisfaction. None of the 

other Independent variables included ln the model (severity of handicap, 

1 ' 
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fo~l support or life stress) explained the variance in the dependent 

. 
var-iables. When actUal.' regressiôn coefficients--wer,~ exaa1.ned t it was 

concluded that inc~easing the amount of social support to aothers is not 

a very efficacious approach to helping them reduce the1r stress and 

, \. 1 r 
improve their coping. The implications of these findings for women and 

for social policy and social work practice are discussed. 
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RESUME 

.. , 
" La tendanc,~ de la famill.e\ de s f occuper d~s enfanta presentant des 

'\ , 

~ 
/ " '" ficultès de developpement nous a amenea a examiner les moyens de leur 

j 

venir en aide. Une des sources' .!!.~n:bles a ceux S'occupant de ces 

enfants, est l'aide provenant de \ la famille J- des amis J etc. 

/ " '" Quatre-vingt-dix meres; avec enfants presentant âes difficultes seVeres 

" ". " ( de deve10ppement et residant dans quatre comtes du Michigan deux 
1 ,/ . 

urabains et deub ruraux) J furent intervjewees J afin d'identifier la 
,. 

nature et l' etendue de cette aide re~ue. Cinq types d'aide furent 

1 
examines: l'aide per~ue J l'aide f onc tionne11e , " ' l'aide emotionne11e, 

l'aide fnf orma ti ve ainsi que l'aide issue du rtseau de connaissances. 
,. / 

Les donnees furent analysees par les techniques d'analyse de variance 

multiple et de bivariance. ,.. 
l '" Les resultats ont demontre que sur une b~se 

quotidienne les m'eres sont . les principales r~sponsables de leurs 

enfants. Cependant ;;aide qu'elles peuvent recevoir demeure import~nte. 

Cette aide leur provient principalement' des lIembres de la famille 
\ " " / " \ immediate. Les fèmmes mariees et travaillant al' exterteur du foyer 

percevaient l'aide que d'autres membres de la famille leur donnaient 

,. / 1 / 
comme etant plus importante, ce qui en realite nt etait pas le cas. 

/ " L'analyse de variance mul Up1e demontra que la perceptiqn d'aide de 

/ " " , , certains membres de la famille etait associee a un niveau plus' eleve 
--\...... 

" d'adaptation et a un niveau plus baé de stress. Le lien entre l'aide ou 

le .upport familial et la \ satisfaction de vie :tait moins certain. 

l''' , ... 
L'habilete de s'adapter etait significativement reliee a un plus bas 

ni~eau de stress et une plus grande satisfaction de vivre. D'autre part 

1/" 
aucun des differents types d'aide familiale n'a explique l'adaptation, T ! ., 
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1e·strèss ou la satisfaction de vivre. Cependant, l'aide emoti0

1
l1e 

~/- -, /. .. :e reVe.La '; :Ubstitut lmp.orta;t vis-a-vis des pro~l~es eII~t~onne~, et 

etait reliee a un niveau superieur de stress ,et a un niveau plus bas 

et de satisfactien de vivre. Aucune des variables d'adaptation 
/ 

independantes inc1uaes dans le mod~le (severite du handicap, "l'aide 
.... 

familiale ou le stress de la vie) te purent expliquer la variance des 

variab1es d:pendantes. Apres .nalY~S coeffiCient~ de re~r~SSion on 

a conclu que l'accroissemvent de support social ~ux meres n'est pas une 
/ . 

approche efficace de leur venir en aide, de reduire leur stress ou 
/ / 

.. 
1 

d'ameliorer leur niveau d'adaptation. Nous prese~tons les implications ~ 
1 

de cette recherche pour les femmes, pour 1,s politiques sociales ainsi 
~ 

que pour la pratique en service social. 
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CHAPTER l 

THE RESEAReH PROBLEM 

Introduction 

For the first time sinee the inception of institutions for persons 

. 1 
with developmental disabilit1es at the beginning of this century, 

families are being encouraged to care for their chlldren with severe 

handicaps at home. In the past decade a number of pol1eies, programmes, 

and practices have been introduced in both Canada and the United States 

to ssslst families with a disabled member. Families and their 

- handicapped children have benefited from mandatory special. education 

(P.L. 94-142, 1975), state sponsç.red family support services, limited 

availability of cash subsidies, positive attitudes of many health 

professionals towards home care, and better societal acceptance of 

pers ons with disabil1ties. This represents a significant shift from the 

experiences of parents who previously opted to maintaln thelr disabled 

aember at home. Prior to this period, virtually no special services 

vere svailable to the family wlth a handicapped person remaln1ng in the 

home. Public resources were expended slmost exclus! vely for people 



-------~----~---~---------

living in institutions. This was true despite the fact that 

family-based care has always been the most prevalent fora of care for 

pers ons with developmental disabllities. 

I~ is estlmated that the noninstitutlonalized developmentally 

disabled population in the United States numbers 2.5 million (Boggs & 

Henny, 1979). However, only 243,699 persons actually live in 

out-of-home arrangements such as an institution or community based 

facility (Hauber, Bruininks, Hill, Larkin, & White, 1982). Yet public 

expenditure data indicate that more money is spent on the 5% of the 

mentally retarded population in institutions than the 95% residing in 

the community (Baumeister, 1970). 
~ 

A number of recent events demonstrate the growing commitment of 

~tate and federal government to turn the tide away from insti tutional 

care and towards community care. In 1975 in the United States only four 

states provided support to families with a disabled member. 

Pennsyl vania provided a statewide programme of Jamily services; 

California and Montana had a cash subsidy programme combined with 

support services; and South Carolina had a cash sùbsidy programme alone. 

By 1985, there' were 22 states providlng support services and/or eash 

subsidies to families wi th developmentally" disabled children (Bates, 

1985). On the federal level there has also been a move afoot to shift 

financia1 lncentives from institutional to community eare. For example, 

the proposed Community and Family Living Amendaents Bill would 

reallocate Medieaid dollars from institutional to eommunity and famlly 

care by ereating 8ubstantial fiscal penalties in the federal financial 

2 
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support for resident1a1 faei1ities vith over 15 pers6ns (Agosta & 

Bradley, 1985). 
/ 

, 
'\ 

Bradley (1984) points out that the Ideologies of normaî~atlon and 

mainstreaming, plus a number of forces whleh have emerged from the 

professional community, parent groups, and the poli tical process, have 

eonverged to provide the impetus for deinstitut1onalizat1on. Factors 

important to promoting this historical shift in the field of 

developmental disabilities include increased evidence ~hat (1) parents 

can be taught speeialized ski11sj (2) pers ons with handicaps can grow 

and 1earn; (3) institutionalization has debilitating effects and is more 

expensive than eommunity based care; as weil as, (4) improvement in the 

instruetional technologies for persons with disabilities; (S) the growth 

of politically active parent groups; and, (6) broad Beale 11tigation 

brought against institutions. Thus, with the advent of 

deinstitutionalization has come greater emphasis on home-based care 

where, with specialized assistance such as financia1 support, respite 

eare and parent training, fami1ies are viewed as capable earegivers 

(Bradley, 1984). 

Certain1y the movement away from institutions, has not been without 

eontroversy. Bachrach (1981)' notes that this social policy has been 
\ 

aupported by both libera1 and conservative forces, albeit for different 

reasons. On the 1ibera1 front has been a be1lef in and commitment to 

protecting the civil rights of menta11y retarded individua1s. Rothman 

(1978) refers to this as the "liberty mode1" whieh recognlzes that 

paternalictic state -intervention in the name of the eommon good has ail 
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too often worked agains t dlsadvantaged people by denylng them their 

autonomy. The goa~ of the llberty ~odel ls "to reduce 8tate power, to 
r' 

define the groups' alma in terms of rights that should be immune from 

Interference, not the needs that ought to be fulfi1led" (Rothman, 1978, 

pp. 91-92). For mentally retarded individuals these ilghts can be 

defined as: the right to education; the right to treatmentj the freedom 

from peonage (Roos, 1975) j and the right to live in the least 

restrictive environment (Turnbull, Ellis, Boggs, Brooks, & Biklen, 

1981) • 

For more conservative factions, the . appeal of 

deinstitutiona1izatlon has been l~the abi1ity to cut costs through what 

la believed 'to be more cheaply provided care ln the communlty. Rothman 
. 

(1978, p. 94) states, "a focus ori rights may weIl give a new legitimacy 

to neglect, allowing conservatives to join in'the chorus for rights, not 

for the sake of max imizing choice but for reducing tax-based 

expenditures." Bachrach (1981) Buggests tha t thls coall tion of 

contradictory politlcal streams may prove to be short-llved, especially 

during times of fiscal restraint. There is already a consensus, at 

least among those Most concerned with the rights of developmentally 

disabled indivlduals, that the exlsting system of community supports is 

Inadequate (Bradley, 1984). The battle to increase or even maintain 

those services ~nd programmes~entlY available msy be bard fought as 

state and federal governments attempt to contain or reduce social ,-

Bpend1ng. 

1 
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f' The State of Michigan serves as a case example of the response of 

states to the deinstitutionalization movement. The politlcal stage was 
t 
.et for increases in family support programmes when Gov~rnor Blanchard 

made itr a goal in his 1984 "State of the State Address" that a11 
li' 
\C 

developmentally disabled children currently living in institutions would 

he returned to the community by 1986. ln December 1983 he signed into 

law the FamUy Support Subs!dy Act (Public Act 249) which provides a 

cash subsidy of $225 per month to famil1es with severely menta11y 

impaired, severely mul tiply impaired and autistic impaired children 

living at home. Familles bringing a chUd home from placement can 

receive a one-Ume payment of twice the monthly subsidy amount ($450) 

for the purpose of preparing to return the child home. The only 

financial criteriàn is that the taxable family income not exceed $60,000 

per year. Simultaneously, the state committed 2 million dollars in its 

1983-84 budget for the expansion of family support services through 

community mental health agencies on a statewide basis. 

The rationale for these programmes took on both a humanitarian and 

cost containment argument. The following quote from an information 

,sheet about the Family Support Subsidy Act points ta both of these 

rationales (Stabenow, 1983). 

The Aet begins ta fill a gap in state funding 
poliey whieh aetually encourages the breakup of 
families. Michigan taxpayers pay expensive 
institutions which provide for the total needs 
of disabled ehildren--health, food, shelter, 
clothing and special needs--and pay foster 
parents hundreds of dollars a month ta care for 
other people's children. Yet, the State gives 
no help ta parents who want ta keep their own 
children home. Family support subsidies not 
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only are more cost-effective than these out-of
home placements, but are beneficial ~ the chlld 
and family (p. 1). 

~ 

, 'JAlthough the State of Michigan is now beglnning to recognize the 

o need for a statewide programme of support services for families with 

handicapped children, the fact is that admissions to state centres for 

developmentally disabled children have decreased dramatically over the 

past ten years. Unpublished data from thecMi~higan Department of Mental 

.fIealth indicate that in 1973-74, 390 children were admitted to centres 

for the developmentally disabled while only 102 were ~dmitted in 

1981-82. During this time period, the number of children with handicaps 

surviving actually increased (Gortmaker & Sappenfield, 1984) therefore 

-:1>, 

understating the decrease in admissions. No data are available 

regardirg the numbers of children who are living in settings other than 

state i~titutions. ~ It is likely, however, that some children who would 
,/' 

have previously resided in regional centres are in foster care, nursing 
. 

homes or wi th the biological family. Figure 1 shows the number of 

handicapped children admitted to Michigan Regional Centers over a ten 

year period (Unpublished Michigan State Department of Mental Health 

Data) • 
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Figure 1.1. Admi~sions of children 0 to 17 years to regional centres, 
1973-82. 
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Clearly, ~ere is considerable effort, both at the state and 

federal level, aimed at encouraging care of children with developmental 

disabilities in the natural family. The rationale for these programmes, 
r 
r 

1 

consistent with the deinstitution~lization movement generally, exists in 

two realms. The first contains the humanitarian argument whlch 

recognizes that handicapped children have the same right to be raised by 

their natural parents as other children, even if this requires special 

services and supports< to be achieved. Furthermore, it is believed that 

parents of handicapped~hildren should have the option of raising their 

children at home. Mor~ney (1983) remlnds us that: 

Desplte the rhetorlc of choice and preferences 
for the disabled and thelr Lamllies, prlority 
(resources) has been given to institutional care. 
And yet, the evidence is that most families favor 
home care over institutional care, that the y 
actually are providing a supportive environment 
for their disabled members whether they are " 
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aeverely retarded or elderly parents, and that 
they are doing so vith 11ttle support from the 
organized health and welfare system (p. 212). 

The second rationale for these programmes is the belief that family 

based care ls cheaper than that provided in institutions or other 

out-of~home placements and therefore should be promoted. However, home 
~ 

care will oo1y be cheaper as long as the state does not establish a 

system of community services to familles which reaches the level of 

funding previously allocated ta institutions. The argument presented by 

Representative Stabenow is· that the state pays for food, shelter, 

clothing and health care when the child i8 institutionalized. The state 

can presumably save money by returning a child home where the family 

then assumes responsi bili ty for these basic needs. Consequently, home 
/ ' 

care is potentially less costly for the state and more financially 

expenslve for the family. 

This reshaplng of state policy regardlng persans with developmental 

dlsabillties is occurring, however, at a time wh~n families are smalIer, 

more mobile and more 11kely to have a mother who is working outside the 

home. AlI of these factors potentially make home care more tuing 

hecause families have fewer internaI resources such as slblings, 

extended family or a caregiver who does not hold another job upon which 

to draw. As a result of the state policy to promote family care, women, 

who ~8ually take primary responsibility for the care of ch11dren, may be 

explolted because of thelr dual role as primary caregiver and wage 

earner. Furthermore, those women who do not work outside the home are 

providing a service for which they do not receive compensation and whlch 
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the other band, if aay prevent them from pursuJ..ng emplo 

~11es have always preferred home when they had ta manage 

vith few formaI resources, astate po11cy to provide those resources 

could be viewed as 8upporting the preferences of familles. Of course, 

the latter view assumes that parents do not place their children because 

.they'prefer not ta, as opposed to reasons such as absence of acceptable 

community placements or lack of awareness of residential services. 

Finch (1984) argues that 1s 1s "profoundly insulting" to assume that t:he 

many women caring for their dependent relatives are doing so out of 

choice. Rather, she states that if a range of alternatives really 

existed some womeU' as weIl as some men would choose ta care for ~ 
vulnerable family members. 

While it is well documented that raising a child with handicaps 

creates financial, social and psychological s~ress for the family, there 

is no clear consensus on how ta ameliorate this stress. ,The goal of 

family support services ta this population is ta enable families ta care 

for developmentally disabled members by providing the necessary social 

and financial supports to sustain the family structure, foster healthy 

family relationships, and reduce the burden of cere (Herman, 1984). An 

underlying assumption of this goal is that family A1 1;;..,01" services will 

forestall or prevent out-of-home pl~cement. Yet, the questiol: remains 
( 

as ta which services, provided in whF..c amounts, in what format, will 
(1 

aake it possible for families ta maintain their children at home while 

at the same time preserving the quality of li~e for the entire,family. 
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There are a number of services which generally fall under the 

rubric of family support. They include: respite care; cOUnsellingj 

transpcctation; homemaker services; and cash subsidies. Few studies 

bave been conducted to test the efficacy of these interventions. In 

'part this is due to the fact that the unit of attention has just 

recently been defined as the family. When institutional care dominated 
r _ 

little attention was paid to th~.~ needa of the familYi consequently 

interventions were almost alwaya directed at the individual. As ia 

often the case, families cannot wait for "researchers _ to decide which 

interventions will best meet their needs. Commonsense dictates that a 
) 

..".- tLo-.. 

core set of supports, such as those mentioned above, should be 

available. However, much work' must be done to de termine the best 

mechanisms for delivering those services. 

Yet there is evide1}ce that many families do not rece1ve support 

serv~es and when they do, services alone do not contribute greatly to 

improved quality of life for the family. A recent study of 100 Michigan 

families vith severely handicapped children examined family use of both 

2 
formal and informal supports. Those services most often used were 

provided directly to the handicapped child and were usually part of the 

school programme such as speech, physical and occupational therapies. 

Also amang frequently used services was he~lth care which can be viewed 

as a necessity, especially for severely handicapped youngsters. Only a 

handful of families (0-10%) reported uS,ing what a~e tYP~alr f~ily 

• support: services, that is respite care, training in how to ca~ f0-s the 

child, counselling and homemaker services. In fact, respite care, which 
(' l 

cornerstone of family support services, had not been 
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used by 95% of the families in the past aonth and 88% said that they had 
li 

not used respi te care in the past year. However, the number of services 

received did not positively influence quality of life, coping or stress. 

The only factor which signU icantly modera ted the amount. of percei ved 

stress the mother was experiencing was the amount of informaI support 

3 
used by the,mother. On aIl measures of stress and coping, there were 

no significant differences by marital status, income level, level of 

child's functioning or age of mother ÇMarcenko & Meyers, 1985). 

If these f1nd1ngs are true, th en an important determinant of family 

functioning may be the degree to which family, friends, neighbours, 

parent groups, and eo-workers provide support to mothers. 
\ .. 

Viewtng 

family support from this broad perspective adds to the eomplexity and 

possible variations which exist among families with a disabled member. 

Designing polle1es and programmes wh1ch address the needs of familles, 

whil.e at the same time recognizing the differences among families, 

presents a substantial challenge to the field. Creating an effective 

system of suppor7 requires an understanding of the ways in which 

famiBes construct their own system of support. The purpose of the 

formaI system 1 should he to build upon the existing strength of the 

. family and augment the naturally occurring system where necessary. 

Professionals can be guided by the family' s definition of their own 

needs rather than the service system's standardized approach to meeting 

needs'
t 

Forma! interventions, to' be beneficial, must account for the 

variations in the ways in which families organize thelr lives to cope 

vith the demands of a child with special.needs. This requires maximum 

flexibility in the delivery of fami1r su~port services and active 
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1nvolvement on the part of fl,tmilies. Programmes which are rig:f.d in 

their criteria for admission and Implementation run the risk of 

excluding famil1es in need o,t being rejected by the families themselves. 

Due to the recent trend towards nstural family care and away from 

institutional or out-of-home placement for children with handicaps, and 

the concomitant availability of resources which had previously been 

committed to institutionsl care, an opportunity to address the needs of 
( 

this population in infl,ovative ways is presented. Yet little is known 

about families' own system of informaI supports and their personsl 

strateg'ies for coping with the demands of a child with special needs. 

These strategies are influenced by social, cultural, psychological and 

economic factors, and are important when c0I?-sidering how the formaI 

system of supports should interface with the informaI system. However, 

the process of providing social support, and how it opera tes to enhance 

functioning is not weIl understood. Da ta which explore both the 

relationship between social support and coping, and the processes by 

which support is given, are needed in order to gUide intervention 

strategies (Brownell & Shumaker, 1985). 

The research questions which emerge from this discussion are: 

, , 

How important is the informaI social support system 
in promoting coping moderating stress and enhancing life 
satisfaction for the primary caregiver of a aeverely 
handicapped child? and 
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. f!t is the nature of the informaI social support' sy.tem 
of the primary earegiver with a severely developmenta1ly 
disabled ehild? 

The Yield and lts Relevanee to Social Poliey 

If policies and programmes in the area of support to families are 

to help families maintain their disabled childreil at home and improve 
. \ 

the quali ty of life for a11 family members. knowledge of how families 

actually manage on a day-to-day basis with the demanda of a handieapped 

member is essential. Data about the potentially powerful system of 

informaI supports mothers avail themselves of. and the relationship of 

that system to stress, coping and life satisfaction, are lacking in the 

li tera ture • The proposed 

identifying various aspecta 
r 

degree to whlch they aet 

~seareh will inform public poliey by 

oi\. the informaI support system and the 

to moderate stress and enhance life 

satisfaction. Furthermore. the study will produce information about how 
• t 

families cope whieh will prove useful to poliey makers, programme 

.planners, social work practitioners and advoeates for persons with 

developmental disabilities. 

Poliey makers and programme planners concerned with the development 

of policy and the design of services for this population will be able to 

utilize data ~ut the relative strengths and limitations of the 

informa! support systems f~tIles employ. These data will assist them 

in formulating poliey and" programmes whieh more appropriately address 

the needs of families. Furthermore, information regarding families' 

current use of formaI services, and the barrlers they experience to 

1 
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taltlng full advantage of servlces, will help tbem fasMon a lIore 

effective system of care. 

The major role of the social work practitloner working with 

families who have a severely dis3bled member ls case management. This 

important social work function attempts to ssaist families in bringing 

together informaI and formal supports necessary to care for a 

handicapped person. From this study, the practitioner will learn about 

the role of informaI support in moderating stress and enhancing life 

satisfaction for the primary caregiver of s handicapped child. The 

practitioner will have a better understanding of the needs and coping 

styles of various family constellations, such as the single parent 
f. 

family as compared to the two parent family. The eharacteristics of 

famil1es at risk for low social support will also be identified, 

providing the social worker with practical mechanisms for targeting 

social work intervention to those with the greatest probability of need. 

Furthermore, the advocs te ";111 he presented with evidence about the 
! 

1 
needs and stresses of families caring for a handicapped child, the gaps 

and limitations of the informaI system, and the areas in which families 

need assistance from the formaI system4 

The BToader Implications of the Social Policy to Promote Family Care of 

Severely Disabled Children 

Explored in greater detail in this study will he the relationship 

between social policy and the c'onsequences of poliey for those i t is 

.ean~ to serve~ Speciflcally, the policy of providing state support to 

encourage family eare of severely di,sa"bled children will be examined in 
'>' 

14 

/ 



c 

( 

l 

\ 
terms of iu iJaplications for the family and particularly the female 

caregiver. For instance, the st~te preference for;:~!oviding care for 

pers ons with developmental disabilities onlY"when they resided in an 

insti,tutional Betting resulted in removal of many band~capped pers ons 

from their families and often severed family ties. Similarly, the 

practice of maintaining children with handicaps at home has implications 

for the) famlly unit and the primary caregiver. Severely disabled 

children do not achieve independence as other children do. As a result, 

the primary careg1ver may find herself in a ,position of provlding 

long-term care to her dependent child while sacrificing her own goals 

and aspirations. 

The shift in public policf from institutional to family care at 

this point in history is especially noteworthy. Our notion of what 

constitutes a typical family has changed. There are at least four 

prototypes of the American or Canadian family; the traditional two 

parent family; the single parent family; the blended family consisting 

of children from two previous marriages; and the teenage parent famlly. 

Each of these famlly constellations carries with it special needs, 

problems and strengths. One approach to assisting such a diverse group 

of families is Inadequate. Data about how these various family types 

cope are required tOI de termine what additional support they would find 

.ost beneficial in their attempts to provide a growth promoting 

environment for themselves and their handicapped member. 

A~ the same time as the family is being redefined, medical advances 

are saving the lives of infants who previously would have died. 

15 



Concomitant vith the deinstitutionalization movement and conaistent vith 

its aims is home care for medically challenging and often technology 

dependent children. These children, had they survived 1n the past, 

vould have typically been cared for in an acute care setting such as a 

hospital or a skilled facility like that of a nursing home. Home care 

of these very sick and dependent children, many of whom ~ill live to 

adulthood, creates a need for information about how to support the 
) 

family ca ring for such a child across the life cycle. The current study 
J 

will shed light on how the primary caregiver uses her informaI social 

supports to deal with the often extraordinary demands of a severely 

disabled youngster. 
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FOOTNOTES 

1The term "devèlopmental disabilities" is defined by United States 
Federal Law (PL 95-602. Rehabilitation. Comprehensive Services, and 
Developmental Disabilities Amendments of 1978) and refera to substantial 
functional limitation in three or more areas of aajor life activity. 
The most common developmental disability ls mental retardatlon. Other 
developmental disabilities include cerebral paIsy, epilepsy. and autlsim 
if they result in functional limiiations in three or more spheres. 
Throughout this document the terms disabled, handicapped and,child with 
special needs will be used Interchangeably with developmental 
disabilities. For a full definition of developmental disabilities, sée 
page 119. 

2 These findings emerged from a ~ongitudinal study of the impact of 
a Michigan programme of cash subsidies for families with severely 
developmentally disabled children.· The study will be discussed in 
greater depth in Chapter III. 

3Throughout this document the terms "female primary caregiver" and 
"mother" will be used interchangeably. Actually, five of the p:r;imary 
caregivers are not the biological mother of the child, but a, grandmother 
or sibling. ~ 
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CHAPTER II 

REVIEW OF THE IMPACT ON FAMILY LITERATURE 

Introduction 

The purpose of this chapter is to establish that caring for a child 

with severe developmental disabilities is stressful for the family. The 

body of literature which examines the impact upon the family caring for 

a child with ~evelopmental disabilities spans more than thirty ye~rs. 

During that period several factors have changed including the 

availability of famlly support services, general acceptance· of 

deinstitutionalization and community or family-based car~, the attitudes 

of professionals regarding the feasibility and beqefits of family care, 

and passage of Iegislation such as that which mandates education for a11 

handicapped chlldren. These factors have meant greater support for 

faml1t'es· raising a child with developmental disabilities at home and 

aore opportunities for children to grow and develop vithin the natural 

family unit or community. Therefore, in a critical look at the 

literature on the consequences for families vith a handicapped child, it 
, 

must be kept in mind that earlier research does not accurately reflect 

fa 
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tOO8y and uy..:J overatate ,. the environaent which exists 
1 

the feelings, 

perceptions and hardships,whieh family members express or experience. 

o 

Research vhieh examines the st~ess of raising a handicapped ehlld 

has documented the adverse social, p~yehologieal, physical and flnancial 
1 
1 

consequences for tne family. This review will foeus on literature which 

deals with the impact upon the family caring for a disabled child from 

the standpoint of: burden of care and psychologieal stress, especially 
~ 

for the primary caregiver; financial strains; time constraints; the 

marital relationship; consequences for the sibl1ngsj labour force 

participation of the mothE!rj and concerns and worries of the parents 

regarding their hand~capped child. 

There ls another body of literature which identifies the 

differences between families of institutional1zed chl1dren and those 

whose children are living at home. This re&earch highlights the factors 

wbich increase the risk of children being placed out of the home. 

Presumably there is greater stress in families electing placement which 

makes the topic of study rthy of inclusion within this review of the 

literature. 
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The Impact Upon the Family Carins for a Child with Developmental 

Disabill ties 

This subsection will consider both how the f8llÜly experiences 

caring for a handicapped child, and to a lesser extent, bo~ ~family 

milieu influenc~ the development of a handicapped child. The areas to 

be reviewed include the· general impact, of the child on family plans, 

social activities and lei sure time, in addition to the influence of the 

child' s condition upon the marital relationship, siblings, parental 

mental health and maternaI labour force participation. Special 

attention will be paid to child characteristics which contribute to 

stress in the spheres of family life mentioned above. 

Much of the early research on developmental disabilities was 

retrospective and descriptive, exploring broadly the impact upon the 

family caring for a handicapped child (Blacher, 1984). Furthermore, the 

devalued position of persons with developmental disabilities was 

emphasized in this beginning work as it dealt primarily vith the 

negative impact upon the other family members to the exclusion of the 

consequences for the disabled child. For example, a 1956 survey of 50 

Australian families which examined the effect of moderately (IQ - 55 to 

( 
35) and severely or profoundly (IQ 35) retarded children between the 

ages of 5 and 15 upon the family unit, focused on the following 

variables: first observations of the retardation; behaviour 
~ 

difficulties; type- of assistance desired by the fami!y; understanding of 

the child's retardation; the effect of the mentaUy retarded child on 

family plans, lei sure time, home management and routine; school 

adjustmentsj housing; and adjustment to york (Schone!l & Watts, 195~). 
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The families had registered with Queensland Subnormal'Cbildren's Welfare 

Association, and their children were' living at hOlle and not attending 

school. The researchers found that the presence of a retarded chi Id had 

a negative impact upon family members. ln terms of family plans, the 

areas of greatest inconvenience were mothers' shopping arrangements and 

curtailment of visita to the homes. Qf other people with 58% and 50% 

respectively reporting these difficulties. Twenty-eight percent of the 

families had relocated to accommoda te the educational, medical and 

special environmental needs of the child. Evening leisure activities . 
were affected for 28% of the families, while 52% found it impossible to 

indulge in daiiy social activities. Tbirty-two percent of mothers said 

they had no help of any kind with their children and 36% stated the 
'. 

desire to calI upon someone else occasionally to gain relief from the 
" 

constant caring demands placed on them. The most pressing worry for 27% 

percent of mothers was what would happen to their mentally retarded 
,f~~ 

child once the parents were unable to care for him or her. 

Although this survey was one of the firet aystematic investigations 

into the areas of family life affected wben a mentally retarded child i8 

present, it suffers from some methodological limitations. Flrst, the 

results of this study are not easily generalized due to the method of 

sample selection. The authors \allude to the fact that many of the 

parents who became memhers of the Association did so because of the 

announced opening of a centre for children sponsored by this 

organlzation. Therefore, the families participating in the study may 

differ in significant ways from aIl families vith mentally retarded 
, 

children residing in Brisbane, Australia. Second, the exclusion of a 
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control group of s1milar families vi tb nonhandicapped chUdren leaves 

open to question the extent to which aIl families are dlarupted by the 

presence of a cbild 5 to 17 years ,,0' age and how auch disruption is 

actually attributable to the mental r~rdation. In spite of tbese 

criticisms, this study outlined the areas of greatest concern to 

parents, serving as a guide to subsequent research. 

Anotber early study explored the extent to which the birth of a 

~ 
cbild with a developmental disability caused parents to lilDit subsequent 

births (Holt, 1958). AlI families of a mentally retarded child born 

aft;; 1939 and residing in Yo'Ç'kshire, England were contacted. Of 201 
'r 

families interviewed, additional pregnancies were possible for 160 

families; of those, 20 were said to be Indifferent, 39 desired more 

children and 101 did not. Ninety of the 101 who stated they did not 

want additional children attributed their decision to the presence of a 

retarded child. Those parents most willing to have more children were 

under 30 years of' age and those for whom the retarded child was the 

first-born. The reasons given by those parents who had decided to limit 

their famiIy size included: no more children were wanted anyway (n-ll); 

fear that subsequent children would he s1milarly affected (n-33); and 

amount of work required to care for the disabled child (n-57). 

Although it is clear that the presence of a aentally retarded cbild 

influenced parents' decision to lim1t family size, it is not known bow 

aany fewer children are actually born to these familles compared to II 

. their counterparts in the general population due to the lack of a 

control 'group. Furthermore, tbe results of this early study are not 
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c fully applicable to our current 8ituation beeau8e of advances in the 

field of 8eneties. For those 33 parents who feared that other ehildren 

barn to them vould be retarded, genette eounsell1"ng could have proven 

extremely helpful. 

McAllister, Butler, and Lei (1973) explored differenees between 

families vith and vithout a behaviourally retarded child along two 

dimensions of familial interaction, the social activity of parents with 

ehildren in nuclear families, and the interaction of parents with the 

neighbourhood and eommunity. The sample was selected through a 

stratified random sample of a California city with an approxima te 

population of 100,000. lncluded were 1,065 Anglo families with at least 

one child under 16 years of age living at home. Of the 2,305 children 

c identified, 360 were judged to be behaviourally retarded. To de termine 

intrafamilial social activity, parents vere asked how often they read 

stories and talked with their children about friends and problems. The 

data support the hypothesis that in families where there is a 

behaviourally retarded child present, interaction between parent and 

ehild is Iess frequent. Extrafamilial interaction of parents vas 
~ 

measured by membership in voluntary organizations and interaction vith 

relatives, friends, and co-workers. There vere no significant 

differences between the families compared in terms of participation in 

forma! eommunity organizations or frequency of visits vith friends and 

eo-workers. Hovever, parents of behaviourslly retarded children vere 

\ less likely to visit relatives and neighbours. 

( 
/ 
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Although the sample was large and randomly selected, th18 study 

draws conclusions regarding intrafamilia1 social activity vhich are 

based on weak data. There is no evidence that reading stories té> 

children or talking with children about problems and friends are valid 

measures of internaI social solidarity. Indeed, families may engage in 

any number of activities which are satisfying to its members but are not 

reflected in the data available here. Even in sitw\tions where parent~4 

frequently diseuss problems with their children, this may not predlct 

'. group cohesion. 

Another issue which the authors admit but dismiSs ~à not important, 

i8 the fact that behavioural retardation may be a manifestation of the 

lack of family interaction instead of being specifically attributable to 

the presence of a retarded child. An addi tionai weakness of this 

research lies in its inability to control for confounding variàbles such 

as socioeconomic status, age and family size. These demographic factors 

may influence the degree to which fa1nilies engage in the activities 

measured. Furthermore, behavioural retardation could be Iinked to 

socioeconomic status, aga in confounding the resu1ts. In summary, the 

• findings qf this study may be speci9us due to substantial aethodological 

limitations. 

(; 
Several authors have considered the illpact of baVing a 
-

deveIopmentally disabled child on the marital relationahip. ln one 8uch 
o 

8tudy, Tew, Payne 1 and Laurence (1974).. found that the mari tal 

relationship vas negatively effected in their longitudinal re8earch 

comparing 59 families wi th a child having. a aajor neural tube , 
'. 
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II81format1on to 58 f8Jllilies vithout a handièapped child. Familles vere , 

matcbed for coamunity of residence, social class, Bex of the child and 

family size. At the time of the child' s birth, 70% of both groups of 

parents reported a saÜsfactory marital relationship. By the time the 

children were nlne years old, 46% of parents of handlcapped children and 

79% of the control group parents had sa tisfac tory rela tionships. The 

difference was fou~d to be highly significant. Severity of the child's 
\; } ;'! ~ ~ 

condition .was aIso found to affect marital harmony. There was more 

marital strifé ln familles with severely disabled children as compared 

to families ~th moderately impaired children. Among the families with 

disabled children there had been se~en divorces while only three 

divtrces haJ occurred in the control group. Furthermore, aIl thre~f 
.. ' 

the mothers ~thout a handicapped child had subsequently remarried and 

only one of "the mothers of the handicapped children had remarried. This 

suggest~ that mothers caring for handicapped children may have 

difficulties remarrying. 

In another
i 

study, Kom, Chess~ and Fernandez (1978) looked at the 

impact ~of children's physical ~ndi~aps on marital quality and 

interaction in families with children who.4'lad sèquelae of congenital 

rubell~ between three and six years of age. ,jQrty families, classified 

as experiencing distress as ·aeas'ured by evldence of parental ""discord J 

!;". '\..1! 

serious disruption ~ in such family routinea. as social and recreation 
j , 

âctivities, or deterioration of interpersona1 relations, vere compared 

to 40- other familles vith children having the same condiUon (but not 

experiencing difficulties in family life style. BaJicapPing' 

characteristics of the ch11d were the lIost significan~ predictor~ of 
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\. fam1ly distress. These characteristics included typë and number of 

. physical handicaps, .ental retardation, behaviour di80rder or vhether 

the child was temperamentally a difficult child. Analysis by 

8ociofamtl1al attributes showed that impaired marital qua1ity and famlly 

interaction was somewnat higher among Black and Jewish families; vhere 

the family was middle class by income levels; where services for the 

family and children are seen as Inadequate by the parents; and where 

there ls a favourable attitude towards abortion. 

The results'of this study suggest that degree of child dlsability 

may be an important a predictor of marital qualLty and interaction. 

the researchers report that in the 1arger sample of 162 families 
\ 

Yet 

from 

whlch the two groups of 40 families were taken. only two families 

reported the onset of severe marital discord after the handicapped ch1ld 

waB born. Therefore, the birth of a handicapped child may not have 

" 
caused marital distress but may have exacerbated an already existing 

problem. The authors suggest that professionals, often focus on 

pathology and neglect to see that the impact of a disabled child is not 
, 1 

necessarily distressing or degenerating to the family unit. In terms of 

the 8ociofamilial charactetistics which predlcted marital dlfficulties, 

cprrelatians did not provide much guidance in identifying families 

at-r!sk as significant character!stics could have been confounded by 

other variables. 

In cont~ to stud~es which indicate a negative or neutral iapact. 

Some research has shown that the marital relationship is strengthened 

when a child with ~ndflcaps ls pr~sent. ICazak. and Marvin (1984) 
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co.pared 56 families wl'th a chl1d having a aajor diagnosis of 8pina 

bifida vith a group of 53 families I118tched for age of child. The only 

8ignif1cant difference between the two groups of families vap in income 

vith the study group having a lower family income ($17,900 versus 

$29,500).. Analysis of the subscales of the Dyadic Adjustment Scale 

indicated that those parents with a hand1capped ch1ld felt there was 

sign1ficantly\·~gre.ater affection and concensus in the marriage. 

There have been a series of studies wh1ch measure the psychological 
t 

implications for the mother wi th a handicapped chi Id , lllany controlling 

for the type or severity of the child's disabillty. In one such st~ 

'Cummings, Bayley, and Rie (1966) studied four separate groups to 

determine the effect of various types of chlld difficulties upon the 

personal1ty of the mother. Included were four samples of 60 mothers, 

each of whose child was either mentally retarded, chronically Ill, 

neurotic or healthy. Those who met the criteria for, acceptanee 1nto the 

study were: part of an intact famlly; natural Ilother of the childj 

mother of more than one living child, vith half or more of her children 

in a healthy status; families with a handicapped child in the age range 

\ 4 to 13; white or Black; and upper middle to upper-lower socioeconomic 

statua. MaternaI personality traits measured were: general 

aelf-esteem; esteem related to the maternaI role; eoncern about the 

ch11d' s health; discomfort in caring for the childj child-rearing 

orientation; and interpersonal satisfaction. Results indicate that 

Ilothers of children with any deficiency, whether it be illness, neuroses 

or mental retardation, were at greater risk for psychologieal stress 

than vere .others of healthy controls. Those showing the most llarked 
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signs of distress vere mothers of neurotic children, possibly reflecting 

the interaction between maternaI and child neuroses. Hothers of 

aentally retarded children fared slightly better psychologically, but 

when compared to heal thy controls, they veloe much more depressed, 

preoccupied with their child and displayed difficulty handling anger at 

the child. They also felt much less competent in their maternaI' role 

and gained less enjoyment from their child. Age and sex differences bf 

the children did not yield auy significant differences in ma ternal 

psychologica! states. 

This study is weIl designed, using standardized, reliable tests, 

.w1th adequate sample sizes. Hovever, bias has been introduced in that 

mothers of mentally retarded children were recruited from parent 

associations. The researchers state that thesé"" parents are more 

militant and may actually possess higher morale than the general 

population of parents with retarded children. Thus, the findings of 

this research may understate the actual psychological stress experienced 

by mothers of mentally retarded children. 

In a study of 51 mothers of children vith sp~na b1fida, Tew and 

Laurence (1971) also considered the relationship between severlty of the 

child's handicapping condition and maternal stress. At the severe end 

of the continuum were children who were incontinent, vere unable to 

~bulate, had an IQ less than 80, and vere attending a special school. 

The m1ld category consisted of ch1ldren who ambulated unaided and who 

vere totally continent, while the moderate group vas made up of children 

who ambulated with aids and who were only partially continent. Children 
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ranged :in age from 9 to 15 years. Mothers vere asked to complete a 24 

quest10n malaise Inventory which measures emotional states including 

stress and depression. The researcbers found that when the children 

vere severely disabled, their mother's emotional state was signif:icantly 
1 

affected. Mothers of those children judged to be moder{1tely handlcapped 

did not register higher scores on the malaise inventory than those who 

vere classifled a6 mlldly handicaPled. A .control group was not 

avallable; consequently, it is not known whether mothers of moderately 

and mildly involved chlldren are negatively affècted when compared to 

mothers of normal children. The child characteristics most 
. 

significantly related to maternaI distress vere incontinence and an IQ 
~ 

below BO. The authors hypotheslze that incontinence creates a 

particularly stressful set of circumatances for the mother due to 

prolonged dependency of the type often aaaociated with Infancy. 

Dorner (1975) researched the relationship of physic'al handicaps to 

stress and depression in mothers with ~n adolescent with spins bifida. 

:Using the malaise inventory vith 63 ~others of children between 13 and . 
-j 

19 years, Domer found this group to acore twice as high as would be 

expected for the general population. Divorce, however, did not occur 

more frequently within the group of families having a physically 

bandicappea' chlld than for the genera! population. Mothers . who admitted 

to being depressed dld not sssoclste their depression with the demanda 

of a handicapped chUd but ci ted reasons auch as bereavement, illness, 

and menopause. The author explains this findlng by 8uggest!ng that 

.. others with a disabled child may be more vulnerable to stress than 

other mothers. In other words, although .. others with handlcapped 
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children are not expected to experience stressful life events more 

frequently than .others of nonhandicapped chl1dren, vhen a stressful 

event occurs it exacerba tes an already difficult life situation. 

Bradshaw and Lawton (1978) also used t~e malaise inventory ~th 303 

mothers randomly selected from a population of 25,000 families who had 

applled to the Family Fund in England between 1972 and 1977. The Family 

Fund was established to relieve stress in families with a handicapped 

chl1d by providing cash subsidies. The mean malaise scores of the 

mothers studied waB" more than twice the Mean score for the general 

population. Howevcr, contrary to Tew and Laurence's findings, mother's 

malaise scores d1~ ~vt differ by the severity of the handicapped child's 

condition. Furthermore, th~re w~s no significant variation between one 

and two-parent families. Mothe,s who did score significantly lower on 

the malaise inventory were those who were able to do paid work, while 

mothers who wanted to work but could not and those who stayed at home 

and did not want to do paid work, had higher scores. The variations 

between WO~king and non-working mothers was the largest observed in the 
/ 

analy~is.(, The &mount of informa! support in assisting in the care of 
'-- -

the handicapped child was also an important factor in reducing stress as 

measured by the malaise inventory. Yet, contact ~th a social worker, a 

type of formaI support, was associated with higher Bcores. The authors 

apeculate that either social workers are concentrating thelr efforts 

where they are most needed, with mothers who are depressed, or their 

interventions are ineteCti ve 

C 
and may in fact Incre~8e stress. 
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Bradshaw and Lawton (1978) conducted a second study to valldate 

these resul ta. They asked 199 mothers to complete the 1I81a1se inventory 

before application to the Fam1ly Fund and a8a1n after finandai help 

was received. The mean malaise score was the same for th1s sample as it 

was for the first group of 303 mothers.~ Furthermore, there was no 

s1gnif:f.cant difference between scores before and after receipt of the 
1 

money, demonstrating that money as an intervention alone may not reduce 

depression in mothers. 

Although not using the malaise inventory, Beckman (1983) considered 

the relationship between characterist1cs of the handicapped child and 

stress experienced by the family in 31 parents of developmentally 

disabled infants. Mothers were interviewed to determ.1.ne if the amount 

of stress reported was related to: a slower rate of development; less 

social responsiveness; more difficult temperament; more repetitive, 

stereotypie behaviour patterns; and additional or unusual caregiving 

demanda. Two separa te instruments were used to measure stress, the 

Questionnaire on Resources and Stress and the Holmes and Rahe Sehedule 

of Recent Experience. Findings indicate that maternal stress was 

signif1cantly related to aIl negat1ve chlld characterist1cB except the 

rate of developmental progress. Scores obtained on the Hoimes and Rahe 

~ 

ScaIe, 'however, bore no signif1cant relationship to child 

characteristics. The author comments that the two instruments may 

measure different types of family efperienees but ahe doeo not discuss 

what those experiences are. One, might Bssume that recent life changes 

are not any more likely to oecur in familles with infants who have 

severe developmentai d1sabllities. Beckman did find that the only 

\ 
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demographic variable 8ignificantly related to stress was single parent 

. status. She hypothesizes that since stress i8 associated vith the total.'" 

number of caregiving demanda, single parents are more vulnerable because 

they do not have the assistance of a spouse. 

Research in the field of developmental disabilities has seldom 

taken an interactional approach to understanding the relationship 

"between the severi ty of the child' s handicapping condition and family 

stress. An exception 18 a study by Nihira, Meyers, and Mink (1980) 

which examined the interaction between mentally retarded chlldren; their 

home environment; and family adjustment. The sample consisted of 114 

trainably mentally retarded (TMR) children and 152 educable· mental.ly 

retarded (EMR) chlldren and their famil1ea. Both groups of families 

were comprised of 75% whites and 25% minorities. AlI children vere -
residing in their natural homes with married parents. Data were 

collected using standardized instruments and structured interviews. It 

was found that the more Bocially and adaptively competent the child, the 

better the coping skills of the parents. Concomitantly, when parents 

felt that the mentally retarded child had not had a negative impact on 

the family, children displayed greater social and adaptive competence. 

Conceptually, this study estab1ishes the mutual and interactiona! 

aspects between child behaviour and fami!y coping. Other research has 

placed coping in a framework which focuses on the impact of child 

characteristics upon family stress and coplng. Uslng an interactiona! 
, 

framework allows for the influence of the family' s abll1ty to cope upon 

chl1d social and adaptive behavlour. 
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, Wa1sbren (1980) inveatigated tbe difference in parents' reactions 

after the birth of a developmentally disabled child and a nonhandicapped 

child. Thirty families vith a developmentally disabled child less than 

1.5 years old were compared with 30 fam11ies vith a nonhandicapped 

child. Subjects were drawn from both California and Denmark and 

1I8tched on socioeconomic statua and the child' s birth order, sex and 

age. All subjects were white. Parents completed written questionnaires 
" 

and were interviewed. This is a departure from most other studies which 

are based primarily on interviews vith mothers and it consequently 

contributes a more balanced picture of parental perceptions. Waisbren 

found Fhat parents with and without a developmentally" dissbled child 

were similar in their reports of their physical health, social 

activities, activitles with the baby, marital relationships, and plans 

for the future. However, parents of a handicapped child evaluated 

themselves more negatively after the baby's birth and expressed more 
' ... 

negat1ve feelings aboùt their child compared to parents with 

nonhandicapped children • . .. 

The strength of this study lies in the fact that cases and controls 

~ere well matched and the data actually reflect the thoughts and 

feelings of both parents. As with Any retrospective study, one cannot 

he certain that the reported differences were not present before the 

birth of the developmentally disa bled child. However. there is no 

reason to believe that,for well matched sroups that the differences are 

not associated with the birth of a handicapped child. 
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Al.though it i8 genera11y believed by professionals that lIlothers 

vith a developmentally dlsabled child will be impeded in thelr abllity 

to particlpate in the labour force, few controlled etudies have been 

done to test this assumption. \owever, Breslau, Salkever, and Saruch 

(982) investigated the relat;JshiP between presence of a disabled 

child in the home and maternaI employment. Included in the study were 

369 families of children with cystic fibrosis, cerebral 

myodysplasia, and multiple physical handicaps who were 

specialty teaching clinics in Cleveland, Ohio. A control 

comprised of 456 Cleveland families with children in the same age range 

as the experimental group. Data were obtained through structured 

interviews with mothers. Analysis showed that among married women il. 

~ caring for a child with a disability there was an interaction with race 

and income. For Black women, and low-income families, it reduced the 

probability of labour force participation whlle increasing the 

probability of employmcnt among white wOlllen and high-income families. 

However, low income and Black wives who were employed outside the home 

worked longer hours, as compared to high income and White mothers. 

Labour force participation of",,_single Ilothers was not significantly 

affected by child disability either alone or in interaction with incollle 

or race. 

The Cleveland study supports the theory that low incolle and Black 

vives caring for a handicapped child will be negatively affected in 

their abillty to particlpate in the ~abour force, yet upper incolle and 

white mothers will participate in greater numbers than their 

counterparts without a handicapped child. It ls difficult to interpret 
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the results of this study vithout further knowledge of the public 

programmes for handicapped children in Ohio and Cleveland, the cultural 

issues which may be operating, and the financial costs of carir.g for 

severely physically handicapped children. Reduced employment on the 

part of low incollle wives lIl8y have more to do vith the criteria for 

inclusion into public programmes such as Medicaid than the extra demands 

of a severely handicapped child. If mothers must fore go the berrefits of 

Ille ans tested programmes, such as Medicaid, when the y enter the work 

forcr.:, this could act as an important disincentive to working outside 

the home. Children wi th handicaps are likely to require frequent and 

ongoing health services, thus mothers must weigh the risks of being 

vithout Hedicaid against the benefits of employment. 

On the other hand, upper income women may participate in the labour 

force more frequently than their counterparts without a dlsabled child 

for any number of reasons. The financial drain of a handicapped child 

couid necessltate another income to maintain the standard of living they 

desire, or working lIl8y be a way of coplng w1 th the demands of a 

dependent child. The latter explanation is consistent with Bradshaw and 

Lawton's (1978) finding that women who worked were less depressed than 

those who did not work outslde the home. Regarding the finding that 

Black wi ves worked more hours than their white counterparts, i t i8 

hypothesized that this phenomenon relates to the lower earnings of Black 

.en aB compared to wh! te men. Consequently J Black women have to work 

more hours than white women to offset the lower income of their 

husbands. A limitation of this study is that only family Income ls 

reported instead of female and male contribution to the total. 
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Therefore, it is not possible to teat this hypotheais. Nonetheless, it 

appears that low-~ncome women and Black women may enter the labqur force 

Iess frequentIy when a handicapped child i8 present, while upper-income 

and white women. to join the labour force in greater numbers. More 

quantitative and qualitative data are needed to de termine the extent, 

meaning and consequences of these findings. It can be concluded that ' 

women vith disabled childreri will respond to a host of social, 

psychological and economic factors when making a decision to enter the 

work force. It cannot be assumed that the demands of a handicapped 

child will impede labour force participation for aIl women, in fact, 

some groups of women may act1.Îally experience incentives to working 

outside the home. 

Much of the research on families with h8ndicapped children reports 

the experienees of white, middle class, two-parent families. Little 

data are available on the impact upon poor, single-parent families who 

are members of ethnie minor! ties . The exception ls a stud,Y by Eheart 

and Ciceone (1982) whlch considered the special need~ of thirty-six 

low-ineome mothers of developmentaUy delayed ehildren ranglng in age 

from 12 to 56 months. Approximately 50% of the chlldren were severely 

to profoundly delayed, while the other half of the sample consisted of 

cb1ldren who were mildly to moderately delayed. Uaing a largely 

open-ended questionnaire to interview mothers, the researchers probed 

issues of time, finances, parenting, relationships and other general 

concerna. They found that 80% of mothers reported their children took 

• 
extra time, , eapecially for basic care. Only mothers with aeverely 

<-
delayed 'ehildren stated that they had flnancial problems related to 
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( _ their child. The majority (81%) of mothers felt they vere good or very 

good parents. Most said the y had someone to talk with about their child 

and 75% of those mothers who were married felt the child had no impact 

or a positive influence on their marriage. The greatest area of concern 

to parents was help in understanding their child' s potential 

deve10pment. 

The small sample size, coupled with the lack of a comparison group 

of either lo~income mothers without a handicapped child or h1gh-inco~e 

mothers vith a delayed child makes it difficult to draw any meaningful 

conclusions from this study. The concerns and issues voiced by this 

group of lo~income mothers echo the concerns of aIl mothers vith a 

c 
developmentally delayed child. 

That children H\ring in poverty are more 1ikely to show 

developmental retardation is weIl established (Deutsch & Brown, 1964). 

In an attempt to measure the differences in home stimulation by mothers 

of infants living in poverty relative to those living in more 

economically advantaged situations, Rame y , Mills, Campbell and O'Brien 
c' 

(197 5) compared two groups of famÜies. A low-income group of 30 

mothers and children was compared to 30 mother-child dyads from a 
l 

stratified random sample drawn from the general population. Subjects 

vere matched on age and Bex of infants, and live birth parity. 

Demographically, the high-risk group consisted of aIl Black families, 

the majority of whom did not have a high school education and for whcm 

( the average annual income was $1,500. The general population sample was 

predominately white, mostly college gradua tes , with an average annusl 
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income of $10,780. An inàtrument which required direct home observation 

'and interviews lIleasured materna! warmth, absence of punishment, 

organization of environment, appropriate toys, materna! Involvement and 

opportunity for variety. The data revealed that the general population 

group scored significantly better on aIl factors. 

The difficulty vith studies 8uch as this is not, in the methodology 

or the reliability of the measure but in the narrowness of the focus. 

Research which specifically links maternaI behaviour to developmental 

retarda tion fails to recognize the social, psychological, cultural and 

economic factors which contribute to the ways in which mothers behave 
, 

towards their infants and also the influence of poverty on the child and 

~am1ly. It is instructive to contrast the demographic characteristics 

of both groups. The control parents earned an average income which was 

seven'times that of the poverty group. On~ could assume that familles 

with an income of $1,500 are having difficulty meeting even basic needs 

whereas the control parents have many more material resources. 

Furthermore, without so much as a high school education,' the 

opportunities for employment and consequently freedom from poverty are 

l1.mited. Men who are not employed and unable to adequately support 
" 

their families are viewed negatively by the large~ society and may have 
< 

feelings of frustration and anger. These factors potentially create 

additional stress for fathers and the entire fa.mily. Focusing on the 

larger social context as opposed to the phen9menon of \ternal-child 

interaction allows an evaluation of the social factors wh!c\,contribute 

to developmental red~irdation and reside outside the family unIt but 

nonetheless impinge on"maternal behaviour. Furthermore, interventions 
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which are doisned to addreas &lotte aiaa laportant 

social issues. 

Schilling, kirkhaDl, Snow and SchiDlte (1986), studied 33 single -
) 

M and 48 married mothers of handicapped children to détermine if the two 
~ 

iroups differed with respect to stress, life sat~faction and perception 
,~ 

of the child. Hothers with handicapped children between the ages oi 2 

and 10 were recruited as volunteer participants and asked to complete 

questionnaires and tri be interviewed. The two groups of môthers 

41ffered significant1y in that single parent families had fewer 

children, less 1i ving space, lower incomes, were less likely to own 

their homes and were in occupations with l~wer prestige than mothers in 

two parent fami1ies. There were no differéncéR in ag~ and education of 

mothers or in the age and race of the handicapped child. Total scores 

on all subsèa1es did not reveal any significant differences between 

single and married mothers. Holroyd' s short form Questionnaire on 

Resources and Stress, which measures parent and family problems, 

pessimism, œtld characteristics and physical incapacitation,- d1.d not 

distinguish the two groups. Total scores on the Feetham Family 

Functioning Survey (FFFS) or Quality of Life a1so did not differentiate 

the groups, although several individual items on both scales reached 

aignUlcance. The FFFS items which separated single mothers from 

asrried mothers suggest that single mothers have more time pressures and ... 
feel unsatisfied and ~stranged from significant others. On the Quality 

of LUe Survey, single !lothers differed from married .others on items 

related to social and economic factors. The authors conclude that 

single mothers experience social, familial and economic pressures which 
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are 8eneric in nature and not necessarily related to tbe burden of eare 

posed by a handlcapped chil~. They assert that f~ly support 
, '] 

interventions cannot overcome Inadequate eeonomie and :institutional 

supports. 

To tbis point in the literature review, studies which illumina te 

tbe relationship between the presence of a developmentally disabled 

child and parental reactions have been discussed. ~owever, an area also 

explored in the literature has been the experience of the siblings of ... 

children with handicaps. In one such study, 71 siblings of children 

with Down's Syndrome or cleft palate were compared with 71 iudividually 

matched school age children to de termine if siblings of handicapped 

children displayed more emotional and behavioural problems than otber 

children (Gath, 1972). Analysis of intel"v!ews with mothera and 

behavioural ratinga by teachers did not diatinguish the two groups of 

children. The author notes that cbildren with cleft palate are not 

'* uaually conaidered handicapped becauae the condition can be sur8ieally 

correc ted early in the infant' a life. Cbildren wi th Down' s Syndrome, 

however, have an impairment which ia not correctable, ia asaoclated with 

mental retardation and ls vigually identifiable. Yet siblin8s of 

ehildren with Down' a Syndrome did not sbow an Increase in emotional 

problems over those slblings of cbildren with cleft palate or controls. 

It is difficult to make generalizations from this study ainee tbe sample 

of ~bildren with a sibling with Down' s Syndrome is amal.~ (n-36), and 

familles who maintained their handicapped cbildren at home during a time 

when institutionalization was eommon may differ in significant ways from 

those who placed tbeir chl1dren. Still the evidence supports that 

40 



'C 

-

sib11ngs of hand1capped ch1ldren' do not uecessarily IWlifest aore 

emot10nal problems then other children. 
Il 

In a descriptive study of 86 families vith a child Mv1ng spina 

bif1da, Richards and Mclntosh (1973) also found that the IDSjority of 

s1blings were not negatively affected by the presence of a handicapped 

child. The researchers were able to interview aIl famil1es wi th a 

surviving child born with spina bifida between 1964 and 1968 and still 

residing at the t1me of the study in Glasgow, Scotland. In 70 families 

vith children in addition to the handicapped ch1ld, 63 parents descr1bed 

si~lings as understand1ng and helpful ancl 7 saw the1r nonhandicapped 

children as resentful, jealous or cruel. In 17 of the families, the 

diminished amount of attention given to siblings was said to affect 

their behaviour negatively, however, researchers judged only brothers 

and siaters in six families to be deprived. ln no instances "ere 

friends of siblings found to restrict their visiting. 

con~istent with the the studies previously oited, Gay~riedman, 
Tavormina\and Tucker (1977) found that siblings of children vith cystie 

\ 

fibrosis d1d not suffer any negat1ve psychological consequences in terms 

of their own development. Forty-three families vi th children having 

cystic fibrosis ranging in age from 5 to 18 years were selected from a 

patient 11st of 73 famil1es at the University of Rochester Medical 

Center. Psychologie al tests adm:l:nistered to both the children vith 

cystie f1brosis and the1r healthy slblinga d1d not reveal personal1ty 

dysfunction in either group of children. Furthermore, when 'the 

chronically ill children were compared to their siblings, no significant 

J 1 
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dlfferences were found vith the exception of one of 22 var~ables on one 

test. 'The researchers note that thls difference 18 questlonable given 

the number of comparlsons made. 

Summary of Impact Llterature 

Research into the characteristics and experiences of families 

caring for developmentally disabled members is extensive.' Studies 

document that family members often feel the impact through increased 

social and psychological stress, social isolation and financia1 strain. 

Women, duè to their role as pri~ry caregiver, appear to sacrifice the 

most both personally and professionallY. A nUmber of studies have shown 

that mothers caring for a child with developmental disabilities shoulder 

a great deal of the physical and emotional burden in meeting the special 

needs of their children on a day-to-day basis. Concomitantly, the y can 

be expeeted to manifest more symptoms of depression than would be 

expected in the generai female population. Worklng outside the home has 

been associated with a healthier psychologieal state in on~ study, but 

when maternaI labour force participation was considered in another study 

it was f'ound thc1t Black and low-income vives with handicapped chlldren 

worked outside the home less often than their counterparts with a 

nonhandicapped chiid. White and high-ineome mothers, on the other band, 

worked more frequently than matched controls. This ls an interesting 

and largely unexplored line of Inquiry in the mental retardation 
~ 

llterature. It i8 often assumed by professionais that .others with a 

handicapped ch1ld will he impeded ln their abllity to participate in the 
" 

labou~ force due to the caregivlng demands plaeed upon them. At least 

one study-lndicated that this may only be true for some mothers. More 

/, 

'. 
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tesearch is needed to de termine how, and under what circumstances, 

.others are affected in their opportunities for employaent and further 

education and training. 

It is difficult to draw conclusions with any cê'rtainty about the 

specifie impact of a child with 4~velopmental disabilities on the family 
.' 

based on a review of the literature. Research has sometimes yielded , 
coutradictory and confusing findings due to the exclusion of control 

groups and the use of ~nstruments which·are of unknown reliability and 

validity (Crnic, Friedrich, & Greenberg, 1983). Additionally, the 

method of sample selection usually employed has made it difficult to 

make general1zations to the. entire population of families with 

developmentally disabled children. Parent associations, volunteers, and 

hospital cl1nics have served as a ready source of subjects. Few s~udieJ . ) 

have actually drawn samples from the general population of h8ndicappei ,1 

children and their families. Consequently, bias as a product of 

self-selection is a U8gging problem. The ususl method of sample section 

has led to a plethora of research on white and middle-class families and 

a dearth of research on the problems confronting minority and low-lncome 
," l~ .! ... ~ 

families. Olt sJfms fairly clear, however, tha t mothers of severely 
, 1-

handicapped children will experience more stress than those mothers of 

less involved children or nonhandicapped children. Specifically, 

greater functional limitations such as the chil~'s lnabillty to tollet, 

feed, ambulate and speak is associated with elevated levels of maternal 

stress. This is logical in light of the fact that tbese child 

characteristlcs require mothers to meet basic dependency needs of their 

! chl1dren over a prolonged period of time. 
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Research into the influence of a child vith special needs upon the 

marital relationship has produced confl1cting resu1ts. Basically, we 

know that some parents reporc: increased tension in their relationship 

while other parents feel that they have been drawn closer together. It 

is probably safe to conclude that under most circumstances the presence 

of a handicapped child will exacerbate already occurring marital 

problems but not necessarily create problems where they had not 

previously existed. Furthermore, the single mother confronted wi th 

caring for her handicapped child alone will usually experience more 

stress than married women and the single mother will l1kely find her 

opportunities for remarriage d1minished over other single parents. 

Much of the research to date has been cross-sectional, providing 

........ data about the life circumstance of families at one point in time. This 

approach has not yielded information about how families cope with the 

demands of a handicapped child over the lHe cycle. A developmental 

framework which samples family experiences at various points in the 

handicapped child's life would contribute to our understanding of issues 

confronting families and the coping strategies _ they employ 

longi tudinally. Another obvious void in the literature ia research 

which seeks to understand the direct impact upon the father with a 

handicapped child. Some research has been done in this area (TaIIman, 

1965; Waisbren, 1980; Erickson, 1976) but much more ia known about the 

experiences of mothers rather than fathers. This phenomenon can be 

attr.1.buted to the fact that women have >traditionally assumed the role of 

primax'Y earegiver _ and as auch have been the focus of coneern. 

Furthermore, ainee they are usually responsible for takin$ their 
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children to appointments and because they are home vith their children 

and a~ailable for interviews, they have generally been more accessible 

to researchers. 

, 
1 

.f 

The literature supports that siblings of children vith handicaps do 

Jot necessarily exhibit greater psychological or behavioural problems. 

In aIl of the studies cited, siblinga of handicapped children did not 

show an increased risk for emotional difficulties or score more poorly 

on psychologieal tests than control groups of ehildren without a 

handicapped sibling. 

Finally, from a conceptuai perspective, this literature has not 

sought to explain the various interrelated factors which contribute to 

fam1ly stress and coping. By and large, only a few dimensions of the 

problem have been studied to the exclusion.of other possible intervening 

factors su ch as the availablilty of informaI and formaI support, 

developmental stage of the child and family, or cultural and ethnic 

characteristics. Furthermore, the mutual interaction of child 

characteristics and family stress has not been considered. The 

direction of the relationship has been asswed- to be from child to 

family and not from family to child. It was not~d earlier that this 

conceptual approach may be indicative of the devalued po~1tion of people 

vith handicapping conditions in society. Farber (1968) has suggested 

that a study of family life from the perspective of persons vith mental 

retardation may provide many insights into the nuances of family life 

and kinship. 
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Family and Child Characteristics Associated with Out-of-Home Placement 
; 

of; Children with Developmental Disabilities 

There is a considerable body of literature which cO'ÎlSiders the 

diffeI'ences between fami1ies with chlldren who are placici out-of-home 
/ 

and families with children who are cared for at homè. MUch of the early 

work was exploratory and documented the prlce families pay for 

maintaining their handicapped member at home. As stated previously, 

conditions, attitudes, and the availability of services were . quite 

different in the 1950's th an they are now, therefore limiting the degree , 

to which the results from these early etudies can be generalized to 

current families. Nevertheless, the data contribute to our 

understanding of the areas of family lUe potentially affeeted when a 

ehild with developmental diaabilitiea la living wlth or apart from the 

family. Later studies on this topie are better controlled and more 

foeused. Yet mu ch of the research comparing institutionalized and 

~ non-~nstitutionalized populations has been done retrospectively, that 

~ ~after the family member has been placed. This approach does not 

permit comparisons - of 

~-:individual ls actually 

families while 

in the home, 

the developmentally disabled 

nor does it 11luminate the 

conditions and issues which led to institutionalization. Ideally, 

longitudinal research which follows a cohort of developmentally dlsabled 

people over time would identify factors contributing to 

institutionalization. However, with a low incident event thls design ls 

unreallstlc and expensive because it requlres following a large cohort 

for se,·eral years. 
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An early social survey investigated the pr~blems faced by parents 

of aeverely and profoundly retarded individua1s residing in London, 

&gland between 1950 and 1954 (Tizard & Gard, 1961). A stratified 

random eample of families with a retarded individusl living st home was 

compared with 100 fami11es with' a similar member who had been 

institut~ona1ized between one and five years. Subjects were strat~ied 

by age and sex and information was collected through an inter~)ew, 

usually wi th the mother, and from recorda. Al though there were no 

differences in social clase as measured by the occupation of the princi-

pal wage eamer, 25% of the home group was classified as poor.compared 

wi th 13% of: the inoti tutionalized group (p < .001). There were two 

reasons for this difference. First, the presence of an additional 

dependent drained family resources even after accounting for government 
~ 

subsidies. Second, in 22% of the home families, _t,he presence of a 

retarded famlly member prevented mothers from participating in the 

labour force. In terms of family size, approximate1y one-third of 

mothers intended to avoid having additional children, a decision they 

attributed directly to the birth of the mentally retarded child. Social 

contacts were severely limited for 15% and limited for 30% of those with 

a mentally retarded person at home. The corresponding figures for the 

institutiona! group were 2% and 24% (p < .01). The study also compared 

overa!! fami!y problems including housekeeping, money, housing, over-

crowding, family structure, social contracta, mother's mental and 

physica! health, and health of father and siblings. In families with a 

retarded member at home, 66% had three or more of the above problems 

compared with 45% of those recelving institutionalized care (p < .001). 

In summary, those parents who maintained their mentally retarde~ 
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offspring at home vere more likely to he poor, have mothers whose labo~r 

force participation was restricted, limit family size, be confined in 

their number of social contacts, and have three or mOle family problems. 

Hobbs (964) studied differences in family characteristics and 

attributes of the mentally retarded person in 27 institutionalized and 

23 non-ins ti tutionalizèd indi viduals. The two groups vere eompared in 

the f ollowing areas: anti-social behaviour; special education 

opportunities; family conformity to societal standards; broken home; 

educational background of parents; rejecting attitudes of parents; and 

family size. Subjecta ranged in age from 13 to 25 years and had IQs 

from 45 to 78. Hobbs found that the institutionalized group had a 

significantly 
!'-l' 

higher incidence of anti-social bchaviour, fewer 

opportunities for education, and more often came from single parent 

l' 
families which suffered from unemployment, alcoholism, hnd family 

quarrelling. Conclusions from this early study must be regarded as 

tenuouB sinee the purpose vas explora tory and no attempt was made to 

control for confounding variables such as socioeconomic status. 

Furthermore, sample sizes vere ama11 and this retrospective study does 

not measure the effect of institutionalization upon the family or the 

developmentally disabled individual. For instance, more frequent 

anti-social behaviour exhibited by the institutionalized group may be a 

manifestation of the institutional experience rather than a pre-existing 

characteristic which led to out-of-home care. 

,~ 
In an effort to understand the relationship between the family - conditions prior to institutionalization of the mentally retarded member 
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and the probability that the aember would be released to his family, 

Hercer (1966) studied two groups of families. A group of patients who 

had been released to their families after a period of 

institutionalization was compared to a matched group' of patients who 

remained in the hospital setting. Sixty-three cases (released) and 70 

controls (institutional1zed) were matched on age, sex, IQ, length of 

hospitalization and ethnicity. Findings indicate that the only 

significant difference prior to institutionalization between ,: the 

still-institutionalized and released groups were in the category of 

burden of care, with the families of the Institutionalized group 

reporting the higher burden. lncluded in this catagory were variables 

such as mother exbausted by care, required constant attention, cost of 

support, medical care, and frequent selzures requlrlng attention. 
cl 

Although the relationships were in the expected direction, there were no 
1 

significant differences between the two groups on su ch issues a8 

interpersonal confllct, concern about the welfare of the patient, and 

structural stress in the family or marital status. This study is much 

better controlled than Rabb's (1964) researeh sinee groups were matched 

on several variables. Therefore, conflict w1 th ln the famlly, single 

parent status and degree of dlsability were not shown to be as important 

as burden of care in eontributing to prolonged institutionalization'. 

Research has also attempted to measure differenees between families 

vith and without an Institutionalized member ln terme of the marital 

relationship and tension experieneed by the sibllngs of the mentally 

retarded person. Fowle (1968) compared 35 families in whieh the 

mentally retarded child had been placed in an institution with 35 
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, 
matched families who had retained their child at home. Matched 

variables included chronologics! age and sex of the child, Bocioeconomic 

status and background of the family and geographic location of the 

family dwelling. The children ranged in age from 3 to 17 years and aIl 

families were res!dents of two adjoining counties in California. Both 

groups of families were measured on marital Integration and sibling role 

tension. The data indicate that mari,tal Integration for both groups was 

remarkably similar. However, when the Farber Sibling Role Tension 

Index was used with siblings between the ages of 6 and 17, it was 

discovered that sibling stress wa~l.significantly greater in those 
li. ". 

families who maintained their retarded ehild at home (p (.003). When 

the data were analyzed by sex of the oldest sibling at home, the oldest 

female sibling of the home group manifested signifieantly higher tension 

.than the oldest female controls. For oldest mal~ siblings there were no 

significant differenees between cases and controls. Fowle eoneludes 

that the presence of a retarded ehild has a ~ore profound effeet on the 

oldest daughter than the oldest son. It is not clear what family 

dynamics contribute to greater role tension for the oldest daughter 
D 

sinee this was not a focus of the study. One might hypothesize that the 

eldest female child would bear disproportionate responsibility for the 

care of her mentally retarded sibliug resulting in role tension. 

In one of the few cohort studies which hae been çonducted on this 

topi,,:, Eyman, O'Connor, Tarjan and Justice (l~,72) followed a group of 1 

143 mcntally retarded children for five years to de termine which factors 

were associated with institutionalization. The children who were 

admitted to placement differed significantly on five variables from 
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tho.e who .ere, not. The 1D8t1tut1o~1'ed group generolly had IQ. le •• 

than 53, vere younger, had more ~hYS1Cal dlsabilities and adaptlve 

/ 
behaviour failures. and vere of Anglo background. Hovever. this study 

vas potentially biased by a drop-out rate of approximately 40% and a 

resultant smal! sample size, especia!ly of institutionalized children, 

which equalled ouly 30 subjects who vere available for study upon 

follow-up. 

Other researchers have also discovered a relationship between 

behavioural problems and placement. A recent study compared case record 

material of families requesting out-of-home placement with those 

requesting increased services but not placement (Tausig and Epple, 

1985). The sample vas divided lnto two groups for the purposes of 
) 

analysis, those persons 21 years old or younger and persons 2'2 1 years old 
\ 

or ovt:.f. Indepéndent 'variables studied included degree of disability, 

stress in the family J and fa.mily structure. Income and race were not 

recorded. Results show that for those 21 years and under, the presence 

of behaviour problems ia the most significant predictor of placement 

requests. Other important factors contribut1ng to placement included, 

age (older 'indlvlduaIs), number of diagnosed dl.'Jabilities~ d:1sruption of 

family relations, family mental health problems, and number of children 

under six years old (fewer ch~ldrenJ more requests). 

This study ls important for the number of interrelated variables 

which vere simultaneously explored. Research into individual and family 

characteristics and other stressors increases our knowledge of the 

relative importance of each of these factors. Furthermore, a 
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comprehensive examination of the fam1ly and disabled chlld permits the 

deve,lopment of a prof1If.' representing families st risk for placement. a 

potentla1ly useful g~lde to programme planners, providera and consumers. 

The major limltations ln th:1s study are related to the secondary 

characteristics of 'the data. These data may not address the questions 

which the research seeks to answer. Case records generally suffer from. 

inconslstencies, inaccuracies) and missing information. An example in 

this study is~the absence of income and race data. It may be assumed 
{ 

that the researchers would have preferred to collect this information 

and it was not available to them. 

Summary of Impact and Placement Literature 

The literature' to date st7:ongly supports that the child 

characteristics associated with out-bf-home placement and Increased 

family stress are severe disability and disruptive behaviour. The data 
" 

are mixed with regard to age and sex of chlld, but the evldence suggests 

that these are far less important issues for families. However, it mey 

be that behaviourally difficult children are at greater risk for 

placement as they reach adolescence because parents find management more 

problematical due to size ~nd strength of the child. Since most of the 

research comparing . institutionalized and non-lnstitutlonalized 

populations 1s retrospective, it ls not possible to c1etermine whether 

~~ differences between persons with ~evelopmental dlsabilltles are 

a resu1t of the venue of care or if the differences exlsted' prior to 

out-of-home placement. For example, there is ample evldence to support 

that instit~lonal care can' have deleterious' effects on people with 
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mental retardat1.on (Conroy & Bradley, 1985) • Institutionalized 

individual.s may therefore appear to be more severe1, disabled or 

bebavioural1y disruptive then they wou1d have had they been cared for by 

'the natural family or in a community placement. 

Family characteristics associated with out-of-home placement 

<' 

include single parent atatus, mental or physical 'health problems of 

other family members or, internaI family problems. Another factor which 

may explain differences between families with and without an 

institutionalized member iB local policies and practices regarding 

<il 
placement. For instance, it was the policy at a major institution in 

Michigan to allow·admission of severely or profoundly retarded children 

simply because they were part of a single parent family (Jaslow, Kime, & 

Green, 1966). The rationale for this policy was thSit "the l1mit of 
~ -. 

parental attention 'would probably not help him (the retarded child) in 

self-care training with the resources. today aVailable to. a working 

single parent" (p. 4). Thus, one would expect to find more chil~ren of 

single parents institutional1zed at this facility. Many practices in 

organizations are not made explicit but nonetheles8 in~uence the 

population served. lt ls unknown to what ~ent such practices may have 

biased the results of the studies reported here. Some car~ion should be 
i 

exercised in making the logicai theoreticai leap, that. out-of-home 

placement occurs only in famllies where there ls greatest stress and 

that the demographié dlfferences between the groups point to the sources' 

of tlllt stress. 
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In terms of the variation in impact upoSf-.the ,family having a chl1d 

Vith developmefltal disabilities living either vith or spart from the 

family, several issues have been identified. Consistent wdth studies 

cited earlier. the marital rela~ionship is not negatiyely affected when , 

a ment'àlly retarded child is cared for at home as opposed to an 

out-of-home setting. However, Fowle (1968) found that the eldest female 

child experienced greater stress when her handicapped sibling l1ved at 

home, possibly reflecting increased responsibUity placed upon her. 

Financially, Lhose with their disabled child at home suffer due to their 

responsibility for meeting the basic and special needs of their child. 

When the famUy member is placed out-of-home, many of these needs are 

assumed by the state. Furthermore, to the extent that mothers or Qther 

primary caregivers are unable to work outside the home, family 1ncome is 

reduced. 

A few central themes regarding how the famUy 1s affected by a 

developmentally disabled member have emerged in the first two sections 

of this review. ChUdren who are more functionally limited and exhibit 

gre.ater behavioural problems contribute to famUy stress and are more 

likely to be placed out-of-home. This is logical since these factors 

mean increased burden of care for the primary li caregiver, l1sually 

persisting over the life cycle of the handicapped person. At the same 

time, single parent families experiencing internaI confl1ct often have 

fewer emotional, physical, and financial resources to deal with the 

extraordinary demands of a severely di~abled member. Cons,quently , if 

these family and individual ch~racteristics are both pres~t there is a 

oubstantial rt.k of Idgh famlly otr.o. or out-of-hom~ ... ent. FormaI 

~ 1 
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C .ner,informal. support to these fam11ies at rildt are potentia11y important 

\ 
factors in reducing family stress and preventing out-of-bome placement. 

Subsequent sections of the review will examine tbe relationsh1p between 

informal social support and fami1y stress. 

c , 
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Introduction 

CHAPTER. III 

REVIEW AND CRITIQUE OF THE 
THEORETICAL: MtDEL 

The purpose of this chapter is to present and critique ~he Double 

ABCX Model of Adjustment and AdaPtat~, the theoretical framework which 

will be employed ln this research to explain the relationship between 

family stress, social support and adaptation. Following a review of the 

theoretical framework, will be a review of two bodies of li terature. 

Reviewed tirst will be research which attempts to test the Double ABeX 

Model. Secondly, research which examine$ the role of informaI social 

support and its various forms in promoting adaptation, will be reviewed. 

f 

Next, the issue of causality between informaI social support and health 

outcomes will be examined. The chapter will conclude wit~speC1fiC 

research questions anc;l hypotheses which emerge from the Il te rature 

revlew, and a 'concise statement regarding the operational1zatlon of the 

Double ABeX Model. 

" 
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Theoretical Framework 
'If. 

Based upon a review of the impact on family l1terature, 1t has been'" 
'fi 

firmly est~bl1shed that caring for a chlld with severe developmental 

disabilities creatès stress for the family unit. Although the initial 

discovery that the child has a handicap produces an acute crisis for the 

family, i t is expected that the family will continue to experience 

stress due to the constant caregiving demanda of its dependent member. 

Olshansky (1962) has used the term "chronic sorrow" to describe the 

feelings families experience over time regarding the child with 

handicaps. Having established the stressor, it ls now necessary to 
, 

foc us the concepts of stress and adaptation within a theoretical 

framework which explains the relationship between these two variables. 

In the field of developmental disabilities, crisis theory has been 

widely used as a theoretical model to explore family adaptation to the 

strain of caring for a child with disabilities. This -'~heory will b~ 
\_-

used as the basis for the design and study of the research questions 

which emerge from the review of the llterature. 

Rueben Hill (1958) was the forerunner in the conceptualization of a 

mode1 for understandlng the reactions of families to social stresses. 

His theoretical framework grew out of a longitudinal study of families 

where the husband/father vas separated due to armed services dut y during 

World War II. Hill' s model bas been useful to JIlen~al heal th 

professlonals because it offers an explanatlon of the factors which lead 
\ 

to a stressful event ultimately being experienced as a I18.jor or minor 

crisis for the family. 
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To consider this mode1 carefu11y, lt is firet necessary to deflne 

the fami1y. Hill (1958) ~ews the famlly system as "an lnteracting and 

transactlng organization" (p. 139). It consista of indivldua1s 

in;rracting and organized around positlons, norms and ro1es, engaged in 

tr~sactions with groups and associations outside of !ts boundaries. 

Given this definition of the family, the notion of a 

crisis-precipitating event is introduced. Hill calls this a stressor 

(A), or a situation for which the family has had 1itt1e or no prepara-

tion. The stressor; (A) interacts wi th the family' s c'risis-meeting 

resources (B) which in turn interacts with the def~ition the fami1y 

makes of the event (C) to produce the crisis (X). Hill' s mode1 \~ 

presented in Figure 2.1. 

Figure 3.1 " ~ The Hill ABex fami1y crisis mode1. 

B 

existing 

resources 

A x 

stressor crisls 

C 
-r 

perception 

of "A" 
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·- Resources and perception of the event are seen as internaI attri-

butes of the fam11y. The resources which a family possesses include 

family Integration, affection, and a sense of economic interdependence. 

InformaI social support also falls under the rubric of resources. These 

..,./ 

family strength~/pfovide resistance to stressors. To decipher how the 
// 

A and B factors influence the magnitude of the crisis one must closely 
1 r.r\ 

examine the amount and type of resources available and the meaning 

family members attach to the stressor. With regard to the B factor, or 

perception of the stressor, not aIl familles view an event in the same 

way; therefore, in order for a crisis to ensue, the precipitating factor 

must be seen as Btressful. Family perceptions are shaped by values, 

norms and cultural background. The initial crisis and its attendant 

hardships are seen as lying outside the family. H11l 's work, while 

establishing a basic framework for undelietanding the family in crisis, 

lacks the power to fully expIa in why families will react differently to 

a crisis. Furthermore, the Hill model does not account for the 

multitude of other factors affecting the f~11y's response nor does it 

provide a view of familY~~itUdi.'llY. 

McCubbin and Patterson (1983b), building on the work of Hill, have 

dev~loped the Double ABCX Model, a multivariate theoretical framework 

for understanding family adaptation to stress. It Is called the 

"Double" ABCX Model b'~ause it adds a second post-crisis factor to aIl 

four parts of the original Hill Hodel. This conceptualizatiop seeks 

guide the famlly researcher through the process of identlfying "how 
. 

and what kinds of stressorsi medlated by what personal, faml1y and 

community resources and by what fami1y coping responses; and what fam11y 
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processes shape the course and ease of family adjustment over time" (p. 

7). McCubbin and Patterson define a stressor as a l1fe event which ... 

results in actual or potential ,change for the family system. This 

differs slightly from Hill' s concept of a stressor aB a situation for . 
which the family is not prepared. The Double ABCX Model also expands 

Hill' s original framework by adding a longitudinal perspective to the 

family in crisis. It incorporates both a retrospective or pre-cri sis 

-
component and a post-crisis component. The four post crisis variables 

include: (a) the additional life stressors which, shape family 

adaptation; (b) the psychological, intra-familial, and social resources 

families employ to manage crises; (c) the change in meaning familit!s 

d'evelop to make sense out of the predicament; (d) the coping strategies 

families use; and (e) the possible outcomes of these family efforts. 

While Hill dev~oped the original ABCX Model ~rom his observations 

of families where the husband/father was separated during World War II, 

McCubbin ând Patterson (1983b) expanded the concept to the Double ABCX 
4' 

Model based on their study of 216 familles experiencing the same 

phenomenon during the Vietnam War. Conceptually, Double ABCX is a 

dynamic model whlch accounts for changes in structure, perception, and 

outcome familles make pursuant to the initial crisis. A schematic 
• .r,.J 

representation of Double ABCX is pictured below and should serve to 

guide the reader through an explanation of the"mode!. 

/ 

60 



c 

jj 

c 

c 

Figure 3.2 The Double ABCX Model. 
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F'Fily Demand: Pile-up (aA,Factor) 

In addition to the crisis st hand, families have in the past and 

-will in the future continue to experience crises. To reflect this 

realityof family life,'the Double ABeX Model adds the pile-up factor to 

the initial criais. Other crises can be precipitated by .demands from 

(a) individual family members, (b) the family system, and Cc) the 

community. Five genera! ty.pes of stressora have been identifle~J (a) 

the initial stressor and its hardships, (b) norm?tive trsnsa~tions, (c) 
\ 

,prior strains, (d) the consequences of family efforts to cope, and (e) 

~ 

amblguity, both Intra-family and social. The initial stress or 18 that 
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situation which requires change or adaptation on the part ~he family 

or the (A) factor. Normative transactions include the normal growth and 

development issues which conf~ont the family and its members over the 

life cycle. Prior strains are unresolved difficulties from previous • 

crises. These pre-exiflting strains are often exacerbated when a new 

crisis is introduced. A fourth source of pile-up,stressors is a result 
1 

of coping strategies which have been employed to deal with past crises. 

An example would be a mother returning to the work force due to a family 

" ;inancial crisis. While assisting in meeting the crisis, this method of 
"''''':." ~\ 

c~~in8 carries with it potential stresses and strains for the mother and 

family. The final pile-up stressor, intra-family and social ambiguity, 

refers to uncertainty about the future which families in the process of 

change experience. For instance, a mother assuming a job outaide the 
(7 ........ 

"-

home may lead to some ambiguity for family members about her role and 

responsibilities within the family unit. 

Family Adaptive Resources (bB Factor) 

Resources which assist the family in meeting the demands of a 
" 

":'l 
crisis exist within the individual family members, th-è family unit and 

\ 
\ 

the communi ty. Resources are of two types, existing and expanded. 

Resources which families develop to meet the demands of the initial 

crisis are considered expanded. Social support is an Integral part of 

the bB factor since theoretically those with adequate social support 

will be better prepared to de al with the crisis situation. McCubbin and 

his colleagues have adopted Cobb's (1976) dèfinition of social su~port . " 

which states that support ia information that a family (a) is cared for 

'C 
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and loved, (b) ls esteemed and valued, and (c) belongs to a network of 

mutual obligation and understanding. 

Family Definition and Meaning (cC Factor) 

The cC factor Includes the meanlng the family attaches to the 

initial stressor (C) along with meanlng of prior stress and strains Cc). 

In order to redefine the crisis and give it new meaning, the family must 

(a) "clar1fy the issues, hardships, and tasks so as to render them ~gre 

manageable and responsive to problem solving efforts; (b) decrease the 

intensity of the emotional burdens associated with the crisis situation; 

and/Cc) encourage the family unit to carry on with its fundamental tasks 

of promoting member social and emotional development" Cp. 16). 

Fam!ly Adaptive Coping: Interaction of Resources, Perceptions, and 

Behaviours 

Within the Double ABCX Model, coping is viewed as a dynamic process 
\ 

where resources, perceptions and behavioural responses inter~ct t5 
, 

produce family functioning. FtpIlily coping is seen as a process which 

attempts to (a) eliminate or avoid stressors and strain; (b) de~l with 

hardships' of the situation; (c) maintain the family system's integrity 
, 

and morale; (d) mobilize resources to meet demands; and (e) implement 

structural changes in the family system to accommodate the new demands. 

; Faroily AdaPtatio~ Balancing (xX Factor) 

The X factor in Hill's model refers to the degree of family crisis ~ 

which ls precipitated by the stressor. Î'ÏcCubbin and Patterson (l983b) 

suggest that family adaptation is a more useful concept for explaining 
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the outcOIIIe of the family's attempts at coping. Adaptation or bal.aIlée 

can be viewed on three levels (a) the individual family aeaber, (b) the 

family system, and (c) the coœmunity within wh1ch the fam1ly res1des. 

At the level of the individual, a balance is sought between the member 

and the family unit. D1fficulties arise when the demands placed upon 

the family by one of Its members exceeds the family' s capacity to meet 

those demands. Balance is also strived for between the family and the 
, 

community. Tens:i!on is created ,pen the two systems are not in mutual 

agreement. For instance, the family vith a handicapped ~hild may expect 

resources su~h as respite care which the community is not prepared to 

offer, resulting in an imbalance. 

Outcomes in the, Double ABeX Model are viewed along a continuum frOIII 

bonadaptation to maladaptation. Bonadaptation is a product of balance 

at the level of the individual and family as well as balance between 

family and community. The result of bonadaptation is (a) maintenance or 

strengthening of family integrity; (b) promotion of individual member 

and family unit growth; and Cc) maintenance of faml~y independence and 

control over its environment. Family maladaptation, on the other band, 

is seen as an imbalance at either the individual/family or 

family/community level or a balance which results in (a) deterioration 

of famlly integrity; (b) lack of individual or family unit growth and 

development; or (c) loss of family independence and autonomy. 

The Double ABeX as a theoretical model has appeal to social workers 

in the field of developmental disabilities because it takes into account 

_the multiplicity of factors which come to bear on family adaptation. In 
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the study under discussion, the p~1mary focus is the role of informaI' 

social support in helping mothers cope w1 th the often extraordinary 

demands of a severely handicapped chi Id . The Double ABCX ls employed in 

this research due to Its ability to explain social support and family 

adaptation. The model also aUows for changes in adaptation 

longitudinally, making it par~icu1arly well-suited for ~se in situations 

of chronic stress. However, the Double ABex in its entirety is almost 

impossible to test in a quantitative study due to the number of 

potentiai factors for inclusion in the model, and the measurement 

problems associated wi th these factors. Single subject design would 

probaQly be a more appropriate methodology for a study incorporating aIl 
• 1 

of the nuances of the model. l am concentrating on one aspeat of the 

model, the influence of informaI social support resources on coping, 

stress and life satisfaction from the perspective of the female primary 
, , . ' 

caregiver. The relative strengths and limitations of the Double ABCX 

viII be addressed in the following section. 

li 
Critique of the Double ABCX Model 

Both Hill's original model of family stress and adaptation and the 

augmented Double ABCX Model are ba~/~ -on systems the ory • Consistent 

with a systems framework, the theory identifies three distinct yet '\ 

interacting systems, the individusl, the family and the community, all 

of which experience the impact when a stressor i8 introduced. Although 

the family system/is the focal point of the model and the primary system 

of concern, both the individua~ and community are ~ecognized as 

important systems. Essenti~.l1ly, the stressor interacts w1 th family 
~' , 

reSources and the meaning the family attaches to the event to produce an 

" 
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outcome Which is felt at aIl three system levels, individual, family and 

cOIIIDunity. McCubbin and Patterson (l983b) refer to the outcome of a 

stressor on family functio~ing as b~Jnce or adaptation which occurs 

along a conti~uum from maladaptation to bonadaptation. 

Burrell and Morgan (1979) outline several general princlples which 

are typically found in theoretical frameworks based on systems theo~y. 
,J 
\ 

The Double ABCX Model meets most of these criteria in the following 

ways. First, there are boundaries aroun~ the primary system or family 

which distinguishes it from the environment or community.. Second, the 
" 

system is processual in nature as evidenced by the various interactions 
. 

between stressor, resource, meaning and outcome. Third, the outtome is 

seen as a balance, often referred to as homeostasis in other systems 

models. Fourth, there exis~s mutual interd~pendence between the 

individual family members, family system and the environment or 

community. Finally, the family system can be observed in terms of the 

~behaviour of its constituent parts or individual members. 

General systems the ory is widely applied as a framework in socIal 

work practice both in the United States and Canada (Drover & Shragge, 

1977). Uncritical acceptance of systems theory in social work practice 

does not allow the practitioner t'a assess the relative strengths and 

limitations of the mode!. This section will review the Double ABCX 

Model in terms of its strengths and weaknesses as a conceptual framework 

for understanding the relationship between caring for a child with 
~ 

developmental disabilities i and family adaptation. It will be argued 

here that the Double ABCX Madel has a certain usefulness conceptually; 
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however, it po~ea~es Inherent blases and .hortcoaing. whicb liait it. 
r-

effect~veness as 4 tool for :oc1a1 work practiee. 

~ystems 
... 

worlters. Of 

theory as a conceptual framework bas great appeal to social 
~ 

the helping professions, social work ia the only one whieh 
't 

sees !ts purview aB· the enhancement of soci~l functioning. 
c 

Hollis 

(1972) defines social funetioning' as· the interplay between the social 

environment and the individual. The psychoanalytic approach, ,whieh ·has 

also s~gnifieantly influeneed social work pract4êe, is eonstrained by 

its emphasis on individual drives and defenses to the almost t'otal 

- exclusion of
c 

the social envi·rournent. Systems theory, by c.ontrast, 

recognizes the indivldulll and his or her psychologieal state while at 

the same time incorporating the influence of the environment upon' the 

individusl. SUcb a theoretieal framework serves to legitimize social 

work as a profession by placing importance on the "system" which social 
t7 

work considers l'ts area of concern, the social system. 

, 
Luqwig Von Bertalanffy (1968), who ~s COJDDlonly thought of as the 

o , • • 
': father' of general systems theory J points to several strengths of the 

t~eory, ,two of which have particular application ta social work practice 

vith families having a developmentally disabled child. The first la 
"'" 

that the the ory is multivariate, allowing for an explanation of social 

problems which are multifaceted. This is an important charaeteristic of 

the Doubl~ ~CX since it integ~ates a,number of variables including both 

pre- and post-crIsis stressors, resources and perceptions. In addition 

to being mûltivariate, Doubie ABCX is longitudinal, taking into aecount 

'rif ) thst 'families 1-nge '-lover) time as ~hey struggle for adaptation to a 

'-.. 0 

<, 
67 

il 

a 



, , 

.~ 

BtreBsful event. Concomltantly, the model flts' well With a 
,j 

developmental approach, recognizlng that the f8lll1ly 8yst~ evolves 

through a series of normatlve developmental stages as does the , ~, 

Individual (McCubbin & Patterson, 1983a). A developmental approach ls 

preferable to the medical model which looks to cure the problem, because 

developmental disabilitles are usually permanent, expected to persist 

indefinitely, ~nd therefore not llkely to be cured. Conceptualizing the 

famlly and its members as growing and evolvlng 'systems provides the 
,J 

practitioner with a fr8lllework for evaluating and intervening to meet the 

system's needs across the life span. Therefore, Double ABeX ls not only 

mult1variate but incorporates change and developmental processes 

resulting in a model which la well-suited to social phenomena that are 

highly variable and change oriented. 

The second factor Von Bertalanffy Identifies as a strength, useful 
., 

to practitioners working with this population of familles, is that it is 
... - -- .... \.... 

" 
) 

developmental disabi~ies and the1r 

families requi tions from a number of disclplines. Systems 
. 

flexibility, ie f8.m11iar' and 
- " l' 

spanning social" work, psychology, 

occupational therapy, physicai therapy, speech, nurslng and mediclne. 

TI. ts common framework facUi tates the interdisclplinary process, 

potent;ia1ly resulting, in a more coherebt and coordinated Intervention , 

plan for the family and éhild. t,. 

Bristol (1984), one of the few researchers to~test the efficacY,of 

the Double ABCX,' has also Identified factors whlch sh...~.J considers 
1 
: 1 
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atrengths. She points out that the model allows for assessment of 

positive adaptation to the presence and care of a ch11d vith special 

needs. By providing a framework for aasessing active coping and 

positivie support, the model; helpe the practitioner focus on healthy 

adaptation as weIl as maladaptation. Furthermore, recognition ia given 

ta the social and contextual nature of adaptation, which as mentioned 

before is a departure from intrapsychic models. 

Othèr _ authors have criticized systems ~heory on several fronts 

(Burrell & Morgan, 1979; Cloward § Piven, 1975; Draver & Shragge', 1977; 

Gouldner, 1970). 
) '< 

Drover and shr~~~i (1971) takl issue with Von 

Bertalanffy's view that a strength of the the ory ir its multivariate 

perspective. lndeed, the framework is multivariate but the possible 

factors for con~ideration are so numerous that one cannot comprehend the 

multiplicity of interrelatiooahips. Therefore, 
l, 

\~.., 

the 'practitioner is 
-, ' 

forced to make judgements about which variables will be included in the 
\ 

analysis. The resultant process is an individual d~~~~~n ~~ carries 

with it the values and biases of the social worker. Although the theory 

appears on the surface ta possess scie~t1f1c neutrality, the very fact 

that certain factors are excluded from analysis is a value-Iadden 

decision. When considering how the social worker might arrive at a 

decision about which variables ta include, it 18 likely that those which 

are more amenable to change would remain in the analysis. Systems which 

are more powerful and therefore leBS malleable would probably be 

dropped. For example, in tlle case of designing services ta a family 

with a child h~ving developmental disabilities, the social worker might 

include the school .in the framework while leaving out the State 
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Deparbient of Mental Healtb because intervention at the school level ls 
.,. 

aanageable whereas the State Department would be thought of as too 

" powerful for one worker to impact. Furtbermore, the famUy, usually tbe 

least pow~,rfu1 system ln tbe equatlon, ls often counselled to adapt and 

cope with tbeir problems rather tban work to change the other systems 

which implnge upon them. Under this model, the consumer movement, whlch 
, 

spurred pol1cies such as deinstitutional1zation and mandatory special 

• J education, would have never succeeded. 

Drover and Shragge (1977) also remind us that a basic assomption of,:I!t 

the model is that aIl systems are working toward the same goal. There 

is no acknowledgement tbat systems act' accordlng to different 

motivations and interests. For instance, the state may ~ be concerned 

with cutting costs and therefore support deinstitutional1zation, while 

parent groups support the same social policy for humanistic reasons. On 

a similar theme, Cloward and Piven (1975) state that sy:.tems theory 

leads social workers to view clients as interacting with a variety of 
-----.... r 

'- sy,stems when, in fact, clients do not interact with systems but are 

oppressed hy them. They assert that social agencies dictate the nature 

and content of the relationship with clients rather than interact with 

them from a mu tuaI power base with mutual goals. Cloward and Piven 

(1975) advocate that social '.Jorkera resist agencies representing the 

welfare state, aQ. intervention Inconsistent w!th systems the ory which 

seeks to reduce conilict and promote adaptation. Under systems theory, 

intervention is aimed at making systems work better rather than devising 

alternatives (Gouldner, 1970) • 
.. 

\ l', 

) , 
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Systems theory is a1so couservative in that it perpetuates the 

status quo by acceptlng soçiety' s institutions as a given (Gouldner, 

1970): For example, the Double ABCX Model does not question whether the 
" 

family ls the most benefic1al environment for a child. The theory 

merely accepts the famlly form it is asked to analyze. With respect to 
v 

the Double ABCX Model, 'McCubbin and Patterson 0983a) state that -fthe 

important characteristic of the family before the impact of a stressor 

event or transition is the general sense of satisfactiop and stability 

about the family structure and patterns of interaction" (p. 19). 

Ho~ever. families experiencing chronically stressful life situations may 

1".:;: have a general sense ot satisfaction and stability prior to a 
" 

crisis. In fact, some families may be vulnerable to chronic crises due 

to the conditions under which they live: Consider the single parent 
J 

family, living in poverty, with a developmental1y disab1ed chi1d. The 
4, 

~ , 
lack of financial resources, coupled with the absence of a spousÈi and 

the presence of a handicapped child putà this family at risk f~r chronic 
, 

stress and crisis • The mode1, therefore, may be 1imited in its ability 

to~.address some fami1y configurations and 1ife styles. 

In summary, systems the ory generally, and the Double ABCX Model 

spécifically, have been widely applied as a theoretical model for 

explaining the re1ationship between stress, coping and adaptation in 

families with developmenta11y dj.sab1ed children. Although the Double 
" . 

ABCX is useful conceptu~lly, it carries with ft some inhelent 

deficiencies which should be made explicit to the social work 

prac ti tioner • On the positive ",side, the model incorporates social 

functioning as an important component of overall functioning. It is 
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multivariate, easily applied longitudinally, and underBtandnble to the 

cadre of professionals involved with families and children with 

developmental disabilities. Furthermore, it recognizes posi~ive as weIl 

as poor adaptation to the presence of a handicapped child. 

However, social workers should be aware 'that the model i8 

inherently conservative, value-Iadden, and difficult to comprehend due 

to the multiplicity of possible variables for consideration. The Double 
" / .. ,-' 

J 

ABCX Model appears to be better suited to generally 'table famil-y 

situatj,ons Bince 1t assumes equilibrium prior to a stressor event. 

Social workers will also Und the Double ABCX helpful in analyzing 

social phenomena such as the family in crisis as opposed to prescribing 

interventions. Goldstein (1975) points out that systems the ory cannot 1 

he practiced in the way Behaviour' Modification or Gestalt Therapy are 

applied. The Double ABCX ls used in the current study because of its 

descriptive and explanatory power. The model as it is applied in the 

current study will te!t whether informaI social support moderates the 

stress of caring for a severely disabled chi Id and enbances life 

satisfactio~ for the primary caregiver. Interventions wlth children and 
; 

families which result from this study will he informed by the model but 

not prescribed by it. The purpose of the research described ~ere ls not 

to test the effect of an intervention strategy but to better understand 

the relationshlps between informaI socIal support and stress, coplng and 

life satisfaction in the female primary 'caregiver of a handicapped 

ch1ld. The Double AnCX Model ls both approprlate and useful under these 

circumstances. 
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The Role of InformaI Social Support in Moderating Stress and Preven~ing 

Out-of-Home Placement in Families wi th Developmentally Disabled 

Children 

InformaI social support and 
.. "'-\'~, 

its stress 'mod~ting and heafth-

• promotin~ properties have recéived significant attention in the social 

science and medical literature. However, the influence of community and 

social supports upon decisions to institutionalize, or as a mediator of 

stress in families with a developmentally disabled member, is not weIl 
'\ 

understood due to a dearth of research in this area (Sherman & Cocozza, 
r-~ 

1984). Research to date has largely focused' on the impact upon the 

family wi~h a disabled member and little attention has been paid to the 
, ' 

supports which assist famil1es with coping. This is probably 

attributable to the fact thât until recently emphasis has been placed on 

'institutional care of persons with developmental disabilities aS,opposed 

to family and community care. This section of the review will critique 

the limited literature on informaI social support to famil1es with \ .~ 

handicapped children. 

Marie Bristol and her colleagues have made a significant 

contribution to our understanding of families with children who have 

developmental~'disabilities through their ~esearch vith autistic children 

and their f~ilieB. ' Bristol (1984) ls one of the few family researchers 

to empirically test the ability of the Double ABCX Model to predict 

healthy adaptation in families vith handicapped children. She studied 

45 families with autist!c or autistic-like children between the ages of 

2 and 10 years to de termine whether the Double ABCX was an effective 
, 

framework for conceptualizing the process of adaptation in these 
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famil1es. , The model was operationallzed in t~ following way: (A) the 

severity of 'the handicap and (a) the pl1e-up of other stresses; (B) 

family cohesion and (b) social support; (C) the externalization of blame 

and (c) the definition of the handicap as a family crisis; the 

interaction of (B) plus (C) the patterns of coping; and healthy 

adaptation (XX) was measured by ,frequency of maternaI depressive 

.. - r" 
symptems, a general rating of family adaptation and marital adjù'stment. 

Mothers who had taken medications continuously for a month were analyzed 

separately and compared te mothers who had not taken medicatlon to see 
~ 

if these tWo groups differed in terms of the ABC variables. 

Demographically, families proved to be a very heterogeneous group. 

1 
AlI five of the social status groups as measured 0 by the Hollingshead 

Index - were represented~. Mothers' education ranged from junior high 

school to graduate school. Thirty-five of the mothers were part of a 

two-parent family and 10 mothers were single parents. The children also 
) 

proved to be a diverse group, with IQs ranging from 9 to 91. Race was 

not reported. Participants were consecutive referrals to a statewide 

programme for autistic children. Da t'a were collected through 

self-administered questionnaires, home observations ,. structurecl 

interviews with mothers, and psychometrie testing of children. 

It was hypothesized that the Double ABCX Model would predict 

healthy adaptation in families with autistic and autistic-l1ke ~hildren. 

Canonical correlation was used to test whether chlld characteristics 

/ 
(A), family resources (B), and maternaI beliefs (C) "dsignificantly 

,/ 
1 

predicted adaptation in the form of, maternaI depression and observer 
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ratlngs of acceptance and quallty of parentlng With the handicapped 

child. Analysis yielded a canonical correlation of .67, With p <.006, 

indicating that the A, B, and C factors together significantly predicted 

healthy - adaptation in the famil±es studied. Because canonical 
J 

correlation did not identify whether maternaI depression or acceptance 
r 

and quality 'of parenting were predicted, ~LrtiPle regression was 

performed, s~parately for tbes~ two dependent variables. The modei 

proved to expIa in 55% Cp = .00l) of the variance ln observer rating of 

family adaptation, 33% (p c .04) of the variance in mother's depressive 
~. 

symptoms, and 53% (p c .01) of the variance in marital adjustment (n -

35). The predictor variables included: (a) severity of the handicap; 

(b) pile-up of other stressors; (c) family cohesion; (d) informaI 

support; (e) formaI support; (f) self-blame; (~) definition as a family 

catastrophe; and (h) coping patterns. Wben m'W.tiple regressions were 
,..,. 'l., 

run with aIl of the predictor or independent variables con,,!idered for 

each adaptation or dependent variable, only pile-up of other stress9rs 

and informaI support were significant factors in each regression 

equation. Analysis by whether or not a mother had regularly taken 

medication in the past year revealed that those who had not taken 

medication were more likely to seek out and utilize informaI and formaI 

• 
supports than those who had continuously used m~dication. 

? 

/-, 

__ ,r The Bristol study lends credence to the Double ABCX Model as a way 

to conceptualize heaithy adaptation of families under the stress of , 

caring fot ij~ handicapped child. The model significantly predicted 

healthy adaptat,ion, mother's depressive symptoms and marital adjustment. 

"Furthermore, the model was leaat effective in predicting maternaI 

75 

1 



~. 

'. 

, 
" 

depreesion (33% of the variance), which 1s cur10us 1n light of the 

plethora of etudies on th1s topic. Pile-up of other stressors was the 

only variable which significantly predicted materna! depression. In a 

previously cited study by Dorner (1975), it was found tltat mothers of 
( 

physica11y ~ndic&pped children had malaise .scores which were twice as 

high as would be expected from the general population. Mothers- who 

admi tted to being depressed, however, did not link their depression to 

the handicapped child but attributed it to other normative pressures. 
, 

These findings indicate that maternaI depression may be attributable to 

other life stresses, not the actual care of the hand1capped child. 
(\ 

However, it may also be true that the caregiving demands of a child with 

handicaps make mothers more vulnerable to depression. A further 

limitation of the Bristol study has to do with making generalizations 

about family adaptation based on data solely from mot:hers. Although 

this is characteristic of the majority of family research, caution' .~;~ 

should be exercised in drawing conclusions about family functioning when 

data are available for only one family member. 

Oo1y informaI st~RPort and recent life changes were eignificant 

predictors of adaptation aeross a11 dependent measures in Bristol' s 

study. Throughout the literature, informaI support consistently 

surfaces as an important factor in adaptation of families e%periencing 

stress. Yet little is known about the interaction between social 

support and stress. In this study, for instance, the Carolina Support 

Scale, which yields a summary measure of support, and 1 ts percei ved ! 
usefulness from family, friends, ne ighbours and other parents _ r/é 
handicapped children, was used. Consequently, it lB not known whether 
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th~eoPle provided information about programmes, services or child 

rearing~ assistance such as babysitting or help vith household chores; 

or if they vere emotionally supporti ve. Since the Carolina Parent 

Support Scale provides a global measure of support, programme planners 

and practitioners interested in designing and delivering services to 

this population do not have adequate information regarding the content 

or nature of the' Gupport families find most helpful. Another unanswered 

question pertains to the characteristics of families best able to 

construct satisfying networks of support. Bristol's study consisted of 

a demographically broad sample, but did not control for education or 

in~ome whicp may be associated with acceàs to informaI support. 1t 

would be useful. to krfow if certain feiltures predispose families to 
/ 

develop their OwD networks of informaI support. These data·would help 

identify mothers who are potentially at risk ,for poor systems of 

informaI support and provide clues as to the traits and conditions which 

lead mothers to amass their own support. Two exploratory research 

questions emerge from this analysis: 

16 informational, instrumental or emotional social 
support important in promoting healthy adaptation 
in families w1t~ a developmentally disabled child? 
and 

What are the demographic variables which discriminate 
families with strong\networks of informaI social 
support from those with weak networks? 

Families-of children with handicaps, like other families, progress 

through developmental stages. Consequently, families throughout the 

life cycle will possess the need for different constellations of formaI 

and informa! supports. Suelzle and Keenan (1981) collected data through 

77 

-. 



r 

-, 

) 

mail questionnaires to 330 families with mentally retarded children 

ranging in age from birth to 21 years old. The population consisted of 

parents vith developmentally disabled children, residing and receiving 

services in Lake County, Illinois. The response rate was 43.9%. The 

\ 
sample is likely to be biased towards petter educated, English speaking 

and verbal parents sinee the questionnaire required selfràdministrati,on 

and was 57 pages long. Regarding the utilization of services, parents 

of younger children tended to look to physicians for recommendations. 

while parents of older children were more likely to rely on the advice 
,f 
j 

of school personnel. Social support from family members, friends or 
1 

paid babysitters declined significantly over the IHe cycle of the 

children. Whether this reflects diminishing need for support over the 

life cycle or deèreased willingness to provide support on the part of .. 
significant others is not known. Differences were observed in the 

sources of babysitting services. Single mothers who were members of 
, 

'ethnic minorities and who had less than a high school education, used 

family and frierids for babysitters. Higher income, white and better 

educated mothera more often utilized paid _babysltters. It is unknown 

"\ 
whether the decision to employ a paid sitter or to utillze a family 

member is based on economic resource~ or sbme other factor. 

To dctermlne the influence of ~ocial support upon placement of the 

child'J Germ~n and Haisto (1982) intervlewed three groups of mothers, 

those with a mentally retarded chlld placed out-of-home, those uslng 

respite care, and those keeping their child at home. - Fami1y support was 

defined as those social, financial and emotional systems which medlate 

family stress. Significant dlfferences were' found among the three 

78 -



c 

l 

groups in several areas. Those keeping their child at home had a higher 

<' 
level of education, were more often white and married, and less likely 

to have another mentally retarded child. Results showed that emotional 

support in the form of another parent, grapdparents and extended family 
ç-

waB very important to families caring for their chlldren at home. In 
the absence of support from the~e significant others, there was a 

greater likelihood of out-of-home placement. The researchers do not 

report on the relative Bocloeconomlc status of the three groups. 
t-""; 

HQweve'r, if single parent status is,,,Jssociated with ~ower income, it ls 

safe to assume, tb~ ~the residential group includes a higher proportion 
u 

of this economic class. Although it is clear that those in the home 

group had greater access to social support, it is unclear how 

slgnificant the effects of low income status are. Also, aince this 

atudy was conducted after the" chlld was placed, It ls not possible to 

know how much support actually existed for parents prior to placement. 

It is conceivable that previously supportive family members withdrew 

after placement due to a lessening of need. 

The effects of stress And social support were the subject of study 

of 52 mothers of pre-mature infants and 53 mothers of full-term infants 

CCrnic, Greenberg, Ragozin, Robinson & Brasham, 1983). The sample 

consisted of primarily white, middle-class, two-parent families in which 

the mother did not work outside the home, al though one third of the 

families received seme public assistance. Data were collected through 

in-depth structured home interviews when infants were one month old, and ~ 

,li 

vldeo-taped behavioural observations' made at four months of age in the 

clinic setting. Measured in the home interviews were life stress, 
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social support, general life satisfaction and satisfaêtion with 
, ' . 

parenting., The\behavioural observations yielded a global.easure which 

rated dimensions of child behaviour, including satisfaction from 

interaction, responsiveness and affective' tone. No significant group 

differences were found between mothers with a pre-mature infant snd 

those with a full-term infant. The data were subsequently pooled and 

• 
divided into high versus low support and life stress. A 75%:25% split 

was employed Qecause most mothers scored high on support a~d low on life 

stress. The three\ sources of social support measured w~re intimate" 

friendship, and neighbo~rhood or ~ommunity. Presence of intimate and 
Co 

co~unity ~uppo~ and lower life 
\ . stress were highly significant 

predictors of life satisfaction while friendship support,was note 
• 0 

Regarding satisfaction with parenting,' intimate and friend:~hip 'support 

and lower life stress were high1y l:'redictive of a' positive maternaI 

attitu~e. However, it was not the prl;sence or absence of intimate 

support which was a significant factor in predicting satisfaction with 

parenting, but the satisfaction with the support. This finding suggests 

that it may not be enough to measure whether or not a source of support 

exists for an individual: but the degree to which the re~ationship is 

valued may have greater impact. Social support was also found to 

significantly affect' both maternaI and infant behaviour. Generally, 

intimate support was found to have the most positive effects on lifé 

satisfaction. 

ln another study, Bristol and SChopler .. (984) examined stress and 
, 

coping in families with an autistic adolescent. Two groups of ten 

families each, one group with high stress and one with low stress, were 
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compared. The groups were s1milar with respect to motQer's age, family 

income, number or ag~ of chlldren in the faudly, percent of first born 
. '\ 

children, percent of children who 1 were more severely autistic, and 

number of ,others employed outside .the home. The lower stress group 

consiste~of children who had fewer behavioural problems a~d where~more 
self-help skills, activities and services were ~vailable to the family. 

Contrary to Bradshaw and Lawton' s (1978) finding that only working 

mothers were less depressed, Bristol and Scholper discovered that 

mothers in the low stress group reporLed greater satisfaction with~their 

status regardless of whether they were working outside the home or not. 

Low stress mothers also reported more support from husbands, relatives, 

friends, and other parents of handicapped children. Again, this study 

examines a small sample of parents, making generalizations impossible. 

In addition, the support gcale used does not measure the type of support 

received from informaI sources. It is not known, for instance, whether 

emotional, instrumental, or informational support is provided and how 

important each category of support is in moderating stress. 

The nature of social support networks in families with habdicapped 

children was studied by Kazak and Marvin (1984). Fifty six familles 

with a child having spina bifida were compared with 53 families with a 

nonhandicapped child. The only significant demographic difference 

between the families was in income, with the study group earning an 

average of $17,900 compared to $29,500 for con troIs. There were no 

differences between families in the size of famlly networks; however, 

parents with a handicapped child had significantly fewer pers ons ln 

their friendship network. Furthermore, familles wi th a handicapped 
" 
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ch1ld had denser social networlts than controls, meaning that network • 

mabers were more likely to know and interaet w1 th each other. This 

study supports the faet that families with handicapped children are more 

likely to be isolated than parents of nonhandicapped chlldren. The 

authors sta te, however, tha t aâdi tiotpJ,l analysis of the da ta did not 

reveal a correlation between family or friendship network size and 

stress. Therefore, satisfaction with relationships and quality of 

support may prove to be better predictors of reduced stress than size of 

network. 

In a recent work, Dunst, Trivette and Cross (1986) considered the 

mediating inf.luence of social support in a study of 137 parents of 

mentally retarded, physically impaired and developmentally at-risk 

children. The outcomes measured included personal well-being, parental 

attitudes toward their child, family integrity, parental perceptions of 

child functioning, parent-child play opportunities, and child behaviour 

and development. Subjects were 96 mothers and 41 fathers of preschool 

chlldren who were participants in an early intervention programme for 

children wi tn or a t-risk for a developmen tal disa bil1 ty. The three 

groups of families did not differ in age, education of parents or 

marital statua. Differences w~re found in socioeconomic statua, with 

those having a developmentally at-risk child scoring lowest on the 

Hollingshead Five-Level Model of Social Statua followed by those 

families with a mentally retarded child. The three groups o~ children 

did not differ in age or sex but the groups were signifleantiy different 

in developmental measures such as IQ and social-adaptive age. Results 

showed that when controlling for socioeconomic status and ineome, child 
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Bex, age, developmental quotient aQd diagnosis, both satisfaction with 

support and number of sources of support vere significantly related to 

a11 sets of outcomes. Parents with more satisfying social netvorks 

reported better persona1 well-being, more positive attitudes, and more 

positive influences on parent-child play opportunities and child 

behaviour and development. The only~ area social support did not 

influence was family integrity. 

The authors conclude that social support has differential impacts 

and effects. They recommend that future investigators identify the 

types and dimensions of support that have particular impacts in order to 

further our understanding of the differential influences of support on 

the parent, family and child. 

Summary of the Relationship Between InformaI Social Support and FamHy 

Adaptation 

The developmental disabilities 1iterature on the topic of informal 

social support is not extensive. Research to date indicates that social 

support is an important factor in moderating the stress of caring for a 

handicapped child. Furthermore, in the absence of such support, there 

is a greater likelihood of stress and out-of-home placement. There i9 

some indication that support decreases over the life cycle; however, it 

is not clear whether this reflects diminishing need or fewer people 

villing to provide such support. It has been shown that the size of the 

social network i9- 1ess important than the degree to which the 

relationships are valued. Consequently, quality of social support 

should be considered over quantity. Also, fami1ies vith children having 
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developmental disabilities often have fewer friends in their social 

network than families with nonhandic~p.ped children, fur ther ing the .'";$ 

contention that the former families are more socially !solated. It was 

a1so shown t1.at gre~ter support to parents is associated with more 

positive parent-chi Id interaction and better child behaviour and 

development. 

\ 

Absent t'rom the literature are data on the type of social \ support 

that families caring for a handicapped me~ber find beneflcial. 

Determining the extent to which instrumental, informational or emotional 

support are helpful to families would make a substantial contribution to 

the research in this field. Furthermore, data regarding the 

characteristics of families at risk for inadequate social support woUld 

assist professionals in targeting interventions to families wi th the 

greatest need. 

A conceptual issue of concern is whether or not there is a causal 

relationship between informaI social support and the outcomes cited in 

the preceding studies. It is possible, for instance, that those 

reporting less stress and better adapt~tion possess. important 

psychologiea! characteristics whieh allow them to build a strong system 

of support. People who are emotionally healthy may possess the personal 

resources and interpersonal skills to maintain positive re!ationships 

with family, friends and neighbours. Given this Interpretation, the 

causal relationship goes from adaptation to social support instead of 

the other way around. If social policy and programmes are to be 
; 

. influenced by past research and the current study, there mbst be greater 
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evldenGe of ~e independent effect of Bocial support on emotional 

well-being. The next section will attempt to bring the llterature 

together in a way which lends credibili ty to the vie. that social 

support leads to positive adaptation. 

Establishlng Causallty Between InformaI Social Support and Health 

Outcomes 

This sub-section will examine the issue of causality and argue that 
~ 

there ia sufficient evidence to conclude that Info~ social support 

moderates the impact of a stressor. Sinee little of the developmental 

disabilitiea researeh has studied the stress-moderating role of social 

support, 1t is necessary to review key studies which document the 

physical and emotional health promoting properties of ~nformal support. 

This line of 

between life 

theory has its beginnlngs in the study of the relations~iP 

stress and illness. Through the seminal work of SerIe 

(1956), and later Holmes and Rahe (1967), among others, the association 

between stressful life events and ill health was establ1shed. Since 

that Ume a pIe thora of research has been conducted on factors which 

potentially moderate the impact of a particular stressor. Moderators 

can be psychologieal, physiological or social factors (Dohrenwend & 

Dohrenwend, 1974). Yet a problem which continues to plague researchers 

1s one of causal1ty. It 1s difficult to establish causality in lIlost 

social science research because strict erperimental conditions are not 

possible. In the study of informaI social support there is always a 

questio~ about the direction of the influence between~.ocial support and 

the dependent variable, whether it be physlcal or emotional health. If 

social work interventions are to be predicated on the resu1ts of th!s 
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research, there sust be strong re}lson to believe that Bocial support has 

a positive influence on health. 

Tvo approaches have been used to test the effect, of informaI 

support on health outcomes. The first is an experimental d~sign where 

individuals are randomly assigned to an intervention group that provides 

various types 

intervention. 

of support and a control group which r~eives no 

With an adequate sample size, it is possible to control 

for psychological and physiologieal processes which mediate against life 

stress in order to measure the independent effect of social support. 
$, 

Although intervention studies are expensive and often difficult to 

implement, the contribution to the field is pot-entially substantial. 

Yet there is one major dilemma for researchers attempting intervention 

studies in the area of informaI support. By definition, informaI social 

support opera tes outside the formaI system of services, making i t 

difficult to conceive of an intervention which preserves the essential 

elements of the informaI system. An example of an intervention study 

which fell victim to this problem is one which introduced a supportive 

companion for women admitted for delivery in a Guatemala hospital (Sosa, 

Kennell, Klaus, Robertson, & Urrutia, 1980). 
~ 

Mothers were randomly 

assigned to the companion group and a control group which followed 

regular ~ospital procedures. Those mothers receiving the intervention 

differed signiflcantly from controls in that the length of time from 
i 

admission to delivery was shorter, the y were awake more after delivery, 

and they stroked, amiled at and talke4 to th~lr bables .ore than control 

Ilothers. 
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, , 
~thou8h this study establ1shes th~ positive influence of à lay 

per~n for .others experiencing the stressful event of delivery~ it is 

qu~stionable wh~ther the intervention qualifies as, Inforaal Bocial , 
8upport. Using Gottlieb' s (1983) ~efiniti~n of social support which 

states that the support is proffered by social intimates, it is clear 

that the support ive companlon is not part of the woman's social network. 

Furthermore, the intervention violates another, element of an irqormal 

system in that the support ls not mutua.l, but one way, flowing from 

companion to mother. Intervention studies are typicall'y difficult to 

manipulate within the informaI system. Cohen and Syme (1985) caution 

that the effectiveness of intervention studies "depends on the 

appropriateness of the resources provided by the system, the 

interpersonal context in which those resources are made available, and 

whether pers ons perceive access to these resources in the way intended 

by the in tervenor" (p. 17). \ 
A more promising approaeh to dealing vith the question of causality 

mey lie in longitudinal researeh which establishes a baseline of 

psychologieal, physiologica! and social characteristicB and followB a 

cohort over time to observe how social support assista individusls 

experieneing' stresa •. As new ,stressors are introduced into the life of 

an ipdividual it is possible to.determine whether the amount of informaI 

social support avaHable to the individusl prediets better outcomes. 

One of the most important prospe~ive studies of social support and its 

influence on health was the work of Nuckolls, Cassel and Kaplan (1972). 

In a study of 170 pregnant women, Nuckolls et al. explored the 

relationship between psychosocial assets, social stress and the 
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psychological SymptOliS and morale, and physical jhealth in a suple of 

100, persons - 45 to 64 years of age. Participants in the study vere 
" 

Interviewed in their homes for 12 consecutive months and cOIIlpletl!d 

self-report questionnaires between interviews. Cross-sectional analysis 

using multiple regression indicated that lack of tangible and emotionsl , 

support were slgnificant predlctors of depresslon. ~lfe events and loss 

ev~nts did not explain a significant amount of the variance in 

det'ression. In the analysis of morale J nonloss life events 

significantly predicted morale. Of the support measures, ouly absence 

of tangible support contributed significantly to the explained variance 

in negatlve morale. There were no significant correlations between the 

independent variables and phY8ical health status. 

Prospective analysi8 supported the findings of cross-sectionsl . 
-' 

analysis. When depression was compared over the course of the study, it 

,was found that there was a significant correlation between depression at 

time 1 and 2 (r - 0.71, p(.OOl). However, neither social support nor 

social network size was significantly predicted by life events, earlier 

depress:fpn or morale. The authors conclude that this finding off ers 

support for depression and morale being dependent variables. This 

finding also argues _ against the premise that the relationship betw~en 

support and depression results from the effects of psychological 

symptoms on interp~~~onal relationships. In other vords, their results 
, ~, . , , 

suggest that~àocial support influences morale rather than morale 

influencing social support. Thi&~~s an important point for the proposed 

research on the role of social support in moderating stress and life 

satisfaction in mothers Vith severely handicapped chUdren. lt i8 
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... uaed thatl social support buffers .'tress, thereby leadill8 to better 

adaptation. If in fact positive outcOiles Bign1ficantly affect onets 

ability and predilection to build netvorks of 1nfomal. .ocial support; 

then social support 1s the dependent variable. 

On the other band, it is naive to assume that there is not 

reciprocal causation between informaI social support and' adaptation. 

Certainly, severely depressed individuals are likely to experience 

considerable difficulty maintaining positive relationships with others. 

However, most people are not st the severe end of the depression 
" 

continuum but are coping fairly effectively, even in the face of chronic 

stress. Yet, some people seem to be more adept at building good 

interpersonal relationships. Part of this dynamic can he attributed to 

a positive feeling about self and~satisfaction with onets l1fe 

situation. 

l' 

, 
It is especislly difficult to ferret out the relationship between 

support and adaptation when considering the raIe of a chronic stressor 
~ ~ . 

'(Kessler, 1983). At least with an acute, time-l1mited stressor it is 

possi ble, theoretically, to measure the abili ty of social support to 

moderate the negative impact Binee we are able to study individuals 

before and after they experience the event. As if these methodological 

problems were not difficult enough, we usually have to rely on ,easures 

which are not objective but whlch require Belf-report. The reBpondent'~ 

level of stress llight calour her per~eptions and yield 8.rtificiUly 

strang relationships between social support and the outcome variables 

~sler, 1983). 
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G1ven these l1aitations, why would one vant to study the roie "of 

1nformal Bocial support? It 1s in part because we knov, based on 

persona! exper1ence, that support from the people close to us 1s 
'\, 

iaportant during times of stress. Furthermor~, social support has been 

assoclated with posit1ve health outcomes 1n numerous studies. 
\ 

In a 

prevlous study (Marcenko & Meyers, 1985) l found that social support vas 
, 

the only variable significantly related to reduced stress and enhanced 

coping. 'In light of this finding, my curiosity a~t the nature and 

1. 
type of support most helpful to mothers caring for severely handlcapped 

children was piqued. If social workers knew more about how Bocial , 

support assists mothers of handicapped children, they could better 

" design their interventions. 

If 

In addition to these reasons, it has been reported 1n the 

literature that mothers with handicapped children experience a un1que~ 
set of circumstances which complicates their ability to engage in social 

"" relationshlps. For 1nstance, families with handicapped children are 

at-risk for Inadequate social support since they typically experience 

greater social isolation than their counterparts in the general 

population (Davis & HacKay,' 1973). Therefore, this l18.y be a 

charact~ristic of famil1es with handicapped ch11dren irrespective of the 

psychological strengths of parents. The barriers they encounter to . 

establ1shing adequate networks of_social support are not always of a 

psychological nature but are Inherent in the 11fe a1tuation they 

confront. In addition to environmental conditions 8uch ,S soc1al 

isolation which inhibit support, it has been shown that .others vith 

handicapped chlldren exper1ence· depressiôn aore often than their 
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· counterpartB vith nonhandicapped ehildren (Domer, 1975; Bradshaw & 

Lawton, 1978). This psycQological factor could further 1apede one' s 
1 • 

) ability to develop and maintain social support networks. Therefore, 
\ . , 

aothers caring for handicapped children uy need assistance ln 

overcoming both environmental and psychological barriers to accessing 

informaI Boclal support. 

J 
Whl,le the stress-buffering effect of social support ls the 

hypothesis employed in the study under discussion, there is also a 

hypothesis which asserts that support enhances health regardless of 

stress level. The former hypothesls Is referred to as the stress 

buffering effect and the latter as the main effect.. (Dooley, 1985). 

Coh~n and Syme (1985) argue that comparlsons of main and buffering 

effect models will not contribute substantially to our understandl~g of 

,the relationship between social support and health. Rather, they 

encourage research which il1uminates how support relates to variouB 

behavioural, emotional and' physiological media tors of he al th. Data 

about the type and source of help most beneficial would assist in 

fa~hioning al system of support to famil1es with severely handicapped 

children which Is efficacious to' both children and families. 

"

Cassel '(1976) asserts that there isl! ample evidence in studies 'l 
both animal and hWll4n populations that social support provlded by those .. 
from the primary group ,important to the indivi,;Jual viII have a 

8tress-buffer~ng effect, thereby offering some protection against 

disease. He suggests tha t a one-dlmensional concept of psychosocial 

processes as stressful or non-stressful is inâdequate. A m~re accurate 
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fraaework includes two diaenslons ~ the atŒ'essful event ~ plus the 

henefic1a1 effects of social support. Conceptually Caasel'. foraulat1on 

ls stra1ghtforward and consistent vith both H1ll's and McCubbln's crisis 

aodels. . AU three theories purport that certaln conditions or 

1 
clrcUIIIstances wit:hin the social environment can he stressful for an 

,/, 

1nd1vidual; however, social support bas a moderating effect.Jon the 

degree to which the str~ssor ls negatlve i~l-ts impact. 
) 
1 

. Thus. ev1dence for the role of informaI social support in 

jmoderatlng stress exists in the l1terature. This, coupled vith the 

special social and psychologlcàl c1rcuÎnstance mothers vith handlcapped 

children find themselves in, makes the study of the nature of the 

informaI support systems which assist mothers to care for a severely 

handicapped child, an important subject ol inqufry. It Is recJgnized, 

however, that cauBation cannot he definitively estab11shed and, in fact, 

there ls probably some rec1procal causation between informaI social 

support and adaptation. Consequently, the purpose of this study 1s not 

only to de termine the relationship between support and stress, but to 

11luminate the nature and type of help most important for mothers of 

handicapped cI:tildren. Future research should focus on both intervention 

studies which attempt to utilize helpers from mother's already c~~sting 

néd,ork or introduce new network members and longitudinal studles ",hich 

examine the role of social support as new stressors are experienced. 

«' , 

InformaI Social Support and the Single-Parent Family 

The single-parent famlly J which usually .eans single .others, 

deserves special attention with regard to informa! socia! support due to 

" 
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the lack of a apouse who potentially assists in the caresiv1ng demands 
,q/ 

of a chi Id vith developmental disabilities. Wikler, Baack and 

IDtagliata (1984) 8um up the positioD of the single .other with a 

handicapped ch1ld in this way: 

The unrelieved responsibility of raisins a chronically 
dependent person can drain the single mother's ener~ 
from such critical activities as developing new social 
relationships or managing a household routine. This 
strain combined with the perception that it may never 
cease, places the single parent at increased risk 
for stress. The ch!ld-care related stresses cannot 
be underestimated when working clinically to support 
the single parent of a child with mental retardation (p. 47). 

HeLanahan, Wedemeyer and Adelberg (1981) examined the ~elationsh!p 

between network social support and 

single parent famlly. In-depth, 

condueted w1th 45 divorced mothers. 

psychologieal well-being in 

sem! -s truc turlci in terviéws 

the 

were 

Subsequent to the interview, 

mùthers were contacted by telephone twtce weekly for six weeks to 

discuss their da1ly stress and how their networks served to support 

them. Subjects range~ in age from 22 to 52 years and had yearly incomes 

ranging from $4,500 to $50,000, although almost aIl were employed. 

Three major types of networks were identified: (1) a famlly of 

origin network; (2) an extended network; and (3) a conjugal;. network 

consisting of two 8ubtypes. The famil}r of origin type is typified by 

8upport from family members with few or no non-related friendship ties. 

The network members are in fréquent contact and are known to each other. 

An extended network is ususlly large and composed of new friends who are 

not necessarlly in contact vith otner aembers of the network. Lastly, 
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conjugal net:works condst of a key lIale figure and aay be one of two 

aubtypes. In the first type the reaainder of the networlt includes 

famil}\, aembers and old friends, while the second subtype includes the 

\, key male figure and new friends. Analysis of qualitative data revealed 
• 
that the effects of support were moderated by a third factor, role 

orientation of the mother. Two orientations were identified, 

stabilizers and changers. Stabilizers were attempting to maintain their 

pre-divorce roles, while changers were interested in establishing a new 

identity as a single person. The study found that mothers who were 

psychologically distressed were either change oriented and had 

closely-knit, family of origin supports or stabilizers, and had supports ,> 

which were loosely-knit friendships. 

Conclusions about the nature snd satisfaction of network support • 

for single parents are n?~ >,advisable from this study given the small 

sample Bize, non-random selection of mothers and the heterogeneity of 

the sample. However, the authors have genera ted hypotheses about how 

various types of support are related to psychological well-being in 

single parents. Their three major hypotheses are that loose-knit 

networks are 9u}Jportive for women estsblishing a new identlty; 

close-knit networks assist women attempting to maintain their existing 

identity; and the orientation and netwgrk type may change over time. 

The single mother of a chi Id with developmental disabllities, 

dept>nding upon the functionsl limitations of her chlld, will have 

instrumental needs whiéh far exceed those of a single parent with a 

nonhandicapped child. Babysittlng for the bandicapped child is a 
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problem often .entioned in conversations vi th parents because 

neighbourhood teenagers, the usual source of si tter, are often not 

capable of bandling the responsibllity of a cbild vith .pe~cJ).l needs. 

Furthermore, babY81tting is a need which persists throughout the 

1ifetime of a severely handicapped individual. Consequently, mothers of 

handicapped chlldren never gain independence from the constant 

caregiving demapds of their chlldren. 

A second difference between mothers of handicapped and 

nonhandicapped children 18 the degree to which they are able to 

establish new social relation~hipa. Parents of handicapped children 

have been shown ta be more socially Isola ted (Schonell et al., 1956; 

Davis & Mackay, 1973; McAlllster et al., 1973). Consequently, parents 

may have limlted opportunlties for establishing new relationships. 

Furthermore, the supportive needs of the single parent may he sa 

numerous and sustalning that friends are unwilling to meet those needs 

on a continuous basis. Family members, however, may he more commi tted 

and perce! ve an obligation to prov!de support to the parent of a 

handicapped child. Therefore,!t is expected that parents of ch!ldren 

vith severe developmental disabUities will recelve support primarlly 

from family members rather than frlends or neighbours. 

The effects of stress and social supports on aother-child 

interaction in single- and two-parent families was the aubject of an 

explora tory study by Weinraub and Wolf (1983). The semple conalsted of 

28 lIother-chlld dyads inc1uding 14 single parents aatched with 14 
Jj 

.others in two-parent families. Mothers vere aatched on age, education; 
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race and faa1ly incOlle. The children ranged in age fr<* 27 to S4 

aontilS. Mothers were an average age of 32 years vith a ean educational 

level of 16 years. Measures of stressful life event8, social netvorks 

and perceived maternaI coping vere obtained by a questionnaire. Qual1ty 

and frequency of mother-child interaction were assessed through a 

structured laboratory task which was video-taped. The study found that 
r 

single-parents had more life changes, fewer socia~ supports and 

community ties and were more socially isolated than mothers in 

two-parent families. Furthermore, single mothers worked longer hours 

and received less emotional and less parental support. Despite these 

differences, single mothers did not report any greater difficulty in 

coping, nor were there any significant differences observed between the 

two groups in mother-child interactions. When the two groups were 

considered separately, fever ~tressfu1 life events, reduced social 

contact, increased parenting support, and more hours worked prediçted 

optimal maternal-child interaction in single-parent families. In two 

parent families, fewer stressful l1fe events, satisfaction wj-th 

emotional support and avallabil1ty of household help predicted optimal 

interaction. 

The resu1ts of this exploratory study 8uggeSt"' that single- and 

tvo-parent families may differ in the amount of social support utilized 

and the number of stressful life events e~perienced. Yet, .other-child 
'- ' 

interaction did not differ between aarriéd and single .others. Only" 

when the sample was dichotomized into those vith aore or 1888 optima1. 

interaction did support prove to he an important intetvening variab,1e 

~ among l/Iarrieds and singles. The number of parents in less optimal 
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categories vas extreaely 8IIUlll, :1nclud1ng only four single-parents and 

tbree aarr1ed .others. Consequently, more research 
'\ 

1& needed to 

val1date the sign:1ficance of social support in prOlioting positive 

aother-child in terac tion. 

Brown and Gray (1985) considered the differences in social networks 

between 91 married and 183 nonmarried Black females in a study of women 

residing in Richmond, Virginia. Data on marital status, social network, 

sources of social support and psychologie a! well-being were gathered 

through struetured i~terviews. Comparisons on demographic variables 

between the two groups of women revealed no significant differences in 

education, employment or number of children. Married respondents 

differed significantly in that they were older and had higher family 

1ncomes than nonmar~ied women. Analysis revealed that there were no 

differences by marital status in the number or range of social support 

network relationships. ~ever, when asked to name their closest 

relationships, married women tended to distribute their tirst close 

relationshlps among faml1y members, female friends and husbands. 

Nonmarried women clted famlly members, espeelally mothers, slblings and 

chlldren as their most important close relationships. In terms of 

source of emotional support, married females split equally between 

husbands and formaI services or family members. Nonmarried women, on 

the other hand, stated they would seek emotional support primarily from 

faml1y .embe~s. Tbere were no dlfferences between the two groups in the 

_ount of reported instrumental social support, or in perceived 

satisfaction w1 th support in genera!. Nonmarried Black feules did, . 
however, have higher levels of psychological distress than theiJ7~ma/ried 

/ 
\ ~ - ,.1 
~ 
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counterparts. The reaearchera attribute thia difference to the younger 

ages cuid lover incOllea of nOIUl&rr_~ed respondents. 

Hirach (1979) conaidered the psychological Characteristics of 

personally satigfying networks of social support and the relationship 

between social support and coping with final eXBmS in 16 aale and 16 

femal~ college students. Findings from this 8tudy indicate1 that 

multidimensional relationships are associated with greater satisfaction 

with social networks. Multidimensionality was defined as networks in 

which the individuals engage in a var~ety of activities as opposed to 

only one type of behaviour. Regarding the stressful period of final " 

exams, students reported less support before and during finals than they 

received after finals.. These results might be expected, Binee amount of 

support is measured in terms of time spent with individuals providing 

this support. Clearly, students would have much more time available to 

rec~ive support after finals than either before or during eX8ll1s. It 

<> 
cannot he concluded that during times of stress people will withdraw 

from support based on these data, but rather the flnding ls a result of 

the way in which support is measured and the type of stress studled. 

In another explora tory stu~y, Hirach (1980) looked at the 

relatlonshlp between natura! support system and coping wlth major life 

change in 20 recent widows and 14 maturé women return1ng to college. 

Subjects in b~th gro/, were a1milar on most demographic variables, life 

changes and natural support system variabl~s. They vere, therefore, 

treated as one generlc group for the purposes of analysis. Social 

support measures included the following five categories: (1) cognitive 
1 1 

'1' 
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le: guidance, .uch as information and advice; (2) aocial reinforcement, 

1 
defined as praise or criticism regarding some behaviour; (3) tangible 

assistance, in the form of help ",i th such things as chores or child 

carej (4) emotional support, deflned as communication with a friend 

which made one feel better or worse when one has already been feeling 

upsetj (5) soclalizing, which ls self explanatory. Both recent life 

changes and mental health were also measured. Findings indicated that 

greater satisfaction with cognitive guidance is significantly related to 

less symptomatology, as measured by the Hopkins Symptom Checklist, and 

better mood a measure derived from the Profile Hood States. Higher 

self-esteem was significantly correlated with greater satisfaction with 

socializing experiences. There were no other significant correlations 

c between support and mental health. Hirsch did find that nuclear 

family-friendship density was related to less satisfaction with one's 

social support, poorer mood and low self-esteem. Density refers to the 

number of relationsbips between family me~bers and frlends as a 

proportion of tbe total number of relationships. Raving a network of 

support which consisted of a broad spectrum of people was found to have 

a ~more positive affect on mental health than tightly knit systems. This 

finding suggests that the type of social network is an imPortant factor 

in mental health. 1 

Although this research is instructive, the type of stress 

considered ln both Hirsch studies Is normative and pales in comparison 

to the stress experienced )by .others of severely handicapped children. 

c However, the issue of multidimensionality ls an interesting one as 

.others of handlcapped children, due to the chronicity of the criais 

100 



~: 

o 

----------------------~----/--r!"'-O -1 
1 

they erperience and their characteristic socia1 isolation, .. y find tbat 

frienijs drop out of the support network leavins only a nucleus of family 

aembers. The current study will explore the source of aupport to 

aothers ~th a severely developmentally disabled child, thereby 

determining the degree of multidimensionality present in their networks. 

The research to date on social support and its relationship to 

health has dealt with acute crises or stressful events that serve as the 

-
precipitator which support then buffers against. Lacking in the 

literature are data about the impact of support by those confronting a 

chronic stressor such as care of a severely handicapped child. Cobb 

(1976) has sugg~sted that this is a neglected subject of study and he 

questions whether social support has the ability to mod~fate the effects 

of chronic stress. Furthermore J vith few exceptions J recent stu~ies of 

social support have not considered the nature or content of the support 

provided and its relative effect on stress. House and Kahn (1985). in 

their recent review of measures and concepts of social support, suggest 

that studies in this field should attempt to measure three aspects of 

social relationships: (a) their existence and quantity,: J'~) aspects of 
" , 

network structure, and (c) the functional content and qual1ty of 

relationships. House and Kahn point out that it is necessary to measure 

all three aspects of social relationships - quantity, structure and 

function - because they are logica1ly and empirically interrelated. For 

instanr.e, relationships must first exist, to form a structure, vhich in 

turn ful.fills certain functions, which then bas an 1apact cm health. 
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Of particular intereat in the area of developllental diaabllitles is 

the structure and function of social aupport aince parents caring for a 

handicapped chl1d will have aany aupportive needs, perdating over the 

life cycle of the chlld. Research has not examined the function of 

soélal support the primary caregiver receives and the differential 

impact of that support based upon whether it Is informational, 

instrumental, or emotional. Interventions designed to bols ter the 

network of informaI soci.al support to parents of handicapped children 

could be more effectively planned if professionals and pàrents vere 

armed with data about the most efficaclous types of support. 

Furthermore, practitioners would be better equipped to Identify families 

at rlsk of poor coping if they understood more about the stress reducing 

types of social support. 

Emergent Hypotheses and Research Questions c 

In Chapter l two broad research questions vere posed: 

How important is the informaI social support system 
ln promoting copi.ng, aoderating stress and enhancing 
11fe satlsfactlon for the feœale primary caregiver 
of a severely handicapped chiId? and 

What is the nature of the informaI social support system 
-of the primary caregiver with a severely developmentally 
dlsabled chlld? 

Thia review of the literature reveals that Informal social lupport 

provlded by family, friends, nelghbours, co-workers or parent groups 

aoderates stress and promo tes healthy adaptation in families caring for 

a handicapped child. Although research points to the stress-bufferlng 

role of informaI support, data are not avallable about the nature and 
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c content of that support. Inforaa.l Bocial support bas been defined as 

"verbal and/or nonverbal information' or advice, tangible aid, or action 

that is proffered by'social intimates o~ inferred by their presence and 

bas beneficial emotional or behavioural effects on tbe recipient" 

(Gottlieb, 1983, p. 28). Three types of informa! social support are 

mentioned in this definition and usually recogrlized " ln' the social 

support li terature, . instrumental, informational and emotional. 

Instrumental support is assistance with' dany tasks such as household 
""

chores, babysitting, or a ride to the store. Inform~tional support is 

assistance in the form of information which is helpful in caring for a 

handicapped chl1d. Examples .:\!1clude information about parent groups or 

child development. Faotionsl support is t&at which assists one in 
/ 

expressing and confronting feelings. The content of emotionally 

supportive acts includes listening, concern, esteem and trust. In 

addition to the three types of support identified above, Bouse and Kahn 

(1985) state that it Is also important to .easure nerwork size. It is 

their contention that it is necessary to establish that a network 

exists, before measuring the impact of those relationships. 

This section will present a rationale for hypotheses and questions 

l'egarding the relationship between informaI social support in lts 

various forms, and coping, stress and life satis~action. In 

hypothesizing about the importance of each type of social support, 

severi! factors must he considered. The female prlllllry caregiver of a 

child with severe developmental disabilit1es will have instrumental 

needs which persist over the life cycle of the child. Severely 

\ 
handic~pped children often do not toilet independently, ambulate or have 
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c speech. 

cerebral 

They l18y also have aedj,Fal and phys1cal conditions such as 

\" .. 
paIsy or epilepsy which coapl1cate their 4811y care. 

Coasequently, it is hypothesized that instrumental social 8upport will 

significantly enhance coping, moderate stress and lead to greater life 

satisfàction for mothers of a severely handicapped children. 

Informational support, whlle potentially important, w~ll probably 
\ 

be needed only periodically by the primary caregiver. Furthetmore, this 

type of support 18 uBually not cri tical to the care of the child on a 

day-to-day basis. Therefore, ft is hypothesized that informationsl 

support will nClt significantly moderate stress or enhance coping and 

life satisfaction. 

Hothers of handicapped chlldren experience the greatest burden of 

care for their children. They have also been shown to be depresBed more 

frequently than mothers 9:,f nonhandicapped children. In vfèw of the 

stress they encounter, it is hypothesized that emotional social support 

will result in significantly better coping, less stress, and h!gher life 

satisfaction. 
,. 

With respect to network size, the literature has pointed to the 

fact that quality not qua\ltity of network relationships is the more 
l~ , 

important aoderator of family stress (Kazak and Marvin, 1984). 

Therefore, it Is hypotheslzed that network size wll1 have no effect on 

coping, stress or lite satisfaction. 
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Also vorthy of consideration is a &lobal .easure of perceived 

informaI social support. Given that perceived level of support may be 
., 

aore ,crucial than the amount of support given, it is expected that 

perceived support will correlate with high coping and life satisfaction 

and reduced stress. 

In addition to understanding the types of social support which 

assist mothers of handicapped children, professionals would benefit from 

know1ng the character1stics of mothers at-risk for poor support. For 

instance, some research has indicated that single mothers have less 

support due to the absence of a spouse (Beckman, 1983). Other research 
.. 

has shawn that as children get older, parents have less support (Suelzle 

& Keenan, 1981). Data regarding the sociodemographic characteristics of 

parents most l1kely to lack social support would help professionBl.s 

target their efforts towards families in greateBt need. 

As mentioned, considerable attention hag been paid to the single 

mother of a handicapped child due to the extraordinary demands placed 

upon her. Yet it is unclear if the single mother uses support fram 
1 

other sources ta compensate for the absence of a spouse. Consequently, 
\ 

I18rried and single mothers will be compared ta determine how the two 
\ 

groups differ in their sources and types of informaI support. 

Also of intereat ia the difference between mothers working outside 

the home and those who are, not, vith respeQ.~ to their use of informal 
, . ~ 

support. Employed mothers potentially have greater instrumental needs 

because of their dual role as primary caregiver and worker. On the 
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other band, .others not outs1de the home 'Lay exper1ence greater 

bave lIlore need for eaot1onal support. 

These two groups of IIlOt ers will be cOIIpared to explore the relationship 

between employment status and amount, type and source of informaI 

.upport. 

To summarize, help in the form of concrete assistance and emotio~1 

support, which comes from persons in the informaI network directly to 

mothers is expected to produce heaithy maternaI adaptation. 

Informationai support and network size, although periodically of same 

importance, should not explain the variance in 'mothers' coping, stress 

or lite satisfaction. The chronlc stress of caring for a severely 

handlcapped child la expected to be moderated by the quantity and 

quallty of certain types of support proferred to mothers. For the 

purpose of clari ty, the research questions and hypotheses are outlined 

in the following section. 

• 
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: 
Re.earch HYpothesls and Questions . , 

Primary Hypoth~8is 

Female P'iimary caregivers who report high inforaal social 
support will also report higher-coping, lover stress and &reater 
life satisfaction than those women vith low inforaal social 
support. 

Expec ta tions 

1. High Perceived Support - high coping, low stress, 
high life satisfaction. 

2. Sigb Instrumental Support - higb coping, low stress,. 
high life satisfaction. 

3. Higb Emotional Support - high coping, low stress, 
high life satisfaction. 

4. Higb Informationsl Support - no significant effect on 
any measures of coping, 
stress and life satisfaction. 

5. High Hetwork Support - no significant effect on any 
measures of coping, stress and 
life satisfaction. 

Primary Descrip~lve Research Question 

What is the nature of the informaI social support,syafem 
of the prlmary caregiveLvith a severely developmentally 
disabled child? 

Descriptive Research Questions 
,'il ' .. 

1. What are the demographic factors which discriainate .others who 
have high levels of informaI social support from those 
who have low levels of support? 

2. Do single women differ from married women in their informaI 
social support system? 

3. Do .others who are wotking outside the home differ from 
those who are not in their informal. Bocia! support aystem? 
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, 
The Research Question Applied to the Double ABCX Model 

.' , 
It will he reca1led that the Double ABCX Model (McCubbin and 

Patterson, 1983b) is a multivariate theoreticd fraaework for 

understanding family adaptation to stress. The model seeks to Identify 

how stressors are mediated by individusl, family and community resources 

and family coping responses to produce family adjustment over time. The 

• 
complete model can be found on page 61. 

Although the model is longitudinal, this research is 

cross-sect!onal and looks at the families at one point ln tilDe. 

Therefore, ft is not known bow families were adapting prior to tbe birth 
~,.-

of their child with developmental disabili ties. As Figure 3.3 

( 
indicates, the stressor (A) is the stress of caring for a child witb 

severe handicaps. This stresser differs from many others a family may 

experience in tbat 1t la cbronlc and not expected to be resol ved. In 

, fact, care is often more difficult as the child matures because of the 

child' s size and strength, coupled w1 th ongoing dependency. ?ile-up 

'(sA) is defined as the initial stressor plus other lite stresses the 

family may experience. Botb the degree of dependency presented by the 
• 

1 
child and other life stresses will be measured in the study. Resources 

(bB), for purposes of this research, are defined as informaI social 

support either percelved, instrumental, emotional, informational or 

network, and formaI support. These independent variables, level of 

1. child functioning, stressful life everi1!s, perceived informaI social 

~upport and formaI services are expected to explain the variance in 

( coping, stress and life satisfaction. No aeasures of the definition and 

aeaning the family attaches to ,the stress of caring for a child are 
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proposed. Bowever, coping, vhich is seen as a product of the 

interaction between resources such as informaI and fo~l Bocial 

support, and perception of the crisis, is aeasured. It is expected that 

level of copi"lg will be expla1ned by the independent variables in the 

mode!. Coping, in turn, is expected to predict the outcome variables, 

stress and lUe satisfaction. The operationalized model Is charted 

below. 
/~ 

., 
Figure 3.3 The Double ABCX Model op~ationalized. 

(bB) 
Resources 

Informal Social Support 
-Instrumental 
-Emotiona! 
-Informational 
-Netwo:k Support \ 

-Fonal Services 
L---_ 

1 (A) 
Stressors 
Chlld with 

Developmental Disabllities t--~ 
+ 

(a) 
Other Life St~esses 

-Coping I~ 
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UDderlY1ng Presumptious of the Research 

Inherent 1n any research are underlying presuapt10us about the 

populat1o? under study and the relationship between th1a group and the 

larger society. In this case, the cewearch makes presumptions about the 

best way for children vith severe developmental disabilit1es to grow up 

and the responsibllity of the state to these children and families. 

These presumptions are enumerated below. 

1. In Canada and the United States, community and professional 

judgement supports the notion that it i8 preferable for aIl children to 

grow up in a family situation. 

2. It follows rthat famlly care for children with developmental 
. 

disabilities in the natural home is preferable to out-of-home placement. 

3. It is the judgement of professionals dealing with this 

population that most familles, when given adequate supports, cau care 

for their disabled children at home. 

~ 

4. Furthermore, families ind1cafe to profeasionals that they 

prefer to eare for their children with developmental d1sabilitles at 

home. 

5. Available evidence supports that children vith severe 

"develoJ,mental disabil1 ties can grow, intellt;'ctually, emotionally and 

~oclally, and that tpey are able to learn new skilla. 
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6. The state has a re8ponsibility to provide assistance in aeeting 
~ 

the basic needs of vulnerable populations, includina ehlldren vith 
, " 

deve10pmental d1sab1l1t1es. However, the respons1btlity of the state i8 

by no aeans static and in fact it often cames under ~tack, especia1ly 

at times of fiscal constra1nt. 

Presumpt10ns 2, 3, and 5 are fair!y new bel1efs in the field of 
/ 

developmental d1sab1l1t1es and are tbe product of the community livi~g 

lIlovement. 

) 
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CHAPTER IV 

METHODOLOGY 

IntroducUon 

This i6 a study to de termine the influence of informaI social 

support on stress and lUe satisfaction in the mothers caring for a 

severely developmentally disabled child. The research is part of a 

larger longitudinal study conducted by myself and co-investigator, 

Judith Heyers, to evaluate the impact of a cash subsidy programme on 

recipients. On July l, 1984, Michigan implemented the Family Subsidy 

Act which provides a cash subsidy of $225.00 per month for families with 

severely mentaHy impaired, severely mul tiply impaired and autistic 

impaired children under the age of 18 who are living in the natural 

family home. In order to be eligible for the subsidy, the taxable 

family income for 1983 could not exceed $60,000 dollars per year. The 

8ubsidy is not considered in the Income celling for other public 

programmes or for the purposes of subsequent 8tate and federal income 

tues. 
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lJ: In order to evaluate the extent and IlaDJler in which thie new 

pro~e i. belpful to famille., 100 fomale prtoary caregiver., 

residing in one of four Michigan countles, vere intervieved prior to 

receiving the subsidy (June, 1984) and then re-interv1ewed one year 

later (June, 1985). Analysis of time 1 interviews revealed that 

informaI social support was the only factor which signif1cantly 

" moderated stress and enhanced coping for the primsry caregiver. Since 

ouly one global measure of informaI support was included at time 1, 

three additional instruments which elaborate the type and source of 

informaI support were added to the time 2 protocol. These instruments 

will serve as the basis for the research on the relationship between 

informaI support and stress. Because this research is part of a l 

comprehensive longitudinal study, other data which corrobora te the 

primary instruments utllized are available. Also, the global measure of 

informaI support and aIl measures of stress, coping and life 

satisfaction are part of the study at both time 1 and time 2. 

The purpose of this chapter is to outline the research design, 

method of semple selection, protocol for interviewing, conceptually and 

operationally define the terme employed, and describe the instruments 

utilized. Furthermore, rellability and validity of the instruments will 

be presented along with details of the data analysis. 

Resea:!'ch Design 

This is essentially a cross-sectional atudy de.cribing the 

charactedstics of the informa! social .'tupport aystem ef a .ample of 

.... 
r /,! mothers with severely developmentally disabled chl1dren. The larger 

,. ~1 

~ , 
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8tudy vhich serves as thè, context for th1s research is a longitudinal 

intervention study. The purpose of the larger study .as to de termine 

the impact of receiving a cash 8ubsidy upon eligible f8JIÜ.lies. A 

control group was not used because aIl famil1es within the State of 

Michigan vith severely handicapped children vere eligible for the 

subsidy, maklng it impossible to select an unbiased sample of familles 

not receiving the subsidy. Consideration was given to selecting a . . 
control group of families vith less severely handicapped who would not 

he receiving the subsidy. However, it was felt that the conditions were 

sufficiently different for these families ta make comparisons invalide 

Thought was also given to contacting a neighbouring state as a control 
1 

group source. Again, economic and social factors would have been 

difficult to duplicate; in addition, costa would have been prohibitive. 

We declded to select a sample of 100 families because we were 

constricted by our budget. In retrospect, however, it would have been 

judicious use of our resources to interview 120 families, realizing that 

we would probably experience a drop out rate around 20%. 

Population 

The population under study consists of families residing in one of 

four Michigan counties - two urban and two rural - who have children 

vith severe developmentJJ.Vc:usabilities residing in the family home. 
~---

Children range in age from 4 to 17 years and the yearly taxable family 

income for 19B3 did not exceed $60,000. Chlldren are aIso enrolled in 

the public special ~ducation programme and classified as either severely 

.entally impaired, aeverely multiply impaired or autiatic. 
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Sample Selection 

The sample population of 100 families vas selected frOll wo urban 

and two rural Michigan counties. Eighty-five families residing in urban 

counties (Wayre, N • 60 and Genessee, N - 25) and 15 families living in 

" 
rural counties (Shiawassee and Tuscola, N - 15) were accepted into the 

9tudy. Counties were selected with the assistance of experts from the 

Michigan Department of Mental Health which had just completed a baseline 

study of family support services by county (Herman, 1984) and based on 

data regarding the percentage of farm and non-farm population and per 

capita income as reported in The County and City Data Book (1983). The 

number of famil1es interviewed in each of these are as approxima tes the 

distribution of the population of el1gible famil1es among these two 

types of counties in the state. 

Families with a child \ who met the special education criteria of 

either severely mentally;impaired, severely multiply impaired or 

autistic impaired were contacted through the Intermediate School 

Districts (1SDs). The ISDs in each county are responsible for special 

education services. Consequently, the y have a complete listing of the 

children in the three impairment categories for their county. The ISDs 

sent letters prepared by the researchers to aIl families with a child 

who fit the diagnostic criteria for the Family Support Subsidy Programme 

describing the study and enlisting their partièipation. Confidentiality 

vas a~sured, as no names were released to the researchers. A 

pre-stam?ed postcard addressed to the research team vas included wi th 

the letter requesting address, telephone number, and age of the 

handicB;pped child. Parents could also opt to req~est further 
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information about the 8tudy without providing any information beyond 

~ 

telephone number by ehecking the appropriate box on the postcard. It 

vas also explained in the letter that the study was independent of the ( 

subsidy and that families would be paid $5.00 for eaeh interview in 

appreeiation for their time. 

Figure 4.1 describes the aample selection process. Approximately 

625 letters were sent, 500 in Wayne County, 100 in Genessee County and 

25 in Shiawassee and Tuseola Counties. A total of 315 postcards were 

returned, yielding a response rate of 50%. Twenty families refused to 

be interviewed, leaving 295 families who agreed to participat'~ 

Thirteen familles were excluded for reasons that included: the ehild 

was over 16 years old (N ... 10); there was more than one severely 

handicapped ehild in the family (N c 2); or the father was the primary 

earegiver (N - 1). From the 282 eligible families responding, a 

stratified sample based on age of the handicapped child was selected. 

Stratification was determined by stat~ data which indlcated that • 

approximately 30% .of the population was four to six years of age; 24% 

was seven to nine years old; 25% was ten to twelve years; and 31% was 

between thirteen and seventeen years. In Wayne County, the researchers 

drew approximately thirty families from suburban eities and another 

thirty from the Ci ty of Detroit ta assure a mix of familles from 

different income and racial groups, sinee data were not avallable 

regardlng these characteristics prior to sample selection. 

At time 2, 90 families were available for follow-up. Ten f~ies 

.... ' 
were not re-interviewed for the following reasons: three families moved 

116 



• 

, 

o 

\ . 

Figure 4.1. Saaple selection flow chart. 

2,000 Fam1lies 
Statewide 

{ 

625 Families 
Contacted in 
4 Counties 

315 Families 
Responded 

/ 
295 Agreed 

to Participa te 

282 Elig! ble 
Families 

20 RefusaIs 

13 Families not 
Eligible 

100 Families 
Selected 

169 Families 
not Selected 
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c out-atate; one family placed their child out-of-hœe; one had a 

aeriously ill child; one child was not Il vlng vi th the 8ase primary 

caregiver; one child dled; one lIother refused to he re-lnterviewed 

because she found it too demanding the prevlous yèar; another mother was 

excluded because her command of English was not adequate to comprehend 

the questionnaire; and one family c9uld not be contacted at follow-up. 

Table 4.1 compares the ten families who dropped out of the study to the 

90 families who were available at both times 1 and 2. l decided not to 

test whether the demographic characteristics of those not available at 

follow-up are statistlcally different from those available for 

re-interview, due to the small number of non-respondents at time 2. 

However, 70% of those not re-interviewed were Black, 90% were living in 

urban counties, 60% had incomes of $10,000 or below, and 90% of the 

mothers were not working outside the home. 

Representativeness 

The sample selected in each county was compared to the population 

of families in that county who were enrolled in the Family Support 

Subsidy Programme by diagnosis, sex, age and race of handicapped child 

and family Income. The total sample was then compared to the statewide 

population of families enrolled in the programme. However, we were not 

attempting to select a sample which was representative of the state but 

of the counties included in the study. Therefore, the population of 

atatewide enrollees is compared to the entire aasple for general 

information, not because it was our intention to select a seple 

c representative of the atate • 

.. 
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Table 4.1 

Demographic Character1stics of Respondents Ava11able at Follow-up 
Coapared to thoae not Ava1lable 

Diagnosia 
Severely Mentally Impaired 
Severely Multlply Impaired 
Autist1c Impa1red 

Sex of ChHdren 
Male 
Female 

Age of Handicapped Chlld 
4 - 6 
7 - 9 

10 - 12 
13 - 17 

Race of Children 
Black 
White 
Other 

Marital Statua of Mother 
Married 
S1ngle 

Educationsl Level 
H1gh School 

High School 
Colle8e 

Income 
~ $5,000 

:5,001 - 10,000 
10,001 - 20,000 
20,001 - 40,000 
40,001 - 60,000 

of Mother 

Employment Statua of Mother 
Employed Outside the Home 
Not Employed Outaide the Home 

County of Residence 
Urban 
Rural 

/' 

1 

119 

Percentage 

AvaHable 
(N-90) 

% 

41 
36 
23 

51 
49 

27 
23 
24 
26 

47 
49 
4 

56 
44 

21 
50 
29 

13 
26 
18 
21 
4 

34 
66 

84 
16 

Not Available 
(N-10) 

% 

10 
50 
40 

60 
40 

30 
10 
10 
50 

70 
30 
o 

b 30 
70 

20 
60 
20 

20 
40 
20 
1q 
10 

10 
90 

90 
10 
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Accordlng to Table 4.2, the aaaple la aigniflcantly different from 

the population in Wayne County by diagnosis ouly. There is a higher 

proporti,on of severe~y multlply impaired children ln the population than 

in the sample. In Genessee County, the sample differs signiflcantly 

from the population of Genf..'ssee families enrolled in the programme by 

diagnosis and sex of the child. The sample contains a greater 

percentage of children who are severely multiply impaired and female, 

than the population for that County. In Tuscola and Shiawassee 

Counties, there are no signifieant differences between the population 

and s8Jnple. However, stat1stieal analys1s was not performed for race 

sinee three cells d1d not eontain any subjeets. Looking at the four 

counties as compared to the entire population of families enrolled in 

the state, the sample has significantly more Blacks than the enrolled 

state population. There are no other significant differences between 

the population and sample. Al though there were some minor differences 

between the population and sample in each county, this might be expected 

given the small sample size. With respect to generalizations to the 

State of Michigan, caution should be exercised as race may be an 

important determinant of family reaction and adaJtation to having a 

severely handicapped child. 

Data Collection 

During the months of June and July, 1984 and then again during the 

.ame months in 1985, interviews were arranged by telephone and conducted 

vith the female pr~ry caregiver at a time and place of her 

convenience. Experienced interviewers were hired and trained by the 

researchers. A one-day training session was he Id at times 1 and 2 and 
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Table 4.2 

Deaographic Characteristics of the S8JIlple Pok""!:'1tion Coapared to the 
Total Population Enrolled in the Programme by County " 

: 

County (%) 

Wayne Genessee TUBeola/SMa. Total 
Pop. Sample Pop. Sample Pop. Sample Pop. Sample 

(N-614) (N-54) (N-129) (N-22) (N-29) (N-14) (N-2477) (N-90)-
% % % % % % % % 

Dia~osiB - --SKIa 28 33 74 59 52 43 43 41 
SXlb 50 33 8 32 34 50 42 36 
AIe 21 33 18 9 14 7 15 23 . 

Sex * Male 55 59 47 23 55 64 52 51 
Female 41 41 37 77 28 36 41 49 1 

Unknown 5 16 17 7 

Age d 

4 - 6 19 28 24 32 22 14 20 27 
7 - 9 22 24 23 23 15 21 22 23 

10 - 12 17 22 17 , 23 30 36 18 24 
13 30 26 17 23 22 29 24 26 

Raee ** White 46 39 48 50 72 86 69 49 
Blaek 45 61 31 

., 4'1 19 47 
Other 3 2 9 "14 4 4 
Unknown 7 19 17 10 

Ineome 
~8,000 ~8 28 41 18 34 14 32 23 

8-24,999 37 43 27 45 35 57 38 45 
25-60,000 25 29 32 37 31 29 30 32 

a bSMI - Severely Mentally Impaired 
SXI - Severely Multiply Impaired 

~AI - Autistie Impaired 
Population pereentages do Dot equal 100% because ehlldren upder the age 

of 4 are not included. 

*p (. .05 
**p < .001' 
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conslsted of didactic aaterial on the population being atudied and 

review and practice vith the research protocol. The interviewers vere 

ulve to the purpose of the Btudy; however, they 'Vere a"are that the 

families were receiving a cash subsidy. 

Definition of Terme 

ThIs section will present definitions, both conceptua! and 

operatlonal, of the terms used in the study. The federa! definitlon of , 

developmental dlBabi1itles ls provided first because ft lB the rubric 
1 

under which aIl of the impairments deacribed are subBumed. 

j ~ 
Federal De~lnltion of Developmental ~8abilitles 

A developmental disabllity ia a severe, chronlc disab~lity 

attributed to a mental and/or physical impairment, manifested before the 

pers on reaches age 22, which la likely to continue indefinitely. It 

also: 

1. Resulta in substantial functl~nal limitations ln thr~e or more 

of the fo11owlng aress of major life act!vlty: 

- self care 
J:. 

- learning. 

" - lDobility 

- self-direct:ion 
, 

- economic suffici~cy 

- receptive and expressive language 

- capacity for independent living 

/ 
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2. Reflects the person's need for a cOliblnation of IndIvldually 

planned and coordinated care, treataent or other 8erv:tce8 which are of 

extended duratlon. 

Impairment Categories 

Students are classified as Severely Mentally lmpaired (SKI), 

Severely Multiply Impaired (SXI) or Autistic Impaired (AI) accord~ng to 

criteria established by the Michigan State Board of Education (MichIgan 

State Board of Education, 1983). The etate definitions follow. 

1. Severely Mentally Impaired: 

a. ) Development at a rate of approximately 4i or more standard 

deviations below the me an as determined through 

intellectual assessmentj 

b.) Lack of development primarIly in the cognitive domaln; and 

c. ) Impairment of adapti ve behaviour. 

2. Severely Multlply Impaired: 

a.) MultIple handicaps in the physlcal and cognitive doaains; 

b.) lnability to function within other special education 

programmes which deal wlth a single handicap; and , 

c.) Development at less than the expected rate for the age 

group in the cognitlve~ affective or psychomotor domains. 

3. Autistic Impaired: 

a.) Disturbance in the capacity to ,relate appropriately to 

people, events, and objects; 

b.) Absence, disorder, or delay of la~ge, speech" or 
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aeaningful eomaunicationj 

c.) Unusual or inconsistent response to" sensory 8tiauli in one 

d. ) 

Family 

or aore of the following: Bight, hearing, touch, pain, 

balance, smell, taste, and the way the child holds his/her 
\ 

body; and 

Insistence on sameness as shown by stereotyped play 

patterns, repetitive movements. abno~al preoccupation, or 

resistance to change. 

1. Immediate family: For the purposes of tha. study, immediate 

family refers to the female primary caregiver, her handicapped child, 

natural or otherwise, plus the other persons residing in the home who 

are rel a ted by blood, marriage or adoption. The handicapped child' s 

natural father is also considered part of the immediate family, even if 

he resides outside the family home. 

2. Extended family: This term includes those persons the primary 

caregiver def'ines as family, beyond members of the immediate famUy. 

Informal Social Support 

1. Conceptual definition: "Verbal and/or nonverbal information or 

advice, tangible aid, or action that is proffered by social intimates or 

inferred by their presence and has beneficis1 emotional or behavioral 

effects on the rec!pient" (Gottlieb, 1983; p. 28). 

2. Operational definition: Actual or perceived assistance which 

is provided to the primary caregiver in the fom of information, 
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concrete instruaenta1 support or eIIo,tional support by family J friends J 

neighbours J co-vorkers J or other parents of handicapped ch1ldren. 

Copins 

1. Conceptuai definition: The continuing abil1ty of the pr1mary 
v • 

caregiver to manage and deal with the social, psychologieal and 

finaneial stresses of raising a severely handicapped child. 

2. Operationai definition: The degree to whieh the primary 

caregiver feels she is dealing with the demands of a handieapped child. 

Stress 

1. Coneeptuai definition: The amount of social, psychologieal ahd 
1 

financial strain the family experiences as a result of caring for a 

severely" handieapped \ ehlld. 

2. Operational definition: Stress as an outeome variable 

eontains four dimensions. They include the burden of care, costs 

related to the care of the handicapped child, family and social 

pressures and depression i~ the primary caregiver. Stress as an input 

includes, the demands of the child due to his or her level of 

functioning, and life events which eontribute to familial stress but are 

largely unrelated to the handicapped chil6. 

Life Satisfaction 

1. Coneeptuai definition: The degree to which one feels her 

secial, psychological and material needs are met. 

2. Operationai definition: The prilDâry caregiver' s aatisfaction 

vith her life at this point. 

Jf!" , 
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Forul. Support 

1. Cônceptual defin1tion: Support provided to the family or 

bandicapped lIember which is outside the infot'1ll8l .ystem and la 

financially reimbursed by the individuai receiving the service or a 

third party payor such as Medicaid, Blue Cross or the state. 

2. Operational definition: Direct services, often provided 

through the school or community agency, by a professional or 

paraprofessionai to the famiIy or handicapped child. 

Summary of Definitions 

The preceding section described tbe conceptual and c:>perational 

definitions fOl'; the terme used in thie reeea,rcb. For the purposes of 

clarity and summarization, Table 4.3 outlinea the operational 

definitions of informaI social support, coping, stress, life 

satisfaction and formaI support. 

Measures 

InformaI Social Support 

1. Carolina Parent Support Scsle (CPSS): Social relationshipo 

wbich exist for the primary caregiver were measured by a aodified 

version of the CPSS which was developed by Marie Bristol (1983) and 

adapted from the Sources of Help Checklist by Bronfenbrenner, Avgar, and 

Henderson (1977). The instrument saks about: possible sources of 

informaI support and the degree to which each source is helpful to the 

respondent in raising a handicapped child. Although the sesle includes 

itellls regarding both formaI and informal support, only the informaI 

support items were uaed. Bristol operationally defines infonaal social 
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Table 4.3 

Operational Definitions of Major Concepts 

Heasure 

1. InformaI Social SUPRort 
(Three Instruments) 

2. CopinS 
(CopinS Scale) 

3. Stress aS an Outcome b 
(Impact on Family Scale) 

Stress Related to Child " c (Level of Functioning) 

Life Stress 
(Life Stress Scale)d 

4: Life Satisfaction 
(Life Satisfaction Scale) 

5. FormaI Support 

Operationsl Definition 

ç Actual or perceived assistance 
to the primary caregiver. Can 
be instrwnental, emotional, 
informational or network; 

Primary caresiver's perception 
of her ability to cope with care 
of the handicapped child. 

Four Sub-scales: 
- Burden of,Care 
- Cost of Care 

. - Familial/Social Issues 
- Depression 

Child's ability to communicate, 
toilet and ambulate. Sexually 
and physlcally inappropriate 
behaviour. 

Common life events, largely 
unrelated to the handicapped 
child, which lead to life 
stress. 

Primary caregiver's satisfaction 
vith her life at the current 
time. 

Number of services used by the 
family or bandicapped child in 
the past month. 

:aristol, 1983; Tausig & Epple, 1985; 
Stein & Riessman, 1980 
~olroyd, 1974 
~olmes & Rabe, 1967 

( 
. -

/ ,. " 
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support "as thoae (acts) which do not reqüire e%change of .oney or 

foraal organization. They include the rating of avallabil1ty and 

helpfulness of illlmediate and extended family, friends, neipbours, and 

other parents of special children" (p. 1). A Likert reaponse format 

wbich ranges in helpfu1ness from "not at all" to "a great deal" ia used 

vith mothers. Respondents can alao indicate that the source ia "not 

applicable. " 

Bristol (1985) reports that she has used the epss in four studies 

of parents vith developmentally disabled chl1dren, three studies of 
.!.t 

mothers and one vith fathers. In the studies conducted with mothers, 

perceived adequacy of informaI support was significantly related to 

successful adaptation. For fathers of developmentally disabled 

children, however, social support did not predict depressive symptoms or 

stress related to tbe child. Bristol bas not reported on the 

reliab1lity or va11dity of the CPSS. 

The CPSS was used at both times 1 and 2. At tilDe l, the same 

instrument was administered to both married and single vomen. At Ume 

2, separa te versions of the scale were used for married and single 

vomen, ailowing direct comparisons between husbands and the handicapped 

child' s father regarding degree of helpfulness. Possible scores for 

.eacb item ranged from 0 (not applicable or not at aIl helpful) to 4 (a 

&r~at dea1 helpful). AlI items vere aummed to yield a total 

score. At time l, values ranged from 1 to 28 vith a .ean of 11.76 and a 
~ 

standard deviation of 5.65. At time 2, values vent from 1 to 29 vi th a 

.ean of 13.93 and a standard deviation of 6.71. The Mgher lIean at time 
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2 could he accounted for by tbe fact that single aothers were asked 

.pecifica1ly about the belpfulness of the child's fathn-" bis parents, 

- and his otber relatives. 

" 
2. Assistance vith Management Scale: This scale vas developed by 

Tausig and Epple (1985) and measures support given to the primary 

caregiver in the form of information, instrumental help, and emotional 

support. AlBo querled is the source of support, its frequency, and how 

important the assistance was to the reBpondent. The instrument has 

content validity in that it measures all three domains of informaI 

soëial support: informationa!, instrumental and emotional. No tests of 

reliabllity have been conducted according to Tausig. Even with these 

limitations, l decided to use the scale because, to my knowledge, no 

other measures there three types of support in one seale have been 

d~veloped for use vith families of bandicapped children. The items 

which comprised the instrumental support measure included, help with: 

(1) ride to store, bank, etc.; (2) household chores; (3) babysitting for . 

handicapped ehildj (4) family emergencyj (5) housing or space problems; 

and (6) employment problems. Respondents were asked how often they 

received assistance with these tasks and items were Bcored from "never" 

(0) to "almost always" (3). Scores ranged from 0 to 12 vith a mean of 

~.03 and a standard deviation of 2.45. 

Emotions! suptort was tapped by three questions. 1tespondents were 

8sked how often they received assistance with: (1) underatand1ng the . , 
handicapped chi!d's needs and problems; (2) tamily problems; and (3) the 

feeling that the demanda of caring for the disabled child are a burden. 
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Scores ranged fram 0 to 7~ vith a aean of 2.03 and a etandard deviation 

of 1. 75. 

asks 

Finally J informational support was measured by a single item whiCh\ 

how often the primary caregiver received assistance rlth 

~ information- about programmes and services. The range in scores was 0 to 

3 with a mean of 1.22 and a standard deviation of .83. All items in the 

instrument were th en tabulated for an overall measure of support. 

Scores went from l to 22, with a mean of 8.09 and a standard deviation 

of 4.08. 

3. Social Network Support: Network support was measured by an 

instrument which identifies the number of close friends available ta the 

respondent. Specifically, the mother is asked about the people she can 

confide in, their relationship to her, and whether they are male or 

female. It waB possible for the respondent to name up to four 

confidants. For each confidant named, the mother received a point. The ... 
range in scores was 0 to 4 with s mean of 1. 96 and s standard deviation 

of 1.16. 

Summary of Informal Social Support Measures 

Three measures of informaI social support were l.nêluded in the 

questionnaire. The Carolina Parent Support Scale is the only instrument 

available st time 1 and t~e 2. However, st t~e l, the lame support 

instrument was used for married and single women. At t~e 2, a separate 

instrument was administered ta lIarried and single 1Iothers, allo"ing for 

direct comparisons between these two groups in terms of the perceived 
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he1pfulness of husbands and the handicapped child's father. Two 

additional instruments were introduced at time 2. one aeasuring 

instrumental~ emotional and informational support, and one aeasuring the 

number of network members available to the primary caregiver. Although 

the instruments measure a different \aspect of informaI social support, 

one would expect a correlation between measures. Therefore, the CPSS, 

" management scale and network scale we correlated. Although the 

correlations between these instruments ver moderate, between .35 and 

.29, they were in the ~xpected directions an ically significant. 

Table 4.4 displays the correlation coefficients a the corresponding 

p-values. Table/4.5 describes the instruments used to measure informaI 

social support by type of support. 

Coping 

To de termine the extent to which mothers felt they were coping, 

they were asked, on a scale from "poorly" to "excellently," how weIl 

they felt they were coping vith the demands of their handicapped child. 

This question is formatted on a Likert Scale vith a possible score from 

o to 3. At time l, the mean was 2.93 with a ~tandard deviation of 1.20 • 
. 

At time 2, the mean score was 2.07, and the standard deviation was .75. 

In addition to this structured question, respondents were asked an 

open-ended question at time 1 and time 2 about what helped them cope 

vith the demanda of the handicapped child's care. These responses wi11 

he analyzed for content. 
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Table 4.4 

Pearson Product:-Hoaent: ~Correlations Between Inforul. Social Support 
Me.llures " 

Measure 

1.00 

Management 

Network 

aCarolina Parent: Support Scale 
*p '- .003 

**p L .001 

{ 
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Table 4.5 

Measures of Inforul Social SUpPOrt bl Type of Support 

Keasures 

1. Social re1ationships 
(Carolina Parent Support Scale)a 
Asks: Do they exist and 
how helpful are they? 
*Available at ti.es 1 and 2 

2. Social s~~p~rt b 
(Management 5eale) 
Asks: Do you get help? 
How important la it? 
Who provides it? 

3. 50«::ial network 
(Social Network Form) 
Aska: Do you have people 
to confide in, and what 
sex are they~ 

:Br1stol, 1983 
Tausig & Epp1e, 1985 

/ 
1 
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-Global measure of 
perceived support - does 
not apecify type. 

- Inatrwaenta1 
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Stress 

1. Stress as an outcOlle variable_os aea8ured by the Iapact on 
~ 

F8IIlJ.ly Sca1e, a 2S-item instrument developed by Stein and Riessman 

(1980) which examines how ra1sing a chronica1ly i11 chlld affects the 

fam.1ly. Factor analysis - of th1s instrument by the original authors has 

identified fdur issues: (1) "economic burden, or the extent to which 

the illness changes the economic statue of the family, drawing away from 

other resources; (2) social impact, or the quality and quantity of 

interaction with those outside the immediate householdj (3) familial 

impact on interaction within the family unit includlng parental and 

J 

sibling relationships; and (4) subjective distress, or the strain 

experienced by the primary caretaker that is directly related to the 

demands of the illness" Cp. 466). In terms of the reliability of the 

instrument, Stein and Riessman (1980) computed Cronbach's alpha for the 

four factors and report reliability coefficients for the subscales 

be~een .60 and .86 and for the total, .88. AlI coefficients were felt 

by the authors to he acceptable for 8rouP comparisons, suggestint 

hômogeneity of the item sets. 

Although the Impact on Family Scale was designed for use with 

families having a chronically ill child, it was felt that there vere 

enough s1milarities between the two populations ta warrant use of the 

instrument with families of developmentally disabled chl1dren. (j 

Consequently, the wording" of i telllS was changed, where appropria te, to 

refer to "handicapped" children and items felt to be unrelated vere . 
dropped altogether. Only 13 of the original 25 items were included 'in 

the aodified Bcale and 12 new items were added by the author. 
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In order to determine whether the aodified Bcale identified sim1lar 

factors with a population of families vith handicapped chlldren, factor 

analysis was performed. To ascertain whether the instruaent aeasured a 
, , 

aingle phenomenon or several phenomena, a principle components factor 

analysis was rune This method revealed that the first factor explained 

30% of the variance in the i'tems. Carmines and Zeller (1979) report 
\1 

that researchers should assume that a single phenomenon is being tapped 

when the first extracted component explains 40% or more of thervariance. 
1 

Therefore, although 30% can be considered high, there is support for the 

conclusion that more than one phenomenon is measured by the scale. A 

second factor analysis was performed on the items-, but this time a 

varimax rotation was included with four factors specified ta coinèide 

with Stein and Riessman's analysi8. 

Table 4.6 shows the factor analysis of the Im~ct on Family Scale 

by factor loading. The first factor inc1udes items which primarily 

rel a te to burden of care issues. For example, the family gi ves up 

things, or each day is planned around the child' s special needs; are 
) 

statements indicative of the family's personal costs., Furthermore, 

foregoing work or school on the part of the primary caregiver, shows the 

priee she must pay when a child with handicaps is part of the family. 

The second factor explains 8.3% of the variance in items and it concerns 

the fioanc1al impact of caring for a chlld with disabilities. This, 

incidently, is the on1y factor which parallels Stein and Riessman' s 
~ / 

factor analysis. The third factor has m6~tly to do vith social and 
~J 

family issues, and the fourth factor includes on1y two items-, which 
... ", 

together _might be construed as a depression sco~e. These two items deal 
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Table 4.6 

/ 
,/ 

ct on Pamil Items: Matrix Ranlted b Factor 

) Factor 
, 

l II III IV 

Because of my chlld's handicap 
we find it difficult to take ~ 

trips or vacations .••..•••.••• .77 .20 .01 -.09 

Our family gives up things 
because of my child's handicap .71 .28 .20 .15 

l have difficulty getting some-
one to care for my child when l 
need to go shopping or 8""n 
errat).c;Js ••••••• 0 ................ .68 .07 .14 .36 

\ ... ~ t,,"''''' ,. 

Most of what we do each day la -1-
planued around my child's 
special needs •.•....•...••.•.. .61 . .15 .06 .12 

l can't take a job outaide the 
home because of my child's 
condi tion ..................... .58 .17 .24 -.03 

It 1s hard to find a reliable 
pers on ta take care of my child .51 .25 .02 .17 

l worry about what will happen 
to my child in the future •.••• .47 .10 .00 .23 

l don' t have much time left over 
·for other family members after 
caring for my child ••••••••••• .4~ .39 .29 .12 ~ 

"-

Our cb11d's handicap does not 
Interfere with out social life .43 .18 .35 .22 

l gave up working for 8 while 
because of .y child's 

~ 

d1sability ..••.....•.......... .43 .21 .32 -.29 
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• Table 4.6 (cOD.tillu~d) 
, . 

1 
\ 

Factor 

l II III IV 

My child's handicap has kept me 
from going to school •••• : ••••• .41 .37 .41 -.05 

l think about not having any more 
children because of my child's 
handicap ...................... .29 .17 .04 -.04 

Additional 1ncome is needed in -...fIw 

order to cover our expenses ••• .16 .68 -.13 .16 
~ 

We have to borrow money to help 
pay for our child's care ••••••• .07 .63 .04 .07 

The cost of my child's care is 
causing financlal problems for 

l 
the f am.ily .•.....•...•..••.... .21 .61 -.01 .20 

l am unable to save much money 
because of the expense of my 
child's care •••••••••••••••••• .40 .56 -.04 .09 

Fatigue is a problem for me ••• .23 .49 .12 .08 
II. 

Time is lost from work due to 
appointments and care of my 
handicapped child ••••••••••••• .28 .45 .15 -.20 

Because of my chlld's disability 
we are closer as a family ••••• -.10 -.22 .62 .08 -+ -
My ch1ld's handicap keeps us 
from going out to visit friends 
or relatives •••••••••••••••••• .46 .17 .52 .11 

Because of .y child's handicap 
we usually don't invite friends 
to our home •.••••••••..••••••. .3.0 .27 .42 .21 

My ~elat1ves have been under-
.ta~ding and helpful vith .y 
ch11d ....•.. ~ ...•.....••••••.. .14 .14 .40 .2S ct 
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Table 4.6 (continued) 

Learning to manage Illy child' s 
handicap bas made me feel better 
about .yself .••••...•••..•..•. 

Relatives Interfere and think 
.know what's best for Illy child. 

(' 

Nobody understands the burden 1 
carry ......................... 

\ 

• 

1 

.02 

.10 

.39 

II 

-.15 

.10 

.26 

f 
1 

Factor 

III IV 

.27 -.19 

.13 .61 

.14 .48 
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with Interference from relatives and the perception of the primary 

caregiver that no one understands the burden she carries. 

. 
It is difficult to mak~ direct comparisons between Stein and 

Riessman' s original scale and the one modified for use in this study, 

because aIl the items are not identical. As a reliability check, 

Cronbaeh' s alpha was computed for the four sub-scales and the total. 

Table 4.7 shows that coefficients for the sub-seales were between .51 

and .86, and for the total it was .89. The total coefficient is high, 

suggesting good reliability of the instrument. 

2. To determine the level of stress attributable to the demands of 

the handicapped child, the questionnaire included a seale adapted from 

Holroyd's (1974) Questionnaire on R~sources and Stress (QRS). The QRS 
" 

----measures 15 dimensions related to a family's response to a handicapped 

child. Items were selected from three of the scales: child 

charaeteristies, physical incapacita)::ion and social obtrusiveness;' 

Under ehild eharacteristics, those items pe!taining to communication 

were ineluded. Regarding physical inca paci ta tion, ques tions were used 

, which tapped the child' s ability to feed, toilet and ambulate. the 

remaining items dealt with sexually inappropriate and physically aDusive 

behaviours. No scale was used in ita entirety, aa the objective was to 

de termine a measure of the demands placed on the primary caregiver due 

to. the ehild' a lack of basic skil1s and inappropriate behaviour. The 

intent of Holroyd 's instrument ia to measure stress in families of 

developmentally disabled childrenj therefore, Bcales unrelated to our 

objectfve of measuring functional ability were"not included. 
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Table 4.7 

Rellabl1lty.&nalyara of Iapact on FoUy Scale, Time 2 

Dimension 

... ' 
Burden of Care 

Finnneial 

Familial/Social 

Depression 

Total Score 

\ 
) 

No. of 
Items 

12 

6 

5 

2 

25 

140 

Alpha 
CoefficIent 

.86 

.77 

.60 

.51 

.89 
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A aeasure of child's functional level vas arrived at by acoring 0 

for negative anawers and 1 for positive anawers. For instance, if the 

ansver to "my handicapped child cannot walk without help" vas yes, the 

value assigned would he o. This yielded a total score wi th higher 

values indicating better ability t~ function. The mean acore at time 1 

was 6.71 and the standard deviation 2.64. At time 2 the mean was 7.27 

and. the standard devia tion 2.90. The increase in me ans between time 1 

and time 2 is probably related to maturity in the children. 

In order to de termine whether items' measuring s~milar functional 

areas were reliable, Cronbach's alpha was computed for subscales 

regarding communication, toileting, ambulation and physical abuse. Four 

questions were analyzed in the area of communication. They included: 

(1) Is your child able to communicate with others of his or her age 

,group? (2) la it difficult to communicate with your child because he or 

she has difficulty understanding what is heing said to him or her? (3) 

Can people understand what your child tries to say? (4) Is your child 

able to express his or her needs to others? The alpha was .65 

indicating that taken together these four-items are not a very reliable 

measure of a handicapped child's ability to communicate. However, aIl 

of the items were correlated in the expected direction. 

The two questions regarding toileting vere: (1) la your ch!ld able 

to go to the bathroom by him or herself? (2) Does your child use a 

bedpan or diaper? In, this case the alpha vas acceptable at .78, 

suggesting "that these questions conslstently aeasure the same 

p~enomenon. 
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Regarding ambulation, two items were analyzed: ~l) Can your child 
• 

walk without help? (2) Can your child go up or dowstairs by him or 

hersel!? The alpha was high at .94, indicating good reliabil1ty .• 

1 was aloo interested in whether chlldren who were barmful to ~ 
others were likely to be harmful to self. Cronbach's alpha was computed 

for items which' asked: (1) Does your child lose control in a way which 

is harmful to others or destructive of property? (2) Does your child .. 

physically harm or abuse him or herself? The alpha was .54, which 

suggestB that children who are physically abusive to self are not 

necessarily harmful to others. 

In summary, the items used to construct this instrument are 

reliable with respect to toileting 'and ambulation, but lack an 

acceptable level of reliability in the functionsl area of communication. 

Furthermo,.re, chlldren who abuse themsel ves will not necessarily turn 

that aggressiveness on others. 

3. Life stress unrelated to the handicapped child was measured by 

a modified Holmes and Rahe (1967), Stressful Life Events Scale. Added 

to the scale were three items,~o which asked if the handicapped child 

"bad entered puberty or changed schools in the past year, and one which 

as~ed if the respondent had been robbed or attacked in the past year. 

Values for these three items were based upon values for similar 

questions in the scale and the author's expertise on the lIIpact of a 

handicapped child upon the family. Table 4.8 shows the items used and 

the values assigned to each life event. The scores rangèd from 0 to 314 
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Table 4.8 
--

Streasful Life Events Rating Scale, Time 2 

Rank'" 

1 

2 

3 

4 

5 

6 

7 

8 

9 

10 

Il 

12 

13 

LHe Event 
t' 

Death of Spouse 

Divorce 

Marital Separation 

Death of Close Family Member 

Robbed or Attacked (1) 

Personal Injury or Illness 

Marr'iage 

Fired or Laid-off Work 

Change in Health of Family Member 

Pregnancy 

Value 

100 

73 

65 

• 63 

53* 

53 

50 

47 

44 

40 

Handicapped Child Entered Puberty 39* 

Handicapped Child Started/Changed Schools 30* 

Child Left Home 29 

Begin Working Outside the Home 

Change Jobs 

Change Residence 

26 

20 

20 

*Theae items were not included in Holmes and Rahe's (1967) Scale but 
vere added py the author. Scores for these items were arrived at by 
conaidering similar items included by Holmes and Rahe and the author'a 
knowledge of the impact of a handicapped child on the family. 

[1. 
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vith a .ean of 80.67 and a standard deviation of 69.31. The 

distribution was skewed to the lower end of the Bcale, aeaning that most 

people had low or moderate stress scores and a few had extremely high 

scores. Conspquently, the scores for this instrument were not normally 

distributed, but highly skewed to the lower end of the scale. 

Life Satisfaction 

LHe satisfaction was measured by a question which asked the 

respondent on a ten point s2i'lle how satisfied she is with her lUe at 

the present time. Consequently, life satisfaction scores.ranged from 0 

to 10, with higher scores indicating greater life satisfaction. At time 

l, the mean was 6.22 and the standard deviation 2.30. At time 2, the 

mean value was 6.67 and the standard deviation, 2.23. The difference in 

• life satisfaction between times 1 and 2 was significant at the .05 level 

(t (88) - 1.95). Using other indicators of satisfaction which were part 

of the questionnaire, a satisfaction index was constructed. lncluded in 

the index were the following three items: (l) Are yOl1 satisfied with 

your present working status? (yes or no) (2) How satisfied are you with 

the amount of time you get to yourself to do the things you like to do? 

(l, very dissatisfied to 4, very satisfied) (3) How satisfied are you 

vith the amount of time you were away (for social reasons)? 0, very 

dissatisfied to 4, very satisfied). The index mean was 5.62 vith a 

standard deviation of 2.11. The correlation coefficient for life 

satisfaction and the satisfaction index was .42, which bas a p value 

less than .001. This is evidence that the life satisfaction scale has 

con.t~ validity. No mea8ure of reliability 18 available. 
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Forma! Support 

The primary caregiver vas asked about formaI services uaed in the 
; 

past four weeks. Pertaining to services used, mothers were asked who 

provided the service, the amount and sources of payment, and whether the 

service had been used as much as the family wanted. If the family had 

desired more of the service, the respondent was asked why they had not 

received it. If ,the service had not been used, they were asked to 

indicate a reason. A measure of forma! support was arrived at by adding 

the number of services used in the past four veeks. At time 2, the mean 

number of services used was 3.94 ând the standard deviation, 2.26. Some 

families did not use any services in the past four weeks and the maximum 

number of services used was 10. 

Summary of Measures 

Carmines and Zeller (1979) define construct validity as "t~e extent 

to which a particular measure relates to.other measures consistent vith 

theoretical!y derived hypotheses concerning the concepts tbat are being 

measured" (p. 23). It can be assumed that coping, life satisfaction and 

stress, although not the same constructs, are related and therefore a 

correlation should exist between these measures. In order to test this 

assumption, Pearson product-moment correlations vere computed for 

combinations of a11 three constructs. According to Table 4.9, aIl 

measures are correlated, in the expected directions, at a significance 

level of .001 or less, indicating good construct va1idity. 

AlI of the Ume 1 instrum"!nts can he found in Appendix A and the 

time 2 instruments are r.ontained in Appendix B. Furthermore, ,?:rable 4.10 
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Table 4.9 

Pearson Product-Moment Correlations Between Stress, Life Satisfaction 
and Copina, Time 2 

Mea!!lure Stress 

Stress 

Life Satisfaction 

Coping 

*p. .001 
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Measure 

Life 
Satisfaction 

* -.48 

Coping 

* -.32 

* .41 
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Table 4.1,0 
1 

Coustruct Validity of Copina, Stress and Life Satisfaction Measures 

Measure' 

1. Coping 
(Self Perception) 

2. Stress 
• (Impact on Family Scal.e)a 

3. Life Satisfaction 
(Satisfaction with 
current life) 

a Stein & Riessman, 1980 

Corroboratina Data 

- Life Satisfaction 
- Stress 

- Life Satisfact1o~ 
- Coping , 

, - Satisfaction-with 
working status 

147 

'- Satisfaction with time 
avay from child, for self, _ 
and away socially 

- Stress 
- Coping 
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:\ 
outlines the corro1)~ating .dat"a used to Ileasure the construct validity 

of coping, stress a~ life satisfaction. Table 4.11 describes the 
) 

coding algorithm for ~he instruments used in the study. Lastly, Table 

4.12 gives the descriptive statistics for aIl of the instruments which 

will be used in the analysis. 

In retrospeet, there are Bome things l would have done differently 

in designing the research protocol. First, the short form of the 

Questionnaire on Resourées and Stress (QRS) developed by Friedrich, 

Greenberg and Crnie (1983) could have been used in its entirety instead 

of selecting it.ems from three sub-seales. There are only 52 items in 

the short form, reliability and validity have been established, and it 

has been widely used in the field of developmental disabilities. The 
, 1 

1 QRS could have also served as construct validity for the Impact 00 

Family Scale. Secondly, in adaptation of the Impact on Family Scale for 

use with bandicapped ehildren, it would bave been better to preserve the 

items as mueh as possible so that the seale could have beeo more easily 

compared when us~d with' families having a handicapped child. Changing 

12 of the original 25 items made it 1m~ossible to determioe whether the 

sue factors were ideotified withiI(the instrument or how families with 
/' 

handicapped children differ from those with chronically i11 children. 

Finally, the tille 2 version of the Carolina Parent Support Scale should 

have beeo used at both time 1 and time 2. This would have a110wed 

.. ~ 
direct comparisons in the level of perceived informa! .oeial support 

between time 1 and time 2. 
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• Table 4.11 

Codlng Algorlthm for Instruments_ 

Indicator 

1. Carolina Support 
Scale, Tlme 1 and 2 

2. Frequency of Instru
mental, Emotlonal and 
Informational Support 

3. Importance of Instru
mental, Emotional and 
Informational Support 

4. Social Network Support 

5. Coping 

6. Impact on Family 
(Stress Measure) 

( 

" 

Codlng Algorithm 

Ranges from 0 to 4 
(0 - Not Applicable; 
o - Not At Ali; 
1 • Just a Little; 
2 -.Some; 
3 - Qulte a Bit; 
4 - A Great Deal) 

Rapges from 0 to 3 
(0 - Never; 

1 - Sometimes; 
2 - Often; 
4 - Almost Always) 

Ranges from 0 to 3 
(0 - Not Very Important; 

1 - Somewhat Important; 
2 - Important; 
3 - Very Important) 

Ranges from 0 to 4 
(0 - no persons; 

1 - 1 persans; 

2 - 2 persons; 

3 - 3 persons; 

4 - 4 persons) 

Ranges from 0 to 4 
(0, - -Poorly; 

1 - Not Very Well; 
2 • Fairly WeIl; 
3 - Very WeIl; 
4 - Excellently) 

Ranges from 0 to 3 
(0 - Strongly Agree; 
) 1 - Agree; 
2 - Disagree; 
3 • Strongly Dlsagree) 

149 

Interpretation 

Higher score, 
greater percelved 
lnformal soc lai 
support. 

Higher score, 
greater frequency 
of assistance. 

Highe~ scor(, 
grea ter impor
tancè of 
assistance. 

Higher score, 
greater number of 
confidants. 

Higher score, 
greater abillty 
to cape. 

Hlgber score, 
greater,uegative 
iapact and 
greater .tress. 

; ;(,.1" 
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Table 4.11 (continued) 
) 

Coding Algorithm for Instruments 

Indicator 

7. Level of Functioning 

8. LHe Stress 

9. Life Satisfaction 

10. FormaI Support 

Coding Algorithm 

Ranges from 0 to 1 
(0 "No; 1 - yes) 

Ranges from 20 to 100 

Ranges from 1 to 10 
(1 - Worst Possible 

LHe; 
10 • Best Possible 

Life) 

Ranges from 0 to 1 
(0 • No; 

1 • Yes) 

150 

Interpretation 

Higher score, 
better 
functioning. 

Higher score, 
greater life 
stress. 

Higher score, 
greater lite 

" satisfaction. 

H igher score, 
more Services 



• Table 4.12 • 
Descriptive Statistics of Instruments, Time 2 

No. of e' 

I.,atrument Items Mean S.D. Minimum Maximum 

CPSSa 10 13.93 6.71 1 29 

) 
Management 10 8.09 4.08 2 22 

Instrumental 6 4.03 2.45 0 12 

Emotional 3 2.03 1. 75 0 7 

Informational 1 1.22 .83 0 3 

Social Network 4 1.96 1.16 0 4 

Coping 1 2.07 .75 0 3 .. Impact on Family 25 38.87 10.09 14 67 .. Level of Functioning 13 7.27 2.90 2 13 

Stressful Life Events -16 80.67 69.31 0 314 
\J 

Life Satisfaction 1 6.67 2.23 1 10 

Fomal_Support 25 3.94 2.26 0 10 

a Carolina Parent Support Scale 

151 

-----~----,----_. 



't... C 

c 

Plan for Analysis 

AnalyBis of the data will be both quantitative and qualitative, 

vith emphasis on quantitative analysis. Descriptive data wbich show the 

demographic characteristics of the sample and the functional abilities 

of the children will he presented first. Next, data which descri be the 

informaI social support system avallable to mothers will be reported. 

Bivariate analysis, comparing women vith high and lov. levels of informaI 

social support, single with married mothers and those working outside 

the home vith those not, will be discussed. Multi\fariate linear 

regression analysis which considera the i~luence of informaI social 

support on stress and life satisfaction' will ~alSo be reported. In terms 

of qualitative analysis, content analysis will be conducted of mother's 

responses to a question vhich asked about how they cope with the care 

their handicapped child requires. 

-,. 
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CHAPTER V 

RESULTS 

t 
Introduction 

The 

analysis 

purpose of this chapter is to present the resul ts o,f the 

of the inf~nce of informaI social support on stress and life 

sat1sfaction in mothers of children with severe development.al 

disabilities. Compar~à will be differences in social support to married 

as opposed to single mothers, and women worklng outside the home versus 
, 

those who are not employed outside the home. Also explored will be the 

role of the subcategorles of informaI support, instrumental, emotional, 

informational, and network, in assisting the primary caregiver to deal 
f 

wlth the demands of a severely handlcapped youngster. The predicti ve 

abili ty of the theoretical model employed in the study, the Double ABCX 
~ 

Model, will also be analyzed. Qualitative responses will be presented 

to provlde insight to lIlothers' ways of coping .. 

, 
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The following pr~ry descriptive research questibn will be 

explored: 

What is the nature of the informaI social 
support system of the primary caregiver with 
a severely developmentally disabled child? 

In addition, three descriptive research questions which compare 

women according to level of support and selected demographic variables 

will be addressed: 

1. 

2. 

.. 

What are the demographic factors which discriminate mothers 
who have high levels of informaI social support from those 
wh9 have low levels of support? 

Do single women differ from married women in their informaI 
social support system? 

3. Do mothers who. are working outside the home differ from 
those who are not in their informaI social support ~tem? 

The primary hypothesis which will be tested ls: .. 
... ",,-

Female primary caregivers who re~ort bigh informaI 
social support ~ill report lower stress and greater 
life satisfaction than those women with low informaI 
social support. 

With respect to subcategories of informaI sQcial support, the 

followlng four expectations are also proposed: 

1. High Perceived Support - high coping, low stressh7hlgh life 
satisfaction. 

2. High Instrumental Support - high, coping, law stress, high life 
sa tisfac tion. 

3. High Emotional Support - high coping, low stress, high life 
satisfact*on. , 

4. High Iuformational Support - no significant effect on any 
méasures of caping, stress and 

. \ life satisfaction. 
5. High Network Support - no slgnificant effeét on any measures of 

coping, stress', life satisfaction. 
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The results will be presented :1n the following aequence. First, 

the demograph1c characteristics of the BaDiple will be presented, along 

~th a description of the functional abilities of the children. Second, 

data which describe the informaI social support system available to this 

group of ninety female primary caregivers will be presented. Next, 

compared will be women with high and low levels of informaI social 

support:, single mothers with married mothers and those wor,fing outslde 

the home with those who are not employed. Multiple linear regress!on 

analysis examining the influence of informaI social support on copiqg, 

~ 
stress and life satisfaction will then be reported. Presented lastly 

-1/ 
will be a qualitative analysis of mothers' responses to an open-ended 

question about how they cope with the caregiving demands of their 

handicapp~hild • 

Description of the Sample 

Table 5.1 shows that the handicapped children included in the study .. 
are either severely mentally impaired (41%), severely multiply impaired 

(36%) or autistic impaired (23%). Approximately half are male and half 

female and the children are eve~y distributed across the age categories 

from 4 °to ~fI years of age. Forty-seven percent of the children are 

Black, 49% white and 4% Hispanie. Fifty-six percent of the mothers are 

married and 44% single. Most mothers have a high school education 

(50%), while 21% have~not attained a high school degr~é and another 29% 
'-l 

have at least some college. Four of the primary careglvers are the 

biological grandmothers of the children and one is a sibllng. None of 

the chlldren is adopted or in a foster home. Approximately half of the 

families fall above ~n annual Income of $15,000, and the other 50% earn 
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c Table 5.1 

Demographie Charaeteristics of Samele 

Diagnosis 
Severely Mentally Impair~d 

~~verely Multiply Impaired 
~ Autistic Impaired 

Sex of Chi1f;lren 
Male '"' 
Female '\ 

Age of Handicapped Child 
4 - 6 
7 - 9 .. 

10 - 12 
13 - 17 

Race of Children 
Black 
White 
Other 

Marital Status of Mother 
Married ~ 
Single 

Educationàl Level of Mother 
High School 

High School 
College 

L$5,000 
5,001 - 10,000 

10,001 - 20,000 
20,001 -"40,000 
40,001 - 60,000 

Employment Status of Mother 
Employed Outside the Home 
Not Employed Outside the Home 

~ployment Statue of Father 
Employed 
Unemployed 

County of Residence 
Urban 
Rural 
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Pereentage 
(N-90) 

41 
36 
23 

51 
49 

27 
23 
24 
26 

, 47 
49 
4 

Ir 
56 
44 

21 
50 
29 

9 
24 
28 
31 

8 

34 
66 

77 
23 

84 ~ 

16 
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an aunua! income be!ow $15,000. The aajority of the fathers are 

employed (77%) and one third of the _eliihers are working outside the 

home. The sample i8 84% urban and 16% L-ural. Analyses presented in the 
~ 

Methodology Chapter Bhowed that the sample iB fairly repreaentative of 

families enrolled in the Family Support Subsidy Program' in the four 

counties included in the study. With respect to the State of Michigan, 

the sample haB Bignificantly more Blacks than the enrolled population. 

Therefore, caution should be exercised in generalizing the results to 

the State. 

Table 5.2 shows the percentageB of yes and no responses to questions 

regarding the handicapped child 's abilities. Most of the children do 

not toilet independently or speak, and ambulation and physically abusive 

behaviour i8 a problem for approximately a third of the -:-sample. The 

chilhen represent the severe end of the continuum in terms of the 

developmentally disabled population. Their dlsabilities are not likely 

to improve significantly and they therefore present long-term dependency 
, S 

needs to their caregivers. 

1 

Primary Descriptive Research Question: What is the nature of the 

informaI social support system of the pr~mary careglver with a severely 

developmentally disabled child? 

This section will present descriptive data regarding the informaI 

social support system of the primary careglver. Three dimensions of 

social support, represented by different instruments, will be reported. 

;' 

Erplored first will he the frequency vith whlch instrumental, emotional 

and informational assistance was recelved, the importance of thls help 
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Table 5.2 

Punctional Abilities of Children, Time 2 

Function 

ls able to communicate with others of 
his/her age group? 

Can feed him/herself? 

ls it difficult to communicate with 
1/--~auBe s he has difflculty understand~ng ~ 

what ls belng said to him/her? 

la able to play by him/herself? 

ls able to go to"the bathroom by him/ 
-herself? 

Does lose control in a way that ia 
harmful to others or destructive of property? 

Do'es _ physically harm or abuse him/herself? 

Does exhibit sexual behaviour that Is 
difficult to deal with at times? 

CAn people understand what tries to say? 

ls ___ able to express his/her needs to otq.ers? 

Does ___ have to use a bedpan or diaper? 

Can ___ walk without help? 

Can ___ go up or downstairs by him/herse!f? 

: 
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Responses (N-90) 

Yes 
% 

13.3 

68.9 

60.0 

86.7 

38.2 

27.0 

37.8 

10.0 

31.1 

57.8 

65.6 

66.7 

61.1 

No 
% 

86.7 

31.1 

40.0 

13.3 

61.8 

73.0 

62.2. 

90.0 

68.9 

42.2 

34.4 

33.3 

38.9 
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and the source of help (Management Scal~ Described next will be 

.otber' s responses to tbe Carolina Parent Support Scale (CPSS), wbicb 

aeasured tbe perceived belpfulness of possible social 8upport network 

.embers. Since tbta CPSS is available at time 1 and tiae 2, albeit 

different versions, scores on tbis Bcale will be compared to tbe extent 
" '" possible. Finally, tbe social network of motbefs will be described in , 

terms of number and gender of coniidants (Social!Network Scale). 

, 
Motbers of a severely developmentally disabled cbild appear toJtake 

\ 

almost full responsibility for tb~ day-to-day care of their handicapped 

child. Table 5.3 shows that of the 90 mothers interviewed, over 62% 

said that they never receive help witb housebold chores and 

approximately 60% reported that they never or only sometimes bave 
~ .. ~-

babysitting for their handicapped child. With respect to emotional 
--

support, almost-fI'57% stated that they never receive belp with tbe feeling 

that the demands of caring for a bandicapped cbild are a burden. This 

was true even though tbey assume a bigh proportion of tbe care 

responsibility. 

Altbougb--women did not receive mucb help with daiIy tasks, tbe belp 

they did receive was important or very important. For instance, as seen 

in Table 5.3{ of those receiving help vitb bousehold cbores, almost 80% 

stated tbat this assistance was important or very important. Similarly, 

96% rated belp vith babysitting for tbe bandicapped child important to 

very important. This trend hj5.ld true for a11 types of assistance 
~ 

queried. The u~ual source of assistance was family members, regardless 

of the:type of help received (see Table 5.4). 
) 
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Percentage of Primary Careglvers Recelv1ng Assistance and Laportance of 
Assistance, lime 2 , 

[ 
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• Table 5.4 

Source of Assistance for Those Rece1vins Help, Time 2 

Source of help? 

Co-workers Com-
or Parent munit y 

Assistance Family Friends Neighbours Groups Agency Other 
% % % % % % 

Instrumental Support: .~ 

1 

JI Ride to ftore, 67.4 21.7 10.9 -
bank, etc. 

.If 

1 

Household chores 88.2 5.9 2.9 2.9 
. 

Babysitting for handi- . 
capped child 75.0 15.0 7.5 2.5 

-<. 

1 Babysitting for,other ~ 
~ ... children 78.3 17.4 -4.3 
:~ .. Family emergency 83.6 8.2 4.9 3.3 

1 Financial problems 60.0 #J.7 33.3 

Housing or space 
problems 42.9 28.6 28.6 .,. 
Employment problems 25.0 25.0 12.5 25.0 12.5 

Emotional Support: 

Understanding handi-
capped child's needs 
problems 22.2 12.7 1.6 20.6 27.0 13.9 

Family problems 36.4 18.2 3.0 30.3 12.1 

Feeling that the rV~· 
demandsl of caring for 
the di.abled child are 
a burdèn 30.8 23.1 20.5 23.1 2.6 

Informational Support: 
.,. .' Information about 

-" programmes/services 4.1 4.1 21.9 56.2 9.6 
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information about services and programmes and help vith understa.nding 

the handicapped child' s needs and problems, where cOlllllunity agencles 

provided assistance the majority of the time. 

Whlle the Management Scale described above lIeasured the actual 

assistance provlded and the source and value of that help, the CPSS .. : 
measured the primary caregiver's perception of the helpfulness of her 

social network. Examination of the CPSS by source of help confirms the 

finding that family me.ibers are the most frequent helpers. As seen in 

Ta ble 5.5, a t Ume l, hus bands or partners were the mos t important 

source of assistance and nonhandicapJSed children the second most cited 

source. Mother' s relatives were fou'nd to be more helpful than her 

husband's relatives, although neither was as important as the spouse and 

nonhandicapped children. Friends and neighbours did not appear to 

provbd~much support to the primary caregiver. 

At time 2, separate versions of the CPSS were administered to 

marrletl and single women. Table 5.6 shows that for married women, 

husbands were the most helpful, sinee 62% of mothers stated that thelr 
• 

spouses helped a grea~deal. ,Again, nonhandicapped chlldren proved to 

be a great deal of help for 32% of the married mothers. By eontrast, 
'\ 

almost 75% of single wom~n found the child' s father not at a11 helpful 

and his relatives were Blso of very little pereeived help to mothers. 
" 

As' shown in Table 5. 7 J this lack of support was not made up by 

boyfriends, witQ(56% of mothers stating ei~her that they did not have a 

boyfrtend or he was not at aIl helpful. For these primary caregivers, 
J' ï 

nonhandicapped ehildren were the most important source of support, as 
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• Table 5.5 \ 
, 

Level ~f Perceived SUE2ort.To Primarl Caresivers bl Source l Tiae 1 

~~ree of Helpfulnessa 

b NIA or 
~ Great Not At Just A Quite 

Source AlI Little Some A Bit Deal 
% % % % % 

Husband/Partner 34 6 4 17 39 

Ex-husband 96 2< 2 

Mother's parents 31 12 16 • 23 18 

Husband's parents 66 12 10 6 7 

Mother's other 
relatives 24 21 29 16 10 

Husband's relatives 67 9 18 4 2 • N onhandicapped 
children 18 12 9 31 30 . 

Friends 33 19 21 16 il 

Neighbours 53 20 17 8 2 

~. 90 
b NIA • Not Applicable 

.~ \ 

\ 
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Table S.6 

Leve1 of Perceived Support To Marr!ed Pr1mary Caregivers.by Source, 
Time2 

Degree of Helpfulness a 

~ 

b NIA or 
Not at Just A Quite A Great 

Source AlI Little Some A Bit Deal 
% % % % % ~ 

4 

Hus band 2 4 6 26 62 

Hother's parents 36 8 -- 22 24 10 

Husband's parents 52 12 16 10 10 

Hother 's other 
relatives 34 24 18 20 4 

l 
Hus band , S other 

relatives 50 16 20 12 f 
V 

Parents of 
hand1capped 

~ chlldren 6 14 14 ·10 
C' 

Nonhandicapped 
chllèlren 10 6 18 34 32 

Friends 32 18 28 18 4 

Neighhours SO 14 24 12 
L 

~ - 50 
bN/ A • Not Applicable 

<"'\ 

" . 
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C Table 5.7 

Level of Perceived Support to Single Primary Caregivera by Si,urce, 
TilDe i , 

Degree of Helpfulness a 

Il b NIA or 
Not at Just a Quite A Great 

Source AlI Little Some A~ Deal 
% % % % % 

Boyfriend 56~ 5.1 5.1 12.8 20.5 
\. 

Child' s fa ther 74.4 7.7 2.6 10.3 S.l 

Mother's parents 28.2 15.4' 12.8 20.5 23.1 
/ 

Parents of chlld' s 
/ 

/ 

father 82.1 5.1 5.1 5.1 2.6 
~ 

Mother 's other 

:1 relatives 25.7 12.8 15.4 28.2 17.9' 
," 

Other relatives of 
child' s father 92.3 2.6 2.6 2.6 

Parents of 
} 

handicapped 1 

children 64.1 .,' '10.3 12..8 10.3 "> 2.6 

'" Nonhandicapped 
43.~6 children 23.1 10.3 2.6 20,5 "J 

1 ~, ,,-
Friends 30.8 12.8 20.5 i7.9 17.9 

, 1.7 Neighbours 51.3 10.3 23.1 7.7 
/ 

~ - 90 
bN/ A • ~ot Applicable . , 

,--

... ., ~ 
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43% of mothers reported their other children to be a sreat deal of help. This 

vas followed by mother's parents who were very helpful for 23% of mothers. 

As s~te~ earller, the CPSS was the only informa! social support 

Ileasure avalla ble a t Umes 1 and 2. However, the same instrument was 

adm1nlstered to aIl women at Ume 1 and separate versions were 

adminlstered to married and single women at Ume 2. This limits the 

rel1abil1ty of direct comparisons between scores at Umes 1 and 2· , 

nonetheleas, l contrasted the Ievel of percei ved support by source. 
, 

- Table 5.8 shows a sign1ficant increase at Ume 2 in support from 
rr "'~ .......... 

i '\. 
husbands or boyfriend$ and ex-husbands or the child 's father. This is 

probably 0 result of t~e differences in instrr-ents rother Ohan 0 true 

increase. At time 2 the instrument given to single mothers more 

, directly inquired about the helpfulness of the child' s father aI'd 
d' 

boyfriend, ·probably contributing to the higher scores. c 

\ 

To de termine whether support from husbands/boyfrien~s 

and ex-husbands/chiId'~ father were attributable to differences in 

instruments, l compared .parried women at times 1 and 2 and single women 

at both Umes. There was no incresse in support from husbands between 

times 1 and 2 Ct (49) - .15, p • .88). However, for single women, 

support from partner (time 1) or boyfriend. (Ume 2) increased 

significantly (t (38) - 2.39, p - .02) as did support from ex-husband 
, 

(time 1) or child 'a father (tilDe 2) (t (38) - 2.77, p - .01). 

Therefore, it can he concluded that increases in perceived helpfulness 

, 
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table 5.8 ' 

Time and Time 
Source· for 1 Com risons in Perceived Su 

4~ 

Time a 

Time 1 Time 2 Values 
Helpfulness of: Mean SD Mean SD t df p 

't.: l 
Husband/boyfriend 3.19 1. 78 3.52 1.67 2.11 88 .04 

E%-Husband/child's fether 1.15 0.49 1.64 1.25 2.77 38 .01 

Mother's parents 2.83 1.52 2.78 1.50 -0.51 88 .61 

Husband's/child's father's 
parents 1. 74 1.24 . 1.82 1.29 0.62 88 .54 

Mother's other relatives 2.67 1.28 , 9 2.64 1 1.39 -0.27 ~~_~J.9- ~. 

Husband/child's father's , ( / 
relatives 1.67 1.06 1.65 1..(0 . -0.17 88 .86 

Nonhandicapped children 3.42 1.48 3.63 1.45 1.98 88 .05 

Friends 2.54 1.38 2.60 1.36 0.44 88 .66 , 

Nelghbours 1.87 1.01 2.03 1.21 1.18 88 .24 

a Codiag was modlfied to accommodate pa1red t-test. Values range from 
1 to 5. 
N • 89 

'" 

" , 
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from these sources are accounted for by differences in the instrument at 

time 1 and time 2. 

There was also a significant increase between times 1 and 2 in the 

helpfulness of nonhandicapped children. This may be a resu1t of two 

factors. First, during the interim betwe~ interviews families received 

a cash subsidy of $225.00 per month. These extra funds may have been 

used' to compensa te siblings for babYE!tting, or nonhandicapped children 

may have felt they wer~ benefitting in other indirect ,ways, rendering 

them more helpful. A second possible explanation is that siblings will 

!"t8.ve matured, meaning that' some children woulG be more )apable of 
~ 

assisting in the care of the handicapped child. In Any case, the 

increase was ~aî~, from a mean of 3.42 to 3.63, and ~he difference was 
'" c',C> 

signfflcant at the .05 level. 

'. 

To ascertain a measure of social network support, respondents were 

asked about the number of people with whom they have a close and 

conhd!ng rela tionship and the sex of those indi viduals. Ta ble 5.90 

indicates that 60% of the women have at least one or two confidants. 

Only 9% felt they 'have no one in which to confide. Table 5.10 shows 

that of those who have one, or two confidants, 65% are female and 35% 
i 

male. Of those having a t~ird or fourth confidant, approximately 75% 

are female and 25% male. 
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Table 5.9 

Percentage of iemale Pr1mary Careg1vers by Humber of Confidents, 
TilDe 2 l 

Ho. of Confidants 

o 

( 

,Table 5.10 

Sex of Confidants, Time 2 

! 
Conf1dant 

Il 

12 

13 

14 • 

169 

Percentage 
Reporting 

9 

30 

30 

Sez of Confidant 
f' 

Hale 
% 

35 
rtV 

35 

24 

27 

, 

: . 

li'emale 
% 

r 65 

65"' 

76 

73 
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Descriptive Research Question Il: WhatO are the demographic factors 

which discriminate mothers who have high levels of informaI social 

support from those who haveFlow levels of informaI sdcial support? 
,Jii'l'r"'" 

) " Mothers were dichotomized into two groups by high and low levels of 

per~ived informaI social support according ta the CPSS. The groups 

were divided at th~ median and those with a score of 13 or less were in 

the low group (N ~ 45), while those having a score between 14 and 29 

were part of the high group (N • 44). Table 5.11 shows that there were 

no significant differences between women with high and low levels of 

informaI social support on any of the demographic characteristics tested 

except marItal status. Married women were more likely than single women 

to report high levels of informaI social support on the CPSS. This 

finding will be expl6red in greater detail in the next subsection. 

Although the differences were not statistically significant, those in 

the low informaI social support group had less education and lower 

incomes than those in the high support group. However, this may be 

expected as marital status is correlated with income and education. 

Descriptive Research Question 12: Do single women differ from married 

women in their informaI social support system? 
~ 

/ This section will discuss the differences between married and 

single women in terms of, the amount of instrumental, emotional and 

informational support received, the source of support and the degree to 

which this help was valued. Differences in the perceived helpfulness of 

possible network members will be explored and the overall level of 

perceived support for married and single women will be contrasted. 
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• Table 5.11 
\, 

-~ 

1 
Cam arative Demo ra hic Characteristics Between Woaen vith Lov and Hi 

Perceived InformaI Social Support, Time 2 

l, Percentage 

Low ISS High ISS 
N-45 N-44 

1 1 % .~ ~ % 
Diagnosis "'" 

Severely Mentally Impaired 42 41 
v 

Severely Multiply Impaired 33 39 
Autistic Impaired 25 20 

1 " 

Sex of Children ,-, 1 
Male 44 57 t 

Female 56 43, t 

) 
~ 
j. 

Age of Handicapped Child ~ 
'f 

4 - 6 J 20 34 Â 
~ 

7 - 9 25 23 , 
\, 

~' 10 - 12 24 2-3 
,;: 

i:: i? 

13 - 17 31 20 
\ 

~ 
t, 

Race of Children f 
~ 

Blaek 42 43 ~ 
White 58 57 

-" 

Marital Statu8 of Mother. r 

Married 42 '68 
Single 1 58 32 

Educational Level of Mother 
High Sehool . 27 18 '4 

, 
High School 55 41 
College 18 ' 41 

1 .. \, ... ' Income 
$5,000 9 9 

5,001 - 10,000 -36 14 
10,001 - 20,000 31 25 
20,001 - 40,000 20 43 
40,000 - 60,000 4 9 

Employment Statua of Mother 
Employed Outaide the Home 71 59 

Q Not Employed Outside the Home r 41 
" 

" , 
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Table 5.11 , (eontinued), 

cOmparative Demograph~c Characteristics Between Women with Low and High 

Pereeived InformaI Social Support 

Low ISS 

/ 

.... '" 
County of Residence 

Urban 
Rural 

Age of Mother 
20 - 30 
31 - 40 

> 40 

~ - -
Low lSS - CPSS scores betweèn~and 13 
High ISS - CPSS scores betwee 14 and 29 
*p - .03 _ 

lo-
c 

/ 

\ 

. " 

172 

N-45 
% 

87 
13 

33 
42 
25 

1 

Percentage 

High ISS 
N-44 

% 

84 
16 

41 
48 
11 

" . 
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Also eUDdned will he changes in perceived social supyort between time 1 

and time 2, and the size and composition of the womens' social networks. 

Married and single women were compared to determine differences in 
1 

the amount of 
\ 1 

instrumental, emotional and info~mational 90ctal~sup~ort 

.. they received. 
/ ~ 

~G seen in Table 5.12, no differences were found in\the 

frequency with which these two groups of wouen received help with a ride 

to the store, household chores, babysitting, family emergency or it~ms 

related to personal feelings. Single women, however, reported more 

support for family problems (l (87) • 3.97, p .001). They also 

recei ved help' wi th financial prohlems more frequently; however, this is 
1 

confo~ded by income as no other item varied by income. 

When mothers were asked about the importance of the help they 

received, again the only signlficânt difference was 1n help with family 

problems, with single mothers attaching greater importance to this form 

of assistance (see Table 5.13). For those mothers receiving help, ther~ 

were no differences in the source of assistance, as both l'groups of 

mothers got help mainly from family members. 

/ 
Turning to an analysis of perceived support as mea~ured by 

CPSS, Table 5.14 shows that when each possible source ~~ support 

examined at time 1, husbands were perceived to be significantly more 

the 

was 

helpful than ex-husbands, yet there were no differences between married 

and single women in the support they saw themselves receiving from 

mother's relatives, friends or neighbours. When the eIJÎire group was 
i(' 

considered, nonhandicapped children were seemed to be ~ïgnificantly more 
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:C~, Table 5.12 
1 

Differences in Freguencl of Assistance Provided to Married an~Sinsle 
Women,Time 2 

1 

( 

Marital Status 

Married Single 
(N-50) (N-40) Values 

Assistance Hean SD l1ean SD t df P 
ri 

Instrumental Support: 

. Ride to store, 
bank, etc. 1.60 .86 1.95 .93 -1.85 88 .07 

~ Household chores 1. 76 1.10 ,.. 1.55 .88 0.98 88 .33 

Babys"itting for 
handicapped child 2.46 

" 
.97 2.46 .85 -0.01 87 .99 

.. 1 

C Family emergency 1.82 .85 2.10 .87 -1.54 88 .13 

Financial problems 1.22 .47 1.75 .95 -3 .. 39 87 .001 Q, 

Housing or space 
problems 1.06 .24 1.15 • 53 

. 
-1.07 88 .29 

Employment problems 1.10 .36 1.10 .30 0.00 88 1.00 

Emotional Support: 

UnderEitanding handi-
capped child's needs 
an.d problems 1.88 .86 2.18 :78 -1.69 87 .()9 

-J""' 

Family problems 1.22 .42 1.73 .75 -3.97 87 .001 

Feeling that ,the J . ~ 
-demands of ca~ing 
for the disabled 
child are a burden 1.58 .84 1.60 .74 -0.12 88 .91 

Informationsl Support: 

Information about • 

( 
programmes/services 2.30 .91 2.13 .72 0.99 88 .32 
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.' "Table 5.13 

Differences in Im20rtance of Assistance Provided to Married !~d Si~le 
, 

/l' 
Women z Time ~ il' 

dt 

Marital Status a 

• 
Married .Single 
(N-50) (N-40) Values 

'-Assistance Mean SD Hean SD t df p 

Instrumental Support: 

Ride to store, 
bank., etc. 3.10 .995 3.08 .997 ' 0.05 44 .96 

Household chores 3.43 .870 3.31 .751 0.41 32 .68 

Babysitting for .1* handicapped child 3.67 .656 3.59 .551 0.46 76 .64 

Family emergency 3.93 ~254 3.1,7 .504 1. 62 .. - 58 .11 • r1] 

Financial problems 3.80 .422 3.80 .410 0.00 28 1.00 
• 

Emotional Support: ." 

Understanding handi-
capped child's needs 

," and problems 3.60 .563 3.71 .529 -0.18 59 .45 

Family problems' 3.00 1.000 3.73 .456 -2.30 12 .04 ~ 

Feeling that the demands 
ft 

of caring for the 
disabled child '\ 

are a burden 3.60 ;681 3.56 .784 0.19 . 36 .85 , 

Informational Support: 

Information about 
programmes/services 3.23 .891 3.40 .724 -0.88 68 .3S" 

&uousing or space problems and employment\problems vere dropped due to 
a s~l number of mothers reporting assista\ce vith these problems. 

ftr 
~ 

'" 
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Table 5.14 

Differences in Perceived SUE20rt to Married and Si~l~ Pr1aa!I 
Caregivers by Source, Time 1 

11 

Marital Status 

~ 

Married Single 
(N-SO) (Y-40) Values 

Helpfulness of: Heae. . SD Mean SD t df P 

" Hus band 1 Ex-hus band 2.73 .43 ~.39 .66 11.17 65 .001 
• d 

li3 Mother's parents 2.76 2.95 1.52 -0.59 88 .56 
1 

-~r's other 
relatives 2.48 1.82 'i\- 2.88- 1.38 -1.46 88 .15 

Nonhandicapped 
children 3.72 1.26 3.08 1.66 2.10 88 .04 

C Nonhandicapped 
3.75b 3.63c a children 1.21 1.-38 0.39 76 .70 

Friends 2.60 1.35 2.43 1.40 0.59 88 .55 

Neighbours 1.90 1.06 1.80 1.16 0.43 88 .67 

a child. blncludes only those mothers with a nonhandicapped 
N - 48 ... " 

cN - 30 ~ 

C l i 

1 

l" 
' . Î 

Ù 
J . 
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helpful to I18rried womeb than single women. However, when those 'lIIbthers 

vithout a nonhand~capped child were droppe~ from the anal,sis, there 

vere no sign1ficant differences in the helpfulness of JlolÛlandicapped 

siblings. 

At time 2, sUpport from the child's father and his relatives ~or 

• • 
the single mother were specifically addressed, allowing comparisons on 

several items between married and single women. 
~"'''''' 

Analysis by possible 

sources of support in Table 5.15 shows that married women received 

significantly greater support from thei~ husbands, husband's parents and '. 

huaband' s other relatives than single women received from the child' s 

father'and ~ p~rent's and other relatives. 

Again, analysis with a11 the respondents included indicated a 

significant difference between married and single women in the level of 

support from nonhandicapped children at Ume 2. However, when mothE!rS 

without a nonhandicapped child were excluded from the analysis, there 

was no significant difference in the helpfulness of nonhandicapped 

children to married or single women. Therefore, in single parent 

families where there is a nonhandicapped sibling, theSe children, were 

not shown to be of greater assistance than thelr ~ounterparts in 

two-parent families at time 1 or 2. 

As stated previously, the CPSS used at time 1 did not distingulsh 

weIl between married and single mothers. . Wl th the exception of a 

reference to the ex-husband, no ques~lons speclflcally asked about the 

helpfulness of the chlld's father and his relatives for the single 
1 
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Table 5.15 ;,~ 
( 

Differences in Perceived Su~~ort to Harried and Siyle • Pr1u!I 
Caregivers by Source, Time 

l. 
.q. 

Maritaly Status 

Married Single 
(N':'49) (N-40) 

Helpfulness of: Mean SD Mean SD t 

'-. 
Husbandl chlld' s father 3.49 0.08 0.63 1:123 12.70 

Mother's parents 1.67 1.44 1.90 1.58 -0.71 

" Husband's/child's 
father's parents 1~16 ( 1.42 ' 1.40 0.93 2.99 

Mother' S other 
relatives 1.39 1. 26 1. 95 1.50 -1.92 .-
Husband's/child's 
father's relatives 1.02 1.18 0.20 0.79 3.91 

'\, 

Parents of handi-
capped children 1.18 1.48 0.75 1.17 1. 51 

Nonhandicapped 
children 2.76 1.25 4.20 2.78 -3.86 

Nonhandicapped 
2.79b 3.20c childrena 1.20 1.13 -1.51 

Friends 1.47 1.23 1.75 1.52 -0.97 

Neighbours 1.00 1.12 1.08 1.33 -0.29 

:Includes only those mothers with a nonhandicapped child. 
N - 47 

cN - 30 
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Values ~" 
df P 

64 .001 
Ir 

87 .48 .,. 

85 .004 

87 .06 

84 .001 

87 .14 

87 .001 
" 

75 .14 

87 .34 

87 .77 
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.other. At t~e 2 this vas rectified and a leparate scale constructed 

for single and I18rried parents. The CPSS scores for each item were 

summed and analyzed by marital status. As seen in Table 5:16, married 

women reported significantly more perceived informaI social support than , 

single women at Ume 1 (l (88) JIll 4.31, p < .001), whlle at Ume 2 the 
O· 

level of support to married women was still 'greater but not 
b. 

statistieally 'signifieant, .! (87) - 1.91, P - .06. 

The difference in the instruments probably explains ~y married. 

women fared better at time 1 than at time 2. 
• 

In order to de termine 
lIIiJ 

whether th1s was the ease, l compared married women by mean level of 

~ 
support at time 1 and time 2 and then eompared single women in the same 

fashion. The results show a signifiellOt inerease for single women at 

time 2 (t (38) .. 3.07, P - .004) and no inerease for married women Ct 

(49) - .36, p - .72). Therefore" it can be coneluded that greater 

perceived informaI social support on the part of married women at time 1 

is accounted for by the instrument used/'êl" time 1. 
/ 

i 

. As noted in the previous section, when th~. sample was dichotomized 

\ 
into women ~ith low and high levele of informaI social support, there 

were significantly more ma~ied women in the high support group. Yet, 

as seen above, when t-tests were performed, the differences between 

married and single women Gid not reach significance. l place more 

confidence in the t-tests becàuse it is a richer use of the data than 
J' 

analysie by dichotomized groups. 
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Table 5.16 

Differences in Total Perc~ived Su 
Caresi vers, Time 1 and Time 

Marital Statua 

Married Single 

Time Mean SD ,Mean 

Time 1 14.12 6.0Z. 9.35 
N (50) (40) 

Time 2 15.14 6.62 12.45 
N (49) (40) 

, 
-....-

180 
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rried and- Si 

Values 
SD t df 

3.93 4.31 88 

6.59 1.91 87 

• 
J 

P 

.001 

.06 
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When married and single women were compared in terss of whether or 

not they had a confiding relationship, the difference was not 

significant. Similarly, when the number of confidants in the womens' 

network was consic:1ered, married and single women did not differ in 

network size. Furthermore, no differences vere found with respect to 

the sex of the confidants of married and. single women.) This is an 
1 

interesting finding, since it might be expected that married women wo~d 

repo:t their husbands as their first confiding relationship. However)\ 

this appeared not to be the case as both married and single women 

identified 
, 

more they other confidants frequently than women as 

identified men. 

Descriptive Research Question 13: How do 1ItO!f=er.j... who are working 

outside the home differ from those who are not in the avallability of 

informaI social support? • 
Explored in this section will be the differences in informaI social 

support between women working and not working outside the home. Data 

comparing the amount of actual assistance received, the source of help 

and the importance of this help, will be presented. ~so compared will 

be perceived level of support and changes in support, between times 1 

and 2. In addition, differences in social netwo~k size and composition 

between these two groups of women will be described. 

Mothers were asked about the frequency Vith which they received 

assistance with daily tasks, personal feelings and information. The 

only significant d~fference in actual assistance to wOllen working and 

not vorking outside the home was in babysitting for the ~ndicapped 
(" 
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eh1ld, vith vomen vorking outside the home reeeiving greater help <dee 
ln, 

Table 5.17). However, vorking .others did not reeeive any aore help 

vith daily household ehores than their eounterparts who vere not wo~king 

outside the home. 

. 
When mothers were asked about the importance of the help the y 

received, working mothers thought help vith a famlly emergency was' 

sign1f1cantly more important than those not working outside the hame. 

Finally, no' signif1cant di..fferen&s were· found between working and 

non-working women in the source of sul:>ort fot the various types of 

~ assistance. OverwhelminglYJ family members provided the majority of 

help to both groups of mothers. 
" .. 

As seen in Table 5.18, when iErceived level of support vas looked 

at by source at time l, husbands~ husband's other relatives and 

nonhandicapped children were found to be signifieantly more helpful to 

mothers working outside the home than thos~ not working outaide the 

home. Table 5.19 shows that when individusl sources of support vere 

examined at Ume 2, a signifieant difference vas found between ~e 

helpfulness of husbands or ehild's father on behalf of working mothers. 

Nonhandicapped chlldren were not found to be Any Ilore helpful fo~ 

working mothers at time 2 when the entire group vas considered. 

However, when those women without a nonhandicapped ehild vere dropped, 

there was a signifieant difference between the two gro~ps, with women 
, 

working outside the home perceiving signifieantly -aore help from their 

nonhand1capped children. 
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~ Table 5.17 '" \ 
Differences in Freguencl Bf Assistance Provided to Women Worki!S and 
~ot Worki!a Outside tbe Home z Time ~ . 

1.> 

J_ - Employment Status 
~ .. :.) 

Working Outside Not Workin8 
the Home Outside the Home 
(N-31) (N-S9) .t Values ~ Assistance Mean SD Hean SD t df 

\ 

Instrumental Support: 

Ride to store, 
bank, etc. 1.61 .80 1.83 .95 -1.09 88 .28 

Household chores 1. 74 1.10 1.63 .98 0.51 88 .61 
1;'1 

Babysitting for 

( handicapped child 2.74 .89 2.31 .90 2.16 87 .03 

Faml1y emergency 1.84 .82 2.00 .89 0.84 88 .40 
( 

Financial problems 
1 

1.42 .81 1.48 .76 -0.37 87 .71 

,- Bousing or space 
problems 1.13 .34 1.09 .43 0.50 88 .62 

Emotional Support: 

Understanding handi-
capped child's needs 
and problems 2.07 .89 1.98 .81 0.44 87 .66 

\1 F~l1y problems 1.33 .61 1.51 .65 -1.22 87 .22 

) Feeling that the 
demands of caring 
for the disabled ---child are a burden 1.61 .80 1.58 .79 0.21 88 .84 

1 
Informational Support: 

" 

Information about ~ ,. programmes/services 2.32 .91 2.17 .79 0.83 88 .41 

: 
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Table 5.18 .. ' 
~ 

Differ*nces in Perceived Support to Wosen Working and Not Working 
Outside the -Home t Tiae 1 

/\ 

Employaent Status 
J> 

~ , 
, .... 

Working . Outside ;'~Not Working 
the Home Outsi4e the Home 
(N-.l3) (N-5]) Values 

Helpful.ness of: \ Mean SD Mean SD t df 

Husband/Partner 3.82 1. 72 2.84 1.72 2.59 88 

Ex-husband 1.15 0.51 1.02 0.13 1.89 88 
, 

/1.92 Mother'$ parent a 3.24 1.35 2.61 1.56 88 

Husband's parents 2.03 1.40 1.60 1.12 f 1.62 88 

Mother's other 
relatives 2.89 ç 1.17 2.53 1.34 1.26 88 

J 

Husband's other 
:relatives 2.2J 1.29 1.35 0.74 4.02 88 

Nonhandicapped 
children 3.91 1.31 3.16 1.51 2.39 88 

Nonhandicapped 
3.35b 

1 

chlldrena 0.78 c 1.29 2.51 72 2.75· 

Friends J 2.64 1.25 2.46 1.47' 0.59 88 

NeighbouI:s 1.79 0.93 1.90 1.19 -0.44 88 
"-

~nCludes 
.. 

only those .others vith a nonhandicapped child. 
- 26 

cN - 51 

-

/ r 
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P 

.01 

.06 

.06 

.11 

; 
.21 

.001 

.02 

.01 

.56 

.70 
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Table Y'19 ~-
~ 

" 

Diffërences in Pereeived Support to llomen Working and Ifot Worlting l' 

Out.ide the Hee, T:laae 2 " ft • \, 
), 

\i 
Employment Status 

.-

Work1ng Outside Not llorking 
.. \ the Home O~tB1de the Home 

(N-3I) (N-58) Values 
HelpfulnesB of: Mean SD Mean SD t df P 

f 
Husband! chlld' B 
father 2.74 1.61 1.91 1.77 2.17 s( .03 

Mother'B parents 1.84 1\46 1. 74 1.53 0.29 8 .77 

Husband'B!chi~ 
father's paren 0.71 1.13 -'" 0.88 1.38 -0.59 87 .56 

-, 
Mother's other 

C relatives 1.61 1.31 1.66 1.45 -0.14 87 .89 

Husband's!ch1ld's 
father's rel~ 0.71 1.10 0.62 1.11 0.36 87 .72· 

Parents of handi-
capped children . 1.61 1.46 ' 0.90 1.31 0.87 87 .39 

Nonhandicapped 
. children 2.81 1.45 2.54 1.45 0.84 87 .40 

Nonhandicapped 
3.35-b 2. n C a 0.80 1.28 2.43 73 .02 children ...... 

Friends 1.61 1.28 1.59 1.42 0.09 87 .93 
'-

~'1{,~ 

" 1\' 
'"."...." Neighbours 1.16 1'.19 0.97 1.23 0.73 87 .47 

• 
~ù.eludes 

\. 
only those mothers with a nonhandicapped child. 

- 26 
cN - 53 
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Although, 8t tille l, woaen working out.ide the h01le' rePorted 

si~ficantly aore informa1 soc laI support t~ thoae not worklng ,. ' ~ 

outside the home according to ~ the CPSS, at tille 2 there 1f8S no 

signifieant differenee in the -leve~ of support reported by these two 
- -

,groups of women (see Table 5.20). Since observed differeneeS' at Time 1 

may have been due to a higher proportion of married women in the vorklng 

group,~I computed chi-square by marital and working status. The results 

indicate tMt at time 1, the difference in the proportion of married 

vomen working was not signlfi~antly higher but bordered on signifieance, 
',' 

2 ' 
X O,!!· 90) • 3.36, P • .07. At time 2, there was clearly no 

2 
relatronsh~p be~een marital and working s~atus, X (l,!· 90) • 1.03, 

"
" 

p • .31. Therefore, the statisti~ally signifieant difference in support 

to vomen work1ng outs1de the home at time 1 may in part be due to a 
'" . 

larger number of marr1ed women in that group. In terms of social 

network, there vere no differences betveen women vorking and not worklng 
J \ 

outs1de the home in the number and gender of confidants. 
\ 

Discussion of Descriptive and Divariate Analysis 

In this sample of ninety mothers of children vith severe 

developmental disabilities, the majority took on the full day-to-day 

responsibility for the care of their handicapped child. When 8.ked 

about instrumental, aotionsl or informational support, most did not 
~ . 

-receive much assistance in these areas; hovever.. the help they did 

rece1ve vaS important to' them. Furthermore, .other.' networkâ lacked 
'" 

aultidimensionality, that 1s, support vas ususlly proffered by illlmediate 

family Il~bers to the exclusion of help liàm extended fu1ly" friends 

and neighbours. of Detwork suppo_rt, 91% of the ... ple felt 

\ 
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Table 5.20 

Differences ln Tota oit to Woaen Wonl and Not Woni 
talde the Home T e " 

. ' 

Employment Sfatus 
t 

Workina Outside Ndt Working 
the Home Outs1de the Home 

Values 
Time Mean SD Mean SD t df P 
~ 

,,~, 

Time 1 14.67 5.45 10.46 5.45 3.59 88 .001 
N (33) (57) 

~ lime 2 14.59 5.89 13.60 7.13 0.63 87 .53 
N (31) (58) 

c 
.. 

• 1 

n 
, 

r 
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that they had a close friend or confidant and, .in .ost cases, the 

confidant was another voman. 

When mothers vere dichotomized into groups Vith high and low 

informaI social support, there were no signifieant diffel'enees ~tween 

the two groups on seleeted demographie variables except marital status. 

(> Further anal~sis using ~ t-test revealjd"that although th~ differenee in 

the mean Ievel of support to married and single mothers bordered on 

signifieanee, 1t d1d not actuall~ reaeh stat1st1eal signifieanee {! (87) 

- 1.91, P - .06). 

/ 
Analys1s by marital status showed that there vere rea1ly fev 

differenees beween married and single vomen in the informaI social 

support they reeeived and in the degree to whieh they valued that 

support. Out of aIl items queried, single mothers received greater help 

in only one area, family problems. The most glaring differenees between 

married and single women were on items eoncerning the perceived 
1 

helpfulness of husbands versus the child's father. Husban~s, husband's 

parents and husband's other relatives vere 8ignifieantly mor~elpfu1 to 

married women than the ehild's father and his parents and other 
~ 

relatives vere to the single mother. It appears that single .others can, 

e;z:peet that the child' s father and his family will provide little 

support to her in car1n~ chl1d wi th severe handicaps • .. 
Furthermore, singlè .others will probably-find that their chances for 

remarriage are diminished wen compared to their counterparts vith 

nonhandicapped ehl1dren. Consequently, single vallen ,often aust raise 

.' , .-
, , 
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\dleir hand1capped cbil.dren w1.thout the support of a husband or the 

chlld's father and his family. 

frhe two primary instruments used to measure informal social support 
'\ 

vere the Carolina Parent Support Scale (CPSS) and the Management Scale. 

The CPSS measured perceived support and the Management Scale measured 
.. \ 

the frequeney of aetual assistance provided. Time 2 aoalysis showed 

that married Wolllen perceived greater support their husband' sand his 
J 

relatives than" single women from the chlld' s father and his relatives. 

but when aetual help with daiIy tasks wati> considered, they: did not 

receive any more assistance. Although there is a signiffcant 

correlation between perceived levei of support (CPSS) and overall 

assistance provided (Management SeaIe), item by item analysie revealed . 

few differenees between these two groups of women in help with daily 

bousehold and childrearing chores. There are,. at least two possible 

explanations for this disparity. The first Is that ass.1st~nce was 

provlded ln ways not tapped by ~he Management Scale. For instance, 

family mémbers could be belpful to mothers by taking responsibillty for 

tasks unrelated to the care of the < handicapped child, thus relieving 
) 

mothers of burdens in other areas. The second possible explanatlon is 

that perceived support is not necessarily based on the actual quantity 

of help given. There may be important psychologieal determinants in the 

perception of informaI social support which are not reflected in the 

level of help one recei ves on a day-to-day basis. This is an issue 

which will be explored in greater detail in the .ul~iple linear 

regression analysis. 
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Comparisons betweeD vo_en vorking 4nd not 'workiD8 outside the bome, 

s1milar to analy 1& by marital status, revealed lev diff~renees betveen 

'il the two groups. ,The only significant differeDce in actual .ssistance to , , 

1 
\ 

.......... 

vomen wo-rking a not workin& outside the home vas. in babysitting for ., , 

the handicappet chl1d. ,Stnce working outside the home necessitates 

additidnal babys tting, it is expected that employed women would recelve~ 

greater help i this area. RegardiDg the importance of the. belp 
9=--

proffered, work g mothers attached more significaDce to ~elp.- vith a 

fam.ily emergency. Again, this is logieal in that a vorking aother 118y 

not be able to readily respoDd to a family emergency and she would i, ' 
therefore find assistance trltith suc~ a situation beneficlal. It was 

Interest,ing that working mothers did not reeeive any more help with 

daiIy household chores than their countérparts who were Dot worklng 

outside the'home. This findlng indicates that those women who choose to 
'..: , 

join the workforee assume the dual role of homemaker and worker. 
~ 

With respect to perceived level of sl'cial support, when each 

possible source was cODsidered, women workins outslde the home reported 

more help from her husband or the e~ild' 8 father and ~ tbeir 

nonhandieapped ehildren than women Dot working outside the' home. 

Work1ng women, therefore, felt that tbey had belp from immediate family 

aembers more frequently than wpmen who were not work1tig outaide the' 

hOme. 

It coul~e theorized that wosen eaployed out.ide the ha.e are less 

soe1ally 1solated than thelr counterpa~ts et bome~ Hovever, when ~en 

wet-e cOIIpared by',the Duaber of eonfidanta tbey had, nOD..,,~rltiD8 vomen 

~ 
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did not differ from vorking women. Consequent1y, at 1east in terms of 

the number of close' frfends, women not ,working out~de the home did not 

experience greater social isolation than those working outaide the home:·· .. 

Comparing the resu1ts of this study with the work of other 
J. 

researchers, both commonali ties and inconsistencies emerge. l found 

that mothers' social support networks 1acked multidimensionality. That 
'1; 

is, support came mostly fro~ famiIy members to the exclusion of support -... 
from friends and neighbourriJ. Other researchers have found that when 

compared to control fami1ies, parents vith a handicapped child do not 

differ in the size of their famiIy network but they have significantly 

fewer friends in their network . (Kazak & Marvin, 1984). Al though there 

was not 'a control group in this study, among the ninety primary 

caregivers surveyed, family networks were strong and friend~ip network~ 

were weàk. In fact, regarding actual or perceived level of help with 

the handicapped child, support was proffered ma~om Immediate 

family members rather than extended fami1y, friends or,neighbours. 

Regarding the re1ationship between age of the child and social 

support, Sue1zle and Keenan (1981) found that support from famUy and 

friends declined significantly over the first 21 years of the 

handicapped child's life. However, l did not find tbat level of actual 

or percei ved support was rela ted to age of ,t.he cbild or any other 

demographic variable. This may be due to the fact tbat the children in 

of thi~tudy represent the severe end of the continuum in terms 

di8ability, whereas thcge in the Sue1zle and Keenan study represented a 

broader range of disabi1ity leve1. Chi1dren vith severe disabi1ities do 
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'-not gain the degree of independence that children vith 1Ililder forms of ' 

dlaability attain. Therefore, there la a prolonged need for assistance 

w:Lth severely handicapP~d chlldren which does not ex1st to the salDe 

extent, for Iess handicapped children . 

• 

The impact of having a handlcapped sibling upon nonhandlcapped 

. chlidren has been widely discussed in the Iiterature. The consensus is 

that children with a handicapped sibling are not any more likely to 

manifest emotionai problems than children wltb a nonhandicapped slbIing. 

However, these studies have not measured the degree to which chl1dren 

w:Lth a handicapped slbling assume responsibility for dally household ~ 
l ~ 

tasks or care of the handicapped sibling. This study showed that 

mothers found their nonhandicapped children to be a very important 
f 

source of support. In fact, mothers workint outside the home perceived 
-N 

~f- \ 

significantly greater support fr~,\ thelr nonhandicapped children than 

those not worklng outaide the home. Although beyond the sc ope of thls 

study, the results indicate that children with a handicapped slbllng may 

take greater responsibility at home than their counterparts Vith 

nonhandicapped siblings. Yet, other research indicates that th1s has 

not resulted in an increased incidence of emotional difficulties for 

these children. 

, ) 

The plight of the single-parent With a disabled child has received 

a fair amount of attention from researchers and practitioner{l. The 

results of this study indicate that the only sign1ficant difference .. 
between marr1ed and single .others Is 1n the perceived helpfulness of 

the father and his relatives. Wben actual assistance vith daily 
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household tasks was measured, married women dld not receive sny greater 

support. While perceived belpfulness frOID husbands 1& potentia1ly very 

important psycbologlcally, we may be overest1mating the amoun~gt 

concrete support married women recelve compared to sIngle women. In 

terms of the day-to-day responslbility for the care of the bandicapped 

child, that job seems to fall to mothers, regardless of marital status. 

The fact that husbands provide little assistance vith childrearing 
. 

or household chores to their vives is a phenomenon cOlDIDon to most 

marriages. In a recent nationwide study, Genevie and Margolies (1987) 

found that 75% of the women they sufeyed felt tbat their husbands 

should be more support ive in the day-fu-day running of the household. 

Twenty percent of the sample felt that their husbands gave them so 

little support that they might as weIl not be there at aIl. Therefore, 

it appears that my results mirror the situation for women in society and 

may not be related to the presence of a handicapped child. 

Sommary of Descriptive and Bivariate Analysis 

In summary, from the descriptive data and bivariate analysis it can 

be concluded that mothers with severely handicapped children do not get 

much help on a day-to-day basis with the care of the handicapped child, 

but what belp they do recelve is important to tbem. Furthermore, belp 

that Is proffered comes frC?m lmmediate fam11y members ratber tban 

extended fu11y, friends and ne1ghbours. :In a~dltion, the aajority of 

women have a least one close friend in whom they can confide. 
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Bivariate analysis of the data ahowed that siugle Dlothers are at 

risk for low informaI social support. This ls true because the child' s 

father and his family are not very he1pful to the siÜgle aother. Women 

working outside the home, on the other band, perceived greater 

assistance from a husband or the child's father and their nonhandicapped 

children than women not working outslde the home. Although married and 

working women perceived greater asslstance from 80me immediate famHy 

members, these groups did not actually receive more assistance with most 

daily tasks. Therefore, other research may be overstating the degree to 

which married women are assisted in caring for their children with 

seve~e handicaps (Beckman, 1983; Wikler et al., 1984). 

Review of the Double ABeX Model and Research Hypotheses and Questions 

While the descriptive and bivariate analysis sought to de scribe and 

compare the informaI social support system of mothers, the purpose of 

mul UpIe linear regression analysis is to explore the relationships 

between the independent 

satisfaction. In order 

variables , 

to make 

and 

the 

coping, ,s,ess, 

multivariate a 

meaningful, the theoretical model employed, as weIl as the 

and questions posed, will be reviewed. 

,J 

and lite 

more 

The 'Double ABCX Model (McCubbin & Patterson, 1983b) is a 

multivarlate theoretica1 framework for explaining family adaptation'to 

stress. The model seeks to identify how stressors are aed!ated by 

individua1, family and community resources and family coping responses, 

to produce fami1y adjustment over time. For the purposes of this atudYt 
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Figure 5.1. The Double ABCX Hodel operationalized. 

(bD) 
Resources: 

Perceived InformaI Social Support 
(Carolina Parent Support Scale) * 

-Instrumental 
-Informational 
-Emotional 

(Management Scale) 
Network Support 

(Number of Confidants) 
+ 

Formal Services 

(A) 1 
Stressors: 

(xX) 
Adaptation: 

Child with r---., 
Developmental Disabi1itles ~I Coping' ~ 

(Level of Child Funct1oning) 
+ 

(a) 
Other Life Stresses 

(Stressful Life Events) 

Stress 
(Impact on Family Scale) 

Life Satisfaction 
(Satisfaction Scale) 

*Instruments in parentheses represent those used to measure each 
dimension of the model. 
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adaptation .eaus aaterna1 adaptation as only .others vere interviewed. 

McCubbin and Patterson's model bas been adopted as a fraaework for this 

study. Figure 5.1 shows how lt bas been operationa1lzed. 

Stressors 

There are two types of stressors whic~fam11ies With a handicapped 

child experience, one re1ated to the child, and one which can be 

considered normative, since aIl fami1ies are susceptible ta such 

stresses. The Urst stressor (A) is determined by the handicapped 

ch1ld's level of functioning. The more disabled th~ch1ld, the greater 

the demands p1aced on the primary careg! ver j consequent1y the grea ter 

the stress for the caregiver. This stress a1so results in chronic 

stress because the child' s condition is not expected to iIIIprove. An 

instrument adapted from the Questionnaire on Resources and Stress 

(Ho1royd, 1974) has been used to measure the ehild's funetional 

capacity. The second stressor (a) is normative and defined as the other 

l1fe stresses the fami1y has experienced. This variable is 

operationa1ized by the Holmes and Rahe Stressfuf Life Events Sca1e 

(1967). Both of these stress variables are expected to exp1ain materna1 

adapta tion. 

R.esources 

The second step, in the aode1 is concerned w1~h resources. . ' 

Thec.retical1y, resources lIloderate the degree to whlch atressora effect 

lIatern.a1 adaptation ainee resources assist lIothers in dea1ing with the 

demands of caring for a handieapped chi1d. R.esources (bB) , for the 

purposes of this research, are defined as informa1 social support, 



either perceived, instrumental, informational, emotional or network 

support, and formaI suppolt, or services. (I) Perceived 8upport is a 

global .essure of bow belpful mothers view people in the1r informaI 
• 

network and j s operationalized by the Carolina Parent Support Scale 

(Br1stol, 1983). (2) Instr~ental support 1s belp with dally tssks. 

(3) Information about bow to care for tbe handicapped ch11~ or 
) 

information about services ava1lable to tbe fam1ly or ch1ld 18 

categorized as informational support. (4) Emotional support 1s tbat 

which assists one 1n expressing and confronting feelings. Instrumental, 

info~tional and emotional support are measured by the Management Seale 

(Tausig & Epple, 1985) wbich inquiries about support proferred to the 

mother in each of these areas. (5) Network support consists of the 

number of people mothers feel they can conf ide in and is measured by an 

instrument which asks mothers to name those individuals with whom the y 

have a close and confiding relationship. (6) FormaI support relates to 

the services the fam1ly or ch1ld is rece1v1ng and 1s measured by summ1ng 

the number of serv1ces received in the past montb. 

-Regard1ng the types of informaI social support, it is hypothesized 

that pe}ceived, instrumental and emoUonal support will expIa in the 

outooae variables. Informat1onal support and network oize are rot 

expected to correlate with sny of the dependent variables. Although 

formaI services have received a mixed revi~w in the literat;ure with 

respect to tbeir ability to reduce family stress, the purpose of the 
r 

service system is to asdst families and- tberefore a significant, 

positive relationsh1p between th1s services and the dependent variables 

ls exp,cted. 
1 
1 
1 
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Copina ... , 
Coping is the thira Itep in the ABCX Model. Conceptwi1ly J copina 

is an outcome of the interaction between resources and·~rception of the 

event. No measure of perception of the event has been included in the 

atudy because the wiainal 1ntent vas to explore the relationship-

between various types of informa! social support and maternaI stress. 

In retrospect, it would have strengthened the research to incorpora te a 

measure of whether or-not mothers perceived the prese~ce of the severely 

disabled child as a catastrophe for the family. However, a measure of 

mother's perception of their ability to cope was included in the 
, 

questionnal;re. Therefore, it la at leaat possible to examine the 

relationship between resources and copina to de termine if indeed 
'c 

resources correlate with coping. It is hypothesized that leve! of 

coping will be explained by the independent variables in the mode!. 

Coping, in turn, is expected to predict the outcome variables. 

Adaptation 

The outcome of the model, 1IIaternal adaptation, is operatioulized 

in three variables, coping, stress and life satisfaction. Coping, which 

has already been discussed, will he treated as both an independent and 
h 

dependent variable. This is because it is an outcome of the interaction 

between resources and perception of the event, in addi tion to 

potentially influencing stress and adaptation. Stress relates to the 

impact upon the mother ca ring for a handicapped child and 1a .easured by 

the I.pact on Famlly,Scale (Stein & Riessman, 1980). Life aatisfaction 

ia measured by an instrument which asks about .others' satisfaction vith 

their current lives. The dependent variables, coping, stress and life 

. , 
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c aatisfaction, are expected to be explained by the ch~ld 'a functioning, 

stre.sful life events, certain types of informaI support, and formal 

support. 

Control Variables 

A review of the literature on the relationshlp between caring for a 

child with developmental disabllities and stress, has uncovered several ~ 

demographic variables which potentially impinge upon this relationship. 

A8e of the child has been assoc1ated with a higher probability of 

out-of-home placement (Tausig & Epple, 1985). For very severely 

handicapped -children, many of whom do not ambulate or toilet 

independently, increasing age and consequently size, would be expected 

to increase stress for the primary caregiver. 

Race has also been identified as a factor which may'influence the 

family's response to having a handicapped child (Ramey, Mills, Campbell 

& O'Brien, 1975). In particular, cultural differences between Black and 

white families may contribute to variations in both the perception of 

having a handicapped child and responses to crises. 

Income and marital statua have also been associated vith 

differences in ability to cope with a disabled child (Schilling, 

Kirkham, Snow & Schinke, 1966; Beckman, 1983). Both of tbese variables 

relate to availability of resources. Low-income families often do not 

bave the material resources to offset the extra coata of ca ring for a 

bandicapped child, and single parents do not have a spouse to assist in 

relieving the caregiving responsibl1itles. 
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Employment st_tus is another factor which aay influence the level 

of stréss experienced byaothera. The literature hâ~been aixed on this 

subject, vith some studies reporting decreased,~tress for women vorking 

outside the home (Bradshaw & Lawton, 1978) and another study reporting 

vide variations in out-of-home employment he race and income (Breslau, 

Salkever & Saruch, 1982). lt might he theorized that women working 

outside the home would experience greater stress due to"the dual role of 

primary caregi ver and worker, on the other hand, 1\ working outside the 

home could give mothers a needed break from the demands of caring for a 

handicapped child. 

, 
Educational level of the mother, while not consistently identified 

as an issue in the~iterature, seems to me to be a potential confounder • 

Women with higher levels of educati~n may possess skills and attitudes 

which assist them in navigating a complex system of services on behalf 

of the handicapped child, Also, education potentially presents women 

vith th~kn~Wledge and skills to understand the child's disability and 

course of~litation. These attributes could ,. thus lessen stress and 

enhance coping. ~ On the other band, women wi th h1gher levels of 

education may have higher expectations of their children than women vith 

lower levels of education and thus experience -greater stress when the 
, 

handlcapped ~hild does not perform academically. 

To s~arize, the following demographic variables have been 

identifted as potential confounders in the Double ABCX Model, age and 

race of the child, family- income, and aother's aarital 
1 

statua, 

employment status and educational level. lt is erpected th4lt the 
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control v~riables will have a the sase effect acr088 outcome variables. 

Therefore, subsequent\ analyses viII include the/ë\factors as control 

varia bles . " 

~ 
Structure of ~he Analysis 

Mu1tipl~ linear, regression analysis will be used to test the 

relationship between the independent variables enumerated above and the 

dependent variables, coping, stress and life satisfaction. The analysis 

will he conducted in a four step ~ocess. ~e purpose of the analysis 

is first to de termine if any of the independent variables in the model 

explain the variance in coping, stress and lUe satisfaction. To 

accomplish this, aIl of the independent var~bles in ~he model, level of 

.' 
child functi~ning, stressful life event9, perceived informa! social 

support and formaI services, and the contr~ariables, will be 

regressed on coping. Second, in order to examine the relat~onship 

• 
between coping and the dependent variables, coping will be regréssed on 

stress and life satisfaction. Third, the Independent variables in the 

model will be regressed on stress and life satisfaction. Fourth, moving 

" to an analysis of the relationship between types of support and 

adaptation, aIl of the info~l social support .. easures (perceived, 

instrumental, emotional, informationsl and network), in aqdition ta the 

Independent variables in the model, will be regressed on coping, stress 

and life satisfaction. 

Limitations of the Operationalized Model 

In operationalizing any model, compromises must he made in chosing 
, . 

measures to represent the constructs which malte up the model. For 
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instance, a balance .ust he atruck betveen co.pletene.. of the 

information gathered and reaaonableneaa of the deaanda placed upon the 
'~L\ 

reaearch subjects. Consequently, SOllle variables in the Doubl.!' ABCX 

Model are lIeasured with greater accuracy and depth than others. The 

stress or variables (Aa) l believe are Adequate. They are accepted 

measures of both level of child functioning and stressful life events. 

In terms of infor.mal social support, the global measure of support, 

or what l have referred to as perceived support, as measured by the 

Carolins Parent Support Scale, is probably the best we have in the field,} 

at this tille. The other measures of informaI support, instrumen&( . 

emotional and informationsl, are ones in which l have Iess confidence • 

Judgements are being made as to the level of support provided to mothers 

based on ,. few questions in each area. For inJ::"nce, instrumental 

support is measured by asking mothers how fre~ently they receive belp 

with sucb tasks as household chores, babysitting, and a ride to the 

store. Yet, there are many areas in which famUy members can aasiat 

mothers re not probed by this instrument. Indepth 8tudy of 

mothers' da to-day lives would provide more complete data on wb~cb to 

determi e the actual amount of instrumental, emotional and informational 

help aila b~ to mothers. However, to my knowledge, tbere are no 
~ 

Ileasures of instrumental or informat;,1onal support. 1 could 

a separa te instrument to .easu~e eaot1onal 8upport, but this 

would have .lIleant introduc1~ another instruaent, tbua lengthening the 

<WIl 
interview. l cOlllpliomised by using one scale to .easure all types of 

8upport. 'the ins1;rument used to .easure instrumental, _otional and 

informational support does have content validity. 

202 



c 

, . 

The aea8ure of ,formal service i8 straightforward \and l believe 

adequate for the purposes of, the Mothers are asked, from a 

list of services, to indicate - ose they or their faily have used in 

the past four weeks. Coping, however, 18 probably one of the weaker 

.easures. In the model, coping 18 a product of the interaction between 

resourçes and per:ception of the event. No measure of perception of 

having a hand1capped child is avallable. Coping is represented by one 
/ 

--------/ 
item which aaks mothers how weIl they feel they are coping with the care 

of the handicapped child on a sesle from one to five. There is little 

variance in this measure, as most mothers consider themsel vea to be 

coping weIl. 

The other measures of adaptation, life satisfaction and stress, are 

str,9ns measures. Life satisfaction i8 still only one item which asks 

mothers how satisfied they are vith their current life on a scale of one 

to ten, but it ia highly correlated with other satisfaction measures in 

the questionnaire. Stress, or impact on the family scale, is the most 

reliable instrument measurtng outcome. It includes 25 items, tapping 

three dimensions of family stress. 

In summary, compromises have been made in operationalizing the 

Double ABCX Model. Some measures are better proxies of the variables 

they are meant to represent in the ~del than others. 
• 

The Double ABCX 

Model has not been empirically tyted, with the exce~::1.on ~f ~:'~ stol' s 

(1984) work. This is pr~bably ~~e 1n part ~o the complex1ty of model. 

It is espec1ally difficult to ~est the mode! using a survey design, as l 

have, because of the amount of information needed. Bristol used a 
1 
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clin1cal population-wbich means that she had aore data at band, but, she 

saerifieed her ability to ~genera1ize the resu1ts due ta ~pling bias. 

Despite its limitàt1ons, the contribution this research aaltes is in 

adding to our knowledge of how effieacious the aodel is as a framework 

for social workers attempting to undersfand the relationship between 

fàtil~tress and adaptation. 

~ u 

Primary Hypoth~s1s: Female primary caregivers who report high informaI 
'. 

social support will also report bigher coping, lower stress and greater 

life satisfaction than those with low informaI agc!al support. 
, ~ 

In arder to de termine whether informaI social ~upport promated 

coping, l regressed level af child functioning, stressful life events, 

informaI social support and formar services on coping, while cantrolling . \ 

race and age of the child, family Income, and mothers' marital ,and 

employment status and education. As repor(ed in Table 5.21, the entire 

model explained 25% of mothers' ability ta cope Cf (10,78) - 2.55, l ~ 

• 

.Q.l). Only perceived infarmài social support, as measured by the ~ 

Carolina Parent Support Scale (CPSS), L. Signl~antlY pred1cted coping 

(! < .002). None af the other independ~nt var~les, nor the control) 
J 

variables, correlated With caping. 

Next, coping was regressed on stress and life satisfaetion, 

excluding the inde pendent V~riables aentianed ~ove, but 'includin~ the 

control variables. As shown 'in Tables 5.22 and 5.23, coping vas a 

significant predictar af both stress and life satisfaction. ~e model , 

explain~d 19% of the variance in stress C! (7,81) - 2.78, ~ <.01) and 

17% af the variance in life satisfaction CE. (7,80 - 2.38, l < ",03). Of 
- ) 
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Table S.21 

Mu1tipl~ Regression Analysts of Selected Variables on Coping, Time 2 

for Model: _ N • 89 , 
Variables 

Level of Child 
Functioning 

Stressfu~ Life Events 

Carolina Parent 
Support Scale 

FormaI Services 

Coping 

Control Variables: 
Raée 
Age of Child 
Inéome 
Marital Statua 

6! 

Workini Status of Hother 
Education of Mother 

Mean 

7.27 

80.67 

13.93 

3.94 

2.92 

F 00,78) • 2.55, P. < .01 

Sig 
b t t 

.038 1.16 .25 

.001 .77 .44 

.040 3.30 .002 

.042 1.14 .26 

1 

R
2 

• .25 

" 

'\-
" 
,\ 
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Table 5.22 

Multiple Regression Analysis of Coping on Stress, Time 2 

) , Results for Model: 

...; 
g 

~ 

'" ,,' ~,: .', ~ 

Variables 

Coping ~ 

Stress 

Control Variables: 
Race 
Age of Child 
IncOIIe 
Marital Status 
Working Status of Mother 

,Education of Mother 

.,. 

\ 

N - 90 F (7.81) - 2.78, ~ < .01 

Sig 
Mean b t t 

2.07 -5.01 -3.57 .001 

38.87 

-

... 

f 

/ 

• 
R

2 
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Table 5.23 

MUltiple Regression Analysis of Copins on Life Satisfaction, Time 2 

Results for Model: 

Variables 

Coping 

Life Satisfaction 

Control V&riables: 
Race 
Age of Child 
IncOlie 
Marital Statua 

.~ 

Working Status of Mother 
Education of Motber, 

N • 90 

Mean 

2.07 

6.67 

b 

1.19 

\ 

"'-

F (7,81) - 2.38, l < .03 

t 

3.81 

Sig 
t 

.001 

,- ~'~ 

'II' 

"" 

R
2 

- .17 
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<. 

J _ [ =q v' "! J, 

- , 

the control variables, only .others' employaent status predicted stress, 

with vomen vorking outside tbe home experiencing sign1ficantly lover 

stress than their counterparts who vere not working (.1 • 2.19, ~ < .04). 

None of the control variables sign1ficantly correlated vith life 

satisfaction. 

Finally, level of child functioning, stressful life events, 
/ 

informaI BOcial support and formaI services vere regressed on stress and 

life satisfaction, using the same control variables as in the previous 

equations. With respect to stress, the entire model accounted for 23% 

of the variance in stress (I 00,78) - 2.38, ~ < .02). Between the 

independent and control variables, only perceived informaI social 

support. (CPSS) was a significant predictor of stress (E. ( .001, see 

Table 5.24). As shown in Table 5.25, the same equation only explained 

7% of thê variance in life satisfaction, and nont of the inde pendent or 

control variables proved to be significant predictors (! (10,78) • .59, 

~ < .81). ) 

In summary, as hypothesiz~d, perceived informaI social support 
( . 

significantly predicted coping and, coping in turo vas a predictor of 

both.stress and life satisfactio~. Perceived informaI support was also 

associated directly with teduced stress, but hB:d no impact on lUe 
"\ 

s&tisfaction. Employment stàtus was the only control variable to 

explain stress, with mothers vorking outside the hOlle experiencing less 
1 

stre~s than those not working putside the home. None of the independent 

variables, level of child functioning, stress fuI life events and formaI 

servicea, nor tbe control variables, vas significantly related to life 
'" 

" . . 
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Table 5.24 

'-- • Multiple Kegreaaion Analyaia of Selected Variables on Stress, Time 2 

Resulta for Mode1: 

Variables 

Level of Child 
Functioning 

Stressful Life Events 

Carolina Parent 
Support Scale 

Fomal. Services 

N - 89 

Mean 

7.27 

80.67 

13.93 

3.94 

b 

-.004 

.001 

-.652 
/il 

.729 

l' 
F 00,78) - 2.38, R. <.02 R2 - .23 

Sig 
t _t_ 

-.01 .99 

.08 .94 

-3.93 .001 

1.47 .12 

N 
o Stress 38.87 (' 

\0 

Contro~ Variables: 
Race 
Age of Child 
Incoae 
Marital Statua 
Working Status of Mother 
Education of Mother 

.. 

~ 
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Table 5.25 
\il 

Multiple Regression Analysis of Selected Variables on Life Satisfaction" Time 2 

Result-z. for Model: N - 89 F (10,78) - .59, ~ < .81 
t 
" Sig 

Variables Mean b t t 

Level of Child 
Functionins 7.27 -.070 -.66 .52 

Stressful Life Ev~ts 80'.67 -.003 -.72 .48 

Carollna Parent 
. Support Scale 13.93 -.062 -1.55 .13 

, 
. 

F0I'll81 Services 3.94 .072 .60 .55 

'N Life Satiafaètion 6.67 ~ 
0 

Control Variables: 
Race 
Ale of Child 
lneoae 
Mar1.tal Status 
V.ork1na Statue of Kother C' 

Education of Mother 
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satisfaction. (See Appendix C for Tables reporting the 1evel of 

8ignificance for control variables included in al1 multiple regression 

analyses.) 

Expectationa Regarding the Influence of Types of Inform~l Social Support 

on Coping: 

1. H1gh perceived support - h1gh coping 

2. High instrumental support - high coping 

3. H1gb emot1onal support - h1gh coping 

4. Higb informational support - no effect 

5. High network support - no effeèt 

To examine the influence of the different categories of informaI 

social support, these measures were regresaed on coping. According to 

Table 5.26, the ent1re equation expla1ned 35% of the variance in coping 

(! (14,74) • 2.82, l < .002). The only support measure which predicted 

positive coping was perceived support (CPSS) (1 - 3.91, .E. (.. .001). 

Emotionsl support, however, was associated with lessened ability to cope 

(1 - -2.94, .E. < .004). Therefore, perceived informaI social lJupport _aa 

signifieantly eor~ela'ted with positive coping, emotional support Was 

associated ~th lessened abil!ty to ~pe, and instrumental, 

informati~nal and network support did not pre~ict coping. None of the 

control variables were eorre1ated with coping. 

1 --

2U 
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Table 5.26 

Multl,ple ReFe~sion Analysis' of Informal Social Support Measures on Coping, ,Tille 2 

r 

t.) .... 
t.) 

ow"9J 

~ .. 

Resulta for Model: 

Instrumental Support 

Eaotional Support 

Inforaational Support 

Netvorlt Support 

Coping 

Control Variables: 
Race 
Age of Ch1ld 
Incoae ~ 

Marital Statua 
Workiq Status of Mother 
Educaticm of Mother 

N" 89 

Mean 

13.93 

4.03 

2.03 

1.22 

1.96 

2.07 

Level of ChUd Functioning 
Stre8sful Life Events 
Fo~ Services 

t 

'v 

;::. ... ,.., P,.:'.~ ~k' -, - -~ ':~;<';;;; .. , ~ ... 

F 04,74) • 2.82, ! 1.. .002 

Sig 
b t t -

.049 3.91 .001 

.050 1.34 .15 

-.155 -2.94 .004 
-< 

.134 1.47 .15 

-.020 -0.27 .79 

.-" 

'" • 
R2 - .35 
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E!Pectat1011s R.egard1ng the Influence of Types of Inforaal Soeial Support 

on Stress: 

1. 81gh perceived 'support - low stress 

2. High'instrumental support - low stress 

3. 8igh e~otional support ~ low stress 

4. 8igh informationa! sUPPQrt - no effect 

5. High network support - no effect 

When a11 measures of informaI social \ support were regressed on 

stress, the model explained 31% of the variance (f (14,74) • 2.34, ~ ( 

.01), and none of the control variables were sigÙ1f1ca1;).t predictors of 

stress (see Table 5.27). Again, only perceived informa! social support 

(CPSS) predicted reduced stress (t - -4.01, l? < .000, and emotional 

support proved to signlficantly increase the probability that -mothers 

will experience stress related to the care of the handicapped child (! • 

2.30, E. < .02). 

Expectations Regardlng the Influence of Types of InformaI Social Support 

on Life Satisfaction: 

1. 8igh perceived support life satisfaction 

2. 8igh instrumental support 

3. 8igh emotional support ~ high life satisfaction 

,. 8igh informational support • no effect 

5. 8igh network support • no effect 

l used the same aethod as ~t employed to lIeasure the effect of 

the various types of informa! social support on coping and stress to 
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Table·5.27 \j 
Multiple Regression Analysis of Informal Social Support Measures on Stress, Time 2 

il Results for Model: . N • 89 

Variables Mean 

Carolina Parent 
Support Scale 13.93 

----.~ 1ll8ttu1Oe1ltal Support 4.03 

, Eaotlonal Support 2.03 

fi,,) .... 
~ 

Inforaational Support 1.22 

Hetvork Support 1.96 
~ 

Str.ss 38.87 

Control Variables: 
Race 
Ase of Child 
IncOile ..,. 
Marital Statua 
Workina Statua of Mother 
Edueation of Mother 
Level of Ch11d Functioning 
Streeefui Life Events 
Foraa1 Services 

F (14, 74) • 2. 34, .p. <. 0 1 

Sig 
b t t 

-.693 -4.01 .OOJ 

.771 1.48 .14 

1.740 2.38 .02 

.754 .60 .55 

-1.340 -1.33 .19 

.... 

~ 

"-.../ .' 
v 

R2 - .31-
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deteraine the relationship between the .&me variables and lif~ 

aati.faction. The equation explained 18% ·of the variance in life 

aatisfaction. which did not reach significance (f (14,74) ~ 1.19, ~ 

.30, see Table 5.28). However, unlike the previous regression analys1s 
, 

of life sstisfaction, in this equation, perce1ved informaI. social 

support (CPSS) s1gnificantly pred1cted life satisfaction. This was not 

true when aIl of the independent varia~es in the equation were entered 

with the exception of the subcategories of informaI support. 

Consequently, adding the types of support produced a significant, 

positive relationship between perceived SUppOl't and lHe satisfaction. 

Consistent with the other regression analyses, emotional support was 

significantly correlated with diminished life satisfaction (~ - -3.13, 

,2:\ .003). None of the other support or control variables predicted 

satisfaction. 

Discussion of Multiple Linear Regression Analysis 

~tiple regression analysis revealed that coping, as expected, 

predicted both lIothers' stress and life satisfaction. Furthemore, 

perceived informaI social support (CPSS) was the only independent 
• 

variable in the model which significantly explained the variance in 

coping and stress. When the types of informaI social support vere 

entered into the equation, only then did perceived support 

aiguificantl with life satisfaction. Eaotional support 

conai8tently dependent variables, hovever, in the wrong 

direction. Emo io l sup vas associated with increa.ed atress and 
// /" 1 

decreased copingC~d life satisfaction. 
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Table S.28 

ression Analvsis of Iuformal Social Su ort Measures on Life Satisfaction 

Resul ts for Model: N - 89 

~ 

Variables - , ' 

CarQlina Parent 
Support Scale 

lnatruaental Support 

Eaotional Support 

I~oraational Support 

Netvork Support 

Life Satisfaction 

Control Variables: 
Ilace 
Age of GMld 
Incoae 
Hat:ital S'tatua 
WorkiDa Status of Mother 
Education of Mother 

Mean 

13.93 

4.03 

2.03 

l.22 

1.96 

6.67 

Leve! of Ch11d Funetioning 
StressfuI Life Events 
Fomal Services 

P (14,74) - 1.19, l? < • 30 R2 - .18 

Sig 
b t t 

.090 2.21 .03 

.133 1.08 .28 

-.544 -3.13 .003 

.078 .26 .80 

.138 .54 .59 
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In an atteapt to ezplain the unezpected finding tbat greater 

eDotional 8Uppo~t led to decreased ability to cope, it is ~n8tructive to 
1 

review the wording of the items included in t~otiOna1 support index. 

Mothers were asked ho~ often they rece1ved help vith (1) understanding 

the handicapped chlld ta needs and problems; (2) family problems; (3) 

feeling that the demanda 'lf ca ring for the disabled chlld are a burden. 

Apparently, these items are measuring the degree to which mothers are 

having difficulty coping. For mothers not experienc1ng problem& with 

coping, they would be expected to answer "never" when asked how often 

they receive help with the emotional demands of their handicapped 

children. It was my erroneous assumption that aIl mothers will feel-

burdened Dy the caregi ving demands of a handicapped child. 

Consequently, l have developed an index which taps emotional problems, 

not emotional support. 

To further explore the impact that emotional problems bave on the 

relationship between perceived informaI support and life satisfaction, l 

dichotomized the sample into those with hlgh and low emotional problems. 

l then correlated perce1ved support and life satisfaction for both , 

groups of women. l did this because controlling for emotional problems 

produced a significant relationship between informaI social support and 

life satisfaction. Therefore, it was clear tbat there was a difference 

in the correlation between informaI social ~pport and life satisfaction 

for women based on the level of emotional problems. The results showed 

that for those mothers with few emotlonal problems, there was a 

positive, significant relationship between perce1ved support and lite 

satisfaction (N - 56, t - 2.16, R. <..04). Kothers, in the b;l.ah emotional 
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problems group did not eçerienee any areater l1fe s.tisfaet:1on Vith 

\ 

increasing aaounts of informaI support CN - 34, 1. - -.84, .2 .41). 

Therefore, informaI support enhanc:es life satisfaction qnl.y in aothers 

who are not'already experiencing emotlonal problems. 

Since perce1ved informa! social support is a global lIeasure of 

support and it 18 consistently correlated with the dependent variables, 

it may be ID8sking a signifieant relationshlp between the other types of 

support and the dependent variables. To test this possibllitY, 1 ran 

the regression equa tions , excluding percei ved support, whi1e 1ncluding 

the other subcategories of support. Although emotioilal support 

continued to corre!ate vith the dependent variables, instrumental', 

informational, and network support did not predict coping, stress or 

• life satisfaction When perceived support was removed from the equation. 

In summary, perceived inform~ social support Was the only 

independent variable associated vith increased coping abUity, reduced' 

stress, and enhanced life satisfaction. Further analysis showed that 

when emotional support, a proxy for eaotional problems, was controlled, 

only then did perceived support significantly predict life satisfaction. 

;, 
EÎlotional problems was signif!cantly linked wi th decreased coping and 

life satisfaction, and increased stress. Working status was the only 

control variable which explained any of the independent variables. 

1 

W01Ilen working outside the home experieuced signifieantly less atress 

than their counterparts at home. Hone of the other control variables, 

• race and age of chlld, total family 0 incOlle, aaritaI statua, and 

education of lIother, vere correlated vith the dependent variables.-, 
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In order to test whether there was an interaction between informaI 

social support and the control variables, 1 conducted further analyses. 

For each control variable, 1 created an interaction variable which 

allows for the possibility that informaI social support has a different 

effect on the dependent variables by demographic characteristic (see 
11 

Appendix D, Table 5.29b). For instance, for race l created a new 

Carolina Parent Support variable,. RCPSS, (Race Carolina Parent Support 

Scale) which includes the CPSS values for Black families onlY.· l then 

regressed RCPSS, CPSS, aIl of,the other support measures and aIl of the 

control variables on coping, stress and life satisfaction. 

1 , 
Table 5.30b (Appendlx D) reveals that, in most cases, the effect of 

the CPSS on coping, stress and life satisfaction is not modulated by the 

interaction between any of the control variables and the CPSS. There 

are three exceptions. Marital status and employment modula,te the effect 

of the relationêhip between informaI social support and coping, and 

income modifies the correlation between support and life satisfacÜon. 

In the cases of mar_ital and employment status, entering the new CPSS , 
variable resulted in a correlatioR whi,ch was not significant when 

previously there. had been a significant relationship between informaI 
.; 

social support and coping ~ Income, on the other band, aodulated the 

effect of informaI social support on life satisfaction .,4-n the other 
P /, ' 

direction. Where,...· there had Dot previously been a significant 

relationship, adding the new CPSS variable produced a significant • 

correlation between support and life satisfaction. 
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In the follow1ng section, 1 w:Ul attempt to expla1n why none of the 

independent variables, other than perceived inforaal loclal support, yas 
~ 

significantly correlated with" any of the dependent variables. Each 

indepèndent variable will be considered separately.; 

(A) Stressor: Level of child functioning. AlI of the children in 

the sample are on the severe end of the disability continuum. Had the 

sample included nonhandicapped or mildly handicapped childr-en, it is 

more likely that this variable would have. expla1ned more of the 

variance in the dependent variables. The li terature supports this 

contention, as stress and out-of-home placement have been linked with 

the degree of dependency upon the primar)'l caregiver which the chlld 

presents. (Eyman et aL, 1972; Tausig & Epple, 1985). The majority of 

the children in thls study are quite dependent in that most do not 

tollet :l:ndependently or speak. 

(a) Plle-up st,ressors: Stressful life events. This variable 1& a 

little more dlfUcult to explain since one might expect that stressfui 

life events and the stres)J~ of raising a' handicapped chi Id , abil1ty to 

cope with the child, and life .satisfaction would be 10gica11y related. 

Two possible explanations are offered. First, looklng at the reaponses 

to the stressful events scale, 19 or 21% of the sample reported no 

stressful eventB ln the past year. Furthemore, the distribution for 

the remaining 71 respondents was highly skewed to the loyer end of the 

... scale. ln' order to test the hypothesis that the effects are I1mlted to. 

those with high stressful 11fe, eventB, 1 created a new variable in which 
, ~ 

those mothers vith a Btressful llfe event score below the aedian vere 
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.ssigned a value of 0 (N - 47) and those above the ~ian (N - 43) 

aaintained their actual score. 1 then regresaed stressful life events, 

the new str~âsful life events variable, the other iDdependent variables 

(l~ve1 of chi1d functionins, informa! support and serVices), plus the 

control var4ab1es, on coping, stress and 1ife satisfaction. Again, the 

stress~ul 11fe events variable did not predict coping (1 - .90, .i.' < 37), 

stress (1 • .85, .E. < .40), or life aatisfaction (1 • -.09, .2 ( .92), 
<II> 

indicating that there is not a differential illpact upon the dependent 

variables based upon lower or higher stressful 1ife events. 

Another, poas1bly more plausible explanation for the fact that 

stressful 1ife ~vents did not exp1ain any of the dependent va~ab1es, is 

that the stressful event a10ne is lees important than how the event i8 

perceived and the informa1 and forma1 supports one possesses to dea1 

with the event. Although support re1ated to the handicapped chi1d was 

contro1led, no data on both informal and forma1 support for other 1ife 

prob1ems were gathered. Consequently, the focus of this study, caring 

for a handicapped chi1d, may have exc1uded other information pertinent 
} 

to dea1ing with stress unre1ated to the chi1d. 

'\ 

- This finding is of litt1e Cb) Resources: Formal services. 

surprise since the .ean number of services used vas 3.91 and most of 

these vere provided direct1y to the child, not the family. Speech, 

occupational and .physica1 therapy snd medical services vere lIost 

frequently aentiored by fami1ies. Traditio~l f&aily support services, ) 

8uch as respi te care J training in how to deal vi th tbe child. or 

counsell1ng, vere used by ouly a fev fami1ies in the put year. 

/ 
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(h) Reâources: InformaI .ocial .upport. 

•• r ,:;- • ? tJ ~ ri >,. - '- , 
" 

. . 
MUltiple regress10n 

analysis of the types of informa! social lupport showed that perceived 

.upport predicted coping, Itress and life satisfaction vhile 

instrumental, informational and network support were not correlated With 

any of the dependent variables. Although informationsl and network 
" 

support were not expected to correlate vith any of thé dependent 

variables, it was a surprise to dlscover that emotional support was a -

the dependent variables, however in the 

wrong direction. As explained earlier, this is a result of an eaotional 

support index wh1ch actually lIeasured emotional problems. The next 

section of the discussion will elaborate findings concerning the 

subcategor1es of informaI soci41 support and their relationshlp to the 

dependent variables . 

Percelved versus intltrumental support. My finding that perceived 

support (CPSS) had an 1mpa.ct on coping and stress but the actual support 

provided to lIothers did not, deserves explanation. There are at least 

two possible reasons for thls dlscrepancy, both of whlch vere aentioned 
~ . 

in the discussion of the blvariate analysis. The flrst Is that family 

members may be helpf.,g. to aothers in ways not tapped by the instrumental 

support measure. Qualitative research which exam1nes the day-to-day 

environment and a'ctivitles of the family would anawer this question. 

1 

The second poSSible explanation is that the perception of support 

1181 be more important than the act of providina alsistance. In thinking 

about the role of perception of help versus quantity of heip, the 

satisfaction measures may shed .ome light on this subject. 'Mothers vere 
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asked about tbe amQunt of tiae they had away from the eh:lld for 6ings 

they l1ke to do, for social realOUS, and for time witb their spoule. 

They vere then asked about tbeir satisfaction vith t1ae a .. y. Pearson 

product-moment correlations between time avay and satisfaction time away 

did not reveal a signifieant relationshlp between these two variables. 

lt might be concluded from these findings that perception of the 

adequacy of- a variable Is more important to one' s feeling of life 

satisfaction than the amount of that variable provided. Generallzing 

this concept to the relationship between informaI social support and 

stress, the amount of support proffered may be less important in 

relieving the experienee of stress related to the child vith 

developmental disabillties than the perception of that help. 

Many factors come into play in evaluating the adequacy of informal 
-

social support. Cultural, social and psychological influence,s are 

potentia1ly important det~ndn8nts of .others' betiefs resarding 

appropria te roles and bebaviours of soclal support network llembers. 

Expectations about the amount and type of alsistance which Ihould be 

eztended are shaped by these beliefs. Theoretieally, then, the 

disparity ~etween expectations regarding nelp and the actual amount of 

assistance offered, contributes to one's perception about the adequacy 

of .... support. &nploying this logic, the fact that level of perceived 

l.nformal social 8upport pred1cted stress, whieh actual help did not, 

becomes understandable. The iaportant issue is not the objective amount 

ôf help received, but bow closely expectations about support and amount 

\of support available are matcbed. 
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Jfetwork support. Network support was .a.uree! by the nuaber of 

perlone .otbers felt they were able to conf1de in. Althoua~ Bouse and 

Itahn (1985) state that It ls iaportant to eatablish the fact that a 

network actua1ly exlsts, other relearehers have found tbat it Is not the 

number of network members but the qualitr of the relationsh1pa wbich is 

1IIlporta~t (Kazak & Marvin, 1984). My finding that the naber of 

supp~rtive people did not explain any of the dependent variables, whi1e 

perception of the 1eve1 of-support from fami1y, friends and neighbouts 

did, corrobor.ltes prior ~eaearch. 

Perceived support and its relationship' to life satisfaction. 
,r 

Perceiv~d informa1 social support did not signifieant1y correlate vith 

life satisfaction until emotional problems was entered in the equation • 

Tnerefore, when mothers' emotional prob1ems was co~t~o11ed, there was a 

signifieant relationshlp betwer,J.evel of. perceived support and 1ife 

satisfaction. Further analysis revealed. that the positive benefits of . 
perceived support are felt only vhen .others have few eaotional 

problems. 

Another curlous finding was that perceived informaI social support 

exp1ained stress but not lifé satisfaction., It is obvlous tbat atress 

and life satisfaction are different eonstructs. 'Euaination of the 

~ress instrument used in the researeh protocol reveals that the items 

relate directl)' to the pres'ence of a handicapped ehild. For instanc~, 

queried are issues such as the 1apact of the chlld' scare requirements 

, upon the JamilY~' ability to save .oney, talte vacations or bave social 

outinlS. Life satisfaction, however, is a aore seneral concept which 
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bas ta do with overal1 satisfaction ,vith one's life. Such issues as 

satisfaction with one's work,1Dg status, educational level" place of 

residence and .ocial life come into play in evaluating lUe 

satisfaction. ' 

Cons1dering the work of others, Cruc et al.' s ( 1983) research 

seems to contradict my f1ndings. They found that support from a partner 

or spouse and community support "ere highly significant predictors of 

general life satisfaction. Measured by Crnic et al."were both presence 

or absence of these types of support and satisfaction with the 

situation. Although both availability and satisfaction vith support 

predicted general lUe satisfaction, ouly satisfaction vith intimate 

support had a significant effect on satisfaction vith parenting. ~ls 

finding indicates that satisfaction with support is an important' 

consideration in whether or not one Is satisfled vith other aspects of 

one' 8 ,life. Of course, research of this nature 1s plagued. wi th 

questions of reciproc:al causation. It 1s never clear whether 

satis~action vith support causes life satisfaction and satisfaction vith 
-

parenting, or vice versa. It cau only be said vith certainty that there 

1s a sign1f1cant relat10nship between th~ two variables. 

Bristol (1984) 1s the only other researcher ta test the ability of 

the Double ABCX Model to explain family adaptation. In Jler .tudy of 
-

failies having autist1c or autistic like children, .he found that 
-' 

perceived informaI social support predicted family adaptation, .. rital 

adjustaent and maternaI depress10n. Severity of the handicap and formaI 

.ervie •• vere not correlated vith •• Y Of~ ,aboYe depend •• t ~1able •• 
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Where her reau1ts' d1ffer frOil ay on 18 vith re.pec~ to 8tresaful life 

events. Sbe found that other Hfe .tresses explained a1l of the ---... 
depeudent variables. Bris~l 's aeasure of otber life stresses included 

a 8um of the Holmes and Rabe (1967) iD.8truaent, vh1cb l also uaed, and 

the Lilll1ts on F8lldly Opportun1ty Scale of tbe Questionnaire on R.esources 

and Stress (Holroyd, 1914). Sbe does J!lot report separa te aualyses for 

the - two instruments. Therefore, 1 have no vay of k11ow1ng whether the 

Holmes and Rahe scale aloue explained the variance in the outcome 

variables. It 1s interesting to note that the Limits on Fami1y 
Î ~ 

Opportunity Scale is an instrument concerned vith the impact of irVing a 

handicapped chlld. l speculated earlier that stressful life ev~ in'-

illY research did not correlate vith the dependent variables because it 

was related to gener1c 1ife experiences, mereas the other v~r1ables 

were focused on support and outeomes specifie to dealing vith a 

handicapped chl1d. lt is possible that Bristol uncovered the same 
1 

phenomenon, but it 1s masked by summing the tvo instruments. This is an 

ares which deserves further study ~ 

\ 

My finding that vamen vork1ng outside the hOllle experience less 

stress than those not working outside the bOIlle, 1s e0D.81stent Vith 

Bradsbaw and Lewton' s (1918) research. They found that aQthers mo vere . 
able to do paid '!9rk vere l~aa depreaaed tban thoae who did not do paid 

vork. l think, hovever, tha:~ this issue needa to be explored in further 

depth. Since eap10yment Itatus was the oo1y control variable which 

correlated vith an outcoae variable, and it val ouly correlated vith 
<> 

atress, th1s d1fference .. y have occurred due to chance • 
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Qualitative AnalYBiB of Copins Strategies 

The 8tudy doea not Bpecifica1ly aslt about n wb.1ch lIothers 
'"' 

,(:ope-with the care of a Beverely handicapped\~ild, bu 1 think sOlDe of 

the qualitative data aothers shared vith u~~'l g the 1nterviews 

provides depth and humaneness to the research. It gives inaight into 

sOlDe- specifie responses mothers bad to their situation with their 
i.--

children. Hothers were asked in an open ended format, "Please tell me a 

little bit more about how well you ~ee1 you are coping (with the care 

demanda of your handicapped chlld)." The responses tended' to c1uster' in 

five different categories: chlld relate4 reasons; general accepunce; 
, 1 

support of familYi religion; and those having difficulty coping. 1 will 

give examples of responses indicative of each category. 

Child Re1ated Reas ons 

The greatest number of resP9nsea,had to do with soma aspect of the 

chlld. Kany mothers, not unlike mothers of nonhandicapped ch!ldren, 

identify positive qual1ties in their child and the love they have for 

the child as the reasons why they- are able to cope. An examp1e is the .. -

followiug statement, "1 am able to understand hill quite well and it' s 

the love 1 have for him that makes me understand h1m." Another aother 

stated about her son, "He's hâppy and he smlles a11 the tille ••• 1 enjoy 

taking care of hill, maybe it' s because 1 love him." One mother spoke of 

the eIIotional ups and dOWDS when she said, "It's very hard, 1 get 

depressed, then he do es 80J1ething l'a proud of and 1 get out of it." 

1 
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General Acceetance J _ 

Several .others expre88ed leneral aceeptanee of the ch1ld and the 

8ituation vith which they are confronted. ln apeaking of her daughter, 

a aother related: "1 deal with wha~ever ahe offers; 1 accept what ve 

can and cannot do; 1 look for the best instance out of the worst." 
-

Another .other echoed others when she said, "We go from day-to-day and 

do what Ilas to be done." One mother stated it pl 

and has to be taken care of; 1 just have to take 

know what eIse to say." 

Support of Family 

"She '8 .Y child 

of her; 1 don't 

Informa! social support was also mentioned by several .others. The 

following response reflects the importance of help from family for 

mothers working outside the home. "1 think l'm coping very weIl but, the 

reason is family support. My mother and fa~her are bath retired, so if 

l 'm at work and she gets sick they can go pick her up." Another mother 

talked about 8upport fOTm other parents of bandicapped children. 

"Parents' meetings are a great help. Being able to talk and ahare is 
-
one of the best things ava1lable." S ome one else summed up the 

importance of the marital relatioD8hip8 when 8he said, "My hUlband 1a my 

right ara and the two of U8 can handle any problems." 

Religion 

SOIIle lDother8 -clrew atrength from the1r bellef and truat in Cod. For 

instance, one .other ~old U8, -God only live8 you wbat you can bandle.ft 

Another aa1d, -1 do it vith .the Lord's help." --St1ll another stated: 
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"When 1 let down 1 look up in .y aind and then go on; the spiritual part . 

of .Y 1ife keeps ae go~ng." 

Difficulty Coping 

Most 1I0thers felt they were coping we11, but aOlle vere baving a 

difficul t time as in the case of this .other. "1 have lots of 

resentment. Why shoul.d 1 take what society gives? Why vas 1 stuck vith 

a kid w1 th handicaps?" A few mothers spoke of the impact upon other 

.f.amily members. "1 wish 1 could do better so 1 cou!d do more for her 

and still have time for the kids." There were 80me mothers who 

exhibited severe stress, such as the' lIother who said: "1 feel his 

problems are a11 my fault, so-I deservet what 1 get; l'm worried about 

wbat will happen to Michael when 1 die; one women and two klds isn't a 

family. n 

Summary of Qualitative Analysis 

General!y, mothers felt they vere coping weIl vith the demanda of 

their handicapped chlld. Al though I have broken down the responses ioto 

five categories, many Interviewees actually aentioned two or three of 

the categories in their statement, demonstrating the need for them to 

garner strength in several ways. Mothers spoke frequently of the 

frustration they experience in addition to ,be the coping strategies they 

emploYa The responses often revealed the difficul.t behaviours such as 

bead banging and temper tantrWDs of the eh11dren. 1 va8 rell1nded that 

parent a .ust live vith the disappointment 9f th~ir cbild'a Bevere 

liaitations. As one .other laid: "It hurta to see ber that vay; l look. 

forvard to her' tugging on Ile, or the day abe can caU ae JlOIIID8. ft 
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Hotably abllent from theae qualitative data are references to 

support frOII friends or foraa1 .enlee •• C0D81atent with the 

quantitative, data, 80thera prillatily reeeive support frolÎ- 1aaediate 

family aembers and, laeking that, no other source aeems to fill the gap • 

" - " 
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CHAPTER VI 

CONCLUSIONS AND RECOMMENDATIONS 
r:: 

Introduction 

In this chapter I will conclude vith a reviev and analysis of the 

resu1ts of my research on mothers of handicapped' ehildren and malte 

recommendations for social policy and direct interventions vith 

, families. The proposed recommendations are intended to help social 

vorkers, poliey .. kers and others concerned vith families who have a 
~ 

, developmentally disabled ctil1d to understand the role of informaI social 

support in ass!sting th~ primary caregiver and to guide them in the , 
design 'and iIIplementatlon of family support servlè:es. 1 will also 

reviev the Double AlCX Model as a frsmevork for soclal vork practice, 

and ~xp~ore th~ implications of the state bias towards family care of 

vulnerable aembers upon 1I0thers of handicapped chlldren, in light of tbe 

research findlngs. Finaliy, 1 will discuss the l1a1tations of~ this 
\) 

, 
atudy and future research directions. 

1 
1 
1 
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Review of the Major lesearch Finding8 

The lutent of th1a study ia to provlde deacriptive infonation 

about the types of lnformal aoclal aupport available to aothera of 

children with developmental d~aabllltles and to exaDiue the relationsbip 

between informaI aupport and coping, stress and life satisfaction. The 

types of support studied vere perce1ved, instrumental, informa tlonal, 

emotional and network support. There were two prlmary support 

lnstruments utilized, the Carolina Parent Support Scale which lIeasures 
-----

percei ved support from famlly, friends aud nelghbours, and ~he 
Management Scale, which measures actual support provided in the form of 

concrete assistance, information and emotional support. The theoretical 

model employed Is the Double ABCX Model, developed by ~Cubbin and 

Patterson (1983b). " 

Descriptive and bivariate 
f) 

analysis revealed- that mothers of 

children with severe developmental dlsabll1tie~ are pr!marily 

responsible for the day-to-day care of their chlldren. However, the 

help they do receive is important to them. Assistance proffered to 

mothers comes mostly from immediate family meœbers, auch as huabands and 
, 

nonhandlcapped children, rather thau' extended family, 'friends or 

neighbours. One - of \he more revealing findings of the a1:OOy la that 

although marrled and working wOIIen perceive greater support frOII sOile 

family me.bers, 1Ihen help' vith daily taska was meaaured. these -vomen did: 

not actually receive any greater assistance. 

r 
... 

~pplylng the Double ABCX Model -~f F8IRil~FunctlOD1D&. it vaa 
-

theorized that Inforul. social support would enhance coping, which ln 
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_ turn would .oderate proaote life satisfaction. Multivariate , 

aua1ya1a ahowed that perc~d :1nfomal. .-ocial support 

vith better abl1ity to co~~"'a~ lower leVels of stress. 

-ÎI. 
WBS .. éociated 

The :1nfluence 

of :1nfOrma1 social suppor~ on l1fe satisfaction vas less certain. 

Abil:1ty to cope was, sipificantly correlated with decreased stress and 

.. 
1ncreased life satisfaction. 

None of the various types of informa! - support (instrumental, 

informatlonal or network) explained coping, stress or life satisfaction. 

Emot:1onal support appears to be a proxy for emotional problems, and so 

it vas associated with higher stress and lower coping and life 

satisfaction. None of the other independent variables included in the ... 
model (s~~erity of handicap, forma! support or IHe stress) explained 

~," -, 

the variance in the dependent var:1ables. .-; 

The Efficacy of Informa! Social Support as a Policy Option 

PoHcy malters and programme planners have a number of options in 
" 

terme of how services are organized for families of handicapped 
8 

chl1dren. However, there are l1m1ted resources which force dHficult 

dec1sions among compet1ng models of service delivery. Therefore, it is 

essent:1al to know the effieacy of increasing _8II0oot8 of specific types 

of support to families • In this section, I will examine the relative 

1aportance of informaI social support in reducing stress and enhancing 

coping and life satisfaction. 

FrOID a policy point of view, :1t is important to deteraine how large 

the :1ucrease must be 1n informaI locia! support before appreciable 
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changes are seen in coping, stress and life 8atisfaction. Even t~ough 

support is significantl~ corre1ated vith coping and .tre8s. tbe .. ount 

of 8upport needed to produce notable changes in tbe liv~s of aotbers .y 

not he real1stically achieved. To evaluate the aagn1tude of the effect. 

one .ust examine the regression coefficients (b) associated vith the 

various informal aocial support measures. The coefficient ~s a measure 

of the amount of change in the dependent variable for a one unit 

increase in the independent variable. 

Table 6.1 provides the data necessary to evaluate Cl) the change 
.~ 

in the dependent variables for every one, two, or three unit increase in 

the Caro1ina Parent Support Scale (CPSS) (see Panel B)j (2) the number 

of units- of CPSS necessary to bring an individua1 two standard 

Aeviations from the mean to the mean level of the dependent variables 

(Panel C) j and (3) the number of units of CPSS necessary to bring a 

mother in the 80th percentile of stress, and 20th percentile of coping, 

~ 1 
to the mean on both measures (Panel C). Examining the I18gnitude of 

\ 

change for increasing amounts of informaI social support illuBtrateB the 

expected impact as each unit of support is added. Looking at the amount 

of/support needed to bring individua1s from two standard deviations from 

the .ean and the 80th or 20th percentiles, shows how much support is 

needed to bring extreme cases to the .~an. 

L~fe satisfaction is not included in the anklysi8 of the effieacy 

of infox.al social support because for every unit increa8e in support. 

aotbers' ~atJsfaetion decreased by .06 (! - 6.67; Bang~ - 1 to la; S.D. 

a 2.23). Thus, the correlation vas not in the expected direction, 
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Table 6.1. 
Support 

l'he Efficacy ! of, Increas1y Aaount8 of Informal Social 
: 

'r 

Panel A 
bêpendent CPSS Coping 
Variables ,., Mean b ' b 

Stress 38.87 -.652 -S.Ol 

Lite 
Satisfaction 6.67 -.062 1.19 

Coping 2.07 .040 

Panel B 

Amount of Change 

Unit Increase 2 Stress C02inS 

1 Unit Increase in CPSS - .65 .040 

2 Unit Increase in CPSS -1.30 .080 

3 Unit Increase in,CPSS -1.96 .120 

\ 

\ Panel C 
Number of Unit8 of CPS§ Needed 

to Reach,Mean 

Stress: 2 S.D. above Mean - 59.05 

Stress: 80th percentile - 46.00 

Coping: 2 S.D. be~ow Mean - .57 

Coping: 20th percentile - 2.00 
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did uot reach aignificaDCe. Consequently, l bave excluded 

satisfaction fram the results. 

Consider the impact of inforaal social support on the stress levels 

of .others with a handicapped cJU,.ld. Although the correlation between 

informaI social support and stress is signifieant, looking at the 

coefficient, it is. striking how great the increases. in social support 

must be before appreciable e\anges are seen in level of stress. For 

instance, as seen in Panel B, a one unit increase in social support only 

results in a .65 decrease in stress, while a three unit increase in 

social support means a 1.96 drop in stress. In this case, the stress 

mean (~) is 38.87, the range in actuel stress scores is 14 ta 67, and 

the standard deviation (S.D.) in stress is 10.69 • (In subsequent 

diséussion l will only use abbreviations ta report the mean, range and . 
standard deviation of each dependent variable.) Furthermore, to bring 

, 
an individual from the 80th percentile on the stress scale ta the mean 

would require 10.17 units of informaI social support. 

The relative importance of a unit of informaI s<>-clal support Is 

brought into focus by examin1ng the_ j:fSS.' The CPSS asks aothers to 

report, on a 1 to 5 scale ranglng from "not at aIl" to ~a great deal," 

how helpful possible network, members are to her in the care of the 
- ~ 

handicapped child. Consequently, a unit increase of support .eans that 
• 

one member has increased support along a continuum from 1 to 5. For 

instance, if a ~u8band went from being "not at all 8upportlve," to "a 

great deal of help," that vould represent an iucrease equal to 4 units 

of support and a 2.6 point decrease in stress. 
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Copins vas al.o aigui/icantly corre.lated vith infomal social 
-

aupport. Por every unit iucrease in support, aothers' ability to cope 

increased by .04 (! - 2.07; Range • 0 to 3; S.D. • .7S) <aee Panel B). 

Purthermore, a three unit increase in support aeans a .12 tncrease in 

aaterual coping. As reported in Panel C, 37.50 unite of support are 

needed to bring a .other two standard deviations below the aean in 

l" coping to the mean level, and 23 units of support are required to move a 

.other in the 20th percentile to the coping mean. Mothers were asked on 

a four point scale from "poorly" to "ezcellently." how weIl they felt 
---

they vere able to cope vith the care o~ their handicapped child. To put 

this in perspective, it would take 25 units of informaI social support 

to bring a motber who i8 coping "fairly weIl" to the next level, whicb 

is coping "very well.·' Or, looking at ft from anotber angle, if a 

husband went from being "not at all supportive" to "a great deal of 

help," it would represent a .16 increase in coping. 

1 

The prospect of helpin~ mothers of bandicapped childrén l:'educe 

their stress and improve their coping by increasing informa! social 

support, looks pretty dismal given my findings. However, suppose my 

resuftl(are misleadiug and the actual effects are really two, three or 

even fo~r tiaes greater than the regressions coefficients indicate. I~ 
order to analyze the sensit1vity of the results ta such larger effects, 

1 have calculated the chang~ ~n the cop~ and stre.s resultlng from the 

coefficients being two, three and four t~mes greater. 

Table '6.2 shows that even if the regression coefficients were aucq. 

larger, the iaprovements in materna! life aatisfaction and coping would 
( 

r 
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Table 6.2. The l.pact Given Il.egre8a1on, Coefficients tbat vere Two, 
Three or Four T1aéa Laraer thâîî TLôâe leported 

Panel A 

Amount. of Chanle in StrèS8 (11-38.87) 

Unit lncrease (bx2) (bx3) (bx4) 

1 Unit lncrease in CPSS -1.30 -1.96 ' -2.61 

2 Unit lncrease in CPSS -2.60 ~3.92 -5.22 
'" 

3 Unit lncrease in CPSS -3.90 -5.88 -7.83 

Panel B 

Amount of Chanle in COEinl (M-2.07) 

Unit lncrease (bx2) (bx3) (bx4) 

1 Unit lucrease in CPSS .080 .120 .160 

2 Unit lncrease in CPSS .160 .240 .320 

3 Unit lncrease in CPSS .240 .360 .480 

.. 

L 
1 

- 1 
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not he !apre •• ive. For 1n8tance, if the~elre •• iOD coefficient for the 

relationahip between i~oraal support atl~ eopins vas actually two tise.s 

laraer. it vould .ean a .08 increase in e,pins and even st four times 
\.. 

laraer. the u\provement in eopiq Vith three units of .upport vould only 

be .48 (see Panel C). 

Focusing on stress, althouah still a .odest impact, if the 

relressions coefficient for stress were actually twice as large and 

support ,increased by three units, maternaI stress would drop by 3.90 

points (see Panel A).' Furthermore, if the coefficient vas four ttmes as 

large and three units of support vere added, stress would decrease by 

7.83 points. Considering that all people ViII experience some stress, 

it is not a real!stic goal to expect that stress will be reduced to 

zero. Therefore, a four point decrease in stress 11&1 .eau a real 

difference in the lives of lIothers. 

In research of this nature, it is diff1cult to determi~e the exact 

lleauing of decreasing amounts 9f stress to .others. Since stress is 

1 largely a subjective experienèe, the impaèt may vary amoui aotijers. One 

vay that l have dealt vith this 1s by examiuins the issue from a 

- relative perspective. For instance, conaiderins how auch 's~pport is 

necessary to .ove 1I0thers in the 80th percent1le or the second standard 
. 

deviation, to the mean, provides- a context vithin_ vhich to viev -the 

.. ount of informal Bocial support it would take to belp .others on the 

extreme end ot the continuum. Still, as social scientists, ve .ust live 
" J ' 

vith these lill!tat1ons due to the current state of knowledge. r 
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Another polie y option for 8uppott1ng f8ll1.lies of handieapped 

chUdren i.s the provision of a cash 8ubaidy. S1nce th1.s research was 

part of a laraer study of the t.paet of a cash 8ub~1dy total1na $225.00 

per aonth to fam1l1.es, it 1s possible to ec-.pare the henefits of 

informa! 80cial 8upport and aonetary support. After reeeiving the 

subsidy for approxima tel y one year, aothers experieneed a 20 percent 

drop in .eau level of stress from 48.50 to 38.87, a significant increase 

in life satisfaction from 6.3 to 6.7, and coping was UDchanged (Meyers & 

Marcenko, 1986). By contrast, it would take 14.77 a4ditional units of 

informa! 8upport to ach1eve the same results in stress. 

Clearly, receipt of the money was associated vith a dramatic 

reduct10n in maternal stress level. An item-by-item analys1s 8howed a 
~ 

s1gnificant decrease in stress on items related directly to financial 

stress such as: "the cost of lIy child' scare is eaus1ng financial 

problems for the family;" or, "1 am unable to save .uch lIoney because of 

the expense of my ch1ld's handicaps." 

In terms of life satisfaction, receipt of the subsidy was 

associated with greater satisfaction, where social support was 

negatively, although not signifieantly eorrelated Vith satisfaction. 

Coping, however, was not influenced by aoney but was iIIproved vith 

inc~easina aaounts of social support. One eaveat whieh auat be 

aentioned, ia that this was the first year of the ~uba1dy snes what ve l18y 

be see.ing ia a honeymoon effeet whieh çould he lIodulated in subsequent 
( 

years of the programme. Therefore, longitudinal data are Decessary t~ 

evaluate the effecta of the programme long-terme If the positive impact 
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of the eubsidy proved to dillin1sh over tille, policy ukera vould bave to 

decide if the .hort-tera benefita vere aubatantial enoup to varrant 
~. 

continuation of th~ prog~amme or if the negative iapact of vithdrawing 

the subaidy o~twei8hed the benefits to families. -

J( 

Con~equently, as a policy option, at least initial!y, money has a 

more positive impact than informa! social' support. However, in terms of 

stress, the relief was felt around financial issues, indicating that 

this approach alone will Dot meet all of a family's needs. More data 

a~e-required to determine the relative effect of various types of family 

support. 

Possible Explanations for the Results 

There is a central question which must be addressed. if social , 
policy ls to be infomed by these findings. Does this research 

'\ 
represent the true relationship between informaI social support for 

aothers of. handicapped chl1dren; or are there aeasurellent or 

lIethodological issues whicb limi t generalizations from this research? 

There are several possible ezplanat10ns for the-weak performance of the .. 
Double !Bex Model generally, and info~ social support specifieally. 

First, info~ social aupport lIBy Dot be as effect1~e againet 

chronie stress as it ls in cases of acute, tiae-l1mited stress. As 

crises arise, available informaI suppo~t aBy prove to he .ore beneficial 

than it i8 for the day-to-day chr01lic stress ~of raisina a ,child nth 

handicaps. Longitudinal researeh is required to illua1nate the role 

informa! social support plays as crises are introduced and resolvedi , 
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Cro.s-8ectional.da~J 8uch as those prov1ded here, are insufficient to 

.aasure the strength of aoc~a1 lupport during ttaea of acute strela. 

/ 
t 

A ~econd possible explanation for the weak results il tbat informa! 

aocial support has been oversold as à .echan1sm for. reducina stress. 

Although support has some impact on aaternal stress, it .sl.one cannot 

overcome the stress associated vith caring for a handicapped child. 

Furthermore, there aDe limitations to-how many network mem.bers there are 

and how much each member cau increase his or her support. Therefore, 

even if there had been a stronger correlation betveen- lupport and 

stress, there are practical constraints on the amount of support .others 

have at their disposal. This point will be discussed in greater depth 

in the intervention section of this chapter • 

--
Another possibility which must be examined ia that the Double !BCX 

Model may not he adequate to explain coping, atress or life satisfaction 

in mothers of handicapped' children. Willer (986) has conducted a, 

comprehensive review of the family research in developaental 
4 -

disabilit1es, using the !BCX Model as an organizing fraaework. She 

concludes that we are a long way fram testing the validity of the model 

'as a tbeoretical fr8lllework for ~plain1ng fuily adaptation to stress. 

She recommenda that researchers (1) operationalize f&aily resources in 

the fOrll of validated in8trUllents and put th~ instruaents in genera! 
f ' 

use; (2) develop a clear idea of what constitutel luccesaful fuily 

functioning; and (3) examine family adaptation over t1ae. At this 

point, 1t is preaature to judle the usefulness of the Double .AlCX Model 

for asse.eina f&ailies' reactions to the stress of railina a handicapped 
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c:hild. In defense of the Alex Model, it appears to bave all of the 

cOliponents professiona1s in the field would e:çect to ezplain f8Jrlly 

adaptation. Additionsl research, incorporating Wikler~s 

recommendations, is needed to confirm or reject the Double ABCX as a 
l 

theoretical model appropriate for this population. 

It 1& curious to me that more researchers iIl- the developmental 

disabilities field have not chosen to test the Double ABCX Model in its 

entirety. This is true evén though KcCubbin and Patterson published 

their conceptualization of the model. in 1983, and before that, Hill 

published his original ABCX framework in 1958. My presumption about why 

others have not' taken up the banner is that the total model is too 

unwieldy for practical application in a research project. First, not 

counting control variables, there are at least six independent variables 
. 

which should be included in the model. _ These are, severi ty .of the 

handicap, pile-up stressors, informaI and formaI resources, coping and 

.eaning of the event. Second, many of tbe variables ,re complex and 

abstract, m&king them difficult to measure. For instance, how does one 

measure the meaning of the presence of a bandicapped child7 What aspect 

of "aeaning" should be measured, and from whose perspective? Third, in 

teras of aethodology, given -tbe number and complexity of the variables 

to be considered, the tesearch protocol generally requires face-to-face 

interviews with fami li es , for usually an hour or longer in duration. 
-

Finally, in order to conduct a .ultiple regression analys!s, the .ample 

.ize must be sufficiently large to support the nUllber of independent 

variables iucluded in the equation. Uaing. ten subjects for each 

'indeptpldent v~riable 8S a baIl park figure, the Ideal sample size for 
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.ost reaeareh ;f this"type Decess1tates upwards "of 100 .ub~ecta. Theri , ! f 

once _the data are collected, the variables are senerally ab.tract 118k1ng 

interpretation of the rel'tults for application in .oci~ worlt practiee-

difficult. 

l have attempted to deal with the issues l have raisad regardin,g 

the Double ABCX Model in the follonng .. nuer. F1rst, aIl Of, the 

independent variables generally accepted as part of the -aodel vere 

included vith the exception of "mean1ng of the event." This is probably 

the most d1fficult variable 'in the aodel to capture because of 

uncertainty about what aspect of "meaning" to measure. Bristol used 
, 

.other's self blame and the extent to which mothers defined the handicap 

as a family catastrophe to operatlonalize the concept. Oo1y definition 
/", 

as a family catastrophe significantly eiplained the varian~e in one of 

the three dependent variables, family adaptation. Theref ore, .y 

exclusion of this variable may not have altered the results 

si~ant1y. 
.. 

Second, with respect to sample size, the number of 

subjects l had vas suffici':%ltly large for the analysis, but th1s was in 

part possible because l conducted this research as part of another 

study. Finally, -regarding my concern about application of the results 

to social work practice, 1t will becOlie evident Iater in th1s chapter 

t~t l have dealt vith this issue by bringins together the aultivariate 

analysis, descriptive and qualitative data and .y OWD practical 

knovledge gained from associations vith families of baDd1capped 

chl1dren, to SUide recOBBendations regarding social work interventions. 

1 
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It 18 ay va11dlty of the Double 

ABq Model 18 c:oneeptually OIIplex, c:ostly and tiae-c:OIUIua1~O c:oncJuct 

aDd dlfficult to 1nterpret on e C:OIIpleted. It uy not he that the model 

1 1s vrons or p~orly conceived but 1 think that ~e are Dot l1kely to see 

auch research usins the entire aode1 due to the issues 1 have raised. 

In-depth, qualitative research with a small sample of families may be a 
, 

aore appropria te avenue for future stud-ies. However, genera1izations 

are limited with this approach. In short, 1 expect that much, of the 

research with families will continue to be focused on a few variables at 

a time and will probably not etabrace the full scope of factors which 

constitute the Doubl~ABCX Model. Finally, 1 have discussed the ways in 

which 1 have attempted to de al with the above issues. 

In summary, several possible explanatioua have\~~n offered for the 

weak results of this research. They include: differences iu the 
• 

effectiveness of informaI support for acute and chronic stress; the '" 

possibility that too auch confidence has been placed in social support 

as a way to reduc;e~'stress; and difficulties with the application of the 
-' 

Double ABCX Model. Wikler 'has susgested further research, conducted 

over time, employing a clear definit10n of family funetion and using 

commonly accepted, va1idated inst\~ent~OD1y th en will we be able to 
, j 

8ssess the validity of the aodel w~th families of handicapped children. 

In ay estimation, ,the Double ABCX in its entirety will probably not be 

the foeus of auch researeh in the future. 
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The FindingB of th1s Research Compared to Previous Researeh 
- . 

A review of the literature contained in Chapter III revea1ed that 

there was limi ted research on the ,role of inforaal .ocial support in 

moderatins stress for mothers of developmentally dis.bled children. 

Marie Bristol 1s the ouly researcher who"has tested the Double ABCX 

Model with this population. Although she utilized the Carolina Parent 

Support Scale, severity of the handicap, pile-up stressors and formaI 

support, as 1 did, she also included measures of family cohesion, 

external1zation of blame, the definit10n of the handicap as a family 

crisis and patterns of coping. Her outcome variables vere dlfferent 

from my own and consisted of general family adaptation, maternaI 

depression and mar1t~1 adjustment • 

( 
, 

In Bristol'. conceptuallzation, the model explained SS% <\\i()f the 
1 

variance ln fam~.ly adaptation (p • .0001), 33% of the va~iance in 

maternaI dep~ess~on (p ••• 04), and 53% of the variance in marltal 
1 

adjustment (p • ,~Ol). The model as 1 constructed lt explained 23% and 
1 , 

7%, respectivel}t, of the variance in stress and lUe satisfaction. 
1 

Regarding info~l soclal support, Brlstol found that perceived support 
1 

vas Significant~y correlated vith aIl three dependent variables. My 

flndlngs lndlèat~d that informaI support vas associated vith eoplng and 
1 

stress, but not lUe satlsfaction. Both Bristol and 1 found that 
1 • 

severity of the/handicap and formaI support vere not related to any of 

the dependent ~rriables. 1 cannot compare the magnitude of change in 

the dependent rari.bIes vith increaa1ng amounts of the independe,nt 

variables becayae Bristol dld not report .eaus for ber dependent 

1 

variables. 
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Recognizing the lWtations of cOllpar1sous between Illy research and 

Bristol' s, 1 t appears tha t Bristol had .uc~ 8 tronger resul ts • Our 

research dlffers ln that she Incorporated a number of variables whlch 

vere not part of my mode!. .'. In addition, she did not include any control 

variables. This was true despite the fact that the e vere wide ranges 

in subjects' ages, social class and marital stat These factors may 
:' 

account, at least in part, for the disparity in findings. On the 

basis of these two studies, 1t is premature to assess the strength of 

the Double ABCX Model. Further research ls requlred to determlne the 

validity of the model as a theoretical framework for understanding how 

families adapt to caring for a bandicapped child. As stated earlier, 

there needs to be agreement regarding appropria te measures for the 

various components of the model and greater consistency in application 

of the~ \easures (Wikler, 1986). 

/' 
Turning to the research of others in the field of developmental 

disabilities, again it is difficult to draw specifie compari~ons between 

the findings of my research and theirs due to differences in 

methodo1ogy, variables measured, instruments used, and often the focus . 
", of the research. Gen"l!, research into the informaI social support 

systems of families of chlldren'with developmenta1 disabi1ities has been 

descriptive and bal! not analyzed the· relationsl,rlp between support and 

adaptation. For instance, Sue1zle and Keenan (1981) atudied the level 

of support to the f~ly over the life cycle of the handicapped èhild 

using a mail questionnaire. Kazak and Marvin (1984) used a control 

group to de termine dlfferences between famiBes vith and without a 

handicapped chi1d in terms of 1ami1ys' social networlts. Although each 
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of these studies contributes ·to ou(-understancUng of informal social 
, 1 

support, coœparis~s between these data and .y research are iapeded due 

to dlfferences in design, aethodology and measures. 

Still, a couple of researchers have examined the relationshlp 

between informaI social support and varlous outcome measure. One such 

study is the work of Dunst et al. (986), who analyzed the impact of 

parental satisfaction with supp~rt upon adaptation in mothers and 

fathers of handicapped children. Tbe only dependent variable they used 

which approxima tes my was parental well-being. The results'showed that 

satisfaction with support was the only main effect independent measure 

2 2 associated with well-being. The researchers report R and change in R 

for each variable added ta the equation, but not the regresslon 

coefficients (b). Therefore, l cannot compare their results with my 
e 

"""' analysis of the efHcacy of increasj.ng amounts of social support 

reported on earlier in this chapter. Similarly, Crnie et al. (1983) 

examined the relatlonship of stress and social support to adaptation in 

mothers of premature and full-term infants. They fo~d that Intlmate 

and community support significantly predieted general life satisfaction. . ; ,. 
2 Again, they reported the Rand not regressions coefficients, mating it 

impossible for me to compare my ana1ysis of efficacy with their work. 

Genera11y, informal social support, regardless of how it i8 

aeasured, has proven to be assoeiated vith positive outcomes for 
f 

familles. However, cons1derlng correlations alone 1a aisleading because 

1t does not prov1de t~ data necessary to abalyze the amount of social 
• 

. \ 
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,8upport necessary to aaking aeaningful changes in the lives of .others 

vith handicapped chUdren. 

"f 

To facilita te knowledge building in the area of fam1ly stress, it 

would behoove researchers to examine the change in dependent variables 

for'c'every unit increase in social support so that we 
7)-

can better 

understand the potential impact of programmes designed to increase 

informaI support to families. Furthermore, researchers should 

operational1ze s1mllar variables and util1ze common instruments. The 

lack of agreement among social scientists regarding the variables to be 

measured and instruments to be used, probably reflec)s the recentness of 

ser10us attention to th1s field of study. In keeping with Wik1er's 

(1986) recommendations, greater continuity among studies would move our 

j) understanding of family stress farther along. 

Implications for Social Work Practice 

~ Accepting that the Double ABeX Model generally, and informaI social 

support spectfically, did not prove vert useful in explain1ng the 

"" variance in coping, stress and life satisfaction in mothers of children 

with developmental disabilities, it is still possible to utilize these 

data in tandem with the descriptive and qual1tat~ve data to inform 

social work practicé. In this section, l will bring together all of the 
• 

... results, vith the work of other writers in the field of developmental 

disabilities, to suggest implications for interventions at the policy 

and programme level 

à:
ect practice. 
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, IapI1cations for Poli cr and pro~a.aes 
, 

llesearch indi~t fam1lie~ of chlldren vith developmental 

di8abilities prefer to care for them at hOlie (Hauber, Bruin~nks, Hill, 

Larkin & White, 1982). Given this fact, there are tvo systems through 

which support can be provided to families with a disabled lIlelllber. The 

tirst 1s internaI to the family and includes i~ocial support, 

their own lIlonetary resources and assets, (and the '~YSiCal and 

psychological preparedness of the individual fam1ly lIlelllbers to lIleet the 

demands of home care. The second is external to the fam'1ly and consists ". 
of the service delivery system dlsigned to support families. Although 

good effectiveness data are not ~a1Iable, it 1s generally agreed among 

professionals that in families opting for hOllle care, programmes of 
~ 

family support based on the1r needs should be available. Services 

shouid 1nclude, but not be I~ted to, respite care, hOlllemaker services, 

cash subsidies, training in how to care for the handicapped chl1d and 

counselling. However, in the event that the family is unable to care .", 

for their handicapped child at home, even with a full range of support 

services, residential options should be available. 

The current debate in the developmentai disabi1ities field, 

vis-a-vis family support, is around the role the state should play 

versus that which should be the responsibility of. the f~ily. In terms 

of the state's cOllllllitlllent to provide support servfces ~~ families, 

Moroney (1986) contends that state resources are a1located pr1aarily to 

substitute for family care 1nstead of to support familles. Re points to 

greater expenditures for out-of-home care of handicapped children than 

for services to families providing care. Furthermore, he obierves-that 
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the stste often gets involved vith families only after they are unable 

a, unw1lling to provide care. Instead of a crisis oriented .odel, he 

supports the concept of shared responsibility which iaplles providing , 
services to tlte family when they are needed and to 8~bst1tute for the 

family only when necessary. 

j 

There ls mounting evldence for the argument that the J.te ls not 

sharing in the care, of handlcapped children. For Instance, although 

there has bee~ an Increas~ in the number and amount of family support 

services available throughout the State of Michigan (Herman, 1984), in 

the s~ple of families interviewed for this study, few families actually 

received those services (Marcenko & Meyers, 1985). One might argue that 
1/ 

if the 
.. 

services are availare but not used, the y are obviously not 

, '" However, looking at respite care as an example, only 11% of the needed. 
'~ 

sample had used respite care in the past year. Yet when we asked 

mothers what services they needed but were n~~et~!ng, one~of th: more 

fiequent responses was babysittins. for the handlcapped child.~ Clearly 

other factors act a~ barriers to receiving th~s service. These barri ers 

may be social, psychological, financial, geographical or cultural. 

Also, information about services may not be well disseminated, or t~ey 

may be delivered in a way which maltes th~ unusable by famiH~s. 1 am 

reminded of one single mother who said that she needed respite care for 11 

\ 

her six yéar old '"non-ambulatory ",on ln ~-be lest aonth of her recent 
/ ,?' 

pregnancy because she could not lift h1Dl alone. • However, the res'plte 
;1'1 

care agency told her that she was not el~glble for the service until she 
'-

4el1vered her baby. Ferreting out the various reaso~s families do not 

receive services is not possible from this study, glven the availabls 
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data, but further uaaiD&tion of this ,i88ue eould,- provide valuabl~ 

infomatiOl1 to poliey aaJcérs and progr8lllllle planner8. 

1 On the family side of the equation, if the state Is not providing "V"'"'"" 

( .upport aervicea. then &11 of !:he reaponaibill ty for eare of children 

vith handicaps rests vith families. Furthel'llore, based on my findings, 

most of the day-to-day eare is actually performed by mothers. As stated 

ear1ier, one of "the primary internal resources availab1e to families4ls 

informaI social support. Even though my resu1ts indieate that there ls 
<t:\) 

a weak relationship between informaI support and stress, the alternatlve 
~ 

is to disregard the importance of informaI support' to mothers and to 

a110w the family system as it currently opera tes to persiste I~ontend 
that this is unfair to women and will lead to 8 perpetuation of thls 

situation. Theref~r~ l think that it Is important to look for ways to 

provlde mothers with more informa! support in order to aore fairly 

distribute cere of the handicapped child among the informaI network 

members., .. 

Another factor which is likely to compound the problems associated 
, 

vith lIothers as 'primary caregivers, Is the Increasing participation of 

women in the labour Jtrce. It ia projected-that by the year 2000, vomen 

Will make up 47.5 percent of the labour force, eompa~ed to 42.5 percent 

in 1980. Furthermore, aost women are employed out Of~' economic 
! . :-r 

necessity, so that working motners of handicapped chi1dren are 0 ten not 

in a posi tion to choose between being full-time hOlleUker and woding 

outside the home_CU.S. Departaent of Labol., 1984). This ls particularly 
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troublesODe since l found that even women who work outside the home the 

are still aaio1y responsible for the care of the handi'capped child. 

So far, l have established thtee factors which ahould be taken into 

They are: 

instead of 

for their 

account when planning family sUPFort policies and programmes. 

(1) ~t stands now, services most often replace families 

support them; i2) women are the primary caregivers 
~ 

handicapped chiNren, even if they work outside the home; and (3) in 

the next ten years we are likely to see greater feminization of the 

workplace. 1 have also put f~th several values which 1 believe should 

underlie family pol1cies and programmes. They are: (1) it 1s unjust 

for women to both mainly care for their severly handicapped children and 

to work outside the home; (2) the state has some responsibllity ta 

assist ln the care of handicapped childrenj and (3) in most cases~ 

family care of handicapped 'lehildren is preferred over institutlonsl 
~ 

care. 

The question- facipg the famil)' support field is how 

e services, Whl1e at tbe same time capitalizing on the 

faDtily' own resourees. The raIe of family support polieies and 

programmes should be to relieve families of some of the burden of caring 

for their children with hElndieaps. Tbere are, two resouree systems 

avaiifble to aehieve that goal, the family system and, the forma! service 

system. Programmes should therefore aaxim1ze the fllllily' s informaI 
'-'"" 

system and augment the family system witb f0r:mal services. This implies 

flexibility in the type and ,,-~ount of services provided ainee' each . 
, family will present its own unique set of circumstances. The formaI ~ . 
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system, as 1t DOW operates, js Dot reaching .. ny f.ailies. It is our 

task as professionals to formolate an effective service delivery system 

and to conduct ongoing programme evaluation to assure lI8X1IIua banefit to 

families. At this point in the development of family support services, 

we bave very little effectiveness data. Furtheraore, little is Jcnown 
> 

about the barriers families experience in accessing the services wh~c}l 

are available. 

The findings of my study and the experiences of others in the field' 

can i:nform policy and programme development. For instance, given my 

finding that informaI social support reliev(!s sU"ess and promotes 

coping, while formal services did not have an effect on any of the 

outcome variables J it would behoove us to find ways to augment the 

informa! system rather than replace it. When services are rigid in 
l' 

their Critefia for admission, and h!g~y structured- in their deH'Very, 

they do 'not mesh with families' informaI systems of support, Which are 

Highly individua!ized and flexible. 

l 41so found that nonhandicapped sibl1ngs are very ,helpful to 

mothers in the care of the handieapped child. Programmes which 

reeognize the contributions of ~1bl1ngs could prove effieaeious to the 
,J 

entire family. An example might be the family friend model of ~_espite 

care, which has been tried in some cOIIIIDuni ties • This aodel allows a 

friend of the fam;ly or a family aember, such as a 8ibllng, to be 

reimbursed for providing babys1tting set;Vicès. Other aodels vh1ch 
ôl 

similarly bolster the informaI, Det?rk could be tried and J!valuated 

agalnst aore tradi tioual apPtoaches • 
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Looking to the advice of other experts in tbe field, Moraney (1986) 

suglests a new approach by professionals towards service delivery. He 

encourages professionals to ask caregivers what services or resources 

would enable them to continue as caregivers, and then provide them. In 

this model, the job of the profess1onal is to translate family re~~ests 

into services offer1 vi th1~ c_uni t1. qencies. He states that there 

1s no evidence to support ~he contention that families would make 

unreasonable demands. On the contrary, similar programmes in England 

have resulted in positive outcomes for families, with few families 

actually making excessive demands. On the strength of th!s and other 

research, social policies and programmes meant to address the needs of 
~ 

families vith handicapped children should capitalize on and promote the 

informaI social support of families. Instead of substituting for family 

care, ways should be devised to provide services that augment the family 

system. In order to achfeve this goal, there;must he a loosen1ng or the 
~ 

boundar1es between informaI and formaI social supports. 

It is instructive to speculate about why family support services 

are designed to replace a~ oppose to complement the family. One reason 

may be that it Is easler to design and monitor services where the 

!. control resides vith the professionals rather than the famlly. For 

instance, cash subsidies provided directly to families with handicapped 

children, ta be used at their own discretion for the spec:ial needs of 

the family,- Is a poli~y option whicb has proved effieacious for families 
c ~ 

(Meyers & Marcenko, 1986). Yet, such a liberal approach to family . ' 

support has Dot been taken by any state otber. than Michigan. ~ome 

1 
l 
1 
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states do provide financial relief to families of bandicapped ch1ldren, 

but only on a limited and specifie basis (Bates, l~. 
~ 

As we begin ~o design family support services, l recommend tbat we 
J 

actively engage families in the process. If families had a aeaningful 

voice in how, the service system was fashiôned, the resu1t, vould be 

services which are both relevant to diffflrent family needs and provided 

in a ,manner which does not pose as many barriérs. The caut~on here is 

that we do not add another burden to families by involving them in 

programme planning. Understandably, some families will have neither the 
J ,-

energy nor the desire to participate. However, there is ample evidence 

from the advocacy movement that many parents are both willing and 

committed to improving services. One need ouly look at organizati~ns 

such as the Association for Retarded Citizens and United Cerebral PaIsy 

~' 
to witness the strength of parent advocacy • 

In summary, systemic interventions must look for innovative ways to 

capitalize on the strengths of families and provide services when they 

are needed. InformaI social support is a aoderator of maternaI stress 
• 

wliich should be promoted and aUpMed with formaI, services where 

necessarr. Greater flexibility within the service system'and a larger 

role for families in molding services would resu1t in services which 

address the unique needs of families. 

Direct Practice Implications i 

~e social vork practiti~ner working vith a faaily ~o has a ch1ld 

vith severe4evelopmental d1sabil1t1es typ1cally has two foci," the ehild 

Î 
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and the faa1ly ùuit. The' goal for the child is to asa1st the yduna 

person in reaching his or ber .u:aum functional capacity,and to do it 

3 in the .ost normalized and least restrictive environaent possible. In 

our society, for children, tbe most normal living 8ituation 1s the 
~ 

biologieal family, henee our eoneern vith helping families to care for , 

their aember vith a developmental disability. The goal for the family 

is to help the family maintain its developmentally disabled' member at 

home while at the same tille allowing for a high quality of life for the 

other family members. "High quality of life" can be aeasurèd by several 

dimensions such as life satisfaction, stress or ability of members to 

pursue their own goals. Stress and life satisfaction were the variables 

1 examined in this research. 

,-

In tb1s section, 1 will concentrate on social work 1nterventions 

which are direeted at providing support to families, rather than on 

service~ for the handicapped child. Consistent vith the previous 

section, some interventions are intended to bols~er informaI social 

support, while others are aimed at augmenting the 'f'~lY system with , 

~ formal.resources. 1 ~ill also examine the vay 1n which family support 

services are organized to de termine the potential impact of this factor 

on fam111es. 

Families j of cbildren with severe developmental disabllities will 

r~qu1re sup!orts from aultiple ,sources across the life cycle of the 

child. The role that social workers typ~cally assume vith families of 

hand1:capped children is one of CAse manager. A recent publication of 

the Aaerican National Association of Social Workers (1987), states tbat 
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"case management has been uniquely a ,oc1al york role for aore tban 100 

'years" (p. 1). Mox1ey (1987) defines case aanageaent as fta designated 

pers on or team who organizes, coordinates, and 8ustains a network of 

formaI and informa! supports and activities that are designed to 

opt1mize the functioning and vell-being of people vith multiple needs" 

(p. 13,). This is an essential function since it brings together formâl 

as weIl as informaI resources for the purpose of optimizing individual 

and family functioning. Mox1ey points out that vith 

deinstitutionalizat~n and community care has come a system of 

fragmented; decentral1zed services which may frûstrate and discourage 

the consumer. Effective case management can help families capitalize on 

support available to address their unique needs • 

The effectiveness of case management has been proven vith persons 
-

who have chronic mental illness and the elderly. In several 

demonstration projects vith the elderly, case management has been shown 
(-

to be an effective tool for diverting them fram costly institutional 
~ 

care. The success of these.demonstrations led to the incorporation of 

case management as a benefit under the Older !mericana Act (Moxley, 

1986). Within the field of developmental disabilities, case management 

has gained intuitive appeal. Given its popularity, there is an absence 

of ,empirical studies focusing on the use of case aanagement vith 
Cf 

developmentally disabled children and their families. Thus, my 

recommendation is not to institutionalize case aanageaent at this time, 

but to conduct on its effectivene.i vith this 

population. 
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• • Social vorkers operating vithin the case I18nagement role can be 

guided in thelr interventions vith families by the find1ngs of this 
" 

atudy. For instance, l found that women do not receive aucb concrete 

assistance with the care of the handicapped child, but the concrete help 

they do receive is important to them. Two daily concrete tas~s a~ar 
particularly problematic; help with household chores and babysitting for 

the handicapped c~ild. Almost a third of the sample reported that they 

never got help with household chores. However, of those receiving help, 

80% found it to be OOimporté),n't OO to "very important" to them. Similarly, 

over 60% of the women never or only sometimes got help with babysitting 

for the handicapped chlld, but of those who dld get help, 96% stated 

that it was "important" to "very important." Based on these findings, 
/ 

if women received additional help just in these two common tasks, ft 

could prove of great assistance to them. HO!lever, my results do, Dot 

indicate tbat this help significantly. reduces maternaI stress. 
\ -''1. 

Therefore, although mothers state that c~ncrete assistance is important 

to them, the impact is not felt in the area of stress L The positive , ,. 
outcome for mothers may be in ways not explored by this study. 

~ 

The study results further indicate that fathers are not often \ 

involved in babysitting for!;he handicapped child. Although not part of 

this study, 1t has been .y exper1ence that fathers are seldom 

responsible for other child care related' activities such as making 

appointments, taking children for appointments, or arrang1ng respite 

care. Social workers can perpetuate this a,ituation or encourage full 

family participation b~ their intera~tion with lam11ies. For instance, 
l 

are agency hours ch,nvenient for working fathers to attend meetings 

f 
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rè&arding the ehUd1 Do soc\a1 workers attempt to ea.un1eate vith both 

parents, or do they only ea11 Jlothers vith inforaation? Do .oci~ " 

workers assume that .others will take responsibility for ch11d eare . 
activities and therefore int~:,t vith families in ways which 

communicate this ~essage? Social workers 'f as DlemPers of this society, 

are. subject to the same biases as a11 other Dlembers. Therefore, they 

must be conscious1y aware of how their behaviour impedes or encourages 

participation of the entire fami1y, and especia11y father~, in the care 
( 

of the chi1d with developmental disabi11ties. 

An unexpected flnding of my study was that perceived informa! 

social support was significantly corre1a~ed with 1ife satisfaction for 

mothers with few emotiona1 prob1ems. However, for mothers experiencing 

greater emotional difficulties, increasing amounts of informa1 support 

did not lead to Improved 11fe satisfaction. Therefore, lIothers vith 

emotlona1 dlfficu1ties requlre he1p which goes heyond informa1 support 

if they are. expected to feel more ,satisfied with their current life 

situation. Social workers should be a1erted that this group of wOllen Is 

at-risk and make them the target of social work interventions. 

In order to address the inequities ih responsibi1ity for the 

handicapped chlld, social" work intervention shou1d he fam11y focused. 

Interventions aimed at the handicapped chi1d or th~ .other alohe will 

have 1ittle impact on the dist.ribution of labour vith1n the family. 

Since the results showed that\.opt of the help which' is proffered coaes " 

from husbands or nonhandicapped children, social work practieê' Sh01Ùd " 

,. 
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~corporate these and other 1ndividuals who are important to the family 

)system 1nto their york vith the f8Jl!!ly. 

Despite my recommendation to increase informaI social support to 

~others, .-I realize that we as a profession lack the technology to 

produce predictably the desired changes in level. of soci~l support.. 

Because families. arè active participants in the process, to a large 

• 
degree the success or failure of our interventions relies on the 

. 
villingness of ~amilies to change. This is further complicated by the 

--fact that a family consists of inrtividuals, each vith his or her own 

needs and priorities. Consequently, the family must he viewed as a 

upique system which brings with it a particular set of values and life 

circumstances. For 4,nstance, an intervention goal may be to increase 

support from the father and nonhandicapped siblings s but the success of 
~ 

that goal iB dictated by ,the actions of these family members. Even if 

t~ey agree to the goal, Implementation, and consequently outcome, rests 

1n their bands. Additionally, social support differs from ma~y concrete 

services such as resp1te care because 1t 1s much more abstract and its .,., 
adequacy is evaluated based on perception rather than a set of objective 

criterion. Theref&~, it 1s difficult to quant1tatively assess both the 

8mount of support ovided and the impact. Nevertheless, social workers 

must he diligent in 'their attempts to evaluate the efficacy of the:l:r 

, interventions with familiea and work to improve their direct practice 

strategies. 

~ 

It could be argued that sinee informal social .upport aoderated 
, 1 

stress 11nked.to the care of a handicapped ch11d and format services did 
, ~ 
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not, that fo~l services should be withdrawn in favour of the informaI 
,) ~ 

system, However, this tactic is not advisable, aince few family s~pport 

services were actually use4J by families. cODSeq~en'll' it is DOt known 

how services tailored to the needs of families will lIoderate 'streas 

associated with th; caregiving demands of the child. If families lyid 

access,fi to services they found useful and appropriate, the correlation 

between stress and formaI support may have been stronger. It is the job 

of the social worker, ~n the case management role, to provide families 

with information ~bout services so that they are able to make informed 

choices. The social worker should also, identify barriers which the 

family may experience in accessing services and work to resolve those 

barders. 

Tu~ing to a community organization perspective, social workers are 

responsive to the many subgroups within the population who are 

discriminated agdnst in various way,. Women carin~ for vulnerable 
Q 

family members constitute such a giôül because they take on the majority 
li 

of the day-to-day care of the1r 'handicapped children, without 
~ 

compensation. Therefore, 
.{j... l~ ~~ /' 

a crucial role for social workers ,~"1'à to 

organize women for the purposes of supporting each other, gaining an 
, ;/ 

awareness of the1r common issues J and working to affect, c:.hange within 

the service system and the family. Women are providing a valuable 

-se~ice by ca ring for their handicapped children, a service which goes 

"' .. 
largel~ UD~ecognized and unpaid ~ Changes ~1ch tJne_ vOllen are not 

,-- ~ 
l1kely to occur within the servicè 8yst~ or the family without 'actio~ 

on the part of women'. Indiv1dually~ they have little i~luence,-~ 
together they may have the power to br~ about reco$D1t!on pf the their 

\ ' ' 
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c~tribution to the atate and family. In turn, this will potentially 

create greater options for lIlothers and their families. Options m1ght 

include: a full continuum of support services; compensation to aothers 

for care prov:ded \~n the home; or a more equitable division of labour 

vithin the family. Social workers, due to their contacts vith a large 

number of mothers, are able to help women organlze, give· them 

information about how the service system works and teach them the skills 

necessary to bring about desired change. 

Hlstorlcally, ~he United States and Canada, parents have 

organized to demahd services and profect the civil rights of their 

disabled chlldren. EX8..Dlples IIf parent groups include The Association 

for Retarded Citizens, The Soc:l.ety for Autistic Citizens and United 

Cereb~al PaIsy. All have been influen~ial in~exert~ng pressure upon the 

service system and policy makers to respond to the needs 'of _ the1r 
". 

children. Families should be provided ,~th [information about parent 

gro,s and ~ncouraged to form liaiSOns ~iith other families. These 

relat\onships are helpful as both a source of i1Îformal social support 

and as "a vehicle for social Sbange. Leonard (1975) calls this process 
\ 

"group c~sCientizationn because i~ develops critical consciousness and 

can contribute to social change. 

Many social service agencies organize family support groups. It 
l 

must be recognized tbat asency-based parent groups ar"e not the optimal 

site for groups which are change oriented. A potential confliet of 

interest existS -for the ageney sinee parentll _y conclude that the , 

agency ahould alter the type oJ services or llanuer in which services are 

\ 
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, 
offered. Agencies .• cherefore, have a vested interest in the outcOIIIes of 

pa~ent groups and this may work at cross-purposes vith the needs of 

\ families. Furthermore, if families are dependent upon the agency for 

~other services such as health care 

may fear that their efforts will have a 

-of service provided to their chlldren. 

for their children, they '" - ~ 
e impact on the quallty 

groups which are not 

based ,in the organization where services are provided should therefore 

~ ~ 1 
be encouraged and supported by social York 

-In summary, social workers play a key ro1e in case management for 

families and they must be aware of avai1able cOlIIDIunity services, and 

work to breakdown any barriers famil~e8 experience in accessing 

, 

~ 
services. Furthermore, direct interventi0l!s vi th families.5 -~-~_ .. 

bandicapped chlldren should' include the whole family, r not "Just 

mothers. Social service agencies can promote or impede full fam1ly 

par~icipation by arranging their hours' to accommodhte working parents, 

especia1ly fathers and schoo~"I..age siblings, and 1:Iy heing constious of 

incorporating a11 fami1y members in the service plan. Another crucial 

role for social work is to organizé, .others for the purpoaes of 

supportlng each other and making changes Within the family and se~lce 
, 

system wh~ch ~nefi t them.' Fina11y, social workers can help fetilies 

advocate for better conditions for themselves and'-' their handicapped 

. children by encoura,lng them to join escab1.1shed parent 'l'oups. '- 1 
.. / 

The Double ABeX Model as a Framework for Socla1 Work Pract1ce 

The theoretical 'model used in thia study, the Double ABeX, 1a based 

on systeu theory. It was pointed out in Chapter III that the Double 
(, 
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ABCX Model 18 ault1variate, ea81ly applied onsitu'( ... ualTy and 

, 
uuder8tandable to the cadre of profe88~0na18 1nvolve vith families and 

children vith developmental disabil1ties. Fur the 1t recognizes 

positive, as well as poor adaptation to the presen e of a handicapped , 
family aember. It was a180 argued that systems t 1s inherently 

cODservative because it perpetua tes the sta~ quo by accepting 

society' s Institutions in "their present ~orm. Ther.~fore, interventions 

using a systems framework ate aimed at .&kIng syste~s work better rather 

than 'devlsing alternatives to those systems. Recognlzlng these 
) , 
strengths and limitatIons with respect to the Double ABCX Model, l will 

~iscuss the implicat!2ns ~f the model'for social ~ork practice. 

Multivariate anal,l":t'a... revealed that coping and perceived informal 
v,.,. 

social supporr'~lficant1Y moderated ~tress. Interventions based on 

these r.esul.ts shoqld therefore be a1.1II.ed at he1ping families to cope 
~ , ~ 

1 

better and to Dulld a strong system-, 'of soc1al aupport. Programmes 

would, consequently, be focused on change within fam1lies. There ls a 

plethcra social work literàture whi~ supports th1s approach. For 

instance, in a rec~nt article by Whittaker, Schinke and Gilchrist (1986) 

they suggest an ecological paradigm for child, youth and 'family services 

wbich promotes teachlng life skills and facilitating social support. In 

their words this .eans: "(1) building more ~upportive, nurturant 

env:tronments for clients through_Jvarious forms of environmental helping .... 
• 41 

that are designed to Increase social support and (2) improv1ng cl1ent's 
. ' 

èompetence in dealing vith bath proxima te and distal environments 

through the teaching of specific life skills" (p. 492). For families 
.... > ~~ 

with a handicapped child this vould entail helping them build networks 
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of .ocial support and te~ching them the / skills necessary to care for 

their bandic&pped aeaber. These interventions are,based on the preaise 

that greater support and life skills will result in bet~er adaptation. 

'/ 

The social worker who employs th1s strategy does not take into 
, , 

account the influence of public attitudes, policy and programmes on 

children and fàm1lies. Interventions which analyze the family _ on a, 

case-by-case basi~ do not see the common struggles and problems_families 

face. Change is therefore direct~d at the in~idua1 fam1l~ system as 
-- , ~;: 

opposed to the social system which may be contributing tO-~ilY 
" 

problems. Taking this analysis one step further, mothers who are having 
, 

difficulty coping would be encouraged to develop informaI social support 
, 1 , 

systems and gain competencies to deal with the care of her handifapped 

'child. Individually-oriented interventions are thus, focused on 

, modifying mother' s b~haviours, not on recognizing 'the common hard,ships 

mothers endure. 

\ 

While there is merit to analyzing the unique situation each family 

'" presents, the danger social workers face is in not aeeing issues which 
'1 

are common across families. These generic issues need solutions on a 

policy level, not on an individual basis. In fact, sany of the problems (), ,v 
, ,"-

identified by families of ch1ldren with developmental disabilities can 

~ ieneralized to other family constellations. It could even be said 

that aIl families with children have,common issues about wbich they will 

be concerned. A case in point is day èare. Most families with children 

will at 80me time need-day care or babysitting services. S~ate P9licles 
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c. and.programmes designed to address these comaon needs reflect the degree 

of coait:llent the stat;e bas to 8upporting families. 

The Double ABeX Model ... c,;; theoretical framework, has particular 
\t 

application for social workers operating as case managers. In this 
} 

role, social workers examine the constellation of resources and 

limitations each family presents and develops a plan to assist families. 

The Double ABex -provides a model for performing this function which 
" ~ 

~ resu1ts 1n a plan tha~ is understandable to families and the cadre of 

~ professionals working with them. Where the model falls J short 1s in' 

1dentily1ng systemic issues which may contribute to family d1fffculties. 

The model also help~ us assess a family's respon~e to ~ar1ng for a 

ch1ld Vith developmental disab1lit1es and the relatio~sh1p between 

'" stressors, resources perception, and cop1ng and family adaptation. 

W1kler (1986) po1nts out that the shilt from 1nstitut~onal to family 
Il 

~ care of persons v1th developmental d1sabil1t1es assumes that family care 

1s better. However, this presumption ·is based on l1ttle concrete data. -
To the extent that researchers q;.til1ze the model, 1n conjunct1on v1th 

rel1able measures, we can heg1n to, build a data base upon which ean 

inform public policy and programmes . 
.fb. 

/ 

Implications of the Findings for Mothers of Handieapped Cbildren, 

In the past 10 to 15 years there has been a change in publie poliey 

regarding the most appropr1ate venue o~ care for ch1ldren vith . 
• 

handicaps. Previously, parents were eneouraged by professionals and the 

laek, of co_unit Y services to plaee the1r child in an institutional 
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setting. Now parents are not only 4iscouraged from placing their child, 

\ 

but the lack of available community placements uy lUÜte 1t almost ' 

impossible to take a chUd out of the famUy home. In reality, few 

options exist for parents who desire out-of-home placement. 

Although the state policy of famlly care for severely 
-

developmentally dlsabled childr~n has ramifications for the entlre .. --~ 
family, it holds particula; significance for .others. Given thia policy 

direction, one of the most important findings of this study 'is that 

women take on the major responsib111ty as careg1ver for tbeir ch11d w1th 
, \ 

severe developmental disabilities. The results show that they receive 

little assistance in the necessary day-to-day home and child care 

activities related to the ~dicapped child. This was true'whether they 

were marrled or single, working outside the hom~ or note Consequently, 

not unllke thelr counterparts vith nonhandlcapped children, .others of 

handiiJ,pped. children assume most of the responsibil1ty for the care of 

their children. 

It seems unlikely that women wi~l receive more assistance from the 

1nformal system, under the current condl~lons. There ls no reason to J~' 

",~" bel1eve that family, friends and ne1ghbours will provide greater 
.. 

support, and. assume greater respon~rbllity for the care of the 

handicapped chlld. -Unless there ls a dramatic change in the perception 

of family raIes, no impetus exists for a transfer of respousibility from 
r 

mother ta other fam1ly members. Consequently, home care of severely 

developmentally disabled children will result in women taking on the 
./ 

major caregiving responsib1l1ty, regardless'€f marital or employment 
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atatua. With a .Mft frOll cOIIIIunity and Institutlonal eare~ to famUy 

care, tne state essentlally transfer~ reaponslbll~ty to the Ilother. 

--..-' 
Also of relevançe to this atudy is chlldren' s policies vls-a-vls 

policies for women~- Miller (1987~point8 out that recent policles meant 

-'i0 improve women 'a work lives are ln 'conflict with thoae developed for 

chlldren. 'It has already been established that pollc1es for chlldren 
\ " / . 

. support' family car-'- These pollcies assume that families, and primarily 

women. will t4ke responsibillty for the care of dependent children. 
, . , 

_"). u 1 

Po~icies for women. ·on the other band, have promoted and supported their 

labour force participation. In the United States t~is trend can .be sean 
! 

in legislation such as th/~ Equal opport~y Act, the Pregnancy 

" Dlsabtlity Act, and the Retixement Equity Act of 1984. As a resu1t of 
• 

these two poll~y dl~ectton~,' women( are put ln the 

position 0t being fu1l-time mother a~worker •. 

l 

Future Research Directions 

often unreallstic 
1 

Future research which bullds on the findings of this stuCty is 

suggested both by the limitatIons of thi~ work and the questions i t 

raises. Flrst, there is a need for more studies of the informaI sociai-

support system of families with a handicapped child compared to those 

families vith only nonhandicapped chlldren. Introducing a aatched 

" 
control group of mothers Vith nonhandicapped children would provide 

lapbrtant comparative data. It 18 not known, based on this study, 

whether the structure of the Informal soclal support system reported by 

~s group of mothers with severely handicapped children ls typical or 

dlfferent from that of aIl mothers of young and adolescent chlldren. 
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For instance, l founel that tbese aother' s a,ocial networks laclted 

au1tidillenslonality. This aay be an - indication of social laolation 

wbicb la peculiar to .others of hanellcapped ch1ldren or lt aay be true 

of .others with children in the age range described here. Otber control 

" f 
aroups should also include families vith less ileverely bandicap~ 

~hildren ,and cbildren w1 th emotional pr?blems t~ d~termlne variations ):f~---, 
relâted to type and severity of the disabling condition. 

In addition to the use of control 'groups, longitud~nal research is 

needed to help us understand how families cope with the care of severely 

, handicapped children across the life cycle. Data which describe how the 

informaI social support system changes quantitatively and qualitatively 

could be used to plan formaI services for the purpose of augmenting the . \ , , 
informa! system. Wikler (1986b) has done some interesting work around 

the issue of normative developmental cr~s which exi~t for families of 

çhildren with developmental.disabilities. Ber research is predicated on~' 

the work of others -who have found that families vith- nonhandicapped 

children typically experience predictable developmental crises. 

~J Longitudinal research wi th familles havlng Bandic~pped childre~ vould 
, 
1 

both doeument~isis points and reveal the vay in whieh ~nformal aoeial 

support changes or 40es not ehang~ to accommoda te these crise~. 
! 
" 

A further limitation of .y researeh is that it does not establiah 

causation. It ean ouly, 'be sa id that there 18 a re!ationship' between 

pereelved informaI social support and materna! stress. Consequently, 

interventions based on the study results require ongo~ng eval~;t0n to 

de termine whether or not they are effieacious. prospect~~researeh 
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which establishes a baseline of 1D0thers'- ps.ychological, physiological 

and social characteristics and follows a cohort over tiae to observe how 
t9 1 

.ocial support assists those experiencing stress vould begin to address 

the issue of'causation • 

My research shares a problem common to most studies of families in 
t. 

ihat it only reports the experiences and perception,..8- of 1R0thers. 

Subsequeat studies should focus on a1l fami1y members, and particularly 

fathers. A review of the 1iterature turned up a p1ethora of studies on 

mothèrs, a sizeable body of research on siblings, but almost no studies 

of fathers. This 1s a neglected area which should receive the attent10n 

of researchers. 
\ 

.. 
The finding that perce1ved informal social support may be more 

important than the,acutal support received raises questions for me about 
o 

how support i8 actually proffered on a day-to-day bas1s. Additional 

research is needed to qualitatively assess the mann~r in which mothers 

are provided and accept instrumental, emot1onal and informational 

support. The Management Scale - which vas used to tap these support 

diaensions revealed that little help vas received by aothers, but 

assistance offer~d was very important to them. A qualitativetstudy of 

.how IRothers manage vi ~h the support of others vould be useful not only 

for the data it vould \enerate but also as a &ùide i~ the 'dev~~pment of 
tI 

a rel1alile and valid instl'Wlent to measure var10us types of informa! 

.ocial support. 

• 
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An 1 issue' whicb continues to surface throughout th1s and other 

research is families' laCk of formaI service utlliEation. Data 
.-----. 

- regard-ing the social, psychological, financial, leOgraph1cal and 

cultural barriers families èxperience in accessing services vould, 

therefore. make a significant contribution to the field. 

,,/ ' 
Finally, the finding that coping moderated stress an4 enhanced life 

satisfaction points to anotner prom1sing area of research. There are at 

~east two avenues'which could be explored in gteater detail. The first 

area is the relationship between coping and informaI sociai support. 
'1 • 

Certain types of coping styles may correlate vith high or low informaI 

social support. l identified five coping strategies: (1) chi Id related 

reasons; (2) genera! acceptancej (3) support of familyj-(4) religion; 
/ 

and (5) those hav1ng difficulty coping. Certain coping styles or 

combination of styles may correlate vith level of informaI social 

support. (, Second is the relationship between coping styles and 

adaptation. As vadous coping styles may be related to level of 

informa1 support, they may al s 0" correlate vith adaptation. Further 
i' 

in-depth study of the relationship between coping style and adaptation 
? • 

would provide usefu! data to the practitioner. 

-
Subsequent areas of research have been suggested Msed on the 

,., 
lim1tatio~s 'of my research and the questions it raised. Future atudies 

S . d 
s~ould provide reliable c~parative data betlfeen fuilies -vith an 

; . 
vith,out handicapped, children _ and they should qualitatively eZPtore the 

- " 1 ~ 

psychologicàl., social, cultural and enviroIllllental aspects of informaI 
,L1 • 

social auppo~tJ coping and adaptation. 
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FOOTNOTES 

IThe ~unt of change was calculated by aultiplying the number of 
unit increase/in the CPSS by the regression coefficient (b). 

2The number of units of CPSS needed ta reach the mean wal \ 
calculated by using the folloving formUla: (x - M)/b, where x is equal 
to two standard deviations above the Dlean or percenti1e. 

3 / ' • -
Least restrictive environment means that services for persans with 

disabilities must be provided under the least confining and DlOSt 
normalized and integrated circumstances consistent vith their needs. 
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" 
00. DACT TIMI IOh __________ _ 

Al. l'd lik. to .ta~t by leamiDl about you and you~ f .. ily. Let'. atart vith your ~hlld who 1. handtc!ppad. 
What la the chlld'. na.e? 

, rILL lM MAH! lM CHART OM MEXT PAGI (BELOW) - OM LIN! 11 
Al. Tell .. the n .... of any other cblldren ln your f .. ily, includlng foate~, ctep, or adopted children, .tartl~ 

vith the oldeat. dovn to the youngeat. . 

nLL IR, lM DESClKDIMG ORDU m CRA1tT B!LOW 
IOR 'UCH CHILD LISTED. ASIt Al - AIO 

Al. 1. your natural chlld or 1 •• /he a .tep, 
foater. or adopted chi Id? 

[COD! AS lOLLOWS :1 

Natu,ralll2. StePl D. Fo.terl f4~Adopte<l I~· A!opted1 
1 1 1 Sep , 

FOR OTHER ~-~u CBtIJ} AS~: 1 , 
A8. le 11vl~g vith you? 

T 
{

-co TO AIO ASi A9 

A9. Where ia living? 

AIO. Doe. have any .pecial 88ntal 

1 2. ROJ 

M 

r--GO TO AS ASit. A4 

l 64. Rov long bu, been l1Vln; vitb you? 
or phyaical problem or condition, or a.lon. 
tera health problem? 

AS. (Il MOT dSVIOUS ASit.:) la a .. le (boy) or . n:--No:J-GO 10 Ali 
feule (girl)? 

A6. What 1. 'c btrthdateT 

[ALL MftDS r-" TG M! r~.-IMDU CRltD ONU ASIt: 1 
J 

~ 
A10.. Could yeu briefly de.cribe the proble •• 

17. Vhat l, '1 racial/ethnie backsround? 

(1. BLACIC )(2. WITE l' HISPANIe)~. , 

1 
IF O'I'H!R CHILDR!N, RETURN TO Al. 

~ 

• .\SIAN, PACI
FIC ISLAND 

6. 0TII!It 
(SPECl": 

l' NOT, GO 10 AH 

" 

l~ 
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" 

.~ 

Iov 1 'd lib to ut JOu • fev qu .. tlon. about JOUfielf. 

Ali. ""'at" b Jour blrtbdate? -'-'-lIOn th da, Jeu 

A12. (D, r. 1) Yhlch ~f th .... d •• crlb •• 'Jour .. rital etatu" ka JOU: 

G. SEPARAt:} 
L 

6. DIVOiCED AKD 
R!KAlUllm 

7. WIDOWED AHD 
UHAU.IED 

8. VNl1AUl!D 
LIVING VI PAll'l'll 

, - 412a. Uov Ion a have Jou beln DIlrrlod? 
(IF HOT OBVIOUS. ASI:) Joaro 

~12b. l, thi, x:" 'i,.t .. ,r1 ••• , 

\ .... -------+[ 1. tES ~ (2. 110 }GO ta Al2e 

Al2e:. Wh.1l dic! )'our pravloua .. nia,e' end? ___ _ 

, / 
A12d. When vere )'ou (dlvorced. '.paraud. vldoved)7 

s. -11V1a 
IIAIIIID 

Now l'd lUte to Itnovabout the other peopl~ l1vina 1n )'OUf ba.a .mo have DO 

ot her regular hmIe. 1 don 1 t need thair uae.. juat thair .... and thelr 
rehtionshlp to JOu. Thel. are people othar than th. cblldren ... tn already 
talked about. 

LIST !ACH 'PERSON ON THE GiR.ID BLOW .AJID .\S1t AU-AlI. POP. IACH. 

All. What ia ___ ta relationahip to you? 

Al4. (IF NOT OBVIOUS ASR:) h ___ .. le or f ... la? 

Al~. How old 11 ____ " 
A16. Il _____ finaneialI, dependent upon Jout -:> 

Al3 
RELATIONSHIP TO R 

1. 

2. 
'-< 

3. 

4. v 

.' 

A14 
K F A1S 

Cl) (2) AG! 

" 
, 

M r 

" 
, 

" 
, 

217 • 

Al6 
rDWfC1ALLT DEPENDENT 

1 2 
t • 
T • 
T • 
l' • 

J, 

" 
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CRILD èBAJACT!iISTICS 

J 
A 

Il. Iov l'd lib to lenu acre about X. a/be .averely 

12. 

a. 

b. 

c. 

d. 

e. 

f. 

1· 

b. 

1-

j. 

IL. 

1. 

•• 
D. 

o. 

.. atally t.pa1red, .ev.rely ault1ply t.pa1red, or aut1acic? 

1. SEVEULT KENTAllY 
lMPAllED 

2. SEVERELY MULTIPLY 
OOAliED 

3. ADTISTIC 
IMPAIUD,. 

(U, P. 2) Doe. . .uffer frOll any of tbe.e otber ûtpa1r..at. or 
onl01n, b.a1th pr~cms? 

Bard of huriag? 

Deal? 

ViaualIy handicapped? 

Blind? 

DovnI .yndroae? 

Cerebral Palsy? 

SaLEur. diaordera? 

'hy.ica1 handicap? 
(apecity) 
Cbron1c pnawaonia? 

Mtbaa? 

Diabeu.? 

Bydrocephalui 

tUcrocephalua 

Obeaity? 

llIaculer dyatrophy ? 

TES 
(1) 

NO 
( 2) 

• 
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COMMENT 
(3) 

~ 
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-, , . ; 

TES 110 CCHiD'f 

• (1) (%) (3) 

p. Sleltl. ce111 

II· Sp.ech< d.Uc:lt1 

r. Splna blfida? 

•• Cleft 11p or palau? 

t. ,tu ? 

u. Cbl'Otllc ear probleu? 

•• Chronic bronchi t 11 7 
l 
•• ChroMe influanza? 

a. BepaUtll !S7 

J. Stin dia ..... ? 
(lpecHy) 

•• Sev.re _otionel prob •. ... Beart ~alraent7 

bb. Artbr1tll? 

cc. eyltic fibro.b? 

.d. tay-.acb.? ... lIyperacUvlty? 

ft. Severe 8Uu,i.a? 
(Ipedfy) 

Il. Do .. bve .aDy other iça1r.ent. or oo,01D, bealth ,robl ... ? 
l , 

( 2. flO )-- GO TO as 

GOTOI4 
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( 

( 

14. ""at otber 1apairaenta or b •• ltb probl ... dou _"hav.' 

15. ln ,our ovn verdi. briefly deacribe 
condition. 

'. pbyaical or .. dieal 

16. Bov old V&lI 

or problelll? 
vhen you firat aUlpected that ./he hAd • band! •• p 

16a. AGE OF CHILD IN KONTHS (OR 
JURS IF )2 YURS OLD) -

-----------------------------
16b. C.n you ta Il me aore about vbac you noticed? 

17. Bov old vaa "han a profeuional to1d you tbat I/ha bad a 
handicappinl condition? 

87.. AGE OF CHILD IR HONTHS (Oll 
JUIS IF ~2 YEAllS OLD)- ____________ _ 

17b. What "are you told? 
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l 

IS. Do JOU have b.alth 1n.uranca vb1cb coverl , 

(2. NO )- GO TO 19 

la.. What 10 the nase of tbo in.urance? 
----------------------

I8b. Bov 10 the caveraBe prov1ded? 

1. IroSBAND 1 5 
!HPLOYMENT 

2. VIFE'S 
EKPLOYKENT 

3. nIVAn 
DCSUlANCE 

(\..,4_. _OTH_E_R_._SP_E_C_IFY....;:. ... _:::::::::::::::::::::::::::::::::::::::--~) 
GO TO BIO 

19. Can JOU tell IN vhy you do DOt bave bea1th inaurance for 1 
-r.-

110. low l'd lUte to DOW a l1ttle about vhat 

LEVEt OF CHILD FUNcrIONING 

a. II able to c~Dlcate vith otben of 
(b1'i7iiër) a,. ,fOUp? 

b. tan _ f.ad (bia/bare.lf)? 

c. la it difficult to c~l1icata rith 
b.caUia e/ba hae dUfic:uh,. undaret.nT1ii, 
vh.t i. bainl •• 1d to (bia/b.r)1 

d. 11 _ able to pla,. by (bia/b.raelf)? 

291 

un end CaDDOt do. 

ns 10 
(1) (2) 

. 

~---_ ..... --



c 

•• 1. ____ able to 10 to the batbrooa by (btal 
b.ndf)? 

f. Do.. 10.. cODtrol 10 • v.y that 1. 
baraful to other. or d •• truct1ve of prop.rt,? 

•• Doe. phyl1cally hana or abuee 
(hia/her.elf)? ' 

h. Dol. Ixh1b1t .exual bah.vior tbat 1. 
difUë'üIt to d.al vitb at t1aea? 

1. Can people underetand vhat ____ tri.. to .a1? 

j. 1. able to expre.e (bi./ber) naad. 
to Otiiëra? 

Ir. Doe. have to uee • badpan or di.pert 

1. Can ____ valk vithout belp7 c •• Can __ '0 up or dovn.taira by (hia/hluelf) 

c 
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c· 

.J 

IIC'l'1CII C 

IMPACT CIl rAlllLY 

carin, for a chi1d vith baDdi~p. affact. f.-111a. iD diffar.nt vay •• 
.. ,oiua to re" .oaa .tat ... nt. that people hav ... da about bav thair 
fca11y va. affectad. for .. cb .tat ... nt. pl •••• tall .. bov .uch •• t 
tb. ,ra.aat U.a. 10U vould .sna or diaaaraa vith the follovins 
.tat ... nt.. (11. P. 4) 

snONGLT 
AGU! 

(1) 

a. Tbe co.t of ., cbild'. care 
i. cau.ina financi.l prob
la .. for tba f .. l1y •••••.•••• 

b. T1u 11 lolt trOll vorlt 
dua to .ppoint.ente .nd 
care of II)' bandicapped 
ch11d •••••••••••••••••••••••• 

c. Mdlt10nal tncou 11 
naaded 10 order to cover 
our .xp.na ••••• r ••••••••••••• 

cl. Wc have to bonOll .oney to 
belp pay for our child'. care 

· 

· 

· 
· 

a. 1 _ unab1e to .ave RUch DOne, 
bacaull of the .xpenee of .., 
cbl1d'. c.r •.......••..•.•••• 

f. l ,ave up vorkinl for a while 
becau.e of ay child'. 
dl •• bl11ty •••••••••••••••••• e 

· 

· 
,. 1 can 't talte • job outside the 

bOlM becaull of ay,: child'. 
condition •••••••••••••••••••• 

b. My chlld'. handic.p b •• ltept 
.. froa 10101 to .chool •••••• 

· 
· 

1. lac.u •• of ay child'. handic.p 
va flad lt clifficult to talte 
trip. or y.c.tion •••••••••••• · 

1 

1 

1 

1 

1 

1 

1 

1 

1 .. _- -

AGHE 
(2) 

2 

2 

2 

2 

2 

2 

2 

2 

2 

, 

DlSAGl!! 
(3)' 

3 

3 

3 

3 

3 

3 

3 

3 

. 
3 

STlONCLY 
DISAGI.E! 

(4) 

4 

4 

4 

4 

4 

4 

4 

4 

4 - - _.'-- - .... -- .. ~-_ ... -

i 

1 



• 

c 

l 

/ 

STIONGL! 

j. lt 18 bard co Und • n
Il.bb perSOD to t.lte ~are 
of 8J c:blld •••••••••••••••••• 

k. 1 bave dlfflculty ,ettlns 
sa.eon. to car. for .y cbl1d 
wben 1 oead to '0 .hopplng 
or GD .rrand •.. J ••••••••••••• 

1. My child'. h.Ddicap Iteep. 
u. fro. ,oln, out to vidt 
frianda or r.i.tiv ••••••••••• 

•• Bec.ua. of .y cbild'. h.ndicap 
v. u.uaUy don't invit.e 
friand. to our hoae •••••••••• 

n. Our cblld'. handicap do.a not 
interfera vlth our aocial life 

o. Mo.t of what ve do .ach day 
11 plalln.d .round ay chlld'. 
apeclal D •• d ••••••••••••••••• 

p. hcau.e of .., chlld'. dill
ability •• are clo.er a. a 
f&aily ••••••••••••••••••••••• 

q., My relaçiv .. have be.n un
deratandina and helpful 

• vlth ay chlld •••••••••••••••• 

r. lelative. iut.rfere and 
chinlt th.y knov what'. 
ba.t for II)' cblld •••••••••••• 

•• 1 chinlt about. Dot b.ving 
Any acre children bac.ua. 
of ay child'. handic.p ••••••• 

t. 1 dOD't have aucb t~e 
1.ft over for other f~ly 
... ber. aftar carin, for 
., cb11d ...•..••••••.••.•...• 

AGREE 
(1) 

ACHE 
(2) 

~-----

1 2 

1 2 

1 2 

1 2 

1 2 

1 2 

1 2 

1 2 

1 2 

1 2 

1 2 

._-------
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DISAGUE 
(3) 

moNCL! 
DISAGUE 

(4) 

-------
3 4 

3 4 

3 4 

3 4 

3 4 

3 4 

l 4 

3 4 

3\ V 4 

3 4 

3 4 

-------~-----



• 

1 

l 

.( 

u. Our , .. il, live. up thina. 
bec." .. of .., chlld'. b&Ddic. 

Y. r.t1l"e 1 •• probllm 
for ......................... . 

v. lobod, undlratandl the 
burden 1 c.rry •••.••••••••••• 

li. L .. rn':'na to .. nagl .., chUd'l 
handicap ha. ..d. •• fee1 
better about .y •• lf •••••••••• 

7. 1 vorry about vhlt viII 
h.ppen to JI'f chlld in the 
future .•.•..•••••..••••••.... 

•• (AU IF a 15 MARRIED OR LIVES 
VITH A PAlTHER) My (hulb.ndl 
,artner and 1 di.cu.. ., 
eh11d'. ,robl ... 
to •• th.r ••..••••.•..•••..•... 

SnoNGLY 
AGIlE! 

(1) 
AGU! 

(2) 

-----
J 1 2 

· 1 2 

· . 1 2 

· 1 2 

· 1 2 

· 1 2 

-- .... _-

295 

DtSAGlE! 
(3) 

-- ..... - ... 

3 

3 

3 

3 

3 

3 

-- -

STi.ONGLt 
DISAGI.U 

(4) 

----
4 

4 

4 

4 . 

4 

4 --



c 

c 

( 
\ 

SECTIOM 0 

P.AMILT SUPPOJlT 

.av 1 Id lib to •• Ir 10U 'OM qu.nion •• bout vb.t 1t i. lita for Jou to 
rai •• .ad car. for • 

Dl. Do .. __ attend •• chool prolram? 

Dia. Durinl vhat houra? __________________ _ 

DIb. Durinl vhat IIOnth.? _________________ _ 

t------,GO TO D3 

" j\,""" 

02. Why do.an· t __ .. t tend a .chool progr .. ? 

03. Bov old va. (in , .. n) vhen ./h. fir.t anrolled in the public 
.cbool proarAiÏ? 

AGE D ~: ______________________________________ _ 
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• 
D4. (D. P. 5) Iov .. ch U .. do JOu ,et for ,.our •• lf .. ch .. ,. to do 

th. thiDla Jou Ub to 'do? Do Dot count tille worU .. al •• pl .. or 
iD achool. 

1. ION! 01 USS 2. • !TWEEN 1/2 ( 3 . 1 TO 3"iôuu) 
TIWI 1/2 BR. AND 1 D. 

(4. 3 TO 5 B~ ( 5. tIllE TBAN 5 B~) 

DS. (D. P. 6) Bov •• ti.fied .re JOU vitb tbe ..aunt of tt.. JOU .et 
to Joura.lf to do the thinsa 10U lib to doT 

1. VOY 
DISSATISFIED 

2. SOKEWHAT 
DISSATISFI 

3. S<lŒWHAT 
SATISFIED 

4. VERY 
SATISFIED 

D6. 
~> 

(D. P~) About hov IlUch ti_ vere JOU avay fra. Jour chlld io 
tbe p. t tvo ve.ka for aocial re.aooa. for ex .. ple, loiol to the 
~viea r viaitiol frieode? 

,-

1. 1I0NE oa LESS 2. I!TW!EN 1 ( 3. 410 9 BOOK? 
'l'IIAN 1 HOUl AND 3 SOUllS 

( 4: 1010 25 BO~ ( 5. II>IlE TIlAN 25 HOUIS ) 

D7. (D. P. 8) Bov .ati.fied are JOU vith tbe -.ount of t1ae 10U vere 
avay? 

1. VIRY 
DISSATISFlED 

2. SOMEWHAT 3. IOIŒWAT [.. VUy ) 
DISSATISPIED SATISFIED _ IAIISlIIp 

i 

.{ 



c 

c 

IF a 15 HAlRIED OR IN A IELATI0N5HIP. ASt: D8 - D9 
Il MOT _ GO TO DiO 

D8. ln the pau aonth hov IUny ti.a. have you an 
baan out tosather vithout tbe (cbild/ren)? 

1. tONE 
AT ALL [~_2_'_~_œ_c_i-J) [~_3. ___ ;_~ ___ m_4_T_DŒ __ SJ) tl)1lE TIWf ) 

5 TDŒ~ 

D9. (II, P. 9) Bov .ati.fied are you vitb tb. caount of ti .. you .pand 
to,ether vithout th. cbildren? 

1. VERY 
DISSATISFIED 

2. SOKEWA'l' 
DISSATISf'IED 
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3. SOK!WHAT 
SAl'ISFIED 

4. VUy 
SATISFIED 

1 



... .... 

CAROLIHA PARENT SUPPORT SCALE 

t _ 10inl to nad a Ibt of peopla or .arvlc •• vhlcb .. )' or .. y DOt " 
Mlpful to you .. the parent of a chlld vith .pec1&! need •• ruDk about 
lIov belpful .. ch of tbem b iD .. Uni your job •• the parent of • 
apeclal cb1ld a •• 1er. They .. y he1p you ln aDy vay. Por axa.ple, they 
.. y balp tate car. of • They .. , siva JOu ~eful iDforaation or 
.. rviçe.. They .. y ju'itïlve )'ou underatandlDg and lupport. Por aach 
tt... pla .. e ta11 .. bov belpful tha peraon or aervlee la br indicatins 
lot At AlI, A Little. Soae. Qulte a Blt. or A Great Deal. (lB. P. 9) 
CI/A-ROT APPLICABLE) 

018. Bow belpful 
Ua/are) Jour: 

a. 1Bu.band/Partn~~? 

b. Ex-Busband? 

c. Parents? 

d. Bueband'e parente? 

a • Other relatives? 

f. Busband'. 
relatives? 

.1. Chlldren? 

h. Friends? 

1. lei,bbon? 

M/A 
TI> 

ROT AT JUST A QUITE A GUAT 
AU LITTLE SOME A BIT DEAL 
(2) ~ (4f (s) (6) 
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\. 

lIgw r'cS lib te salt yeu about arry jor it:ens JOU -.y have purc::bued for ,our 
chUcS or ta ... iat yeu in caring for during the put )'Ur - (ainœ 
(June/.July] of 1983). 

\ (AS~ AU. APPROPRIATE WESTlOOS !OR UtOI l'm'I 00 F1ICl~ PAGE) 1 
1 

EU. Have you purchased et eny titœ during tba put }'8IU 
(.inca (.June/July] or-r983)? 

r-____ ~~1~.~~~~~-(~~2=.~OO~~)---=_-OO~ro~E~l-7~~------------lt 
1:15. (RB, P.U) How was it paid for: (\>llQ pnid for it)? 

(SOUR:E OJOE) 

IF 1 (RmJI).R FNiILY ItCQoŒ) ASI< E16 AU. OTHER' S PROCEID TC) 
NEXT ITfl'I 00 LIST 

E16. Approximately 00w much did it cost you to purchase ? 
(RC:(JID 'lU NEAREST [)()[.[AR) 

PRCx::EID ro NEXT ITEM 

SOORCE CDOE 
1. Regular fami ly income 
2. Relatives paid for it 
3. Friends or neighbors 
4. Private insuranoe 
S. Hed ica id 
6. Crippled children's 

7. SCbool 
8. Charity 9: Carmuni ty aqency 

lS. SSI - if they cao pinpoint 
as &eparate fran tll'llily incaœ 

11. Other (Specify ) 
12. Don' t know 

El'. (RB, P.lS) W1at was the reaaon you did not purchase this itan during 
the put year? 

1. l or !Dy child didn' t need 
2. Needed but couldn't afford 
3. Needed but not available 

~ 'ID IIEXT 1,..,. Ct! LIS'! 
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4. Needed but didn' t have 
time to get 

5. Other (Speci ty_, 



• 
o 

ik. Extra lnsurance relatëd 
to child 

&li 111 

al. Special walking aids-vheel-Il. y 1_1 
.malr, braces, crutcbes 1 1 $ 

, 2. N _ 

SI. Pads, harnesscs 

an. Adaptive equipuent for child Il. y ]-1$ 
• 2. N '_1 

80. O:mn\%\lcation aids - ~ 
wri ter, special board 

ap. Special food preParation 
aquipnent ' 

ag. Adaptation or remodeling 
of haœ 

are Special vehicle to transpor:t Il. y 1 
child ,-, $ 

2. N 

... lquipnent or ut:ensUr- to 
U8e when taking care of 

.t. Eyeglasses or he4ring aid 

au. hmily vacation 

3. y 

t. N 
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'C \ 

( " 

!lB. Are there other thinga" that 1 have not III8I'ltioned wh-ich )'Ou need 
but have not purchased~, 

1. YES 2. t«) 00 TC) E21 

119. tl\at are they? 

(LI ST BELCloi) 

a., ____________________________________________________ __ 

b. __________________________________________________ __ 

c., ____________________________________________________ __ 

E29. M1y haven' t you bought (or dcme) these things? 

E21. Of a11 the i tans we have mentione:J, which are the cnes you need 
mst that you do net have? 

a._. ____________________________________________________ __ 

b. __________________________________________________ ___ 

c. _____________________________________________________ ___ 

!22. 'l'hinking about the approximate1y $27i9 you cao receive fran the 
FllDily Support SUbsidy, which ia about $225.'" per month, how do 
yeu think you might use the 1IIOneY? 1 understand that how yeu 
ectually use the money once )'Ou have it might he very 
different fran how yeu think )'Ou might uee it now, but 1 ID 
j\l&t WOI'dering what )'Ou thlnk )'Ou might do vith the extra money. 
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PURCHASES - lOmi 

Now l' d Hke te .sIc you about any i tans yeu lIIIly have pur~ for )'Our 
child or tI> usist you in caring for during the put four ","ka. 

\ ASK AIL APPROPRIATE ~IONS FOR EAOi ITE2'1 00 FN:IOO PAGE 1 

, 
El". Have you p.u:chased _ at any Ume during the put " weelts? 

li) }- 00 'ro E1J ------____ .... 

~~~~~~~--~. 
1 IF QI (REI:;ULAR FAMILY ItClME) ASK E121 AIL c:7nfm' S PlœEID oro 

NEXT ITEl'l œ LI l 
E12. Approximately how much did it cost yeu to purchase ~ __ 

during the past " weeks? (ROOND ro NEAR.EST [)(X,[AR) 

Ij;XjID 'lU ~ ITEl'loo LIST 00 FAClOO PAGE AN) RETURN 'ro1E1~ 

SOURCE CODE 
1. Regular fllltuly incaœ 
2. Relatives peid for it 
J. Frlends or nelghbors 
4. Private insurance 
5. Medicaid 
6. Crippled children' s 

7. School 
8. Charity 
9. CCIImu'li ty aqercy 

lIJ. SSI - if they.can pinpoint 
u .aparate fran fami ly incaœ 

11.' Other (Specify ) 
12. Ooo't know 

Ell •. (RB, P.l5) tbat was the reason you did net purchue this ita'll during the 
last 4 weks? 

1. Dido' t need 
2. Needed but couldn't afford 
3. Needed but no~a\failabl.e 
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". Needed but not enough 
time te get 

5. OthItr (Spec:ify 
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• 
III Ell 112 113 

PVACHASES POUR SRCE OOST NHY 

( WEEJ<S (RIlN) ro $) HC7I' 

M>. Prescr IptIon mad lotIons 

1:: : 11-11$ ICII 
IIC. Over-t:he-comter medicines 

I:~ : 1,-,1$ 11=11 , 
.s. 

=a1 toys, learni~ aids, I:~ : 11_,1$ 
11=11 

M. lîhrational œateria1s-for 

I:~ : 11=11$ 11=11 
echool 

; 

at. Aeplaoed houaehold itaus, 

I:~ : I,-,Is 11=11 ( 
broken due to child 1 s 
behavior 

age Special clothing, 

I:~ : 11=/1$ 1,-,1 
>-

ah. Diapers, rù:lber pants 

I:~ : 1,=/1$ 11=/1 
ai. Special foods 

I:~ : 11=11$ 11=11 
aj. • Other (Speci ty 

1:: : \1=/1$ 11=1\ 
; 

. , 

I( 
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SECTION E 

SERVICES 

A chUe! 8UCh al often requires a Il\JItler of tpeCial .rvices. 1 woule! 
Hke to talk witii"'YOu about the ~ial arvice needa of }'Our child during 
the put four ....u. 

1 
FOR!'AOI ITEM ~ 'ftIE FACIN:i PAGE, ASK AU.. APPROPRIATE QUESTICliS REt.ATED 'ft) 

_ THAT ITD1 

"El. 

( 
E2. 

Have yeu used _ at any time dur ing the past four web? 

IF t«), ) AS1C E2. (IF ms rSICIP TO E3 .. 

(RB,t P.Ul) Looking at thi. liut of possible reasons, ean yeu tell ne 
which answer best descdbes why yeu didn' t use this .. rvice in the 
pest Jla'Jth7 

RFASClN ODE A 
1. 1 (or my chIld) aldn't need it 
2. we needed it but couldn' t afford it 
l. we needed it but as far as 1 knew it vas not cvailnble 
4. we needed it but didn' t bave time to get it 
5. Other (spec._) 

l,......I.--4r RE'ruRN 1'0 El AN) ASK APPROPRIATE QUESTIONS J 
l FOR NEXT InM 00 m:ltl:i PAGE . 

E3. How many times (on how many ~rate occasions) dld you une this 
serviéé during the four weeks7 

E4. For how many bours aU together (total) did you u::.c this oervice during 
the four weeks? 

ES. (RB, P.lO) Fran thi~ liat of possible providers, cao yeu tell me who 
~ovided tho ll/erviœ? 

c 1:6. 

1 
PROVIDERS 

1. rÎmily IDI!IItler 
(SPU:IP'Y (IoffIQI QŒ) 

2. tteighbor 
3. rrierx! 
... Cœmmi ty agenc:y 

s. School 
6. Person or private provider 

other t:han AboYe paid for eervice 
(Private !mse, paid .itt:er) 

7.( Other (Specify ) 

(RB, P.il) O.ing the choices on this liat, can yeu tell .. how thi. 
~rviœ vas paid for. For instance, did yeu puy for it your_H, WB 
it paie! for by 8CIrIeOne outside the fanily, or wu it COYered by • 
c:armmi ty agerxy at no coat te yeu? 

SCXJRCE CXX>E 
rte Fran reguler flllllily Incaœ S. Medicale! 

2. Relative paie! 6. Cdppled ch11dren' a 
3. FriencVneighbor 7. Other (Specity) 
4. Cammity ~ 8. Don't Ifnow 

[
lF l (RmJI.AR FN1ILY 1tca1E) - ASIC E7 IF AItSWER IS 2-8 - SlCIP 'ft) ES J ..-
'l'URN THE PAGE POR E7 MI> RlX\IN1t«:: QUESTICIIS POR 'nus I!DI 
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\, 

SERVICES El !2 !3 E4 ES !6 
usm NHY "IMES IIJURS PROVIDER soora: 

lI7l' 

) 
a. a-gular babyai ttera to 1. Y 

,=,1,=, car. for child in your ,=, ,=, ,=, bè. . 2. N - - --
b. 811ergency .itter te 1. Y 

car. for chUd in your 1=1 1=1 1=1 1=1 1=1 ' hale 2. N 
-- -- -- -

c. a.gular rupi te care for 1. Y 
the dlild 1n-haDe (day 1=1 1=1 1=1 1=1 1=1 owmight, extendad) 2. N 

- - - -
d. Regular respite car. for 1. Y 

the dli ld out of halle 1=1 1=1 1=1 1=1 1=1 (day, n1ght, ext:.ended) 2. N 
- - - -

•• !mergenc:y rHpi te care 1. Y 
for the chil~ out of 1=1 1=1 1=1 1=1 1=1 the hcI1Ie 2. N 

- -- - -
f. Car. for the nondiaabled 1. Y 

children while aeeting 1=11=1 1=11=1 1=1 the ~ of - 2. N 

( 

c: 
'. 
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l 

... 

11. Approximately how muc:h c51c5 the .ervice cost you (your f_Uy, 
in the put 4 weka? (N1at dic5 yeu spend on this?, 

ES. 

19. 

Mere yeu able te \lM this service as much as yeu woul.:! have liqd or 
thought you needed? 

~ Ill: ('li 3 l' YES, RE'MII ro PRIICI!DIIC PAGE I!NJ 
START 0\1ER WI'l'H El POR NEXT ITEM 

(RB, P.ll) !"rCIII thia li8t of po .. lble reuoM, cao you tell _ the 
r_1IOn yeu c5ic5 not qet .. lIIUCh of thi. 88rvlce as you wnted or needec!? 

1. Coule5n't afford more 
2. 'l'here waan' t .. au::h 

available as 1 ne8ded 
3. Other (Specify_) 
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smVIC!'S 

a. RIgUlat babysi ttetS to 1. '! 
cate for child in your $ 1=1 haine 2. N 

- -
b. BDergency ai ttet to 1. Y 

care for child in your $ 1=1 hane 2. N 
- -

c. Allgular respi te care for 1. '! 
ttw c:bild in your baœ $ 

1=' (day, overnight, ext:..d) 2. N 
- -

cS. Regular rupi te car. for 1. Y 
the child out of hcme $ ,=, 2. N 

- -e. I!mergency respi te care 1. Y 
for the child out of $ 1=1 the baœ 2. N - -

1 

f. Car. for the nondisabled 1. Y 
chi ldren whi le meetin::} $ 1=1 the~. of 2. N - ,-

c 
... 308 



a 

l 

.. 

Lat - uk d; about .... other kinds of .rviQlS. 

1 
OMi'INOE - -XSKtte AU APPROPRIATE QUESTI<»IS RElATm oro 1 

_ DOl l'ft)I C* ~ItI; PAGE «_ 

Il. Have you UNd at wry time during the put four weka1 

( IF tI>, ) AS)!:; El ( Il'!ES) SII::IP 'ro El 

12. (RB, P.U) Agllin, tram the Uat of p:>ssible weaona, 
can you tell .. which anwer best describes why yeu di&t't ... 
this .rvice in the t 

\ RF.ASOO CXDE A 
1. 1 (or fItj child) didn't neëd ft c. we œeded it but didn't 
2. We needed it but couloo't afford it have time to 94!t it 
3. We needed it but as far .. 1 Imew 5. Other (Specify __ _ 

it was not available 

lŒ'lURN TC> El NI) cnrn:t«JE WITH THE NEXT ITEM 00 ~IOO PAGE 

ES. (RB, P.U) Fran the Uat of p:>ssible providers, can 
)'OU tell me who provided the service? 

E6. 

1. l'amHy matt>er 
(SPEX:IFY MiIai ONE) 

2. Neighbor 
J. Friend 
4. Cœmunity agency 

5. School 
6. Person or private provider 

other th!m above paid for œrvice 
(Private nurse, paid aitter) 

1. other (Specify ) 

(RB, P.l3) UGing the choices on the Hat, CMl you 
tell me how this !erviœ wu paid for? 

SOURCE ODE 
1. l'ran regular family incaœ 6. l1edicaid 
2. Aelatlve paid 1. Crippled children's 
3. rrientVneighbor 8. SChool 
4. Omnmity agency 9. Other (Specify ) 
5. Private insurance lB. Don't Itnow --

(BlUe croas/Blue Shield) 

l (Rm.1LAR FNiILY Iro:J1E) F ANSWER 15 2-9 - mup 1'0 ES 

17. Approximately how nu:::h did the service coat)'OU (your fanily) 
in the past .. weeks? (ltlat eUd you çeOO on thi.?) 

ES. Were you able to use this service as au::h as yeu would bave lik.ed or 
thooght you needed? 

H. 

Cf: tI>: ASK ~ 1 IF XES jl- lRETURN 'ro El AND BEGIN .W1TH NEXT 1m1 L 
(RB, P.13) Fran the Ibt of p:>ssible reasons, 
c:an you tell Ille the ruaca you did not get as much of thla aervic:e 
.. you wanted or needed? 

REASOO CXDE B 
1. Couldn't .ftord more 3." Other (Specify ) 
2. '!ber. wsn't .. lIIUCh 

avallable .. 1 t"IIIedad 

DftJIIII to al, MI!) ..-1. Wlt'll art mDl-----------....--
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Let - Mt ~ lIbout .... otber ki~ of ..rvign. 

1 
tilN1'lNUt ~ -ASKltt: ML APPROPRlATE OUESTIONS RELATfD '1'0 1 

_ EN:H lm CIl 'nIE FACING PAGE , _ 

Il. Have J'OU u.d .t ~ U. during the put four .... 7 

( IF 1«>, ) ASJ( E2 ( IF YES ]SKIP TO E3 . 

El. (RB, P.l2) Again, fran the lilt of possible rusons, 
carl yeu tell _ W\ich ilnllWer but deseribes why you diœ't ..-
this eerviee 1n the t mon' 

~ OX>EA 
1. 1 (or rtrf child) didn ' t neêa it 4. we needed it but didn' t 
2. We naeded it but couldn' t afford it have ti.me ta get it 
3. We needed it but as far as 1 knew S. Other (Specify ___ ' 

it wu l'lOt avaUable 

RE'ruRN TC> El Nt) CXlNTlNUE WITt! THE NEXT ITm 00 FH:ING PAGE 

ES. (RB, P.12) Fran the list of possible providers, carl 

yeu tell me who provided the service? 

1. FIIIIHy lIleItDer 
(SPfrIFY MUQi OOE) 

2. Neighbor 
3. Friero 
4. Calmuni ty agency 

5. School 
6. Person cir pdvate previder 

other than above paid fOI aerviee 
(Private nurse, paid sitter) 

7. other (Speci fy ) 

E6. (RB, P.13) Using the chc>lC'es on the list, cao you 
tell me how this service was paid fpp 

SOlffiCE CODE 
• ~ 1. Frcm regular fl!lmily incaœ 6. Medicaid 

2. Aelati ve paid 7. Cdppled children' fi 
3. FrierxVneighbor 8. School 
4. Camn..ni ty agency 9. Other (Speci fy 
5. Private insurance 18. DorI't K.now ---

(BlUe Croasj9lue Shield) 

l!!:. l (RmILAR FN1ILY ItCCJ1E) MK [71 IIF ANSWER 15 2-9 - SKIP oro E8 
i 

17. Approximately how IDœh did the eervice coat yeu (your f_Uy) 
ln the past 4 weeks? (What did you çend on this?) 

IS. 

19. 

Mere you able to use thts service as lIlUCh as you wuld bave lilœd or 
thought yeu needed? 

ÇI; tI): ASK 9 1 ÎF YES!]- tRETURN 'lU El ~ ~IN WITH NEXT ITD1! 

(RB, P.13) Fran the U.t of possible reasons, 
cao you tell me the reuon you did not get as lIUCh ot thia service 
.. you .-nted or needed? 

IŒ.'.SOO a::lOE B 
1. COul&l't .fford more 3. Other (Specify __ -' 
2. '!'ber. wsn' t .. lIIUCh 

.vallable .. 1 neéded , , 
fll'lUllll to al • .., UQI. 111ft an ~lInz~~,,--------------,t 
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~------------------------------------------

SERVICES 

g. Health care - lI*!ical 
doctor., ~iali.ts -
in-town ' 

El 12 
usm lIfY 

ter 

--------------------- --- ----h. 1IN1th eue - lI*!ical 
doctor., ~iali.ta
OQt-of-town 

--------------------- --- ----i. Dentilt 'Ior ortho
dont1st 

--------------------- --- ----j. Speech theupy 

k. Physical therapy 

----------------- --- ----1. Optomotrist, podiatrist, 1. Y 
optician, orthotist 1-' 

2. N _ 

-----------------------m. Occupational therapy 

-------------------- --- ----n. Co\z\seling, therapy 
mari tal (Check wh/) 

=fanily 
incUvidual (for 

-tllhcm) --==--=======- --- -o. Other normedical diag- 1. Y 
noatic .valuations ,----, 

28 N _ 

------------------- --- ----p. Training in how te are 1. Y 
for the child 1-' 

2. N _ 

------------------- --- ----q. Training in how to train 1. Y 
to f., toU.t, 

ëirë for _lf 2. N 1=1 

15 16 17 
PICV- SCXJR:Z NOJtft' 
mIR 

1=1 '=1 
$ 

1=1 1=1 $ 

1=1 1=1 $ 

'=1 '~I 
$ 

1=1 1=1 $ 

'=1 1=1 fi 

---

1=' 1=1 $ 

1=1 1=1 $ 

1=1 1=1 $ 

1=1 1=1 $ 

1=1 1=1 $ 

.. 1 
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2. N 

1. Y 

2. N 1=' --
1. Y 

2. N 1=1 

1. Y 

2. N I~I --
1. Y 

2. N 1=1 



• 
El4. Nt have juat finiahed talking about the aervicn you l.-2 duting 

ttw put four wettSo were there fIn'J .rvices that yeu C*l recall uslog 
during the ~at year that were a ajor experwe for yoUi for inat:ance, 
.w.jor aWOïdica expenses or Sl.mller canp lut ~. anything at a11? 

ASK Ils (",,_2_0 _t«)_.J}- Q) ro E16 

E15. (LIST EACH SERVICE AND ASK:) 

Approximately beN much did it coat yeu? 

SERVICE 

a 0 ____________________________________________________ __ 

bo ______________________________________________ __ 

Co ____________________________________________________ __ 

1:16. Of the services J have mentioned. which are u.>st inqx>rtant to yeu 
ln cuing for your handicapped child at hale? That is, which are 
the cnes you couldn't live without? 

ao ____________________________________________________ __ 

bo, ____________________________________________ __ 

Co ____________________________________________________ __ 

E17. Given}'Our situation, which 3 .ervices do you think )'Ou need aost 
, that you are not C)etting at the ~uent Ume? 

a., ____________________________________________________ __ 

b. _____________________________________________________ __ 

c. ____________________________________________________ __ 
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SERVICES 

t. er ta help wi th 
houMhold chores - cook-
lng, cleaning, laundry 

! 

s. Aid ta help with per-
IIOnal 'or medical care 
of c:hild 

t. Life-planning for child-
plaming for his/her 
future needs 

--
u. Life-estate planning -

for care· of child after 
parents can' t 

v. Le9al llervices related 
to the child 

w. Recreation progrll1l 

El E2 
usm WHY 

tDl' 

1. Y 

2. N 1=1 - -
l. Y 

2. N 1=1 - -1. Y 

2. N 1=1 - -1. Y 

2. N 1=1 - -
1. Y 

2. N 1=1 -- -
1. Y 

2. N 1=1 -- - -
x. S\m!'er canp 1. y 
(ASK ONLY IF AFTER JULY l 1=1 AlI) OULD tm' IN SC'HOOL) 2. N - -
y. Transportation -.ervice 1. Y 

1=1 2. N - -z. Laundry, dry-cleaning, 1. Y 
. diaper service 1=1 2. N - -

M. Anything else yeu can 1. Y 
think of that we haven' t 1=1 covered (Specify) 2. N 

- -ab. 1. Y 

2. N 1=1 
- -

ES !fi 
Pfl)V- somt:E 
10ER 

1=1 1=1 
1=1 1=1 
1=1 ~ 
1=1 Qi 
1=1 1=1 
1=1 1=1 

1=1 1=1 
1=1 1=1 -
1=1 1=1 

1=1 1=1 

1=1 1=1 

$ 

$ 

$ 

-
$ 

$ 

--
$ 

$ 

$ 

$ 

$ 

$ 

-

1. Y 

2. N 1=1 - -
1. Y 

2. N 1=1 - -
1. Y 

2. N 1=1 - -
1. Y 

2. N 1=1 - -1. Y 

2. N 1=1 - -
1. Y 

2. N 1=1 - -1. Y 

2. N ,=, - -
1. Y 

2. N 1=1 - -
1. Y 

2. If 1=1 - -1. Y 

2. N 1=1 
- -
1 .. Y 

2. N 1=1 
- -



( 

c 

SICTIOII F 

STUSSI'UL LUE IVDTS 

r1. Bave JOU or aD)' ... ber of Jour w.ediat. f .. 11)' aperlenced D" of 
the follorina durin, tha paat J'.ar (aiDce lut JuDe/Jal,,)? 

a. Divorce? 

b. Saparation/!r.ak-up of a a.latioD.hip? ~ 

c. Marrias./New Live-in lala tionahip? 

d. Cav. lirth or Adopted a Ch Ud? 

e. 'reananey? 

f. Purch •• ad or Built a Home ? 

,. Deach of an lDIediate Fm Uy Kember? 

h. Lo,t or Quit •• Job? ~ 

1. Stopp.d Working for an Ext andcd Per1od? 

j • raa11)' Moved to a Nev HOIle ? 

k. A Seriou. 1110e.. or Injury 7 

1. Bo,pitalization? 

a. Difficulty vith the Lav? 

D. A Heab.r Dropped Out or va • Suap.nded fra. Schoo!? 

r10. Did your handicappad 
.tart _n . .,)? 

rlp. Did your hand1cappea 
lehool{,)1-

cblld .nter (pubartJ / 

chl1d (.tart/chance) 

314 
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(1) (2) 



P2. Bav. any other .. jor ute evanU occurr.d to you or .y -"el' of 
Jour t..edi.te f..rly iD tbe p.at ya.r (aince laat JUDe/July)! 

} IF NO, GO TO 13 

'2.. Wh.t vere thoaœ .venta? 

• 

P3. (FOR. AMY !VENTS R RAS lDENTIFIED ASK) Cati you t'dl Ile • Uttle 
about the.! .ventl and the1r impact on you and your f-=11y7 

1. 

2. 

3. ______________________________________________ __ 

4. __________________________________________________ __ 

5. ________________________________________________ __ 
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IICTIC* B 

LIFE SATISFACTION AND COPING 

(al. P. 18) Ber. 1 •• p1cture of a ledd.r. Suppo ...... , that at th. 
top of tb. laddar (Ruaber 10) the runB r.pr •• ent. tbe be.t po •• lbl. 11f. 
fol' you and tba bottoa (lfuaber 1) repre •• Du tbe vont po.libla 11te for 
'ou. 

Bl. ~ere vould you put ,our.eIf on the ladder at the pre"Dt .ta,. of 
your 111. in ter.a of bov .atiafied or di •• ati.fied you are vith 
,our ovn personal lite? 

mlIJITJŒJCDrnm 

82. Wb.re vould you •• y you ve re ODe yeer ago 7 

OJOJGJCDŒJŒJ[ïJw Ci] 

H3. White vould you oay you Gre l1ltely to b. 12 IIODth. frOli nov? 

·ŒJ ŒJ ŒJ ŒJ w [I) CIJ m ŒJ @) 

84. (lB. P. 19) Hov vell do you feal you Ar. able to cape vith _____ 
&!Id tb. eare that Albe requir •• ? 

(2. =~ 
l' 

( 1. ElCELL!HTL y) )~. FAIaLY }f· :il VELL~· POOILY 
VELL 

;. 
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• 
Bu. Pl •••• ull _ • 11ttl. lIOn about 'bov v.ll JOu f •• l JOu .n 

copina. 

mERVIEWER CHEClPOINT: 
IF THERE AllE OTHER CHILDi.EN lN THE HOHE ASl: H5 

IF NOT - GO TO H6 

l~ 

'85. (lB, P. 20) To vh.t axtent do Any of Jour other cbUdr.n bave 
trouble coping v1ch __ 1 

[s. ~~) 
~------------~--~------~------~ 

(UHLESS AJSWER. IS "NONE" ASIC: H5a) 

15&. Would )'OU tell _ about it? Ubicb (chlld/ren)? 
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1 

MnVllVEI CBECIPOINT: 
Ir 1 IS MADIID 01 PUVIOUSLT MARRIED. &SI.: B6 

IF ilOT - co TO 81 

86. (U. P. 20) Would JOu "Y chat _ bal bad an Influenel on your 

1. RORE 

(UN1.ESS ANSWlR 15 "NONE" ASK: H6a~ 

86a. Pl.a.e tell ae in vhat vays. 

4. MUCH S. A CREAT 
DW, 

87. Tblnklna back over '. lite, vhat vere the DO.t dlfficult tt-l. 
carioa for (h1./ber~ '-
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SICTIOlf 1 

DIMOCLU'HIC DATA 

lRTpVIEWEl CBECVOOO: 
roll THIS SECTION USE CURIlENT HUSBAND 
AS UlDENCE Il J. 15 IEMAlUlIED 

Il. "av 1 need to knov about Jour .duc,UoDAl bacqround. aat .a. tb. 
bilhe.t ,rade of .chool or J.u of colle •• 10U coapletad? '> 

GRADE OF SCHOOL COUEe! 

12. (IF O!JRllENTLY OR PREVIOUSLY HARRIED, ASl) lIbat va. the M,hut 
,rade' of Dchool or y.ar of co11ele your hu.band coapl.ted1 

GIADE OF SCHOOL COLL!G! 

13. lIbat diplo ... , certificate. or delre.. do JOu have? 

~: 111GB SCHOOL) ( 2. CED ) (3. ASSOCIAT! ) (4. 
IACHELO' 

~. GlADUATE) ( 6. OTHER, (SPECIFY) 

14. (IF CUU!NTLY Oll PREVIOUSLY MlJtRIID, ASK) ""at di'10 .... 
certificat •• or deara •• do .. Jour (buaband/fonler hu.band) have' 

~. BIGB SCilOOL) ( 2. CID ) (3. ASSOClAT!) f· aACB!l.Ol) 

(s. CUDUAT~ (6. OTan, SPICln 
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IS. 

c 16. 

.-

( 

" 

" l'. lib to .,... DOW to JOur vork bbtory. -Ar. JOU cunat17 
..,loJ.d outdd. th. bOM or do 70U perfora uy .. nie.. ID tb. 
~ for Vbicb JOu rlc.~v. pa,..ntT (i •••• baby.ittiDa) 

( 2. 00 )-GO TO " 

ISa. Dow .. ny bour. plr veelt? _______________ _ 

ISb. Ubat Und of 'vorlt do JOu dô? ----------------------\ 

ISe. Bov old vas (diaabl.d chUd) whln Jou Teturn.d to vork? 

AGE OF CHILD IN YEAltS: _______ .a.-_____ _ 

ISd. (IF NOT OBVIOUS. ASIC) la thh vorlt perforald in your bOlN or 
at anothlr vorlt 'Ittins? 

Whlch of thl.e terms be.t describea Jour currlnt .ituation? Are 
JOu u.pourUy laid off. unelllployed~ diaabl.d. reUre d.a atudent or 
boauaker? 

DHEKPLOT' DISABLED) (2. (3. p. tDœOIWULY 
LAID OFF 

( 4. IETlllEI» ( 5. STOD!NT ) (6. Bt1ŒKAID ) 

f· OTHER. SPICIFY , 
lu. What type of vork did JOu do OD Jour !an job? 

16b. Wh.n did you leavi Jour leat job7 ___ ...",~=__-------

320 

'El! 1 

( 

) 



.S ./ 

DITIIVI!VEI CBEClPOIHT: 
17 - 18 0 IF CUUEN1'LY 01 PIEVI0USLY MAnlED, ASI 

AU O'I'HEIS CO TO 19 ~ 

17. Ie 10ur (hu.band/fo~r hU.band) currentl1 eaplo1·d7 

, 

( 1. tES ) ( 2. 110 )- GO TO 18 

~ r l1a. Ilov Nn1 hourG per voalt? 

17b. UbAt Und of york do •• he do? 

18. Which tera b.at descrlbos hl. current aituation? la he toporarU, 
laid off, uneaployed, di •• bled, retired or A atudent? 

) . (3. DISAILED) ( 1. TEHPORARILY (2. UNEMPLOym 
LAID OFF 

(4. .l!TUtED ) (5. STUDENT ) 

\ 

( 
, 

) 6. OTHER.. SPECIFY 

, 

18 •• What type of vork did b. do on hi. l .. t job? 
, 

18b. Wb.n dld he le.vI hi. lait job? 
!!AIl 

( 

) 
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1!!1&!!~~~L~d::::~::':.a::~::a:.::~::::E:b.::::::::::::.::& •• :; ....... "1 .. 

19. Bave 1°U or 10ur bu.band or Ally otber penon U... frteM or 
r.l.U~.) quit vork to c.are for JOUr ehild1 

c;J ( 2. 110 }- . CO Ta 110 

~ 

19 •• Who va. it? , 
~ 

1. VIn ( 3. OTRD.. (SPECIn) , 
19b. (IF omER, ASK) What vere the c:lrc:ua. tanc •• ? 

J 

110. Bav. Jour c:hild'. special needa affect.d ,our job or car.er? 

( 2. NO )- GO TO CHECUOlNT BELOW 

110.. ID vhat vay ha. ,our job been affect.d? 

mgyIEWEB CBECVOIHI: 
U CUIR!lITLY OR PaEVIOlJSLY MARlIED. !SI( III 

ALL orBDS GO TO 112 
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\ 

Ill. Iav. Jour chUcI' •• p.cial Deed. affectecl JOUr buabucS'. (fOtMf 
.poua.'.) career or job? 

t 

~ [ __ 2_, _11_0_-1)- CO TO 112 

llla. ln vhat vay bas hi. career or job beau affectecS? 

112. Bav. Jour pereonal or 
_'a handicap?' 

chan,ecl in any vay due co 

GO TO CBECIPOIIIT IELOW 

110a. ln vhat vay. have Jour Koal. chaDled? 

DTDVIEWER QlECIPOIIIT: 
Ir Ct1IJlENTL Y 01 PI.EVIOUSLT MAlUlIED. ASK All 

.AU. 01'IlEIS CO ra 114 

\ 

\. . 
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113. Iav. lour (bu.band'a/for.er buaband'a) peraonal or 
,rof.adonal aoala cunled in any vay due to _'a budlcap? 

( 2. II~ TO 114 

I13a. In vhat va,. bave bie loa1. ehan,ed? 

114. Are you •• tlaf1ed vith your preeent wotk1na atatus? 

( 1. 110. MOT SATlSFlED WITH PRESENT STATUS }- GO TO 114. 

l .... _2_._YE_S_. _S_AT_I_S_F_IED __ Wl_TH __ PIE_S_ENT ___ ST_A_T_US __ ...J}- GO TO t l>-t-_~ __ 

114a. Bov would you lib it to he different? 
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- -------------~-------------------------------------

IlS. (U, P. 21) Ple .. 
1983. 

e tell ae ail .ource. of ,our f .. 1, inca.« for 

D1d JOu receive .0 ney trom: 

J 

•. Va,.. or .. lary ? 

b. Suppl ... ntal 8 .curity incOIM (SSIH 

c. Social Securie y? 

cS. A1d 1:0 faail1e • vith dependent c:bUdun 

•• food at_p.? 

f. Other public. •• i.tance or velfare? 

&. Unaployment c 

b. Worlaaan '. coap 

oapensation? 

en •• tion? 

-1. Veteran'. pa,.. nu? 

j. Al1.ony? 

k. Child .upport? 

1. IDter •• t and d ividenda? 

.... 

~ 

~ 

(ADe)? 

,. 

~ 

..... 

a. Othar ra,ular 
l1vina in tbe 

contributions fro. penons not 
boae? 

D. Otber reaular 
in the bou? 

o. Otbut SPEeIn 

contribution froa per.ons 1ivina 
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Il'. ( .. , P. 22) TakiDI ioto cOD.idaration aIl ~urca. of 
iDe ... wbat v .. Jour total (f_il,) incOM before ta •• iD 1913. 
Just tell .. tba ouaber on tbe pa ••• 

( 1. Ihlder 3.000 ) ( 2. 3.OOl-S.000) ( 3. S.ooi-S.OOO) 

( .. 1.001-10.000) (s. 10.oo1-1S·3 ( 6. U.OOl-20.~ 

(7. 20,001-25.000 {~. 25.001-30.000) [ 9. 30.001-40.000 

(10. ~O.ool-SO.ooO) ~1. 50,001-60·3 

117. (lB. P. 23) averall. hov vou Id 10U de.erib. your fiDaDcial .tata 
tbià~1aar .. coaparad to l •• t ya.r? 

( 2. ..,ast ) (J. Ra ..... ~ 

118. What 1. Jour ra11aioua prefarance? 

( 1. '~ESTANT ) (2. =LI~ G,· JEWlSB ) ( 4. .ORE 

( 5. oran. SPEtIFY ~ 
119. Bov vou Id Jour rate Jour ph,.ieal b .. ltbT 

~. DC!LLF1 (2. ~) (3. FAIR ) (4. roDa ) 

} , 
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1 
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" l t 
l 
W 
~ 

~ ------ _._----_._--------+ 
Il NAUI!!) 01 PlEVIOUSLT HAIIlIED. AS~: 120 

IF KOT co Ta 121 

120. Bov vould )'OU rate )'our (huab.nd'./foraer huaband'.) ph)'atc.l 
health? 

[. ElCELLE1 [2. GOOD ) [ .... 3_. _'_A_IR_J) ~_. _POO_I_..,) 

if 121. Arl there anJth1nSI 1 have not a.ked- about r_,ardin, the carl of 
and wh.t It ha. ..ant to JOu and Jour faailJ that JOu thlak 

~uld be iaportant for .. ta knov? 

Tbe .. are .11 tbe que.Uon. ve have for nov. Thant)'ou very .. ch for 
t.k1na the t~ and effort to di.cu •• wh., it 1. like to rai.e • 
tou have provided a ,reat de.} of belpful Infor.ation. 1 belieVëith.t 
thl. InforaatioD viII b. axcr ... ly valu.ble DOt on1y to tho.e of ua 
iDvolved vith the project. but alao to other p.renta ln atailar 
altuaUon •• 

01. EXACT TIME NOW: ________ _ 

DOM 'T roRon TO KENTlc:Jf TBAT W! WILL lE ASE.IRG rOR • SECOND DlTDVllV DI 
AIOOT œil Uü. PLWI CIY! 1 U.OO AllI) .. VElD IUlli • DCII". 
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APPENDIX B 

TIME 2 QUESTIONNAIRE 

1985 
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1 

00. IUCT tDII .,.,: ________ _ 

Al. 1 woulcl lib Co .tarc ., ftftdlq ouC if chire laPa "'a ., ujor 
chanlft. iD your lUe in th. p •• c ,eer. • ... aD1 cb1Urn "'n 
84ded co 10ur hou.ahold aicher throulh blrth. adoptlou ... rr1a&e or 
~ othlr arranleaent1 

[ 1. tES 1 ,--2_. __ IO_~...J]' CO to A4 o 
• Al. Bov uny chlldren havo been added to your hou.aholcl1 _____ _ 

AJA Wbac VII" che clrcuaotancl.1 

1. IIll'B 1 2. ADOPTIOR 13 .. MAI'lAGl Il.. JOSTD.-cAII 

s. a.œn~ ____________________ __ 

1 
A4. Bave any chlldnn lelt ,.our houa.hold 1n tbl P"c ,. .. rt 

1. ns 

AS. Ub.c vere tba c1rcuaatancI.1 

1. Lin' to Lm 
DmUEHD!NTLY 

3. un!O LIVI 
VIti rA'1'BD 

4. anuœ~ _______________________________ , 1 

M. Baa 10ur .. rital atatWi chanlad 1n tba p •• t , .. rt 

Il. us 1 1 2.. 10 1+ GO to IICTICII 1 ... '"----
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-, 

,) 

1.7. (U. P. 1) Vh1cb of cb ••• cI .. cr1b •• your uv .. rital at.tu.? Ara 
'ou: , 

[1. IlAUIlD' 12. SEPIJI.ATlD Il 3. DIVOI.ClDl 4. VIDOWED 

AB. VIl.1I d1d thi. oce-"r? 1 ~.,..,..._ 
IIONTH YEIJl 

~.' 
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Il. 

12. 

IICTIOI • 

\ CBtLD CBAlACTDlS'flCS 

lIov l'cl lib to laarn .ore about • ü./he • .".r.l, 
_tal17 illpaired •• everel, aJIUply iapaired. or _ti.Uc? 

1. SEVDELT HENTALLt 1 
lMPAIUD . 

'" 
2. SEVEJl.ELt KDLTlPLT 

lMPAIUD 
3. ADTISTIC 

DlPllUl) 

Bave any Uft Dediea' proble .. of ___ "'eû d1apo.ecl 10 tbe put 
,ear? 

1. US 2. 80 1+ GO TO 14 

GO TO B3 

13. Ubat .. dical probl ... have been di_l11o •• d? 
1. ___________________________________________ _ 

2., ___________________________________________ __ 

14. Do 70U have h.alth in.uranee vh1eh eoveu _? 

1. US 2. RO 1... CO TO 15 .. 
14a. Whieb of tbe •• do you bave? 

2. 1I!D1CAID Il t-_3_. _:xm._1lJ)_lEN_
ED
_,_s--, 

1 
4. onu1. S'~In ___________________________ __ 
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lM 

IS. Cu JOU toll - ..... ,... do ft ..... bultb .......... for_' 

1. COULDK • T AFFORD 1 

,--_2_._0'11l __ EIl_._S_l!_C_I_FY~ ____ -_-_-_-_-_-:_-_-_-_-_-:_-_-_-_-:_-:_-:_-_-_-::_-_-_-_-_-_-_-_-_-_ ..... Î~ 
16. lIov 1'11 lib to kDov a Uttle about vbat 

LEVEL OF CHILD FUNCTIONING 

can aDd cannot do. 

8 
B 
o 

a. 11 able to c~Dieate vitb otbera of 
bl.7iiër .. e Iroup? 

b. Can f.ed bi./b.r.alf? 

c. 1. le dlfflcult to coaaunicate vith 
beeau.a ./ba bao 1I1fficulty underotand1na 
wbat 18 bein ... id to bia/ber? 

d. 10 abla to play by bia/bero.lf1 

a. la abla to 10 to tbe bathrooa by hi./ 
banalf? 

f. Doe. _ 10 •• Icootrol 10 a .ay tbat io 
haraful to othan or daotpcUv. of prop.rty7 

1. Doe. phydca1ly bar. or abu .. 
hilllbonalft 

b. Doe. ahlbit onual bebavlor tbat 10 
IIUUCult to do.l vith .t tia .. ? 

i. Cao people und.ntand ybat _ trie. to .ay7 

j. 11 abla ta npra .. bia/ber uello 
to 'Ot'iiën T 

It. Doe. have to uoa a bedpan or diapar? 

1. Cau .alk vitbout balp? 

a. Can _ 10 up or dovnatain ~y hia/har.alfT 

332 

t'ES 10 
(1) (2) 

• 

: 

, 

, 

._~ 



• 

1 

e 

" 

\; 
.... 

01-'-

; 
~ 

: / 

\ 

IICTIœ C 

IMPACT 01 rAMILt 

Carinl for a chlld vith baDdicap. aff.cu fDiU.. iD diffunt v8y.. 1 
_ 101"1 to r." 'OM .tat ... nta tMt people bav ... d •• bout bov tbd1: 
fal1y va. aff.cted. Fol' .ach atat ... nt, pl .... c.U .. bov _ch, .t 
tba pr ••• nt"ttae. Jou voulcl 'Ir •• or d1aa,ra. with tb. follovin, 
.tat ... nC" (RB, P. 2) 

SnORGLY 
AGU! 

(1) 

a. Tb. co.t of .., child'. car. 
i. eau.inl fiuancl.1 prab-
1 ... for the fsaily •••••.••••• 

b. fl .. 1a lon frOli v01:k 
du. to appointIHnta and 
car. of .., bandicapped 
child ••••••••••••••••••••••••• 

c. Additional iDcaae i • 

d. 

a. 

f. 

••• dacl in orclar to cover 
our expeo.~~ •.•••••••••••••••• 

Va bave to borrow aoney to 
~.lp p.y for our cbild'. care. 

1 _ unable to .ave auch aoney 
".cau •• of tha U})enu of ay 
child'. ear ••••••••••••••••• e. 

l ,ava up vorUn& for a vhUe 
".cau •• of ay chl1d's 
.1 •• bl11ty •••••••••••••••••••• 

1. 1 c.n' t t.ltat'a job outaicle tbe 
Iaoae becau.e of II)' eblld'. 
cODdlt1oD •••••••••••••• ~ •••••• 

Il. ., c:blld'. handicap bal kept 
.. frca loiDa to .chool ••••••• 

1. "cau .. of ., c:b11d· •. bcdlcap 
.. !lnd lt dlfficult to talte 
trip. or •• cation ••••••••••••• 

.1 

.1 

.1 

• 1 

.1 

.1 

.1 

.1 

.1 

'---
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AGIE! 
(2) 

2 

2 

2 

2 

2 

2 

2 

2 

2 

DlSACUE 
(3) 

3 

3 

3 

3 

3 

3 

3 

3 

3 

-------

It'IOlCGLt 
DlSAGQE 

(4) 

4 

4 

4 

4 

4 

4 

4 

4 

4 

-- -
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• 

STIONCLt 
AGU! 

(1) 

j. lt i. bard to flnd a n
li.ble per.on to tak. care 
of ., cbl1d .••..• a\ ••••••••••• 

It. 1 bave difficulty •• tting 
.a.aone to care for -r child 
wben 1 De.d to 10 .h~ppiDg 
or OD errand ••••••• ;" •••..•... 

1. ., child'. handicap k •• p • 

. 

. 

•• froa 10101 out to vi.it 
friend. or r.l.tiv •••••••••••• 

•• lecau •• of -r cbild'. handicap 
.. u.ually dOD't lovite 
friend. to our ho ............ . 

D. Our child ' • handicap do •• DOt 
iDterfere vith our aocial life 

o. Mo.t of vhat ve do .acb day 
1. pl&DD.d around ay chlld'. 
apeeialD •• d •••••••••••••••••• 

p. lecau •• of .y cbild'. diet 
abillty .e are clo.er .. a 
fu.11y ...•.•..•.•.•........... 

q. My r.l.tive. have been UD
der.tandiDS and helpful 
~th.y ch11d •••• ~ ••••••••••• ~ 

r. ..l.tiv •• lDterfere and 
thlnk they 1tnov vbat' • 
... t for., chlld ••••••••••••• 

•• 1 th!Dk about Ilot having 
anyaore children b.cau.e

-,~ --,'''*1 chlld'. haDdlC

f

a,l': ••••••• 

t. ~don't bave aucb t1ae 
, Hft ov&r for otb.i- faa1ly 

_aber. after cariol for 
., cbild .....••.•• a.a •••••••••• 

.1 

• 1 

.1 

.1 

• 1 

.1 

.1 

.1 

.1 
~ 

( 
. 1 '~ 

.1 

-
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AGItEE 
(2) 

2 

2 

2 

2 

2 

2 

2 

2 

2 

\ 
2 

2 
, , 

. 

l ---- -
/ 

J 

DISAGUI 
(3) 

3 

"3 

3 

3 

3 

3 

3 

3 

3 

3 

3 

'-- -

mœcLt 
DIUGlu 

(4) 

4 

4 

4 

4 

4 

4 

4 

" 

" 

" 

4 

- -

• 

1 
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SftCIICLl' 
ACHE AGU! 

•• Our f.11y live. up thinal 
'.cau •• of ., chlld'. handicap 

... raUpé 1& a probl .. 
for ....................... e _ • 

•• 'obody und.ntand. the 
~r"D 1 carrr .••.•••••••••... 

IL. lAarll1na to una, • .y chlld'. 
laud1eap bu .. de .. feel 

"laetter about ., •• lf ••••••••••• 

J. 1 worry about vb.t vUl 
bappeD to ., cblld 1n the 
(ucur ••••••••••••••••••••••••• 

(1) (2) 

.1 2 

.1 2 

.1 2 

.1 2 

, , 
• 1 2 -- -
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.l.AGIO 
(3) 

3 

3 

3 

3 

3 
-- -

mœc:L1' 
It.&GI.U 

(4) 

4 

4 

4 

4 

4 
- -

o 
o 
o 
o 
o 



c 

( 
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c 1 

.ICUe. D 
~ 

'AHIL'. -~UPPORt 

~ov l'. lib to .. It 10U • .,.. qua.Uou about vbat :lt il lika for JOU to 
ral.a ud ure for'_. 

Dl. Doa. _ attend a .chool prolram? 

1. ns "--_2._1_0_ .... 1,... GO 'l'O D3 o 
D2. Do •• att.nd .chool dur1n, th. ~r? 

1. lES 2. HO o 
D3. Wh, do •• ntt _ ~ • Ichool prolr .. 7 

(. 

D4. (U, P. 3) Bov ~cb tiM do 10U lat for JOUraelf each clay to do 
the tM,II,' Jou lib to do? Do GOt COUDt tiM workiq al •• p1q or 
iD Ichool. 

1. lION! OR LlSS 2. .!T'VEEN 1/2 3. lto31OD'lS 
'l'III.H 1/2 BR. AND 1 n. 

4. 3to511OURS 
1 1 

5. IIlU t'UH 5 lOUIS 1 
( 
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o 

o 
l 

o 

1 

IS~' cu, r. 4) Bov •• tbU.cl "l'. Jou vitb the 8IIOUIlt of cs.. your .et 
to Jour •• lf to do tba cbiD,. you 11ke to do' 

1. VElY 
DISSATISYIED 

2. SC»ŒWHAT J. SttmlHAT 
DISSATISFIED SATISrIED 

4. VOY 
SATISllED 

D6. CU, P. 5) About hov auch t1ae ver. JOU av.)' frOli )'our chllcl 10 
tb. paat tvO veekl for aoclal ra •• ona. fol' .xcapl., loiDS to th • 
.avi.a or vi.1eiDs frianda? 

1. ION! 011 LESS [ 1 2. ~~o~=1 13
• 

4 TO 9 BOUllS 
TBAM 1 HOUR 

4. 10 TO 25 BOtraS 
1 

1 5. HOU T1ÏAN 25 1l0UlS 

D7. (U, P. 4) Bov .atbU.cl are J'ou vith tbe DOUllt of ti ... -you vere 
avay? 

1. VOT 2. SOKEWAT 3. SO'MEWRAT 4. VUy 
IISSATISrlED IISSATlSFlED SATISPIED SATISrtm 

Il l 15 Ii.W1IË5 oa 'iN A 1!LATIONSHIP. AU: D8 - D9 
Ir lOT 1 Il ~ TO ISIO 

D8. (U. P. 6) ID tha paot mnth hov u07 tiMa have JOU ud JOUI' 
(apoue./parto.r) 
b .. u out tOlother vithout the (child/ren)' 

1. IOHE 1 
AT AU . 2. ~i 1 1 3.;~ TDŒSI 
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,C: 

c: 

D9. (U,'. 4) Iov .. U.af1.d are JOU vitb th. aount of tiM JOU .. end 
tOI.th.r v1tbout tb. ch~ldr.n? 

1. VERY 
DISSATISFlED 

2. SOKEWHAT 
DISSATISFIED 

3. SOKEWHAT 
SATtSFlED 

4. VERY 
IATISFIED 

DIO. Do JOU belODI to any club., or,anlzatlon •• or chureb Iroup.T 

1. tES ra + GO Ta Mar CBECl:POnrr .. 
DlOa. .1.... t.l1 .. vhat theJ 

ara. (LIST IIELOW) 

1., ________ _ 

2., ______ -.--__ 

3. ________ _ 

l u CDJlUNTL T MAIltIED. AS': D 11 1 
_ Il lOT ~ Gô fo 012 +-

DIOb. Ar. JOU a~t1y. or 
tDact1 •• iD •• eb? 

ACTIVE Il(ACTlVE 

.. 

D11. Do •• Jour hu.band b.loDI to anJ club •• orlan1aation •• or cburcb 
Iroup.7 

1. us ... 
DilI. Wbat Ar. th.y? 

(LIST BnoW) 

2. 10 

1., _____________ __ 

2., ______________ __ 

3., ______________ __ 

+ CO ta 012 

• Dllb. X. ba actb. or 
tDact1v. iD .. cb! 

DI!CTIVE 
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CAllOLINA PARENT SUPPORT SCALE 

1 _ lOiIll Co nad a U.t of paopla or .. mea. _tcb My oZ' .., DOC .. 

ul,ful to Jou a. th. parent of • chUe! vith .pedal uecla. !'b1Dlt about 
bov ulpf"l aach of thu 11 10 .. Uni 10ur job .. the parnt of a 
.,.cial chlld aader. Tbay .. y halp you 111 any vay. 'or Gap II • cbay 
.. y hll, tau cau of • Tba, .. y aiv. Jou ua.ful 1DfonaatioD or 
.. rvica.. Tbe, .. , juii'tïlv. you UIldantandinl aM n,port. r,,'r eacb 
lta. pl .... toll .. bov belpful tha panon or annee 1a by trulicaU,q 
lot At Ali. 'A Little. Sou. Quito. I1t. or A Cr .. t Dul. (U. P. 7) 

('/~IOT ArPLICAlLI) 
U KADIID ASI 01'6/IF SDeL!. ASI 017 ---------------_ 

... ilOT AT 
016. lev hol,ful ~ ALL 

(1I/ar.): lnrf (2) 

•• 'Iour hu.bed1 

b. l'our 2uenu1 
l'our 

~. bu.band'. ~.r.nt.? 

d. l'our oebar ralativ.a~ 
l'our bu.bane!'. 

a. oth.r ralativ •• ? 
, 

f. Oebar paraota of 
bandicIPpad childron 

•• l'our ovn children? 
1 

b. rriandl? 

1. •• 1.hbon? . 
D17. Iov hel,ful 

Ua/are); 

a. l'our bo~fr1.nd 
. 

b. ChUd'. fatber 

c. l'our p&renu 
'aranta of 

d. cbHe!'. fatbera 
l'our otber 

a. ralative. 
Ochar ralaUv .. 

f. of child'. fach.r 
Otber paront. of 

•• bandicapo.d ebl1drau 

h. tour chlle!ren 

1· rrhud. 

j. .eilhbora 

RIA 
m 

.ar A'f 
ALL 
U) 
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JUST A QUl'Œ .1. GUAT 
LITTLE IlItE A aIT ow. 
u) -m -m- (6) 

, 

~ 

JUST ... l'tl QU 
LITTLE 80KE A lIT 

A-CHAt 

u> ('tf-ur 

.. 

. 

o o 
o 
o 
o 
o 
o 
o 
o 

U o 
o 
o 
o 
o 
u 
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o 
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c 

lel_ U • u..c of acU ... ltl •• 01' .1t-.aaUofta 1ft ""1cb .0.. f.111 •• _, 
....... bcuc.. ,le ... tell _ ~ ofe.ft JOU UVO accuaUr l'oc.tv.cf 
euch ... tatuc. aù hGv iapOl'tu .ue:' belp ... Co Jou. 

D11. I(U. P.8)1lnv otten va. DU. (aB, P.9)(lf roc.tv.d.) 
a •• tetanc. r.c.t .... cf? bov iaportant v.. chia help'P 

11.~ C~ .!.~_~I'!. _b~'t-__ _ 
.tc •••••••••••••••.•••• 

lÔai.ho id cboi-e.:-::: .-. : -
lab1iitè:iDl tOI' lüaDdi:--
capp~d C:blld:: •• ~ ~ ~ • '.: ~ 

1 
lab,alttlui fol' otber 
cbl1dr.n ••••••••••••••• 

• Ooderataudlnl handicap-
,.4 child'. ~.od.-aDd 
,~o~~ ....... ~ .... :!! •• ~. 
r..tlJ 'robl .......... . 

IDforaatlon about pro-
• r~/_.~~!~ •. :_~. !.!": _ 

r~~~l p~b1~~~ •• ~_ 

"'d1~' _~r_ ~p~c:! _____ _ 
,~ .................. . 
r.allai, -iliit~ t60 -de.a1idi 
of carinl for th. di.
abled- éhl1cl aia .--bÙrdeü 

"'lo;..iënt -'l'obI"-::-. :: 

(1) (2) 
6011.-

IInu tb .. 

-- -
-- -

-- -

• 

-

p)Hot (2)Soao- (3) (4) 
(3) (4) V.ry what '.ry 

Almoat Iapor- lapor- lapor- lapor 
Of~en Uv.y. tant Cant tant tant 

1 
-
-... - _ .... 

- -

. • 

-

-
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KARAGE!1ENT SCALE 

D20. (II, P. 10) 'or th ..... aet1v1t1 •• or .1tuat1ona .. iD tbe 
prrdou. qu .. UOIl, pl •••• tell .. vh1cb panon or ,roup va. Jour .a1.n 
eourc. of aupport for bel~ you r.e.iv.d. 

(CBIa CIl! 0lU. y) 

a. l1de to .tor •• bank • 
• tc ••••••••••••••••••• 

b. Bou •• bold chur •••••••• 

c. 'abya1ttlol for band1-
capped ch1ld •••••••••• 

d. Baby.1tt1nl for otber 
cbl1dren •••••••••••••• 

a. rca1ly ... rl.ncy •••••• 

· 
· 

· 

· 
· 

f. Und.rlt.Dd1na h.nd1cap
p.d eb1ld'. D •• d. and 
'robl ............... . 

1. r .. 1ly probl ......... . 

b. IDforaat1on .bout pro
Ir ... ' •• rv1c •••••••••• 

1. r1n~c1.l probl ....... 

· 
· 
· 
· 

Ind1cate tbe .. in .ourc. of belp 
for .. ch ar.a 10 vb1ch you 

actually raeeivad belp. 
(LIAVl BUJfl Ir ilOT APPLICAJLE) 

~·(CBECI. OIŒ onn 

~~ 
work.-

(1) (2) erl- (4) ~-or 
'e1ab- •• r.nt~ 

, .. lly lr1end. bora GrouIJI~ Alene 
~ .. 

j. Iouailll or .pac. 

1 
/ 
J 

----------~ - - - -

probl ................ . 

k. r •• l1DI tbat tb. d ... n 
of carloI for tbe d1.
.bled cb1ld Ar. a burd 

1. laplo,.ant probl ...... 

· 
da 

.n 

· . 
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c 

1 
,\, 

... 

,.~ . 

\ lIaICli. 

natIcES AJm PUICIW!S 
)' 

A chlld 8Uch .. often requlre. a _ber of .pacial 
1 .. rvlc... 1 vould l1ke to tan vith 'ou about th •• p.cial •• nlc ..... d. of Jour 

chil. duriD, che pa.t four .aaka. 

lAt'. .tart out ta1ltina about childcare. 

Il. Bava JOU laft your chlld in .oaeone al •• '. cara (apart froa th. tt.. ba/.b. 
U iD .chool) -et anJ tiM durln, th. pan four " •• ka? 

[ 2. 110 co ro 12 

E2. (U. P. ,2.) Loolùna at ch. lilt of po .. lb1e nuan •• CID Jou t.ll .. vhich 
&Davar b •• t da.~1ba. wby you dldn f CU,. Ally childeanT 

(CHEel APPlOPI.UTE lESPORSE) 

o 1. 1 (or .,·chlld) dido't nead It. 
1 2. V. D .. aad lt but couldD't afford lt. 

3. V. naeded It but there b DO OD' availabll who CV tab can 
of • chlld lib ain.. ' 1 

4. Other (.pecity) ___________________ _ 

\ 

l', 
El. Th.re are .av.ral kiDd. of childeara ona aiaht bave a u.d for. 1 Cau you 

tell .. lf you uaad aDy of che follovin, durina th. palt 4 va.lta: 

baby.ittinÏ at your hoae 

baby.ittiD. at .oaeon. al •• '. hoa. 

r •• piC. cara - providad a. a ca..uDicy 
•• nlc., .lther ID your boae. or v~t
of-th. baaa. 

Car. for '. brocher.l,l.t.r. whll. _ 
... tlD, .p.cial D •• d. of thi. cbl14, 

roi AlI! ttDlS D 13 (A-D) MSV!UD tES. ASI 14 - 17: 
D .an AlI AIISVIUD lIS, CO CIl ro la. 



------- -----------

Let _ .. It JOU about ... otbor UDd. of l .. rYleo •• 
(CCIITIIIUE AS urol! ..stuc: AU. AP'lOPlUTI QUPtlœs IILATID tG UCII 
lftM CIl TIl! 'ACIIIC l'~I) 

110. Bava ;ou u.a4 at ., u. .. dur1D1 th. p .. t four .. okaT ---
[ Ir 110.' t' ASt E11 IIF TEs ~SUP TO E12 

Ill. (D. P. 15) Alaio, frOli th. liat of po.dbl. raa.ona, can ,ou 
toll .. vhieb .aolV~r boat d •• eribes why 'ou didn' t u.a tbb 
.orvic. in tba p •• t QOotb? 

llEASON CODE A 

1. 1 (or DJ cblld) dido' t oe.d i t 
2. UO nledod it but couldo't afford lt 
3. Wo n •• dod it but o. far o. 1 Im.v 

~t va. not av.ilable 

4. Wo o •• d.d it but dido't 
bave tille to let it 

S. Other (Spocify ______ ) 

1ETtJU TO no AND CONTINUE VITH THE NEXT ITEM OH rACIlIC PAGE 

"112. (D.'. lb) rrOll th. lbt of po.dblo prodd.ra. cao JOu toll DO who 
provid.d tbe •• rvice? 

1. 'aRily.aamber 
(SP!CIlt WHICB ONE) 

2. 1Ie1,bbor 
3. 'riond 
4. C~n1ty a.oncy 

PlOVIDEllS 

S. Bcllool 
6. roraon or privat. provldar 

otbor thao abovo pdd for .orvica 
('rivato oura., poid .ittor) 

7. Otbar (Sp.cify > 

113. Approxiutol, bov IlUcb did tbe .orviee coat JOU <your fail,> iD tbo pa.c 
4 vaakl. that i., bov illich did JOU .pand out of Jour 0VIl pockot for thb 
'.arvie.? 

114. 

ilS. 

Vara you able to ualll tbi •• arvlee a. INch .. JOu vould have l1kad or tbouaht 
you u.docl? 

1 Ir 1IC;~.A.St ns 1 u US: 1 l!T01N TO no AJID l!Gllf VIra l!1T ITDi.;l 

(D, }. %7) PrOil tbo liat of po .. iblo r ... ooa, c:an you tall .. tba naaon JOu 
did ~t lot .. _ch of thia .. nico .. JOu vantecl or uodd? 

1. Couldn't &lford 8Oro 
2. Thu. " .. n't .. alch 

.. ailablo .. 1 Doodod 

1lAS0H CODE 1 

3. Othar (Spocity ______ fl'"-----'> 

u:rtJIN JO 110 ABD GO QI VITH lIU7 l'ra 

'+ 
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t. 

r' 

l'! 

( 
~ . ., 
,< 

• r 

( 

14. CD bow MD1 •• p.r.ce oce.a1on. clurui the paat 4 ... u did JOU ue chia 
c"e of chtldcare (e-cl) 7 

15. for bov uay houri aU tos.tber (total) did JOu _Ite u. of (a-ct) cludnl 
th. p .. t 4 v •• ka: 

/ 
16. (U. P. lS) lrOQ thia lht of poasibl. pTovid.;l's. can you tall _ who 

th. pTov1der of th. ehildeare vas? 
PlOVIDERS 

1. r.ailJ Mmber 4. C:O-unity Alnc, 
(SPEeI" WlCU CIŒ) ,. Pers on 01' privat. provider 

2. 'ellbbor oth.r than aboya p.ld for •• rvica 
3. friand (Paid littar) 

6. ~her (Sp.clfy 

.. 17. Approx1aately h,", INcb did JOu .pend on thia tolU of cb11dcarG iD ch. 
p .. t 4 •• elta? 

Il. 

-
14 ES 16 17 

DmN'T USE USED: TDŒS BOUJlS n.ovmm COST 

•• 
b. 

c. 

d. 

Bave JOU u.ad re.pite car. ..rvice. at auy tiJH durlDJ tbe past , .. rT 

[ 1. fiS 2.. 10 o 
~ , ~ 

CIl JO) (U. P .1+) Loolt1ns .tt the 1i1t of po .. 1ble re.sODa. ean JOU 
•• wb1c:h anReT be.t d,.erlbe. wby 'ou clldn' t a .. .-s1 re.pice care! 

call 

(CB!C~ APPlOPlIATE I!SpœS!) 

1. 1 (or ~ ehl1d) d1dn;t naed lt. 
2. Ve neacled lt but cou1dn't .fford 1t. 

-,. lie needd lt but 1 dldD't bov 1t .,a .... nable. o 
4. Other C.peclfy) __________________ _ 
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SERVICES ElO E11 
USED WHY 

NOT 

E12 f13 
PRaV- AMOUNT 
10ER 

114 U5 
MORE ":off 

IlOT 
--------,.--~__._ _________ ,.---,..,.,.---f8 .. _________ _._~,. ____ ..,.,.---_,. _____ ..., 
a. Health care - llledical 1. Y 

$ doctors, spec1al1sts -
in-town 2. N [~] 1=1 

-~~---~.--~-----~~---~~~ ~-- ~-~-- ---~~--- ~--~~~~ 

b. Hea lth care - llledica l 1. Y 

1=11=1 
doc tors, spec 1al1 st s,.-
out-of-town 2. N 

$ 

----,.--~-~----,...,..--t_-~ ,.,.-- ----,. --_,. __ ..... ,.-____ ,._ _-. __ ,.~ __ 
c. Df!n t ist &lor ortho

dontist 
1. Y 

2. N 
$ 

-----,.,.-.-.--t------v--~-~,..--- ___ ~- -------. -------- ---- ----
d. Speech therapy 1. Y 

2. N 

e. Physical therapy 1. Y 

2. N 
-.----~,.-.~-~~..,..-~-,.,.~--,... ,.--. 
f. Optomotrist, podiatrist, 1. Y 

opt ician, orthot1st 
1 2. N 

------~-(8------ .... _,.-,.-~---~,. ...... 
O. Occupationa' therapy 1. Y 

2. N 

1=11=1 $ 

----...... ----,.,.-. • --,.--,.,.-

l=ll=1 $ 

,.~~,.--

$ 

---~.. -------.. -.".. ... ,.---
$ 

1. Y , 

2. N 1=1 ,.--- ---.... 
1. Y 

2. N C=] ,.--- ---,.,-
1. v 

Z. " 1=1 -,. ..... ,.----
1.Y 

2. N 1=' ------~-~-------~-~-~~~ ~-~ ---.,.--. --".-t-,.-- .. ,.-- ___ _ 
h. Counselino. therapy 

_Nrital (Check wh/) 
_f~ily 

ind iv idual (for 
-whom) ____ _ 

1. Y 
$ 

2. N 

~--------------".-,.,.--,..-,.,. ..... ---". ,.---.- -----,.". ,.--,.~--- --.... -----
1. Other nonmed 1 cal d iaQ," 1. Y 

nostic evaluations 
2. N 

-,.-,.,.,. ------,.,.-,--,.,.----~.... "--r 
J. Training in how to care 1. Y 

for the child 2. N 1=1 1=1 
,.-----..,..,.,.----~,.,.,....,.-~--.- -rt.-..- -~-- --,.--••• 
t, Training in how to .train 1. Y 

_ to f.ed. toil et. ,-, 1-1 
care for self Z. N _ _ 

--,.-,. --,.-~-... 
$ 

1. Y 

2. H I~f ---,....,.-- ---- -...... -
$ 

--.,.,.-,.,..- -,..- ,.-.---
1. Y 

2 ... cr 
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c J) 

Let .... Il JOU aMut ... ochar ItiDd.. of •• nie ••. 
(COIITIIUE AS JErOl! -ASlllIC ALI. APPIOPJ.lATE QUlSTlCIIS ULATD m lAC! 
ITEM 011 THE rACUIG PAGE) 

FIU. Hav .. )'OU u .. d ___ AC aD)' U." dur1Da eh. pue four .... 11..1 

{ IF MO, lt AU Ell [ü US 't stlP TO E12 

Ell. (U, P. l{,) ",ain, frOta th. Use of po •• ible ra •• ona, ~'you 
tell .. vhich &D~ar b •• t de.cribal why you didD' tu •• thia, 
•• rvlce 111 the put IIODth? 

au.sON CODE A 

1. 1 (or Dy cblld) didn' t Dud 1t 
2. We natded 1t but couldn't .!tord it 

4. v. De.ded -lt but clldn' t 
have ciao co let le 

3. w. ne.ded 1t but •• fllr AI 1 kIle", 
it va. not .vailable 

5. Otbar (Sp.cUy ______ ) 

lETUiN TO no AND CONTINUE VITH THE NaT ITEli ON rACINe PACE 

1:.12. (U. P. l{;;) rrOll th. Het of ~o .. ible providera, can you ull .. vbo 
provld.d th •• ervic.? 

PltlJVIDERS 

1. Fail)' aember 5. School 
(SPECl" WHICH ONE) 6. FanoD or prlvat, provldar 

2. Ne1ahbor other than abova paid fat' .arvlc. 
3. rriand (Prlvate auraa. ,&id deter) 
4. Coaunity a.ancy 7. Other (Spacity 

cl 
Ell. Approxl .. uly hov illich did the •• rvlee co.t you <Jour faai1y) 1Il th. palt 

4 v .. k.., that la. hov 8Uch did 70U .psnd out of 70ur OVD pock.t fat' tM .• 
•• rvic.1 

Ellt • Were 70U able to 'Ue. thi. earvic. al illich a. you vould bave l1tad or thoulhe 
JOU n •• dsd? 

1 IF Mo:ltAS1 US lETUIN TO !lO AND IECIlf VITH lŒlT ITEH~ 

) 

115. (U, P. 17) Pros the 11.t of po.8tbl. rea.on •• ean 'ou tell .. the ua,oll JOu 
did DOt let .. 8Uch of chia Hrv1ce a. J'Ou vanted orAlê.ded? 

1. Cou1dn', afford IIOrc 
2. Ther. van' e •• 8Uch 

.vailable •• 1 Il •• d.d 

UASON CODE 1 

3. Othar (Specify ______ .... ) 

lEl'UIM ta no AllI) co QII IIITH IUT ITDC 

...." 

\, 

~, ' 
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SERYICES -,,---/' El0 E11 
UUD WHT 

IlOT 

E12 
PIIOV
IDER 

r:-tlciliéiftiker to hefp wftl\ [1. y _ _ 

EU 114 115 
MIOUNT MORE lIfY 

lOT . 

$ 
11". y _ 

hou5ehold chores - cook- Lili 
1no. cleaning. laundry 2. N _ ---l'*'r.,.--,.,. • .,.,...,..,,,..,..y;.,.,.,~ ,. ____ ._,.. ,.~..,._.,. ~ ___ ... _,. ~ .... __ ___ 

., Aide to help vith per- l, Y _ _ 1. T _ 

2. N CI 
!;n~~1~~ lledtcal care 2. N LI 1_1 $-~6 :." ' z:~ ~ 

-~ •• _..,..,.,..-..",..,.."..-,.,.~-- ,.,.,.,. ""~JeIIt ,..,.,..~ ~-is-,. .... ,..""... ,. ...... 
n. Life-planning for chl1d: 1. Y .. 1. 'y 

:~::~~n~e!~~ hh/her 2 •. " 1=11=1 $ 2 ... r 1 
--"--~-----_ .. _--~.,.~ ,.-~. -,.,.-.. .-.-,.---,.,- ,.....,.-,... ....... ~--

Q. Recreation program 1. Y 
$ 

2. Il Ct 

-.--.-------~-----,.~,.,.--- -,..-- '--""'-/8 _,. __ ,,-,. __ ..,.,._~_~ ~,.".,. ._._ 
s. Transportation' service 1. y 

(OTHER THAH SCHOOL 8US) t H ,-, ,=, $ 

u. Anyth1nO "se you cln 1. y 
th1nk of that we havenet 
covered (Spec1fy) 2. N 

1. Y 

2. 'N CI 
-------------------------------~-----._------- _.~- --... -----.. ~ ------.- ~~-- ._~ r 

-,-

-

il, 

v--
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l , 

c 

7 

~----~----------------------------.......................................... ~~~_ .. ~~.~~~--

116. le...". just f:1D1.bld u1k1q about tha .. nie •• JOU .... _dq tIae ,.st 
four ••• ItI. Vere there aDY •• rvie •• that JOU caD recall alq durlll. 
the pa.t year that ver. a .. jor axpen •• for JOu; for lDataDee, _jor 
.. diea1 exp.o. •• or .~.r ea.p la.t J.ar. anJth1na at a111 

1. US I~AS~ E17 2. RO 1'" CO TC 118 

n 7 • (LIST EACB SUVle! ARD AS~:) 

Approz1aatdy bov auch dld i~ coat you? 

SDVICE COST 

a. 

b. 

c, 

118. Of the •• rvle •• 1 haVI _ntion.d, vbich ara lIO.t 1IIportant to JOu iD car1na 
for 10ur hand1eapp.d c:hild at boa.? That 11. vb1ch al" tbe on .. 10U eouldn' t 
live vithout'l .." 

\~ 

a. 

b. 

c. 

n9. Chin Jour I1tuaUoD. vbieb 3 •• rvic .. do JOU th1n1t you naed DO.t that JOu 
al" DDt ,lttiDl at tbe pre"Dt t1ae1 

a. 

t.. 

c. 

\ 
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8a:TICII r 

l'TUSSFUL LIR EVD'tS 

rI. .1 .... tell .. vhich of th ... eventa hava happened to you iD 
th. pan J.ar? (Sine. l .. t .Juue/July) • 

(Did Jou ••• ) 

•• Cet .. rr1ed? 

b. Cet "2arated f'!'OD sEouse? 

c. Cet divorced? 
;i, . ..,:" 

d. lLave a chUeS? 

e. Lo .. spou.. throURh death? 

f. Lo .. clo.e f .. ill aember throuRh de. th? 

l' Did a chUd hlve home? 

.!!.:-Did you cha~~e 'tlace of rea1dence? 

i. Chanle job.? 

j, I •• ln vorkina out.ide the home? 

k. Did your ."ou.e beg1n vorldng outdde th. home? 
~ 

1. Did ~our .pou ... top vorUna outdde the hOllle? 

•• Did you I.t Und or laid off frOll a 1ob? 

D. Did you Quit a 1ob? 

o. Var. YOu robb.d ,or .ttacked? 
. \~f 

D. Bave a sariou. 'p,raonal in1ury or i11ne.? 
!>" 

q. lav. a .eriouo 111n ... or injury of 
t..ecUau f_U,. ... ber? 

tES 
(1) 

&'. i:...'Ud1ca"ped Cbild Ioter.d ruberty/Sc.rted Ken ••• 

•• 1ad1e.p~.ct Cbllct St.r,uctithanuct SehoolC." 

349 .. 

'( .... i > 

10 
(2) 

"A 
(3) 

< 

~ 

cr 
[J 
[] 

D 
rD 
, 

o 
U 
Q 
o 
o 
o 
o 
o 
o 
[J 
o 

\ 

o 
u 
CJ 

l, 
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( 

C 
\ 

/ 

o 
o 
o 
o 

y. any other aajor life lV.nU occuued to 'ou :ln tha paat , .. rT 
(51 a lait JUDa/July) 

..rI': 
" , 

r2a. 

2. MO '. Ir RO. GO TO SICTlOM G 

cho ..... nuT 
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"'" 

Llrl -sATlS'ACTIOR AND COPING , ... 

(Ut r. 20) ..... la • plctu~. of • lùcln. luppo .... N7 claat ., ü. 
'o, of CM ladder: (luabar 10) cb. hIlI ~.prel.QcI dM ",It JIO"'U. l.U. 
f.~ 'OU .... clat NCC_ (.uaber 1) ~.pn"Du th. VDnC po •• 1Itle lU. fo~ ,.. 
Il. ..r. woulcl 70U pile yourellf cm tba 1cclder .t ch. pnlfl1lt .tal_ of 

Q JOUI' 11t. iD Clna of bov •• t1.U. or clb.acbUecI 'ou arl .1ch 
Jour 0VIl ponoul l1f.t 

1 
1 3 4 5 6 7 a 9 

al. Uhara voulcl JOU •• ,. ,OU vere 001 ,..r 8101 

\ [ 1 2 4 .5 6 7 • • 
Il. Vben wou1ci JOIl .a, JOU u, 11.).o1J CO " 12 _thl frOli IIQW' , 

1;: 
1 2 . l 4 5 6 7 • , 

, 
• 

114. (U. r. 21) lIw veU do JOU t~11OU UI ~~ CO co,. ri"_ 
.... th. can tbat Ilbl rlquir .. ' 

l' 
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( 

~ 
l4a. 'lea.e tell .. , vhat bdp. 10U to co ... vith tlle .-.ad. of _f. care? 

-Dn'DVI!'WE1 CKECUODrr: 
11' t'BW DE OrBElt CBIJJ)JlEN D THE HOM! ASE: B5 l 
IF lOT 1 GO Ta 86 

1 

as. (lB, P. 22) To vb.t axtent do any of your otber cb11clran bave 
trouble copina vith _7 

[ 2. ÙITtLEl B Eli L _5_._:_!.AL_CUA'r __ --' 

[<üNiîs& AM5WE1l 15 "liON!" ASE: 8Sa) 

8Sa. VeuIl! you tell .. about 1tl Yb1cb (ch1ld/ran)" 

. ' 



1 '. 
U'rDVlIVD CBECUOIBT: 
U a U MAIll!D QI PlEVlOUSL! ~~IED. A$I: 86 

Ir .or-.... : ..... 00 TO 87 

16. (D. P. 23) Vould fOU .ay tbat _ b .. had aD influ.nc. 00 four 
.. rria,.7 

(UNLESS AHSWER IS "MONE" ASI: 86a) 

86.. Pl .... t.ll .. 1n vhat vays • 

. " 

• 
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IICTICM 1 

DDIlCUPRIC DATA 

Il. ID the pa.t ,ur bave 'ou c.,..,leted an addlt10ul ,'Ar of 
.a:hool1D, 7 

us '-2_. __ ._0_ .... ~ GO TO 13 

12. 1Ibat U the hl,h .. t ,rade of .chool 01' y .. 1' of colle,. you Un 
coçlet.d? 

ClADE.or SCROOL COLLlG! 

00 01 02 03 04 05 06 07 08 09 10 Il 12 13 14 15 16 1;. 

13. Rave you obt.lned any dlplo .... certificat.. or d.,r.e. iD ch. p .. t 
yur7 

1. BS 2. 10 ~GO TO 15 
" d ... 

U. Wbat bave ,OU obtaln.d? 

IS. l'd 111t. to aov. DOV to your pr.e.nt vork 8ltu.tion. Are YOU 
carrently eaploy.eS outlld. th. boae or do you p.rfora '~1 .. rvlc •• 
ia th. ~ fol' vblch you r.c.lve payaentT (1 •••• b.by.lt~') 

m 
CD 

1. US l 2 •• 0 ~GO TO 16 ... 
15.. .. UDy boul'I per .. ekT ______________ _ 

,_ ..... l 

l5b. 1Ihat k1Dd of worlt .., you ..,!, ____________ _ 

) 

.It 



• 

1 

c 

16. Illich of th... t.nu b .. t d .. cribe. JOUr eurrnt aituatioDt à. 
JOU c.-por.rily laid off. un .. ploy.d. di •• bled. ratire«. a etudeat. 
or boMaaker'l 

1. TEKPORARILY 2. tnlEKPLOYED DISABL!D 
LAID OFF 

1 
13

• ] 
0 

1 1 1 1 
1 6. 

1 

4. UTliED 5. STUD!RT Bœœ:KAIn. 

.7. 'rOTHn. SPEc!" 

IN'l'DVIEWElI. CBECIPOINT: 
IF ~ Y al PllEJIOUSLY HIJUlIED. AS~ I7 - 18 

ALI. OTBERS co TO 1': --------..:;ï .... ------+---. 
T 

la your your (bu.band/former hu.band) currently -.ployed? 

1. TES 1 l Î 1 2. R. .. ~GO Ta ~8 
o 

17a. Bov .. ny hOUri per veeIt7, ______________ _ 

17b. What Und of vork dOl. b. do?, ____________ _ 

o 
o 

18. Which Cara b •• t d •• cribe. hi. eurrent elcu.cioo? 1. he campor.rlly 
laid off. uneaployed. dla.bled. reCired, or a .tudeot? 

.-



c 

.. 

# ',' 

c 

1 tt. .... 70U or J'OU~ WH"; O~ ay Otb.T penoD (i .• e. fdeDd O~ 
~.laU. .. ) ,dt worlt 1a th. pue J.aT to car. fo~ JOUT claWt 

EJ E:J -+ co 10 110 ... 
19a. Ibo va. 1t1 .. 

pi; FW 

[ 3........ SPECln._-_"' ______________ _ 

19b. Il arBn. ASI: What ver. th. c:1rc:uutanc .. 1 

/ 

110. Ara Jou .ati.fi.d vith Jour pr ••• nt vorkinl .tatu.? 
\ 

1 •• la< SA'l:lSFlm VITII P~EIiT STATUS 1 GO TG 11 .. 

2. tES. SA1'lSFlED WlTB PiESENT STATUS 
~ 

110.. Bov vould JOu lib lt to b. different? 
""1 

.1 

f 

III .. 



• 

e 
~ ... , 

1 

• 

111 •• 1 .... ,.11 .. all eoureee of f.ail, 1aca.. for ltl4. 

a. 

l». 

c. 

d. 

•• 
f. 

1· 

b. 

1. 

j. 

k. 

1. 

•• 

Il. 

o. 

Dtd 'ou r.cei.,. IIOn'1 bOll: 

Va... or .. 1ary . ................................ 
Suppl ... neal 1 ecuriey iDcoae (SSt,·············· 
Sodd Securit y ••••••••••••••••••••• ~ ••••••••• e. 

:; vich depeDdeDc chil.cl:UQ (ADe) ••• 

food .t .. pa ••• · ................................. 
Otber public .. liaeance or valfar •• ~ •••••••••••• 

UD_ployaenc c a.p.n •• t1oD ••••••••••••••••••••••• 

Vorlaun'. coap an •• t ion ••••••••••••••••••.•••••••• 

V.tet'an' 1 pa,... nt ••••••••••••••••••••••••••••••• 

Cblld aupport. 

Interelt and d 

Otber reauler 
l1vill1 in tba 

Otbar raau1ar 
iD the bo.e •• 

OTB.D. IPEeln 

· ................................. 
· ................................. 

t 

1vid.Dd ••••••••••••••••••••••••••• 

coneeibuciou. frOll peraoD • DOt 
b~ ••••••••••••••••••••• Il''' •••• 

con tribu tion frOll perllon. l1v1D, 
• •••••• fil • fil ••••••••••••••• fil •••• fil fil •• 

,. 
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il. . . 
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,e 

c: 
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... I~ 

1 

l' 
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1 
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112. (Ut '.2') ~ak1q !:ltii couideraU_ a11 aoarc .. of Sac:a.. ..... t 
oe:: j'ftr tocal «_11y) iDe .. bafon tua. iD 1914T Juat teU .. 
tbe ~.r Da ch. pa, •• 

1 • Under 3.000 
1 1 

2. :!,O~)l-5.000 

1 
1 3• 5.001-8,000 

. ~ 

4. ~.OOI-~O.OOO J 5. 10,OOl-LS.OQO 16
• 15,OOl-20.000l 

0 
, 

7. 20.~1-25.000) 
1 

8. 25,001-30.000 
1 1 9. 30,001-40.000 

Ill. , 

1 tO,OOl-50.ooo ) 
-' 10. 50,00 1-60,000 

113. (lB. P. 27) OVera11. bov vould you d.acr1b. your f1Danc1al atat. 
thi. ~.r .. e~.rod to l •• t yoar? 

" Clu:r D!AL 1 
VOlS! {2. VORS! l 13

• 10 CJL\NGE Il 1-4_'_:_~_D __ T--, 

114. Bov vould your rata your phy.c1al b •• ltb? 

Il Kd.il!D, ASI 115 
r---+----'--' ~ 

Il lOT - GO to 116 

115. lev vould you rat. your hulband'I ,bYlcial bealthT 

-, 
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APPENDIX C 

CONTROL VARIABLES 
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Table S.21b 

'.i 
:!I , 

~" 

Multiple Regre5sion Analysis of Selected Variables on Coping 

1'" 

Control Variables Mean b ) t - -
Race .19 1.10 

Age of Child-- 8.39 - .04 -1. 71 

IncOlie '.' 5.71 .06 1.42 

Marital Statue - .17 - .78 

Worklng Status 'Of Mother .03 .14 

Education of Mother ~ 3.10 - .02 - .24 
e_ 

\ 
~ 

t 
-\ 

~~ 

.. 

• ::J 

." 

Sig 
t 

.27 

.09 

.16 
.---..... '1 ., 

; .44 

1 .89 
i-~ 

.81 

/ 
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Table S.22b 

MultiEle Re8!ession AnalIsis of COEinS on Stress! Time 2 

, Sig 
Control Variables Mean b t t 

f< 

Race -1.94 - .89 .38 

Age of Child ~ 8.39 .47 1.71 .09 , 
Income ·5.71 .06 .1'0 .92 

Marital Status 2.60 .87 .39 

Working Status of "other 5.10 2.19 
q 

.04 \.. 

;' 

Education of Mother .' 3.10 2.22 1. 73 .09 , 

--
.. 

"~ 

w ~ 0\ 
~ --. "'"'-

• 

<' 

" , 
v 

" .. 

'1 ..l. 
'.-, \ 

,f 

) 
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"Table S.23b 

Multiple Regré88fon_An~ly8i8 of Coping on Life Satisfaction, Tiae 2 

Control Variables Haan ,b t --
Race ~19 .39 

\ 

Age of Chlld 8.39 .01 \ .22 \ 

Inc01le 5.71 - ';-01 \. - .06 
... 

Hfrital Statu' -, - 1.45 .13 \ .20 '1' 

'i 

Working Status of Mo~her - .09 _1.17 

Education of Mother 3.10 .28 .99 

w 
0\ , N 

• J 
" ... 

c..... 

~ 
."" 

• 

, 

Sig 
t -

.70 

.83 

.95 

.85 

.87 

.32 

',' 

""-
\ 

\ 

~ 

~ 
~ 

-

... 

, 
1 

t 

""""-

" 
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Table 5.24b ~ 

Multiple Regression Analysis of Selected Variables on Stress 

iables 

~cOlle 

Jrltal Status 

-4 

Worklng Statua of Mother 

Education of Mother 

'" \ 

" 

Mean b 

2.68 

8.39 .11 

5.71 

4 

3.10 

.27 

.29 

. -3.99 

2.17 

t 

1.55 

.36 

.43 

.10 

.01 

1.62 

.-

~ 
Sig ) 

t \ , 

.25 \ 
~ 

.72 

.67 

.93 

.99 

V .11 

" 
è", 

( 
l 

,; - '~-, \' 
, --'" , 

'" " 1. 

'/?' '" \ ~. 

\ .~ 

: '--_.>-~,,, r 
~ ! 

--------------> "\ 
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• 
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Table S.2Sb "\ 
). 

Multiple Regression Analysis of Selected Variables on Life Satisfaction 

Control Variables 
" 

Race 

Age of Chl1d 

Incoae ==t 
Marital Statua 

Working Status of Motber 

Education of Motber 

'If ">i 

" 

Mean 

8.39 

5.71 

3.10 

, 

;; 
b 

- .51 

.04 

- .08 

.08 

.11 

- .29 

... , 
Sig 

t t -
- .91 .37 

.57 .57 

- .51 .61 

.11 .91 
A 

.18 .86 

- .91 .36 

~ -~ 
'-4i 

, 

.. 

; 

7 

~ 
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H .'-. tlft 
1} 

'" --Table 5.26b 

Multiple Regression Analyala of Informa! Social Support Measurea on Copina 

tj Sig 
Control Variables Mean b t t - -

-
Race .18 1.09 .28 

.., 

Age of Ch!1d 8.39 - .03 -1.10 49 

IncOlie 1 5.71 .06 1.29 .20 ~ 

" 

Marital Statua - .38 -1.67 .10 .. 
Worklng Statua of Mother .05 -.29 .77 

~ Education of Mother 3.10 :;;;/04 - .46 .65 i • 

W. 
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Table 5.27b ,1 

Multiple Re8ressio~_Analysis of InformaI Social Support Measures 
r 

Control Variables Hean b t --
Race 2.~7 - .99 

'" 
Age of Child 8.39 .29 .90 

IncOIIle 5.71 .01 .02 < 

Marital Status -2.,48 - .79 

WorkingcStatus of Hother -3'.72 -1.53 

Education of Mothe~ 3.10 2.04 1.56 

(. ~~ 

f) 

~fI't . 

~ -
on Stress 

.. ~ 
/'" 

Sig 
t 

.33 

.~7 

.98 , \ 
"-.43 

.13 

.12 • , 
.. 

( 

\ 1 
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Table S.28b 
.~ 

i '? 
Multiple Regression Analysis of Informal Social Support Measures on Life Satisfaction 

Sig 
Control Variables Hean b t -L - -, 

Race - .42 - .77 .44 D 
Age of Ch11d 1 8.39 - .02 - .23 .82 

IncOIIe ~ 5.71 - .02 - .14 .89 ~ 

Marital Status .87 1.16 .25 

Working Statue of Kother .07 .12 .91 

Education of Mother 3.10 - .28 - .89 .38 

~ 

w. 
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APPENDIX D 

INTERACTION rERMS AND ANALYSIS 
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H ... -
Table 5.29b 

Definitions of Interaction Teras 

Abbreviation 

CPSS 

RCPSS 

ACPSS 

IC .. ~S 
L-

MCPSS 

EMCPSS 

EDCPSS 

le 

Defi~ition of Abbreviation 

Carolina Parent Support Scale \ 

Carolina Parent Support Scale values for Black famili~S. 
Carolina Parent Support Scale values for children less than 9 yeara old. 

Carolina Parent Support Scale values for families with incomes of 
$15,000 per year and under. 

Carolina Parent Support Scale values for women who are married. 

Caroli~a Parent Support Scale values for women who are employed outside 
the home. 

Carolina~arent Support Scale values for women who have education 
beyond high school. 

" 
J 

~ ,e .. 

~ 

i 
\ 

,\ 
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Table 5.301, 

Multiple Regression Analysie of Interaction Between InformaI Social Support and Control Variables 

,- RCPSS . CPSS Race 
Dependent sIg s1g sig 
Varia~le8 b t t b t t b t t 

Coping r&? -.01 -.36.72 .05 3.15 ~ - .07 - .18 .86 
~ 

Stress .22 .71 .48 .80 -3.46 .001 .82 .17 .87 

SaU.faction .08 1.12 .27 .05 .91 .37 -1.57 -1.35 .18 

<!"> 

ACPSS CPSS Ase 
-Dependent sig sig J s-ig 

w" Variables b t t b t t b t t ...... 
0 

Coping -.04 -1.96 .05 .07 4.25 .001 - .35 -.98 .33 

Stre~8 .35 1.12 .27 - .10 -3.68 .001 .01 1.30 .20 
4-

Satisfaction -.02 - .28 .7.a .11 1.80 .08 .14 - .11 .91 

li .... 

çp 
'" 

..-
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Table S.30b 

Dependent 
VarJ.ables 

Coping 

Stress 
c 

Satisfaction 

Depêtident 
Variables 

Coping 

Stresa 

Satisfaction 

Ccontinued) 

. 
" 

b 

- .02 

.46 

- .11 

b 

.03 

.42 

.09 

ICPSS 
sig 

t t b 

- .74 .47 .06 
, 

1.49 .14 .94 

-1.~4~ .13 .15 

MCPS 
sig 

t t b 

1.41 .16 .03 

1.35 .18 .47 

1.22 .23, .04 

1 

fo-'t 
~ 

CPSS Income 
sig sig 

t t b t t 

3.20 .00-2 .28 - .76 .4'5 

-3.91 .001 ~4S 1.88 .06 

2.64 .01 -2.06 -1.72 .09 

'. 

CPSS Marital Statua 
sig sig 

t t b t t 

1.87 1 .07 .80 2.15 .04 

1.99 .05 -7.91 -1.55 .13 

.76 .45 2.04 1.68 .10 

". '-. \ 
~ 
/' 

/ 

\, 

/' 

f!. 
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\ 
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Table 5.30b (continued) .t!P 

~ 

. " EMCPSS CPSS Eaployaent 
Dependent sig sig sig 
Variables b t t b t t b t t 

"-'\ 

Copina .OS 2.38 .02 .06 .. .17 .87 .77 2.00 ':05 
~ 

Stresa - .01 - .04 .97 -.68 -2.11 .04 -3.93 - .71 .48 

Satisfaction - .02 - .25 .80 .09 .96 .34 .36 .28 .78 
!' 

'" 
EDCPSS CPSS Education 

Dependent sig sig alg 
Variables b t t b t t b t t 

w ..., 
N Copiq - .05 -1.99 .05 .06 4.44 .001 .82 1.96 .05 

, . Stress .14 .35 .73 - .69 -3.55 .001 - .08 - .30 .77 
., 

.6
f
8 Satisfaction .04 .42 .08 1. 70 .09 - .45 - .32 .75 
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