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s « ABSTRACT

%

— The trend towards family care of children with developmental

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

/ source of help primary caregivers have available to them is informal

social support. Ninety mothers of children with severe developmental
disabilities, residing in four Michigan counties (two urban and two
rural) were interviewed face-to-face to determine the nature and extent
of their informal social support systems. The types of support
investigated were perceived, instrumental, emotional, Informational and
network . Data were analyzed us:h;g bivariate and multivariate
techniques. The findings indicate that mothers are primarily
responsible for the day-to—day care of their children. However, the

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

mothers comes mostly from immediate family members. Although marrit:ed»

and working women perceive greater support from some family members,
when help with daily tasks was measured, these women did not actually
recelve any greater assistance. Multivariate analysis revealed that
perceived informal social support was associated with better ability to
cope and lower levelé of stress. The influence of informal social
support on life satisfaction was less certain. Ability to cope was
significantly correlated with decreased stress and increased 1life
satisfaction. None of the various types of informal support explained
coping, stress or life satisfaction. However, emot:lonalﬂaupport turned
out to be a proxy for emotional problems, and so it was gssociated with

higher stress, and lower coping and life satisfaction. None of the

other independent variables included in the model (severity of handicap,

-t
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foripl suppo;t or life stress) explained the variance ?ﬁ the dependent
variables. When aétﬁal‘regreasiéﬁ coefficients were examined, it was
concluded that 1ncreas;hg the amount of sBocial support to mothers is not
a very efficacious approach to helping them reduce their stiress and
improve their coping. The implications of these findings for women and

for social policy and social work practice are discussed.
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: 7
La tendance de la famille de s8'occuper des enfants presentant des

/
ficulté's de developpement nous a amenés % examiner les moyens de leur
A

4

venir en aide. Une des sources }; 'nibies a céux 8'6ccup§nt de ces
enfants, est l'aide provenant 1::ila famille, des amis, etc.
Quatre~vingt-dix meres, avec enfants présentant des difficulte,s sév?ares
de de’veloppement et résidqqf dans quatre comtés du Michigan (deux
urabains et deub ruraux), fixre‘nt interv;lewe’;s, afin d'identifier la’
nature et l'e/tendue de cette aide regue. Cinq types d'aide furent
examinés: 1'aide pergue, 1'aide fonc;tionnelle, 1'aide émo/tionnelle,

1'aide informative ainsi que 1'aide issue du réseau de connaissances.

/
Les donnees furent analysées par les techniques d'analyse de variance

b

6

multiple et de bivgriance. Les re’sultats ont démontré que sur une b:sse
quotidienne les m\eres' sont \les principales responsables de leurs
enfants. Cependant }'/aide qu'elles peuvent recevoir demeure importante.

Cette aide leur i:rovient pri\'ncipa.lement' des membres de la famille
immédiate. Les fémmes marides etg travaillant a 1'exte’r1eu\r du foyer
percevaient l'aide que d'autres membres de la famille leur donnaient

s comme étant plus importante, ce qui en réalité n'etait pas le cas.
L'analyse de variance multiple dénontra que la perception d'aide de
certairljsbmembree de la famille etait associée & un niveau plus . eleve
d'adaptation et a un niveau plus bas de stress. Le lien entre 1l'aide ou

- le support familial et la' satisfaction de vie ét:a:lt moins certain.
L'habilgté de 8'adapter etait significativement reliée a un plus bas

niveau de stress et une plus grande satisfaction de vivre. D'autre part

viv,
- i‘:)

¢

aucuiﬂ d/esn_ diffe’rents types d'aide familiale n'a explique/ 1'adaptation,
/

114




le ‘stress ou la satisfaction de vivre. Cependant, l'aide emotionfelle

se révéla un substitut important vis-a-vis des ptobi%nes é;§tionnel et
éiait relié; ; un niveau sup;;ieur de stress et ; un niveaﬁ plu;‘bas
d‘adaptation et de satisfactien de vivre. Aucune des variables
1nde/p_endantea incluses d~ans le modéle (severite du handicap, 1'aide
familiale ou le stress de la vie) he purent exp;:quer la vgriance des
variables dé@endantes. Apres analysd\des coefficients de regression on
a conclu que l'accroissemvent de support social .aux m;res n'est pas une
approche efficace de leur venir en aide, de réduire leur stress gu
d'améiiorer leur niveau d'adaptation. Nous pré;eptons les implications
, .

de cette recherche pour les femmes, pour les politiques sociales ainsi

<
que pour la pratique en service social.
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CHAPTER 1

THE RESEARCH PROBLEM

Introduction

For the first time since the inception of institutions for persons
with developmental disabilitiesl at the beginning of this century,
families are being encouraged to care for their children with severe
handicaps at home. In the past decade a number of policies, programmes,
and practices have been introduced in both Canada and the United States
to assist families with a disabled member. Families and their
handicapped children have benefited from mandatory special. education
(P.L. 94-142, 1975), state sponsgred family support services, limited
availability of cash subsidies, positive attitudes of many health
professionals towards home caf;a, and better societal acceptance of
persons with disabilities. This represents a significant shift from the
experiences of parents who previously opted to maintain their disabled
member at home. Prior to this period, virtually no special services
were avallable to the family with a handicapped person remaining in the

home. Public resources were expended almost exclusively for people

N>
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living 4in institutions. This was true despite the fact that
family-based care has always been the most prevalent form of care for
persons with developmental disabilities.

- ’

It 1s estimated that the noninstitutionalized developmentally
disabled population in the United States numbers 2.5 million (Boggs &
Henny, 1979). However, only 243,699 persons actually 1live 1in
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 52 of the
mentally retarded population in institutions than the 95% residing in

the community (Baumeister, 1970).
4

A number of recent events demonstrate the growing commitment of
state and federal government to turn the tide away from institutional
care and towards community care. In 1975 in the United S;:ates only four
states provided support to families with a disabled member.
Pennsylvania provided a statewide programme of jamiily services;
California and Montana had a cash subsidy programme combined with
support services; and South Carolina had a cash subsidy programme alone.
By 1985, there were 22 states providing support services and/or cash
subsidies to families with developmentally -disabled children (Bates,
1985). On the federal level there has also been a move afoot to shift
financial incentives from institutional to community care. For example,
the proposed Community and Family Living Amendments Bill would
reallocate Medicaid dollars from institutional to community and family

care by creating substantial fiscal penalties in the federal financisl



\

support for residential facilities with over 15 persbtns (Agosta &
Bradley, 1985).
‘ \

Bradley (1984) points out that the ideologies of noma}kzation and
mainstreaming, plus a number of forces which have emerged from the
professional community, parent groups, and the political process, have
converged to provide the impetus for deinstitutionalization. Factors
important to promoting this historical shift in the field of
developmental disabilities include increased evidence that (1) parents
can be taught specialized skills; (2) persons with handicaps can grow
and learn; (3) institutionalization has. debilitating effects and is more
expensive than community based care; as well as, (4) improvement in the
instructional technologies for persons with disabilities; (5) the growth
of politically active parent groups; and, (6) broad scale litigation
brought 'against institutions. Thus, with the advent of
deinstitutionalization has come greater emphasis on home-based care
where, with specialized assistance such as financial support, respite

care and parent training, families are viewed as capable caregivers

(Bradley, 1984).

Certainly the movement away from institutions, has not been without
controversy. Bachrach (1981) notes that this social policy has been
supported by both liberal and conservative forcea,\albeit for different
reasons. On the iiberal front has been a belief in and commitment to
protecting the civil rights of mentally retgrded individuals. Rothman
(1978) refers to this as the “liberty model” which recognizes that

paternalictic state "intervention in the name of the common good has all

‘
/
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too often workedl against disadvantaged people by denying them their
autonomy. The goalr of the liberty 59‘&81 is "to reduce state power, to
define the groups' aims in terms of rights that should be immune from
interference, not the needs that ought to be fulfilled” (Rothman, 1978,
pp. 91-92). For mentally retarded individuals these ﬁghts can be
defined as: the right to education; the right to treatment; the freedom
from peonage (Roos, 1975); and the right to live in the least
restrictive environment (Turnbull, Ellis, Boggs, Brooks, & Biklen,

1981).

For more conservative factions, the ' appeal of
deinstitutionalization has been in-the ability to cut costs through what
18 believed to be more cheaply provided care in the community. Rothman
(1978, p. 94) states, "a focus on rights may well gj:ve a new legitimacy
to neglect, allowing conservatives to join in' the chorus for rights, not
for the sake of maximizing choice but for reducing tax-based
expenditures.” Bachrach (1981) suggests that thié coalition of
contradictory political streams may prove to be short-lived, especially
during times of fiscal restraint. There is already a consensus, at
least among those most concerned with the rights of developmentally
disabled individuals, that the existing system of community supports is
inadequate (Bradley, 1984). The battle to increase or even maintain
these services and programmes “%g:,tently available may be hard fought as

state and federal governments attempt to contain or reduce social

)

spending.
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7' The State of Michigan serves as a case example of the response of

lstates to the deinstitutionalization movement. The political stage was

set for increases in family support programmes when Governor Blanchard
made 11:; a goal in his 1984 "State of the State Address™ that all
develop;ﬁ;zntally disabled children currently living in institutions would
be returned to the community by 1986. In December 1983 he signed into

law the Family Support Subsidy Act (Public Act 249) which provides a

‘cash subsidy of $225 per month to families with severely mentally

impaired, severely multiply impaired and autistic impaired children
living at home. Families bringing a child home from placement can
receive a one-time payment of twice the monthly subsidy amount ($450)
for the purpose of preparing to return the child home. The only
financial criterion is that the taxable family income not exceed $60,000
per year. Simultaneously, the state committed 2 million dollars in its
1983;64 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 gquote from an information

sheet about the Family Support Subsidy Act points to both of these

rationales (Stabenow, 1983).

The Act begins to fill a gap in state funding
policy which actually encourages the breakup of
families. Michigan taxpayers pay expensive
institutions which provide for the total needs
of disabled children--health, food, shelter,
clothing and special needs——and pay foster
parents hundreds of dollars a month to care for
other people's children. Yet, the State gives
no help to parents who want to keep their own
children home. Family support subsidies not




-

only are more cost—effective than these out—-of-

5 honde placements, but are beneficial to the child

and family (p. 1).

“Althougﬁ the State o‘f Michigan is now beginning to recognize the
“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 the -Mic¢higan Department of Mental
Miealth indicate that in 1973-74, 390 children were admitted to centres
for the developméntally disabled while only 102 were admitted in
1981-82. During this time period, the h@ber of children with handicaps
surviving actually increased (Gortmaker & Sappenfield, 1984) therefore

understating the decrease in admissions. No data are available

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

stitutions. ¥ It is likely, however, that some children who would

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

state 1

homes or with 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. Admigsions of children 0 to 17 years to regional centres,
1973-82. .

400 -
350 -
300 -
250 -

g
200

150 -

100 -
50 -
73-74 74=75 75-76 76-77 77-78 78-79 79-80 B0-81 B81-82

YEAR

Clearly, ¢here 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,

i
consistent with %he deinstitutionalization movement generally, exists in

two realms. The first contains the humanitarian argument which

£

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 handicappe?gsyildren should have the option of raising their

children at home. Mordney (1983) reminds us that:

Despite the rhetoric of choice and preferences
for the disabled and their families, priority
(resources) has been given to institutional care.
And yet, the evidence is that most families favor
home care over institutional care, that they
actually are providing a supportive environment
for their disabled members whether they are .
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aéverely retarded or elderly parents, and that
they are doing so with little support from the
organized health and welfare system (p. 212).

'The second rationale for these programmes is the belief that familly
based care is cheaper than that provided in institutions or other
out-of-home placements and therefore should be promoted. However, home
care will only be cheaper as long as the state does‘n"ot establish a
system of community s;ervices to families which reaches the level of
funding previéusly allocated tc; institutions. The argument presented by
Representative Stabenow is - that the state pays for food, shelter,
clothing and health care when the child is institutionalized. The state
can presumably save money by returning a child hom'e where the family
then assumej/ responsibility for these basic needs. Consequently, home

care 1s potentially less costly for the state and more financially
]

expensive for the family.

This reshaping of state policy regarding persons with developmental
disabilities is occurring, however, at a time when families are smaller,
more mobile and more likeiy to have a mother who is working outside the
home. All of these factors potentially make home care more taxing
hecause families have fewer internai reséurces such as s8iblings,
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 usually take primary responsibility for the care of chiquen, may be
exploited because of their dual role as primary ca;egiver 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 which



may prevent them from pursuing employmént. <0On the other haﬁd, if

' families have always preferred home e, even when they had to manage

with few formal resources, a state policy to provide those resources
could be viewed as supporting the preferences of families. Of course,

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

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

community placements or lack of awareness of residential services.
Finch (1984) argues that is is “profoundly insulting” to assume that the
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 women' as well as some men would choose to care for the

vulnerable family members.

While it is well documented that raising a child with handicaps
creates financial, social and psychological stress for the family, there

18 no clear consensus on how to ameliorate this stress. . The goal of

family support services to this population is to enable families to 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 care (Herman, 1984). An

underlying assumption of this goal is that faﬁily srzport services will

forestall or prevent out—of-home plﬁcemenr. Yet, the question regains

as to which services, provided in whec aé;unts, in what format, will
N - [

make it possible for families to maintain their children at home while

at the same time preserving the quality of life 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; cminselling H
transpcrtation; homemaker services; and cash subsidies. Pew studies

have been conducted to test the effica;:y 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
F .
little attention was paid to the~needs of the family; consequently

interventions were almost alvgays directed at the individual. As 1is

often the case, families cannot wait for Yesearchers to decide which

interventions Yill best meet their needs. Commonsense dictates that a
f—«-.‘\
core set of supports, such as those mentioned above, should be

’

available. However, much work must be done to determine the best

Al

mechanisms for delivering those services.

Yet there is evidence that many families do not recelve support
servl,?: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 with severely handicapped children examined family use of both

formal and informal fmpports.2 Those services most often used were
provided directly to the h;andicapped child and were usually part of the
school uprogramme such as speech, physical and occupational therapies.
Also among frequently used services was health care which can be viewed
as a necessity, especially for severely handicapped youngsters. Only a
handful of families (0-10%) reported using what are typ ally family

suppoft services, that is respite care, ftaining in how to ca for\) the

child, counselling and homemaker services. In fact, respite care', which
' : ¢

PN

is <onsidered the cornerstone of family support services, had not been °
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used by 952 of the families in the past month and 88% saiad that they had
not used respite 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 significantly moderated the amount of perceived
stress the mother was experiencing was the amount of informal support
used by the \mother.3 On all measures of stress and coping, there were
no significant differences by marital status, income level), level of

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

If these findings are true, then an important determinant of family
functioning may be the degree to whicil family, friends, neighbours,
parent groups, and co-workers provide support to mothers. Vie::fng
family support from this broad perspective adds to the complexity and
possible variations which exist among families with a disabled member. r
Designing policies and programmes which address the needs of families,
while ‘at the same time recognizing the differences among families,
prese!;t:s a substantial challenge to the field. Creating an effective
system of support requires an understanding of the ways in which
families construct their own system of support. The purpose of the
formal system} should be to build upon the existing strength of the
family and augment the mnaturally 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. Formal interventions, to be beneficial, must account for the
variations in the ways in which families organize their lives to cope
with the demands of a child with special .needs. This requires maximum

flexibility in the delivery of family support services and active

2




involvement on the part of families. Programmes which are rigid in
their criteria for admission and implementation run the risk of

t excluding families in need of being rejected by the families themselves.

Due to the recent trend towards natural 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 institutional l%are, an opportunity to address the needs of
this population in innovative ways 1s presented. Yet little is known
about families' own system of informal supports and their personal
strategies 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 considering how the formal

system of supports should interface with the informal system. However,
the process of providing social support, and how it operates to enhance
functioning 1s not well wunderstood. Data which explore both the

relationship between social support and coping, and the processes by

.
!
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which support i1s given, are needed in order to guide intervention

strategies (Brownell & Shumaker, 1985).

The research questions which emerge from this discussion are:

Sy T T

e

How important is the informal social support system

in promoting coping moderating stress and enhancing life
satisfaction for the primary caregiver of a severely
handicapped child? and

12




f the primary caregiver with a severely developmentally

‘////Hhat is the nature of the informal social support'system
o
disabled child?

The Yield and Its Relevance to Social Policy

If policies and programmes in the area of support to families are
to help gamilies maintain their disabled childreﬁ at home and improve
the quality of 1ife for all family members, knowledge \'of how families
actually manage on a day—-to-day basis with the demands of a handicapped
member 1s essential. Data about the potentially powerful system of
informal supports mothers avail themselves of, and the relationship of
that system to stress, coping and life satisfaction, are lacking in the
literature. The proposed nssearch will inform public policy by
identifying various aspects' oAthe informal support system and the
degree to which they act to moderate stress and enhance 1life
satisfaction. Furthermore, the study will produce information about how
families cope which will pr;:ve useful to policy makers, programme

aplanners, soclal work practitioners and advocates for persons with

developmental disabilities.

Policy makers and programme planners concez:ned with the development
of policy and the design of services for this population will be able to
utilize data /a—b0ut the relative strengths and limitations of the
informal support systems families employ. These data will assist them
in formulating policy and” programmes which more appropriately address

the needs of families. Furthermore, information regarding families'

current use of formal services, and the barriers they experience to

/
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taking full advantage of services, will help them fashion a more
effective sBystem of care.

The major role of the social work practitioner working with
families who have a severely disabled member is case management. This
important social work function attempts to assist families in bringing
together informal and formal supports n;cessary to care for a
handicapped person. From tpis study, the practitioner will learn about
the role of informal support in moderating stress and enhancing life
satisfaction for the primary caregiver of a handicapped child. The
practitioner will have a better understanding of the needs and coping
styles of various family constellations, such as the single parent
family as compared to the two parent fam;iy. The characteristics of
families 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 advocate é?ll be presented with evidence about the
needs and stresses of familfes caring for a handicapped child, the gaps
and limitations of the informal system, and the areas in which families

need assistance from the formal systemf

\ @

@

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

.

Severely Disabled Children : r .

Explored in greater detail in this study will be’the relationship
between social policy and the consequences of policy for those it is
mean: to serve, Specifically, the pélicy of providing state support to
encourage family care of severely disabled children will be examined in

" c 14
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terms of 1its implications for the family and particularly the female

caregiver. For instance, the state preference for. qroviding care for
persons with developmental disabilities only when they resided in an
institutional setting resulted in removal of many handicapped persons
from their families and often severed family ties.‘ Similarly, the
practice of maintaining children with handicaps at home has implications
for thej family unit and the primary caregiver. Severely disabled
children do not achieve independence as other children do. As a result,
the primary caregiver may find herself in a position of providing

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

and aspirations.

The shift in public policy 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 brevioua marriages; and the teenage parent family.
Each of these family constellations carries with it special needs,
problems and strengths. One approach to assisting such a diverse group
of families is inadequaste. Data about how these various family types
cope are required to: determine what additional support they would find
most beneficial in their attempts to provide a grbwth promoting

environment for themselves and their handicapped member.

At the same time as the family is being redefined, medical advances

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

15
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Concomitant with the deinstitutionalization movement and consistent with
its aims is home care for medically challenging and often technology
dependent children. These children, had they survived in the past,
would 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 will live to
adulthood, creates a need for information about how to support the
family caring for such a child across the life cycie. The current study
will shed l1light on how the primary careéiver uses her informal social
supports to deal with the often extraordinary demands of a Beverely

disabled youngster.




FOOTNOTES i

1The term “developmental disabilities™ is defined by United States
Federal Law (PL 95-602, Rehabilitation, Comprehensive Services, and
Developmental Disabilities Amendments of 1978) and refers to substantial
functional limitation in three or more areas of major life activity.
The most common developmental disability is mental retardation. Other
developmental disabilities include cerebral palsy, epilepsy, and autisim
if they result in functional limifations 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.

2These findings emerged from a longitudinal 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 primary
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 developmental disabilities spans more than thirty years.
During that period several factors have changed including the
availability of family support services, general acceptance - of
deinstitutionalization and community or family-based care, the attitudes
of professionals regarding the feasibility and benefits of family care,
and passage of legislation such as that which mandates education for all
handicapped children. These factors have meant greater support for
families raising a child with developmental disabilities at home and
more opportunities for children to grow and develop within the natural
family unit or community. Therefore, 1in a critical look at the

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

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

18




the environment which exists today and may thug/ overstate the feelings,
3 Y
perceptions and hardships which family members express or experience.

)

Research which examines the st?ess of raising a handicapped child
has documented the adverse social, ps\ychological, physical and financial
consequences for the famify. This re;riew will focus on literature which
deals with the impact upon the family caring for a disabled child from
the standpoint of: burden of care and psychological stress, uespecially
for the primary caregiver; financial strains; time constraints; the
marital relationship; consequences for the 8iblings; labour force
participation of the mother; and concerns and worries of the parents

regarding their handdcapped child.

There 1s another body of literature which 1identifies the
differences between families of institutionalized children and those
whose children are living at home. This research highlights the factors
which 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|wbrthy of inclusion within this review of the

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

Disabilities

<

This subsection will consider both how the family experiences
caring for a handicapped child, and to a lesser extent, how "tQ:family

milieu influenceg the development of a handicapped child. The areas to

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

social activities and leisure time, in addition to the influence of the
child's condition wupon the marital relationship, siblings, parental
mental health and maternal labour force participation. Special
attention will be paid to child characteristics which cont;ibute to

stress in the spheres of family l1ife mentioned ahove.

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 with 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 profgundly (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 ass';stance desired by the family; understanding of
the child's retardation; the effect of the mentally retarded child on
family plans, leisure time, home management and routine; school

adjustments; housing; and adjustment to work (Schonell & Watts, 195¢).
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The families had registered with Queensland Subnormal 'Children's Welfare

Association, and their children were 1living at home and not attending
school. The researchers found that the presence of a retarded child had
a negative impact upon family members. 1In terms of family plans, the
areas of greatest inconvenience were mothers' shopping arrangements and
curtailment of visits to the homes,of other people with 58% and 50%
respectively reporting these difficulties. Twenty-eight percent of the
families had relocated to accommodate the educational, medical and
special environmental needs of the child. Evex}ing leisure activities
were affected for 28% of the families, while 52% found it impossible to
indulge in dai]{y social activities. Thirty-two percent of mothers said
tl3ey had no help of any kind with their children and 36% stated the
desire to call upon someone else occasionally to gain re}ief 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
child once the pare;‘i?;s were unable to care for him or her.
~

Although this survey was one of the first systematic investigatioms
into the areas of family life affected when a mentally retarded child is
present, it —suffers from gome methodological limitations. First, 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 members of the Association did so because of the
announced opening of a centre for children sponsored by this
organization. Therefore, the families participating in the study may
differ in significant ways from all families with n:e;ntally retarded

children residing in Brisbane, Australia. Second, the exclusion of a




control group of similar families with nonhandicapped children leaves
open to question the extent to which all families are disrupted by the
presence of a child 5 to 17 years nof\age and how much disruption is
actually attributable to the mental r;.\t{rdation. In spite of these
criticisms, this study outlined the areas of greatest concern to
parents, serving as a guide to subsequent research.

Another early study explored the extent to which the birth of a
child with a developmental disability caused parents to li?\it subsequent
births (Holt, 1958). All families of a mentally retarded child born
arffg; T939 and residing in Yogkshire, England were contacted. Of 201
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 family size included: no more children were wanted anyway (n=11);
fear that subsequent children would be similarly 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 mentally retarded child
influenced parents' decision to limit family size, it 18 not known how
many fewer children are actually born to these families compared to b

- their counterparts in the general population due to the lack of =&

control 'group. Furthermore, the results of this early study are not
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fully applicable to our current situation because of advances in the
field of genetics. For those 33 parents who feared that other children
born to them would be retarded, genetic counselling could have proven

extremely helpful.

McAllister, Butler, and Lei (1973) explored differences between
families with and without a behaviourally retarded child along two
dimensions of familial interaction, the social activity of parents with
children in nuclear families, and the interaction of parents with the
neighbourhood and community. The sample was selected through a
stratified random sample of a California city with an approximate
population of 100,000. Included were 1,065 Anglo families with at least
one child under 16 years of age living at home. Of the 2,305 children
identified, 360 were judged to be behaviourally retarded. To determine
intrafamilial social activity, parents were asked how often they read
stories and talked with the‘ir 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
child 1is 1less frequent. Extrafamilial interaction of parents was
measured by membership in voluntary (;rganizations and interaction with
relatives, friends, and co~workers. There were no significant
differences between the families compared in terms of participation in
formal community organizations or frequency of visits with friends and

co-workers. However, parents of behaviourally retarded children were

less 1likely to visit relatives and neighbours.
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Although the sample was large and randomly selected, this study
draws conclusions regarding intrafamilial social activity which are
based on weak data. There is no evidence that reading stories to
children or talking with children about problems and friends are valid

measures of internal 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 situations where parents

frequently discuss problems with their children, this may not predict

4

-~ group cohesion.

5=

Another issue which the authors ad;nit but dismigs as not important,
is 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 additional weakness of th}s
research lies in its inability to control for c'onf:)unding variables such
as socioeconomic status, age and family size. These demographic factors
may influence the degree to which families engage in the activities
measured. Furthermore, behavioural retardation co;xld be linked to
socioeconomic status, again confounding the results. In summary, the
findings of this study. ma; be specious due to substantial methodological
limitations. ' ' “ . .

Several authors have considered the (/hpact of having a
develdpmentally disablgd child on the marital relationship. In one such
study, Tew, Payne, and Laurence (10974)-_ found that the marital
relationship was negatively effected in their longitudinal research
compar/ing 59 families wi¢th a child having a u}jor neural tube

!
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nalf\omtion to 58 families without a handicapped child. Families were
matched for community of residence, social class, sex of the child and
family size. At the time of the child's birth, 70X of both groups of
parents reported a satisfactory marital relationship. By the time the
children were nine years old, 46% of parents of handicapped children and
79% of the control group parents had satisfactory relat)ionships. The

difference was found to be highly significant. Severity of the child’'s

b

condition.was also found to affect ma:;i'ital ha;'mony. There was more
marital strife in famili:ee with severely disabled children as compart;d'
to families with moderately impaired children. Among the families with
disabled children there had been seven divorces while only three
diwérces hag occurred in the control group. Furthermore, all thre%of
the mothers without a handicappeg child had subsequently remarried and
only one of the mothers of the handicapped children had remarried. This
suggests. that mothers caring for handicapped children may have
difficul’ties remarrying.
In a’notherr study, Korn, Chess, and Fernandez (lv978) looked at the
impact "of children's physical l}?nd:lcaps on marital quality and

interaction in families with children who fiad sequelae of congenital
\

rubella between three and six years of age.  Eorty families, classified

. as experiencing distress as measured by evider;ce of parental~“discord,

{2

< Ve
serious disruptionfin such family routines as social and recreation
e

activities, or deterioration of interpersonal relations, were compared
to 40 other families with children having the same condition /but not
exper}.encing difficulties 1in family 1ife style. Handicapping

characteristics of the child were the most significant predictors of
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*kfamily distress. These characteristics included type and number of

bhysical handicaps, mental retardation, behaviour disorder or whether

the child was temperamentally a difficult child. Analysis by
sociofamilial at;ributes showed that impaired marital quality and family
interaction was somewhat higher among Black and Jewish families; where
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 18 a favourable attitude towards abortion.

The results of this study suggest that degree of‘ child disability
may be an important a predictor of marital quality and interaction. Yet
the researchers report that in the &‘arger aample\ of 162 families from

which the two groups of 40 families were taken, only two families

" reported the onset of severe marital discord after the handicapped child

was 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 se:e that the impact of a disabled child is not
‘necessarily distressing or de'generating to the family unit. In terms of
the sociofamilial characteristics which predicted marital difficulties,
correlations did not provide much guidance in 1identifying families
at—ri;k as significant characteristics could have been cc;nfounded by

other variables. .

In contPast to studies which indicate a negative or neutral impact,
some research has shown that the marital relationship is strengthened
when a child with handicaps is present. Kazak and Marvin (1984)

\
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compared 56 families with a child having a major diagnosis of spina

bifida with a group of 53 families matched for age of child. The only
significant difference between the two groups of families was in income
with 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 handicapped child felt there was

significantly“greater affection and concensus in the marriage.

There have been a series of studies which measure the psychological
implications for the ;nother with a handicapped child, many controlling
for the type or severity of the child's disability. In one such study,
Cummings, Bayley, and Rie (1966) studied four separate groups to
determine the effect of various types of child difficulties upon the\
personality of the mother. Included were four samples of 60 mothers,
each of whose child was either mentally retarded, chronically 111,
neurotic or healthy. Those who met the criteria for,‘ acceptance into the
study were: part of an intact family; natural mother of the child;
mother of more than one living child, with 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
status. Maternal personality traits measured were: general
self-esteem; esteem related to the maternal role; concern about the
child's health; discomfort in caring for the child; child-rearing
orientation; and Iinterpersonal sat:'tafaction. Results indicate that
mothers of children with any deficiency, whether it be illness, neuroses
or mental retardation, were at greater risk for psychological stress

than were mothers of healthy controls. Those showing the most marked

A d
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signs of distress were mothers of neurotic children, possibly reflecting
the interaction between maternal and child neuroses. Mothers of
mentally retarded children fared slightly better psychologically, but
when compared to healthy controls, they were much more depressed,
preoccupied with their child and displayed difficq}ty handling anger at
the child. They also felt much less competent in their maternal- Eole
and gained less enjoyment from their éhild. Age and sex differences of
the children did not yield any significant differences in mter@

psychological states.

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

with adequate sample sizes. However, bias has been introduced in that

mothers of mentally retarded children were recruited from parent
associations. The researchers state that these” parents are more
militant and may actually possess higher morale than the general
population of paren,ts 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 with spina bifida, Tew and
Laurence (1971) also considered the relationship between severity of the
child's handicapping condition and maternal stress. At the severe end
of the continuum were children who were incontinent, were unable to
ambulate, had an IQ less than 80, and were attending a special school.
The mild c;ategory consisted of children who ambulated unaided and who
were totally continent, while the moderate group was made up of children
who ambulated with aids and who were only partially continent. Children

N
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ranged in age from 9 to 15 years. Mothers were asked to complete a 24

question malaise inventory which measures emotional states including
stress and depression. The researchers found that when the children
vwere Beverely disabled, their mother's emotional state was significantly
affected. Mothers of those children judged to be moderately handicapped
did not register higher scores on the malaise inventory than those who
were classified as C mildly handicap'ed. A _control group was not
avallable; consequently, it is not known whether mothers of moderately
and mildly involved children are negatively affected when 'compared to
mothers of normal children. The child characteristics most
s‘ignificantly related to maternal distress were incontinence and an IQ
below 80. The authors hypothesize that Incontinence creates a
particularly stressful set of circumstances for the mother due to

prolonged dependency of the type often associated with infancy.

Dorner (1975) researched the relationship of physical handicaps to
stress and depression in mothers with an adolescent with spina bifida.
Using the malaise inventory with 63 n);others of children between 13 and °
19 years, Dorner found this group t.c; scor'e 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
handicappecf child than for the general population. Mothers who admitted
to being depressed did not associate their depression with the demands
of a handicapped child but cited reasons such as berea\{ement, illness,
and menopause. The author explains this finding by suggesting that

mothers with a disabled child may be more vulnerable to stress than

other mothers. In other words, although ‘mothers with handicapped
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children are not expected to experience stressful l1life events more
frequently than mothers of nonhandicapped children, when a stressful

event occurs it exacerbates an already difficult life situation.

Bradshaw and Lawton (1978) also used the malaise inventory with 303
mothers randomly selected from a population of 25,000 families who had
applied to the Family Fund in England between 1972 and 1977. The Family
Fund was established to relieve stress in families with a handicapped
child by providing cash subsidies. The mean malaise s8cores of the
mothers studied was'' more than twice the mean score for the general
population. However, contrary to Tew and Laurence's findings, mother's
malaise scores did not differ by the severity of the handicapped child's
condition. Furthermore, tnere wes no significant variation between one
and two—parent families. Motheis who did score significantly lower on
t.he 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, };ad higher scores. The variations
between working and non-working mothers was the largest observed in the
analyg:tg:{/,/ The amount of informal support in assisting in the care of
the handicapped child was also an important factor im reducing stress as
measured by the malaise inventory. Yet, contact with a social worker, a
type of formal support, was associated with higher scores. The authors
speculate that either social workers are concentrating their efforts

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

interventions are inefifective and may in fact increase stress.

; ,
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Bradshaw and Lawton (1978) conducted a second study to validate

these results. They asked 199 mothers to complete the malaise inventory
before application to the Family Fund and again after financial help
was received. The mean malaise score was the same for this sample as it
was for the first group of 303 mothers.~ Furthermore, there was mno
significant difference be-!tv:een scores before and after receipt of the
money, demonstrating that money as an intervention alome may not reduce

depression in mothers.

’

13

Although not using the malaise inventory, Beckman (1983) considered
the relationship between characteristics of the handicapped child and
stress experienced by the family in 31 parents of developmentally
disabled infants. Mothers were interviewed to determine if the amount
of stress reported was related to: a slower rate of development; less
social responsiveness; more difficult temperament; more repetitive,
stereotypic behaviour patterns; and additional or unusual caregiving
demands. Two separatel instruments were used to measure stress, the
Questionnaire on Resources and Stress and the Holmes and Rahe Schedule
of Recent Experience. Findings indicate that matermal stress was
significantly related to all negative child characteristics except the
rate of developmental progress. Scores obtained on the Holmes and Rahe
Scale, r‘?however, bore =no significant relationship to child
characteristics. The author comments that ”the two instruments may
measure different types of family egperiences but she does not discuss
what those experiences are. One might assume that receant life changes
are not any more likely to occur in families with infants who have

severe developmental disabilities. Beckman did find that the only
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demographic variable significantly related to stress was single parent

. status. She hypothesizes that since stress is associated with the total-

number of caregiving demands, 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 severity of the child's handicapping condition and family
stress. An exception is a study by Nihira, Meyers, and Mink (1980)
which examined the 11nteraction between mentally retarded children; their
home environment; and family adjustment. The sample consisted of 114
trainably mentally retarded (TMR) children and 152 educable. mentally
retarded (EMR) children and their families. Both groups of families
were comprised of 75% whites and 25% minorities. All children were
residing in their natural homes with married parents. Data were
collected using standardized instruments and structured interviews. It
was found that the more socially 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 mnegative impact on

the family, children displayed greater social and adaptive competence.

Conceptually, this study establishes the mutual and interactional
aspects between child behaviour and family coping. Other research has
placed coping in &8 framework which focuses on the impact of child
characteristics upon family stress and coping. Using an interactional
framework allows for the influence of the family's ability to cope ui’on

child social and adaptive behaviour.
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Waisbren (1980) investigated the difference in parents' reactions
after the birth of a developmentally disabled child and a nonhandicapped
child. Thirty families with a developmentally disabled child less than
1.5 years old were compared with 30 families with a nonhandicapped
child. Subjects were drawn from both California and Demmark and
matched on socioeconomic status and the child's birth order, sex and
age. All subjects were whit:e.h Parents completed written questionnaires
and were interviewed. This is a departure from most other studies which
are based primarily on interviews with mothers and it consequently
contributes a more balanced picture of parental perceptions. Waisbren
found that parents with and without a developmentally disabled child
were s8imilar 1n their reports of their physical health, social
activities, activities 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

negative feeliﬁgs about their child compared to parents with

—

nonhangilcapped children.

The strength of this study lies in the fact that cases and controls
were well matched and the fiata actually reflect the thoughts and
feelings of both parents. As with any retrospective study, one cannot
be certain that the reported differences were not present before the
birth of the developmentally disabled child. However, there is no
reason to believe that for well matched groups that the differences are

not associated with the birth of a handicapped child.
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Although it is generally believed by professionals that mothers
with a developmentally disabled child will be impeded in their ability
to participate in the labour force, few controlled studies have been
done to test this assumption. owever, Breslau, Salkever, and Saruch
(1982) investigated the relatiofiship between presence of a disabled

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

369 families of children with cystic fibrosis, cerebral paisy,

myodysplasia, and multiple physical handicaps who were attending

specialty teaching clinics in Cleveland, Ohio. A control group was:

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
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 while 4increasing the
probability of employment among white women and high-income families.
However, low income and Black wives who were employed outside the home
worked longer hours, as compared toc high income and White mothers.
Labour force participation of. single mothers was mnot significantly
affected by child disability either alone or in interaction with income

or race.

The Cleveland study supports the theory that low income and Black
wives caring for a handicapped child will be negatively affected in

their ability to participate in the labour force, yet upper income and

white mothers will participate 1in greater numbers than their

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

programmes for handicapped children in Ohio and Cleveland, the cultural
issues which may be o;;erating, and the f;nancial costs of caring for
severely physically handicapped children. Reduced employment on the
part of low income wives may have more to do with the criteria for
inclusion into public programmes such as Medicaid than the extra demands
of a severely handicapped child. If mothers must forego the benefits of
means tested programmes, such as Medicaid, when they enter the work
forcs, this could act as an important disincentive to working outside
the home. Children with handicaps are likely to require frequent and
ongoing health services, thus mothers must weigh the risks of being

without Medicaid against the benefits of employment.

On the other hand, upper income women may participate in the labour
force more frequently than tt;eir counterparts without a disabled child
for any number of reasons. The financial drain of a handicapped child
could necessitate another income to maintain the standard of living they
desire, or working may be a way of coping with the demands of a
dependent child. The latter explanation is comsistent with Bradshaw and
Lawton's (1978) finding that women who worked were less depressed than
those who did not work outside the home. Regarding the finding that
Black wives worked more hours than their white counterparts, it 1is
hypothesized that this phenomenon relates to Vthe lower earnings of Black
men a3 compared to white men. Consequently, 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 1is

reported instead of female and male contribution to the total.
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Therefore, it is not possible to test this hypothesis. Nonetheless, it
appears that low-income women and Black women may enter the labqur force
less frequently when a handicapped child is present, while upper-income
and white women,K to jJoin the labour force in greater numbers. More e
quantitative and qualitative data are needed to determine the extent,
meaning and consequences of these findings. It can be concluded that *
women with disabled children will respond to a host of social,
psychological and economic factors when making a decision to enter ?he
work force. It cannot be assumed that the demands of a handicapped
child will impede labour force participation for all wo!\en, in fact,
some groups of women may actually e"xperience incentives to working

outside the home.

Much of the research on families with handicapped children reports
the experiences of white, middle class, two-parent families. Little
deta are avallable on the impact upon poor, single-parent families who
are members of ethnic minorities. The exception is a study by Eheart
and Ciccone (1982) which considered the special needs of thirty-six
low-income mothers of developmentally delayed children ranging in age
from 12 to 56 months. Approximately 50Z of the children were severely
to profoundly delayed, while the other half of the sample consisted of
children who were nildly to moderately ‘delayed. Using a largely
open—-ended questionnaire to interview mothers, the researchers probed
issues of time, finances, parenting, relationships and other general
concerns. They found that 80X of mothers reported their children took
extra time, especilally for basic care. (;nly mothers with se(rerely
delayed‘“ ivhildren stated that they had financial problems relateq to
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their child. The majority (81%) of mothers felt they were good or very

good parents. Most said they 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 1n understanding their child's potential

development.

The smaell sample size, coupled with the lack of a compa;:ison group
of either low-income mothers without a handicapped child or high-incoiie
mothers with a delayed child mskes it difficult to draw any meaningful
conclusions from this study. The concerns and issues voiced by this
group of low—-income mothers echo the concerns of all mothers with qa

developmentally delayed child.

That children 1i%ing 4in poverty are more 1likely to show
developmental retardation is well established (Deutsch & Brown, 1964).
In an attempt to measure the differences in home stimulation by mothers
of infants 1living in poverty relative to those 1living in more
economically advantaged situations, Ramey, Mills, Campbell and O'Brien
(1975) compared two groups of families. A low-income group of 30
mothers and children was compared to 30 mother—child dyads from a
stratified random sampie drawn fro:n the general population. Subjects
were matchgd on age and sex of infants, and live birth parity.
Demographically, the high-risk group consisted of all 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 graduates, with an average annual
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income of $10,780. An instrument which required direct home observation

 and interviews measured maternal warmth, absence of punishment,

organization of environment, appropriate toys, naterngl involvement";nd
opportunity for variety. Ihe data revealed that the general population
group scored significantly better on all factors.

The difficulty with studies such as this is not in the methodology
or the reliability of the measure but in the narrowness of the focus.
Research which specifically links maternal behaviour to developmental

retardation fails to recognize the social, psychological, cultural and

economic factors which contribute to the ways in yhich mothers beha;e
towards their infants and also the influence of poverty-on the child and
family. It is instructive to contrast the demographic characteristics
of both gr;ups. The control parents earned an average income which was
seven times that of the poverty group. One could asaum; that families
with an income of $1,500 are having difficulty meeting even basic needs
whereas the control parents have many more material resources.
Furthermore, without 80 much as a high school educat%on; the
opportunities for employment and consequently freedom from poverty are
limited. Men who are not employed anQ unable to adequately support
their families are viewed negatively by the largeg society and may have
feelings of frustration and anger. These facto;s potentially create
additional stress for fathers and the entire family. Focusing on the
larger social context as opposed to the phenomenon of maternal-child
interaction allows an evaluation of the social factors whic’:: contribute

to developmental retkrdation and reside outside the family wunit but

nonetheless impinge on ‘maternal behaviour. Furthermore, interventions
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which are designed to address home stimulation alone miss important

social issues. «tﬁ

Schilling, Kirkhain, Snow and Schinke (1986), studied 33 single -

-

and 48 married mothers of handicaf;i)ed children to determine i1f the two
groups differed with respect to stress, life satjgf\action and perception
of the child. Mothers with handicapped children ’between the ages of 2
and 19 were recruited as volunteer participants and asked to complete
questionnaires and to be interviewed. The two groups of mothers
d1ffered significantly i1in that single parent families had fewer
children, less living space, lower incomes, wer;z less likely to own
their homes and were in occupations with dwer prestige than mothers in
two parent families. There were no differénces in age and education of
mothers or in the age and race of the handicapped child. Total scores
on all subscales 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, child characteristics and physical incapacitation,- did not
distinguish the two groups. Total scores on the Feetham Family
Functioning Survey (FFFS) or Quality of Life also did not differentiate
the groups, altt;ough several individual items on both scales reached
li:lgnificance. The FFFS items which separated single mothers from
naEried mothers suggest that single mothers have more time pressures and
feel unsatisfied and estranged from significant others. On the Quality
of Life Survey, single mothers differed from married mothers 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 generic in nature and not necessarily related to the burden of care

posed by a handicapped chi;Ld\. They assert that family support
}

interventions cannot overcome inadequate economic and institutional

supports.

To this point in the literature review, studies which illuminate
the relationship between the presence of a developmentally disabled
child and parental reactions have been discussed. However, 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 determine if siblings of handicapped
children displayed more emotional and behavioural problems than other
children (Gath, 1972). Analysis of interviews with mothers and
behavioural ratings by teachers did not distinguish the two groups of
children. The author notes that children with cleft palate are not
usually considered handicapped because the condition can be surgically
corrected early in the infant’s 1life. Children with Down's Syndrome,
however, have an impairment which is not correctable, is associated with
mental retardation and 1is visually identifiable. Yet siblings of
children with Down's Syndrome did not show an increase in emotional
problems over those siblings of children with cleft palate or controls.
It is difficult to make generalizations from this study since the sample
of children with a sibling with Down's Syndrome is small (n*=36), and
families who maintained their handicapped children at home during a time
when institutionalization was common may differ in significant ways from

those who placed theif children. Still the evidence supports that
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siblings of handicapped children "do not necessarily manifest more

emotional problems then %:her children.

In a descriptive study of 86 families with a child having spina
bifida, Richards and McInkosh (1973) also found that the majority of
siblings were not negatively affected by the presence of a handicapped
child. The researchers were able to interview all families with a
surviving child born with spina bifida between 1964 and 1968 and still
residing at the time of the study in Glasgow, Scotland. In 70 families
with children in addition to the handicapped child, 63 parents described
s8iblings as understanding and helpful and 7 saw their nonhandicapped

~
children as resentful, jealous or cruel. In 17 of the families, the
diminished amocunt of attention given to siblings was sald to affect
their behaviour negatively, however, researchers judged only brothers
and sisters in six families to be deprived. In no instances were

friends of siblings found to restrict their visiting.

Cona\istent with the the studies previously cited, Gay}l’riedman,
Tavormina\and Tucker (1977) found that giblings of children with cystic
fibrosis did not suffer any negative psychological consequen\ces in terms
of their own development. Forty-three families with children having
cystic fibrosis ranging in age from 5 to 18 years were selected from a
patient 1list of 73 families at the University of Rochester Medical
Center. Psychological tests administered to both the children with
cystic fibrogis and their healthy siblings did not reveal personality

dysfunction 1in efther group of children. Furthermore, when ‘the

chronically 111 children were compared to their siblings, no significant
\

_) !
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differences were found with the exception of one of 22 variables on one
test., ,The regsearchers note that this difference 1is questionable given

the number of comparisons made.

Summary of Impact Literature

Research into the characteristics and experiences of families
caring for developmentally disabled members 1is extensive. ' Studies
document that family members ofteP feel the impact through increased
social and psychological stress,‘social 1solat13ﬁ and financial strain.
Women, duée to their role as primgry caregiver, appear to sacrifice the
most both personally and professionallﬁl 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, they can

be expected to manifest more symptoms of depression than would be

expected in the general female population. Working outside the home has

, been associated with a healthier psychological state in omne study, but

when maternal labour force participation was considered in another study
it was found that Black and low-income wives with handicapped chii&ren
worked outside the home less often than their counterparts with a
nonhandicapped child. White and high-income mothers, on the other hand,
worked more frequently than matched controls. This is an interesting
and largely unexplored line of inquiry in the mental retardation
literature. It is often assumed by professionals that mothers with a
handicapped child will be impeded in thelr ability to participate in the
labouy force due to the caregiving demands piaced upon them. At least
one study indicated that this may only be true for some mothers. More

;
[
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fesearch 1is needed t6 determine how, and under what circumstances,
mothers are affected in their opportunities for employment and further

£

education and training.

It is difficult to draw\conclusiona with any cértainty about the
specific impact of a child with developmental disabilities on the family
based on a review of the lite;ature. Research has sometimes yielded
contradictory and confusing findings due to the ei%lusion of control
groups and the use of instruments 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 generalizations to the entire population of families with

developmentally disabled children. Parent associations, volunteers, and

hospital clinics have served as a ready source of subjects. Few atudie;>*‘>

have actually drawn samples from the general population of handicappe

children and their families. Consequently, bias as a product .of
self-gelection 18 a nagging problem. The usual method of sample section
has led to a plethora of research on white and middle-class families and
a dearth of reaegrc? on the problems confrontingnminority and low-income
families. It 822;; fairly clear, however, that mothers of severely
handicapped cﬁild;en will experience more stress than those mothers of
less involved children or nonhandicapped children. Specifically,
greater functional limitations such as the chilg’s inability to toilet,
feed, ambulate and speak is assoclated with elevated levels of maternal
stress. Thi? is logical in 1light of the fact that these child

characteristics require mothers to meet basic dependency needs of their

children over a prolonged period %f time.
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Regearch into the influence of a child with special needs upon the
marital relationship has produced conflicting results. Basically, we
know that some parents reporc¢ increased tension in their relationship
while other parents feel that they have been drawn closer together. It
18 probably safe to conclude that under most circumstances the presence
of a handicapped child will exacerbate already occurring marital
problems but not mnecessarily create probiems vhere they had not
previously existed. Furthermore, the 8ingle mother confronted with
caring for her handicapped child alone will usually experience more
stress than married women and the single mother will 1likely find her

opportunities for remarriage diminished 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 informatio;l about how families cope with the
demands of a handicapped child over the 1life cycle. A developmental
framework which samples family experiences at various points in the
handicappéd child's 1life would contribute to our understanding of issues
confronting families and the coping strategies . they employ
longitudinally. Another obvious void in the 1literature 1is research
which seeks to understand the direct impact upon the father with a
handicapped child. Some research has been done in this area (Tallmar,
1965; Waisbren, 1980; Ericksom, 1976) but much more is known about the
experiences of mothers rather than fathers. This phenomenon can be
attributed to the fact that women have traditionally assumed the role of
primary caregiver and as such have been the focus of concern.

Furthermore, since they are usually responsible for taking their
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children to appointments and because they are home with their children

and available for interviews, they have generally been more accessible

to researchers.

K The literature supports that siblings of children with handicaps do
xiot necessarily exhibit greater psychological or behavioural problems.
In all of the studies cited, siblings of handicapped children did not
show an increased risk for emotional difficulties or score more poorly

on psychological tests than control groups of children without a

handicapped sibling.

Finally, from a conceptual perspective, this literature has not
sought to explain the various interrelated factors which contribute to
family stress and coping. By and large, only a few dimensions of the
problem have been studied to the exclusion .of other possible intervening
factors such as the availability of informal and formal Bsupport,
developmental stage of the child and family, or cultural and ethnic
characteristics. Furthermore, the mutual interaction of child
characteristics and family stress has mnot been considered. The
direction of the relationship has been assuned to be from child to
family and not from family to child. It was noted earlier that this
conceptual approach may be indicative of the devalued pocition of people
with handicapping conditions in society. Farber (1968) has suggested
that a study of family life from the perspective of persons with mental

retardation may provide many insights into the nuances of family 1life

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

of Children with Developmental Digabilities

There is a considerable body of literature which considers the
differences between families with children who are plagga out-of-homé
and families with children who are cared for at home. Mé?h of the early
work was exploratory and documented the price 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 than they are now, therefore limiting Ehe degree
to which the results from these early studies can be generalized to
current families. Nevertheless, the data contribute Jto our
understanding of the areas of family liferotentially affected when a
child with developmental disabilities 1is living with or apart from the
family. Later studies on this topic are better controlled and more
focused. Yet much of the research comparing institutionalized and

non-institutionalized populations has been done retrospectively, that

&*}///\Lgﬁ{/;fter the family member has been placed. This approach does not

pernit comparisons - of families while the developmentally disabled

L\VfN_‘lndividual is actually in the home, nor does it 1lluminate the

conditions and issues which led to institutionalization. Ideally,
longitudinal reseafch which follows a cohort of developmentally disabled
people over time  would identify  factors  contributing to
institutionalization. However, with a low incident event this design 1is
unrealistic and expensive because it requires following a large cohort

for several years.
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Ay early social survey investigated the probleme faced by parents

of severely and profoundly retarded individuals residing in London,
England between 1950 and 1954 (Tizard & Gard, 1961). A stratified
random sample of families with a retarded individual living at ho;ne was
compared with 100 familfes with a similar member who had been
institutionalized between one and five years. Subjects were stratified
by age and sex and information was collected through an interview,
usually with the mother, and from records. Although there were' no
differences in social class as measured by the occupation of the princi-
pal wage earner, 25% of the home group was classified as poor.compared
with 13% of the institutionalized 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, j{he presence of a
retarded family member prevented mothers from participating in the
labour force. In terms of family size, approximately one-third of
mothers intended to avoid having additional childrem, a decision they
attributed directly to the birth of the mentally retarded child. So;:ial
contacts were severely limited for 15X and limited for 30% of those with
a mentally retarded person at home. The corresponding figures for the
institutional group were 2% and 24% (p £.01). The study also compared
overall family problems including housekeeping, money, housing, over-
crowding, family structure, s8ocial contracts, mother's mental and
physical 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 452 of those receiving institutionalized care (-p {.001).

In summary, those parents who maintained their mentally retardel]
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offspring at home were more likely to be poor, have mothers whose labour
force participation was restricted, limit family size, be confined in

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

Hobbs (1964) studied differences in family characteristics and
attributes of the mentally retarded person in 27 institutionalized and
23 non-institutionalized individuals. The two groups were compared in
the following areas: anti-gocial behaviour; special education
opportunities; family conformity to societal standards; broken home;
educational background of parents; rejecting attitudes of parents; and
family size. Subjects ranged in age from 13 to 25 years and had IQs
from 45 to 78. Hobbs found that the institutionalized group had a
significantly high%'f incidence of anti-aocialﬂ behaviour, fewer
opportunities for education, and more often came from single parent
families which suffered from unemployment, alcoholism, gnd family
quarrelling. Conclusions from this early study must be regarded as
tenuous since the purpose was expioratory and nc; attempt was made to
control for confounding variables auch as Bsocloeconomic atatus.
Furthermore, gsample sizes were small and.this retrospective study does
not measure the effect of institutionalization upon the family or the
developmentally disabled 4individual. For 1instance, 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 imstitutionalization of the mentally retarded member
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and the probability that the member would be released to his family,

Mercer (1966) studied two groups of families. A group of patients who
had been released to their families after & period of
institutionalization was compared to a matched group' of patients who
remained in the hospital setting. Sixty~three cases (released) and 70
;:ontrole (institutionalized) were matched on age, sex, IQ, length of
hospitalization and ethnicity. Findings indicate that the only
significant difference prior to insltitutionalization between the
still-institutionalized and released groups were in the category of
burden of care, with the famiiliea of the institutionalized group
reporting the higher burden. Included in this catagory were variables
such as mother exhausted by care, required constant attention, cost of
support, medical care, and frequent seizures requiring attention.
Although the relationships were in the expected dirzction, there were no
significant differences t’>etween the two groups on such issues as
interpersonal conflict, concern about the welfare of the patient, and
structural stress in the family or marital status. This study i.s much
better controlled than Hobb's (1964) research since groups were matched
on several variables. Therefore, conflict within the family, single

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

as burden of care in contributing to prolonged institutionalization.

Research has also attempted to measure differences between families
with and without an institutionalized member in terms of the marital
relationship and tension experienced by the siblings of the mentally
retarded person. Fowle (1968) compared 35 families in whjl.ch the

mentally retarded child had been placed in an imstitution with 35
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matched familiea who had retained their child at home. Matched
variables included chronological age and sex of the child, socioeconomic
status and background of the family and geographic location of the
family dwelling. The children ranged in age from 3 to 17 years and all
families were residents of two adjoining counties in California. Both
groups of families were measured on marital integration and sibling role
tension. The data indicate that marital 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?g_aignificantly greater in those
families who maintained their retardeH child 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 significantly higher tension

.than the oldest female controls. For oldest male siblings there were no

significant differences between cases and controls. Fowle concludes
that the presence of a retarded child has a more profound effect on the
oldest daughter than the oldest son. It is not clear what family
dynamics contribute to greater role tension for the oldest daught?r
since 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 sibliné resulting in role tension.

In one of the few cohort studies which has been conducted on this

topiz, Eyman, O'Connor, Tarjan and Justice (1972) followed a group of

143 mentally retarded children for five years to determine which factors

were associated with institutionalization. The children who were

admitted to placement differed significantly on five variables from
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those who were not. The institutionalized group generally had IQs less
than 53, were younger: had more g&hyaical disabilities and adaptive
behaviour failures, and were of An’gilo background. However, this study
was potentlially biased by a drop-out rate of approximately 40% and a
resultant small sample size, especially of institutionalized children,
which equalled only 30 subjects who were available for study upon

follow-up.

Other researchers have also discovered a relationship between
behavioural proﬂiems 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 was divided into two groups for the purposes of
analysis, those persons 21 years old or younger and persons 2?‘;ears old
or over. Indepéndent‘%ariables studied included degree of disability,
stress in the family, and family structure. Income and race were not
recorded. Results show that for those 21 years and under, the presence
of behaviour problems is the most significant predictor of placement

requests. Other important factors contributing to placement included,

age (older individuals), number of diagnosed disabilities, disruption of

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

under six years old (fewer children, more requests).

This study is important for the number of interrelated variables

vhich were simultaneously explored. Research into individual and family

characteristics and other stressors 1increases our knowledge of the

relative importance of each of these factors. Furthermore, a
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comprehensive examination of the family and disabled child permits the
development of a profile representing families at risk for placement, a

potentially useful guide to prougramme planners, providers and consumers.

I

©

The major limitations in this 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 ?rom.
inconsistencies, inaccuracies, and missing information. An example in

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

2
v
that the researchers would have preferred to collect this information

-

and it was not available to them.

Summary of Impact and Placement Literature

The 1literature ‘to date strongly supports that the child
characteristics associated with out-b5f-home placement and increased
family stress are severe disability and disruptive behaviour. The data

are mixed with regard to age and sex of child, but the evidence éuggests

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

be that behaviourally difficult children are at greater risk for
placement as they reach adolescence because parents find management more
problematical due to size and strength “of the child. Since most of the
research comparing - institutionalized and non—institutionai:lzed
populat}ons is retrospective, it is not possible to determine whether
o‘l{rved differences between persons with developmental disabilities are
a result of the venue of care or if the differences existed prior to

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

that 1nstit\x’ional care can‘ have deleterious effects on people with
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mental retardation (Conroy & Bradley, 1985). Institutionalized

individuals may therefore appear to be more severely disabled or

behaviourally disruptive then they would 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 status, mental or physical ‘health problems of
other family members or internal family problems. Another factor which
may explain differences between families with and without an
ingtitutionalized member 18 local policies and practices regarding
placeme%t. 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, c&
Green, 1966). The rationale for this policy was that "the limit of
pa}ental attention would probably not help him (the retarded child) in
self-care training with the resources today avallable to.a working
single parent” (p. 4). Thus, one would expect to find more children of
single parents institutionalized at this facility. Many practices in
organizations are not made expluicit but nonetheless 1nfluence the
population served. It is unknown to what gxtent such practices may have
biased fhe results of the studies reported here. Some ca;c’tion should be

exercised in making the logicé.l theoretical 1leap, that. out-of-home

placement occurs only in fanilies where there is greatest stress and

that the demographic differences between the groups point to the sources:

of thit stress.
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In terms of the variation in impact upox\r«-the family having a child

with developmefital disabilities 1living either with or apart from the
family, several issues have been identified. Consistent with studies
cited earlier. the marital relationship is not negatively affected when
a mentlilly 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 lived at
home, possibly reflecting increased responsibility placed upon her.
Financially, those with their disabled child at home suffer due to their
responsibility for meeting the basic and special needs of their child.
When the family member is placed out-of-home, many of these needs are
assumed by the state. Furthermore, to the extent that mothers or ather

primary caregivers are unable to work outside the home, family income is

reduced.

A few central themes. regarding how the family is affected by a
developmentally disabled member have emerged in the first two sections
of this review. Children who are more functionally limited and e'xhibit
greater behavioural problems contribute to family stress and are more
likely to be placed out—of-home. This 1s logical since these factors
mean increased burden of care for the primary” caregiver, usually
persisting over the life cycle of the handicapped person. At the same
time, single parent families experiencing internal conflict often have
fewer emotional, physical, and financial resources to deal with the
extraordinary demands of a severely disabled member. Consequently, if

enZ there 18 a

these family and individual chgracteristics are both pres

substantial risk of high family stress or out-of-home placement. Formal

~ /
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and’-informal support to these families at risk are potentially important

factors in reducing family stress and preventing out-of-home placement.
Subsequent sections of the review will examine the relationship between

informal social support and family stress.

= S e
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CHAPTER III

. REVIEW AND CRITIQUE OF THE
THEORETICAL M%DEL

Introduction

T!le purpose of this chapter is to present and critique the Double
ABCX Model of Adjustment and Maptat&ﬁ, the theoretical framework which
will be employed in 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 literature.
Reviewed first will be research which attempts to test the Double ABCX
Model. Secondly, research which examines the role of informal social
support and its various forms in promoting adaptation, will be reviewed.
Next, the issue of causality between informal social support and health
outcomes will be examined. The chapter will conclude with +8pecific

research questions and hypotheses which emerge from the 1literature

_review, and a concise statement regarding the operationalization of the

¢

Double ABCX Model.

.
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Theoretical Framework

*

Based upon a review of the impact on family literature, it has been™

firmly established that caring for a child with severe developmental
digabilities creatés stress for the family unit. Although the initial
discovery that the child has a handicap produces an acute crisis for the
family, it 1is expected that the family will continue to experience
stress due to the constant caregiving demands 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 is now necessary to
focus the concep‘ts of stress and adaptation within a theoretical
framework which explaing 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 ”‘cz‘leory will be
used as the basis for the design and study of the resea;c;.b‘questions
which emerge from the review of the literature. J
Rueben Hill (1958) was the forerunner in the conceptualization of a
model for understanding the reactions of families to social stresses.
His theoretical framework grew out of a longitudinal stt;dy of families
where the husband/father was separated due to armed services duty during
World War II. Hiil'a model has been Juaeful to mental health

professionals because it offers an explanation of the factors which lead

to a stressful event ultimately being experienced as a major or minor

crisis for the family.
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To consider this model carefully, it is first necessary to define

the fam‘ily. H111 (1958) &lews the family system as "an interacting and
transacting organization”™ (p. 139). It consists of 4individuals
Interacting and organized around positions, norms and roles, engaged in
trisactions with groups and associations outside of 1its boundaries.
Given this definition of the family, the notion of =&
crisis-precipitating event is introduced. Hill calls this a stressor
(A), or a situation for which the family has had little or no prepara-
tion. The stressor (A) interacts with the family's crisis-meeting
resources (B) which in turn interacts with the defigition the family

makes of the event (C) to produce the crisis (X). Hill's model ‘$s8

presented in Figure 2.1.

;
Figure 3.1 The Hill ABCX family pris‘is model.

B
* existing
v 7 '
resources
A & % ' 1 X
stressor crisis

c .

- +

’\ perception

of "A"
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: Resources and perception of the event are seen as internal attri-
butes of the family. The resources which a family possesses include
family integration, affection, and a sense of economic interdependence.
Informal social support also falls under the rubric of res;urces. These
family strengths/p’fo/vide resistance to stre;sors. To decipher how the
A and B factors influence E}\e magnitude of the crisis one must closely
examine the amount and typ; of resources available and the meaning
family members attach to the stressor. With regard to the B factor, or
perception of the stressor, not all fam:lli‘es view an event in the same

way; therefore, in order for a crisis to ensue, the precipitating factor

- must be seen as stressful. Family perceptions are shaped by values,

norms and cultural background. The initial crisis and its attendant
hardships are seen as lying outside the family. Hill's work, while
establishing a basic framework for understanding the family in crisis,
lacks the power to fully explain why families will react differently to
a crisis. Furthermore, the Hill model does not ;ccount for the

multitude of other factors affecting the family's response nor does it

provide a view of family ;?t\ioilﬁi&itudimlly.

McCubbin and Patterson (1983b), building on t;he work of Hill, have
dev@loped the Double ABCX Model, a multivariate theoretical framework
for understanding family adaptation to stress. It is called th.e
"Double” ABCX Model biWause 1t adds a second post—crisis factor to all
four parts of the original Hill Model. This conceptualization seeks to
guide the family researcher througﬁ the process of identifying "how
and what‘kindé of stressors; mediated by what personal, family and

community resources and by what family coping responses; and what family
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processes shape the cc;urse and ease of family ad justment over time" (p.
7). McCubbin and Patterson define a stressor as a l1life event which
results in actual or potential change for the family system. This
differs slig}mly from Hill's concept of a stressor as a situation for
wvhich 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-crisis
component and a post-crisis component. The four post crisis variables
include: ’ (a) the additional 1ife stressors which shape family
adaptation; (b) the psychological, intra—-familial, and social resources
families employ to manage crises; (c) the change in meaning families

develop 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 .from his observations
of families where the husband/father was separated during World War II,
McCubbin and Patterson (1983b) expanded the concept to the Double ABCX

, 4

Model based on their study of 216 families experiencing the same
phenomenon during the Vietnam War. Conceptually, Double ABC/X is =a
dynamic model which accounts for changes 1in structure, perceptio;l, and
outcome famil_iea make pursuant to the 1initial criaiséd A schematic
representation of Double ABCX is pictured below and should serve to

guide the reader through an explanation of the model.

\




Figure 3.2 The Double ABCX Model.
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Family Demand: Pile-up (aA-Factor)

In addition to the crisis at hand, families have in the\past and
will 1n the futm:'e continue to eiperience crises. To reflect this
reality of family life,' the Double ABCX Model adds the pile-up factor to
the initial crisis. Other crises can be precipitated by demands from
(a) 4individual family mex;nbera, (b) the family system, and (c) the
‘community. Five general types of stressors have been identified, (a)
‘the initial stressor and its hardships, (b) norm:cive tramsactions, (e)

.prior strains, (d) the consequences of family efforts to cope, and (e)

ambig&ity, both intra-family and social. The initial stressor is thaf
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situation which requires change or adaptation on the part df/:£e family
or the (A) factor. Normative transactions include the normal growth and
development 1s;uee which confront the family and its members over the
life cycle. Prior strains are unresolved difficulties from previous
crises. These pre-exigting strains are often exacerbated when a new
crisis is introduced. A fourth source of plle-up, stressors is a result
of coping strategies which have been employed to deai with past érises.

An example would be a mother returning to the work force due to a family

. financial crisis. While assisting in meeting the crisis, this method of

“N
coping 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 outside the
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
crisis exi§t within the individual family members, ?Hé family unit and
the c;mmun&ty. Resources are of two types, existing and expanded.
R;sourcea 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 deal with the crisis situation. McCubbin and

his colleagues have adopted Cobb's (1976) definition of social support

which states that support is information that a family (a) is cared for
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and loved, (b) 1s esteemed and valued, and (c) belongs to a network of

mutual obligation and understanding.

Fanmily Definition and Meaning (cC Factor)

The cC factor includes the meaﬁing the family attaches to the
initial stressor (C) along with meaning of prior stress and strains (c).
In order to redefine the crisis and give it new meaning, the family must
(a) "clarify the issues, hardships, and tasks so as to render them more
manageable and responsive to problem solving efforts; (b) decrease the
intensity of the emotional burdens associated with the crisis situation;

and, (c¢) encourage the family unit to carry on with its fundamental tasks

of promoting member social and emotional development™ (p. 16).

Family 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 interﬁct to

produce family functioning. Family coping is seen as a proéeas which
attempts to (a) eliminate or avoid stressors and strain; (b) deal with

hardships' of the situation; (c) maintain the family system's integrity

-t
v

and morale; (d) mobilize resources to meet demands; and (e) implement

structural changes in the family system to accommodate the new demands.

{

/ Family Adaptatioﬁ Balancing (xX Factor)

The X factor in Hill's model refers to the degree of family crisis
which is precipitated by the stressor. HcCubbin and Patterson (1983b)
suggest that family adaptation is a more useful concept for explaining

4
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the ouécome of the family's attempts at coping. Adaptation or balanée
can be viewed on three levels (a) the individual family member, (b) the
family system, and (c) the community within which the family resides.
At the level of the individual, a balance is sought between the member
and the family unit. Difficulties 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. Tensi';:n is created vgxen the two systems are not in mutual
agreement. For instance, the family with a handicapped thild may expect
resources such as respite care which the community 1is not prepared to

offer, resulting in an imbalance. -~

S

Outcomes in the Double ABCX Model are viewed along a continuum from
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
strengfhening of family integrity; (b) promotion of individual member
and family unit growth; and (c) maintenance of family independence and
control over its environment. Family maladaptation, on the other hand,
is seen as an imbalance at either the individual/family or
family/community level or a balance which results in (a) deterioration
of family integrity; (b) lack of individual or family unit growth and

development; or (c) loss of family independence and autonomy.
The Double ABCX as a theoretical model has appeal to social workers

in the field of developmental disabilities because it takes into account

_the multiplicity of factors t;hich come to bear on family adaptation. In
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the study under discussion, the primary focus is the role of infomal’l

soclal support in helping mothers cope with the often extraordinary
demands of a severely handicapped child. The Double ABCX is employed in
this research due to its ability to explain social support and family
adaptation. The model also allows for changes in adaptation
longitudinally, making it particularly well-suited for use in situations
of chronic stress. However, the Double ABCX in its entirety is aimost
impossible to test in a quantitatiw{e study due to the number of
potential factors for inclusion in the model, and the measurement
problems associated with these factors. Single subject design would
ﬁrobably be a more appropriate methodology for a stud.y i,ncorporating all
of the nuances of the model. I am concentrating on one aspect of the

model, the influence of informal social support resources on coping,

stress and life satisfaction from the perspective of the female primary

-
3 7

caregiver. The relative strengths and limitations of the Double ABCX

i

will be addressed in the following section.

@ -
Critique of the Double ABCX Model

Both Hill's original model of family stress and adaptation and the
augmented Double ABCX Model are baé‘!ﬂ*-on systems theory. Consistent
with a systems framework, the theory identifies three distinct yet
interacting systems, the individual, the family and the community, all
of which experience the impact when a stressor is introduced. Although
the family system 'is the focal point of the model and the primary system
of concern, both the 1nd1v1dua'(.1 and community are Yecognized as
important systems. Essenﬁgilly, the stressor interacts with family
resources and the meaning the family attaches to the event to produce an
? £
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outcome whiéh is felt at all three system levels, individual, family and
community. McCubbin and Patterson (1983b) refer to the outcome of a
stressor on family functioning as b; nce or adaptation which occurs

along a contiruum from maladaptation to bonadaptation.

Burrell and Morgan (1979) outline several general principles which

are typically found in theoretical frameworks based on systems theory.
)

The Double ABCX Model meets most of téeae criteria in the following
vays. First, there are boundaries around the primary sys;em or family
which distinguishes it from the environment or community. Second, the
system 1s processual in nature as evidenced by the various interactions
between stressor, resource, meaning and outcome. Tﬁird, the outcome is
seen as a balance, often referred to as homeostasis in other systems
models. Fourth, there exia&s mutual interdependence between the
individual family members, family system and the environment or

community. Finaliy, the family system can be observed in terms of the

*‘behaviour of its constituent parts or individual members.

General systems theory is widely applied as a framework in soclal
work practice both in the United States and Canada {(Drover & Shragge,
1977). Uncritical acceptance of systems theory in social work p;actice
does not allow the'practitioner to assess the relative strengths and
limitations of the model. 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
» 6

developmental disabilities ‘and family adaptation. It will be argued

here that the Double ABCX Model has a certain usefulness conceptually;n

. b e h e ot ene

v DA LA o

ey I ey W,




[+
however, it poskesses inherent bilases and shortcomings which limit 1its

!
effectiyeness as g4 tool for social work practice.

13

rSystems Eheory as a conceptual framework has great appeal to social
»

workers. Of the helping pgofessione, social work is the only one which
sees 1its purvigew as - the enhancement of social functaioning. Hollis
(1972) defines social functioning as. the interplay between the social
envix:on'ment and theﬁ individual. The psychoanalytic approach, which has
also significantly influenced social work practice, is constrained by
its emphasis on individual drives and defenses to the almost total
-exclusion of the social environment. Systems theory, by contrast,
recoénizes the indiv:fduq} and his or her psychological state while at
the same time incorporating the 1nfluence of the enviromment upon’ the
individual. Such a theoretical framework serves to legitimize social

[y

work as a profession by placing importance on the "system” which social

[~
work considers its area of concern, the social system.

r

Ludw‘ig Von Bertalanffy (1968), who is commonly thought of as the

-, father of general systems theory, points to several strengths of the

R ) theory; two of which have particular application to social work practice
:i’ with families having a dg\evelopmentally disabled child. The first is
Ef’ . th?t the theory is multivariate, allowing for an explanation of socilal
4 -‘:“ . problems which are multifacetgc!. This is an important characteristic of
- k‘ the Dc;ublg ABCX since it integrates a.number of variables including both

- TwN
.

to being qﬁltivar;a/t'e, Double ABCX is longitudinal, taking into account
g - /o }

. that families nge “over 'time as they struggle for adaptation to a

o
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pre— and post-crisis stressors, resources and perceptions. In addition




stressful event. Concomitantly, the model fits well with a
W i

developmental approach, recognizing that the family system evolves

-

through a series of mnormative developmental stages as does the
L 4 .
individual (McCubbin & Patterson, 1983a). A developmental approach is

preferable to the medical model which looks to cure the problem, because

%

developmental disabilities are usually permanent, expected tc persist

indefinitely, and therefore not likely to be cured. Conceptualizing the
family and 1its members as—sJ _growing and evolving ‘systems provides the
practifioner with a frame‘;ork for evaluating and intervening to meet the
systemn's needs across the 1life span. Therefore, Double ABCX is not onl};
multivariate but incorporates change and dew;elopmental processes
resulting in a model which is well-suited to social phenomena tliat are

f
highly variable and change oriented.

% ! The second factor Von Bertalanffy identifies as a strength, useful
;

; to‘practitioners working with this population of families, is that it is
- e ) .

intehrdisciplinar v ~Children with developmental disabilit‘ies and their

fanﬁlies requi intervehtions from a number of disciplines. Syatems
’ theory, due ﬁ*‘l[s wide \application and flexib_ility,q‘:la ﬁfa'n/xiliar'and
understandable /to 1providers spanning social work,d psychology,
occupational therapy, physicai therapy, speech, nursing and medicine.
Tt.is common framework facilitates the interdisciplinary process,
potent\:’iall‘y resulting . in a more coherent and coordinated intervention

plan for the family and child. ™ \

Bristol (1984), one of the few researchers to.test the efficacy of

A
B
3
Gy
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the Double ABCX, has also identified factors which sh\“%J consliders
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strengths. She points out that the model allows for assessment of

positive adaptation to the presence and care of a child with special
needs. By providing a framework for assessing active coping and
positive support, the model helps the practitioner focus on healthy
adaptation as well as maladaptation. Furthe1;nore, recognition 1is given
to the social and contextual nature of adaptation, which as mentioned
before 1s a departure from intrapsychic models.

Other authors have criticized systems theory on several fronts
_(Burrell & Morgan, 1979; Clov;vard_@r‘Piven, 1975; Drover & Shragge, 1977;
Gouldner, 1970). Drover and} Sh;\é*ggg (1977) take issue with Von

J
Bertalanffy's view that a strength of the theory 18 its multivariate

perspective. Indeed, the framework is multivariate but the possible --

factors for consideration are so mumerous that one cannot comprehend the
multiplicity of interrelationships. Therefore, the j:"‘prac_:titioner is
forced to m;ke judgement‘:s about which variébies will be included in the
analysis. The resultant process is an individual de’éis‘i?n whij{x carries
with it the values and biases of the social worker. hl/though the theory
appears on the surface to possess scleptific neutrality, the very fact
that certain factors are excluded from analysis 1s a value-ladden
decision. When considering how the social worker might arrive at a
decision about which variables to include, it is likely that those which
are more amenable to change would remain in the analysis. Systems which
are more powerful and therefore less malleable would probably be
dropped. For example, in the case of designing services to a family
with a child having developmental disabilities, the social worker might
include the s8chool in the framework while leaving out the State

|
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Department of Mental Health because intervention at the school level is
l:anageable whereas the State Department would be thought of as too
powerful f(::'b one worker to impact. Furthermore, the family, usually the
least powerful system in the equation, is often counselled to adapt and
cope with their problems rather than work to change the other systems
which impinge upon them. Under this model, the consumer movement, which
spurred l;olicies such as deinstitutionalization and mandatory special

#
education, would have never succeeded.

Drover and Shragge (1977) also remind us that a basic aséumption of,@
the model is that all systems are working toward the same goal. There
is no acknowledgement that systems act - according to different
motivations and interests. For instance, the state may be concerned
with cutting costs and therefore sprport deinstitutionalization, while
parent groups support the same soclal policy fgr 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
systems when, in fact, clients do not interact with systems but are
oppressed hy them. They assert that social agencies dictate the nature
anci content of the relationship with clients rather than interact with

them from a mutual power base with mutual goals. Cloward and Piven

(1975) advocate that socisl 'workers resist agencies representing the

welfare state, an intervention inconsistent with systems theory which
seeks to reduce conflict and promote adaptation. Under systems theory,
intervention i8 aimed at making systems work better rather than devising

alternatives (Gouldner, 1970).

*

I

70

B

L




~

3y

Systems theory 1is Aalso conservative in that it perpetuates the
status quo by accepting society's institutions as a given M(Gouldner,
1970). For example, the Double ABCX Model does not question whether the
family i1s the most beneficial environment for a child. The theoxfy
merely accepts the family form it is asked to analyze. With respect to
the Double ABCX Model, 'McCubbin and Patterson (1983a) state that ~§?the
important ch;lracteristic of the family before the impact of a stress;)r
event or transition i‘s the general sense of satisfaction and stabilipty
about the family structure and patterns of interaction” °(p. 19).
However, families experiencing chronically stressful l1ife gituations may

0

nst hgve a general sense of 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
family, living in poverty, with é developmentilly disabled child. The
lack of financiai re@ources, coupled with the ,absence of a spousé and
the presence of a handicapped child puts this family at risk for chronic

stress and crisis. Thé model, theréfore, may be limited in its ability

tohaddress some family configurations and life styles.

In summary, systems theory generally, and the Doub]’.e ABCX Model
spécifically, have been widely applied as a theoretical model for
explaining the relationship between stress, coping and adaptation in
families with developmentally disabled children. Although the Double
ABCX 18 wuseful conceptually, it carries with 1t some inhe%ent
deficiencies which should be made explicit to the social work
practitioner. On the positive .side, the model Iincorporates social

functioning as an important component of overall functioning. It is
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multivariate, easily applied longitudinally, and understandable to the
cadre of professionals involved ‘with families and children with
developmental disabilities. Furthermore, it recognizes positive as well

as poor adaptation to the presence of a handicapped child.

hHoweveé, social workers should be aware °tha£ the model is
inherently conservative, value-ladden, and difficult to comprehend due
to the multiplicity of possible variables for consideration._ The Double
ABCX Model appears to be better suited to generally étable family
situations since it assumes equilibrium prior to a stressor event.‘
Social workers will also find 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 theory cannot
be practiced in the way Behaviour Modification or Gestalt Therapy are
applied. The Double ABCX is used in the current study because of its

descriptive and explanatory power. The model as it is applied in the

current study will tept whether informal social support moderates the

" stress of caring for a severely disabled child and enhances 1life

Batisfactio? for the primary caregiver. Interventions with children and
families which result from this study will be informed by the model but
not prescribed by it. The purpose of the research described hiere is not
to test the effect of an intervention strategy but to better understand
the relationships between informal social support and stress, coping and
life satisfaction in the female primary caregiver of a handicapped
child. The Double ABCX Model is both appropriate and useful under these

circumstances.
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The Role of Informal Social Support in Moderating Stress and Preventing

Qut-of-Home Placement in Families with Developmentally Disabled

Children

.
o
N

N & A
Informal social support and its stress -moééﬁating and health-

'promoting;properties have received significant attention in the social
sclence and medical literature. However, the influence of comm;;ity and
social supports upon decisions to institutionalize, or as a mediator of
qfress in families with a developmentally disabled member, is not well
__understood due to a dearth of research in this area (Sherman & Cécozza,
{é84). Research to date has largely focused' on the impact upon the
familx with a disabled member and little attention has been paid to the
supports which assist families with coping. This 1is probably
attributable to the fact thdt 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

s

the limited literature on informal social support to families with g

handicapped children.

Marie Bristol and her colleagues have made a significant

contribution to our understanding of families with children who have

13

developmental~disabilities through their,reééarch with autistic children
and their families. . Bristol (1984) is one of the few family reéearchers
to empirically test the ability of the Double ABCX Model to predict
healthy adaptation in families with handicapped children. She studied
45 families with autistic or autistic-like children between the ages of
2 and 10 years to determine whether the Double ABCX was an effective
framework for conceptualiziné the process of adaptation in these

s
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families. The model was operationalized in t_lis following way: (A) the
severity of ‘the handicap and (a) the pile~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
madaptation (xX) was measured by frequency of maternal depressive
symptoms, a general rating of family adaptation and marital a&j&%tment.
Mothers who had taken medications continuously for a month were analyzed

separately and compared to mothers who had not taken medication to see

if these two groups differed in terms of the ABC variables.

Demographically, families proved to be a very heterogeneous group.
All five of the social status groupé as measured -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 famfly and 10 mothers were single parents; The children also
proved to be a diverse group, withv‘IQs ranging from 9 to 91. Race was
n(;t reported. Participants were consecutive referrals to a statewide
programme for autistic children. Data were collected through

gelf-administered questionnaires, home observations, structured

interviews with mothers, and psychometric teetiné of children.

It was hypothesized that the Double ABCX Model would predict
healthy adaptation in families with autistic and autistic-like children.
Canonical correlation was used to test whether child characteristics
(A), family resources (B), and maternal l;eliefs (C),:/”/&ignificantly

predicted adaptation in the form of maternal depression and observer
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ratings of acceptance and quality of parenting 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 families studied. Because canonical
_correlation did not identify whether maternal dr,epression or acceptance
and quality of parenting were predicted, m/ultiple regression was
performed. séparately for thes’é two dependent variables, The model
proved to explain 55% (p = .001) of the variance in observer ratirig of
family adaptation, 33% (p = .04) of the variance in mother's depressive
symptoms, and 53% (p = .0l1) of the variance in mariti'l adjustment (n =
35). The predictor variables included: (a) severity of the handicap;
(b) pile-up of other stressors; (c) family cohesion; (d) informal
support; (e) formal qupport:; (£f) self-blame; (&g) definition as a family
catastrophe; and (h)*' coping patterns. When ni\h\ltiple regressions were
run with all of the predictor or independent variables considered for
each adaptation or dependent variable, only pile-up oi" other stressors
and 1informal support were significant factors in each regressilon
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 informal and form;al

supports than those who had continuously used .médication.
FJ

/'-/~
""" The Bristol study lends credence to the Double ABCX Model as a way

to conceptualize healthy adaptation of families under the stress of
caring foi{,a handicapped child. The model significantly predicted
healthy adaptation, mother's depressive symptoms and marital adjustment.
.Furthermore, the model was least effective 1in predicting maternal
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depression (33% of the variance), which is curious in 1light of the
plethora of studies on this topic. Pile-up of other stressors was the
only variable which significantly predicted maternal depression. In a
previously cited study by Dgrner (1975), it was found that mothers of
physical(ly handicapped children had malaise .scores which were twice as
high as would be expected from the general population. Mothers: who
admitted to being depressed, however, did not link their depressipn to .
the handicapped child but attributed it to other normative pressures.
These findings indicate that maternal depression may be attributable to
other life stresses, not the actual care of the handicapped child.
However, it may alsoﬁbe true that the caregiving demands of a child with
handicaps make mothers mov.:e vulnerable to depression. A further
limitation of the Bristol study has to do with making generalizations
about 'family adaptation based on data solely from mothers. Although
this 1s 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.

Only informal support and recent 1life changes were significant
predictors of adaptation across all dependent measures in Bristol's
study. Throughout the 1literature, informal support consistently
surfaces as an important factor in adaptation of families experiencing
stress. Yet little 1s 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 its perceived /

ugefulness from family, friends, neighbours and other parents qﬁ

“handicapped children, was used. Consequently, it is not known whether
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these¥ people provided information about programmes, services or child
rearing>\assistance such as babysitting or help with household chores;
or if they were emotionally supportive. 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 pupport families find most helpful. Another unanswered
question pertains to the characteristics of families best able to
constfuct satisfying networks of support. Bristol's study consisted of
a demographically broad sample, but did not control for education or
;nt_:ome which may be associated with access to informal support. It
would be useful tg krow if certain features predispose families to
develop their own networks of informal support. These data‘w;uld help
identify mothers who are potentially at risk for poor systems of
informal 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:

i
v

Is iaformational, instrumental or emotional social
support important in promoting healthy adaptation
in families with a developmentally disabled child?

and
What are the demographic variables which discriminate .
families with strong metworks of informal social }

support from those with weak networks?

Families of children with handicaps, like other families, progress
1 »
through developmental stages. Consequently, families throughout the
1ife cycle will possess the need for different constellations of formal

and informal supports. Suelzle and Keenan (1981) collected data through
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mail questionnaires to 330 famil:l;s with mentally retarded children
ranging in age from birth to 21 years old. The population consisted of
parents with 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 better educated, English speaking
and verbal parents since the questionnaire required eelfﬁ‘édministrati,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
s
of schoollpersonnel. Social support from family members, friends or
paid babysitters declined significantly over the life cycle of the
children. Whethér this reflects diminishing need for support over the
li‘fe cycle or decreased willingness to provide support on the part of\

significant others is not known. Differences were observed in the

sources of béi)ysitting services. Single mothers who were members of

‘ethnic minorities and who had less than a high school educatic;n, used

family and friends for babysitters. Higher income, white and better
educated mothers more often utilized paid babysitters. It 1is unknown
whether the decision to employ a paid sitter o';:}to utilize a family
member is based on economic resources or some other factor.

To dctermine the influence of qo\ciall support upon placement of the
child, German and Maisto (1982) interviewed three groups of mothers,
those with a mentally retarded child placed’ out-of-home, those using
respite care, and those keeping their child at home. Family support was
defined as those Bocial, financial and emotional systems which mediate

family stress. Significant differences were found among the three
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groups in several areas. Those keeping their child at ho;he 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, grandparents and extended family
was very important to families caring for their children at ho;\e. In
the absence of support from thege significant others, there was a
greater likelihood of out—-of-home placem?nt. The researchers do not
report on the relative socioceconomic status of the three groups.
Howevé“r, if single parent status it-:::;ssociated with lower income, it is
safe to assume_ thatr .the residential group includes a higher proportion
of Othis economic class. Although it is8 clear that those‘ in the home
group had greater access to social support, it 1is unclear how
significant the effects of low income status are. Also, since this
study was conducted after the child was placed, it is 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. /
S

The effects of stress &nd social support were the subject of study
of 52 mothers of pre-mature infants and 53 mothers of full-term infants
(Crnic, 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, although one third of the
families received some public assistance. Data were collectéd through
in-depth structured home interviews when infants were one month old, and

video-taped behavioural observations made at four months of age in the

clinic sgetting. Measured in the home Iinterviews were life stress,

el
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\z social support, general 1life satisfaction and satisfaction " with
éarexfting.‘ The . behavic;ural observations' yieldedaa global measure which
rated dimensions of child behaviour, including satisfaction from

) interaction, responsiveness and affective tone. flo significant group
differences were found between mothers with a pre-mature infant and
those with a full-term infant. The data were s:xbsequently pooled and
divided into high versus low support and life stress. A 75%:25% spELit
;Ias employed because most mothers scored high on support and low on life
stress. The three\ sources of social support measured w;are intimate,
frienc})ship, and neighbogrhood or pommgnity. Presence of intimate and
community guppogf and lower life étress were highly eignificant

.predictors of 1life satisfaction while friendship support .was not.

Regarding satisfaction with parenting,: intimate and friendéhip ‘support

2

and lower life stress were highly predictive of a' positive maternal

¢

attitude. However, it was not the presence or absence of Iintimate
support which was a significant factor in predicting satisfaction with
parenting, but the satisfaction with the support. This finding suggests

E

. that 1t may not be enough to measure whether or not a source of support

~

exists folr an individual: but the degree to which the relationship is
valued may have greater impact. Soclal support was also found rtp
usignificantly affect’ both maternal and infant behaviour. Generally,
intimate support was found to have the most positive effects on 1life

satisfaction.

In another study, Bristol and Schopler..(1984) 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 similar with respect to mother's age, family
income, number or age of children in the famtly, percent of first born
children, percent of children who 'were more severely dutistic, and
number off__ mothers employed outside the home. The lower stress group
consiste)l of children who had fewer behavioural problems 8!/1d where pmore
self-help skills, activities and services were available 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 reporied 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 Iimpossible.
In addition, the support 8cale used does not measure the type of support
received from informal sources. It is not known, for instance, whether

emotional, inscrumental, 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 ha‘hdicappe»d
children was studied by Kazak and Marvin (1984). Fifty six families
with a child having spina bifida were compared with 53 fam:ilies 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 controls. There were no
differences between families in the size of family networks; however,
parents with a handicapped child had significantly fewer persons in

their friendship network. Furthermore, families with a handicapped

~
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child had denser social networks than controls, meaning that network .

members were more likely to know and interact with each other. This
study supports the fact that families with handicapped children are more
likely to be 1isolated than parents of nonhandicapped children. The
authors state, however, that additionsl analysis of the data 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.

. -~y

In a recent work, Dunst, Trivette and Cross (1986) considered the
mediating influence 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

LS

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
children who were participants in an early intervention programme for
children with or at-risk for a developmental disability. The three
groups of families did not differ in age, education of parents or
marital status. Differences were found in socioceconomic status, with
those having a developmentally at-risk child scoring lowest on the
Hollingshead Five-Level Model of Social Status followed by those
families with a mentally retarded child. The three groups of children
did not differ in age or sex but the groups were significantly different
in developmental measures such as IQ and,aocial—adaptive age. Results

showed that when controlling for socioeconomic status and income, child
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sex, age, developmental quotient and diagnosis, both satisfaction with
support and number of sources of support were significantly related to
all sets of outcomes. Parenfs with more satisfying social networks
reported better personal 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 a‘nd 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 Informal Social Support and Family

Adaptation
The developmental disabilities literature on the topic of informal

social support is not extensive. Research to date indicates that soclal
support is an important factor in moderating the stress of caring for a
handicapped child. Furthermore, in the absex;ce of such support, there
is a greater 1:Lkeljihood of stress and out—of-home placement. There is
some indication that support decreases over the life cycle; however, it
is not clear whether this reflects diminishing need or fewer people
willing to provide such support. It has been shown that the size of the
social mnetwork 18- less important than the degree to which the

relationships are valued. Consequently, quality of soclal support

should be considered over quantity. Also, families with children having
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developmental disabilities often have fewer friends in their social

network than families with nonhandicgpyed children, furthering the
contention that the former families are more socially isolated. It was
also shown tlat greater support to parents is associated with more
positive parent-child interaction and better child behaviour and
development.

N\
\

Absent from the literature are data on the type of social’ support
that families caring for a handicapped menpber find beneficial.
Determining the extent to which instrumental, informational or emotional
support are helpful to families would make a substantial contribution to
the research 1in this field. Furthermore, data regarding the
characteristics of families at risk for inadequate social support would

assist professionals in targeting interventions to families with the

greatest need.

A conceptual issue of concern is whether or not there is a causal
relationship between informal social support and the outcomes cited irll
the preceding studies. It is possible, for in;xtance, that those
reporting less stress and Dbetter adaptgtion possess . important
psychological characteristics which allow them t6 build a strong system
of support. People who are emotionally healthy may possess the personal
resources and interpersonal skills to maintain positive relationships
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 mst be greater
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evidence of the independent effect of social support onv(' emotional
well-being. The next section will attempt to bring the literature
together in a way which lends credibility to the view that social

support leads to positive adaptation.

Establishing‘ Causality Between Informal Social Support and Health

Qutcomes

This sub—section will exami;xe the 1ssue of causality and argue that
there 1s sufficient evidence to conclude that informal social support
moderates the impact of a stressor. Since little of the developmental
disabilities research has studied the stress-moderating role of social
support, it is necessary to review key studies which document the
physical and emotional health promoting properties of \informal support.
This line of theory has its beginnings in the study of the relational\ip
between life stress and 1llpness. Through the seminal work of Sefle
(1956), and later Holmes and Rahe (1967), among others, the association
between stressful life events and 111 health was established. Since
that time a plethora of research has been conducted on factors which
potentially moderate the impact of a particular stressor. Moderators
can be psychological, physiological or social factors (Dohrenwend &
Dohrenwend, 1974). Yet a problem which continues to plague researchers
is one of causality. It is difficult to establish causality in most
social science research because strict experimental conditions are not
possible. In the study of informal social support there is always a
question about the direction of the influence between@aocial support and
the dependent variable, whether it be physical or emotional health. If

social work interventions are to be predicated on the results of this
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reéearch, there must be strong reason to believe that social support has

a positive influence on health.

Two approaches have been used to test the effect of informal
support on health outcomes. The first is an experimental déaign where
individuals are randomly assigned to an intervention group that provides
various types of support and a control group which receives no
intervention. With an adequate sample size, it is possible ;:o control
for psychological and physiological processes which mediate against life
stress i%n order to measure the independent effect of social support.
Although intervention studies are expensive and often difficult to
implement, the contribution to the field 18 potentially substantial.
Yet there is one major dilemma for researchers attempting intervention’
studies in the area of informal support. By definition, informal social
support operates outside the formal system of services, making 1t
difficult to conceive of an intervention which ptleaerves the essential
elements of the informal 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, & Urrutis, 1980). Mothers were randomly

(
assigned to the companion group and a control group which followed
regular hospital procedures. Those mothers receiving the intervention
differed significantly from controls in that the length of time from

admission to delivery was shorter, they were awake more after delivery,

and they stroked, smiled at and talked to their babies more than control

mothers.

¥
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I ; Qlthough this study ;eatabliaahea thq‘positive influence of a iay
pera%n for mothers gxperiencing the st:'ressful event of delivery, it is

<y \quéstionable vhether the intervention qualifies as informal “ social
" support. Using Gottlieb's (1983) definition of social support which
states t':hat the auppo:rt i1s proffered by social‘ intimates, it is clear
that the supportive companion is not part of the woman's ‘social network.

Furthermore, the intervention violates another element of an informal

system in that the support is not mutﬁél, but one way, flowing from

companion to mother. Intervention studies are typically difficult to

manipulate within the informal 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 persons perceive access to these resources in the way intended

by the intervemor” (p. 17). . \

A"more promising approach to dealing with the question of causality
may lie in longitudinal research which establishes a basgline of
psychological, physiological and social characteristics and follows a
cohort over time to observe how social support assists individuals
exper’iencing stress. - A8 new stressors are introduced into the life of
an individual it is possible to determine whether the amoint of informal
social support available to the individual predicts bet;:er outcomes.
One of the most important prospective studies of social support and its

influence on health was the work of Nuckolls, Cassel and Kaplan (1972).

}

o

In a study of 170 pregnant women, Nuckolls et al. explored the

.
e,

/ relationship between psychosocial assets, 8ocial stress and the
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psychological symptoms and morale, and physicalJ health in a sample of
100, persons 45 to 64 years of age. Participants in the study were
interviewed in their homes for 12 consecutive months and completed
self-report questionnaires between interviews. Cross—sectional analysis
using multiple regression indicated that lack of tangible and emotional
support were significant predictors of depression. Life even'ts and loss
events did not explain a significant amount of the variance in
depression. In the analysis of morale, nonloss 1l1life events
aignifi;:antly predicted morale. Of the support measures, only absence
of tangible support contributed significantly to the explained variance
in negative morale. There were mo significant correlations between the

independent variables and physical health status.

Pr.ospective analysis supported the findings of cross-sectional
analysis. When depression was compared over the cjourse of the study, it
was found that there was a significant correlation between depression at
time 1 and 2‘(1' = 0.71, p{.001). However, neither social support nor
social network size was significantly predicted by l1life events, earlier
depréssi,on or morale. The authors conclude that this finding offers
support for depression and morale being dependent variables. This
finding also argues against the premise that the relationship between
support and depr:assion results from the effects of psychological
symptoms on interpg\g:s\onal relationships. In other words, the.ir results
suggest that ;:{bo;i;l suppor\t influences morale rather tl':an morale
influencing social support. This*{s an important point for the proposed

research on the role of social support in moderating stress and life

satisfaction in mothers with severely handicapped children. It is
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assumed that social support buffers stress, thereby leading to better .
5 .

adaptation. If in fact positive outcomes significantly affect one's

ability and predilection to build networks of informal social aupport,

then social support 1is the dependent variable.

On the other hand, it 18 naive to assume that there is not
reciprocal causation between informal social support and adgptation.
Certainly, severely depressed individuals are 1likely to experience
considerable difficulty maintaining positive relationships with others.
However, most peohple are not at 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 be attributed to
a positive feeling about self and \)Batisfaction with one's 1life

situation.

,»

It is especially difficult to' ferret out the relationship between
support and adaptation when considering the }'ole of a chronic stressor
T(Keslsler:, 1983). At least with an acute, time-limited stressor it is
possible, theoreticaliy, to measure the ability of social support to
m'oderate the negative impact since we are able to study individuals
before and after they experience the event. As if thes; methodological “
problems were not difficult enough, we usually have to rely on geasures
which are not objective but which require self-report. The respondent's
levei of stress might colour her perceptions and yield artificially

strong relationships between social support and the outcome variables

//?@sler, 1983).
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Given these limitations, why would one want to

L]

C el
study the role  of

inf.omal social support? It is in part because we know, based on

personal experience, that support from the people close to us is

‘\

mport;mt during times of stress. Furthermore, social support has been

f

associated with positive health outcomes in numerous studies. In a

previous study (Marcenko & Meyers, 1985) I found that

social support was

the ‘only variable significantly related to reduced étreqs and enhanced

coping. In light of this finding, my curiosity abq\ut the nature and

type of support most helpful to mothers caring for severely handicapped

childrgn was piqued. If social workers knew more

about how social

support assists mothers of handicapped children, they could better

design their interventions.
¢

In addition to these reasons, it has been

literature that mothers with handicapped children experience a unique@’ ‘

reported 1in the

set of circumstances which complicates their ability to engage in social

'\\

relationships. For instance, families with handicapped children are

at-risk for inadequate B8ocial support since they typically experience

greater social isolation than thelr counterparts

population (Davis & MacKay, - 1973). Therefore,

in the general

this may be a

characteristic of families with handicapped children irrespective of the

psychological strengths of parents. The barriers

they encounter to

establishing adequate networks of_ social support are not always of a

psychological mnature but are inherent in the 1life situation they

confront. In addition to environmental conditions such gs soclal

isolation which inhibit support, it has been shown

handicapped children experience- depression more

91

that mothers with
‘

often than their




. counterparts with nonhandicapped children (Dormer, 1975; Bradshaw &
Lawton, 1978). This psychological factor could further impede one's
ability to develop and maintain social support net:works/.' Therefore,
mothers caring for handicapped \children may ne‘e‘d assistance in

overcoming both environmental and psychological barriers to accessing

informal social support.

!
While the stress—buffering effect of social support 1is the

hypothesis employed in the study under discussion, there 18 also a

hypothesis which asserts that support enhances health regardless of

4

stress level. The former hypothesis 1is referred to as the stress
buffering effect and the latter as the main effect. (Dooley, 1985).
Cohen and Syme (1985) argue that comparisons of main and buffering
effect models will not contribute substantially to our understanding of
the relationship between social support and health. Rather, they
encourage research which illuminates how support relates to various
behavioural, emotional and' physiological mediators of health. Data
about the type and source of help most beneficial would assist in

faghioning a¢ system of support to families with severely handicapped

children which is efficacious to both children and families.

A\ S
- b
Cassel (1976) asserts that there is ample evidence in studies
both animal and humgn populations that social support provided by those
from the primary gi‘oup important to the individual will have a
stress-buffering effect, thereby offering some protection against

disease. He suggests that a one-dimensional concept of psychosocial

processes as stressful or non-stressful 1is inadequate. A more accurate
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framework includes two dimensions, the stressful event, plus the
beneficial effects of social support. Conceptually Cassel's formulation
is s;:raigt;tforward and consistent with both Hill's and McCubbin's crisis
models. . All three theories purport that certain conditions or
circumétances within the social environment can be atressful for an
individual; however, social support has a moderating effect’/“’lt\m the
degree to which the stressor is negative irf %ts impact. ' .

‘Thus, evidence for the 7role of informal socisl support in
moderating stress exists in the literature. This, coupled with the

special social and psychologicdl circumstance mothers with handicapped

children find themselves in, makes the study of the nature of the

informal support systems which assist mothers to care for a severely
handicapped child, an important subject o!\?' inquiry. It is rectggniied,
however, that causation cannot be definitively established and,vin fact,'
there is probably some reciprocal causation between informal social
support and adaptation. Consequently, the i)urpose of this study is not
only to determine the relationship between support and stress, but to

illuminate the nature and type of help most important for mothers of

handicapped children. Future research should focus on both intervention
~ —

studies which attempt to utilize helpers from mother's already exZsting

nét-evork or introduce new network members and longitudinal studies which

examine the role of social support as new stressors are experienced.

Inf'gr;ﬂal Social Support and the Single-Parent Family

The single—parent family, vhich usually means single mothers,
deserves special attention with regard to informal sociaf support due to
/[ .
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the lack of a spouse who potentially assists in the caregiving demands
1 Y

of a child with developmental disabiliiies. Wikler, Haack and

Intagliata (1984) sum up the position of the single mother with a

handicapped child in this way:

The unrelieved responsibility of raising a chronically
dependent person can drain the single mother's energy

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 child-care related stresses cannot

be underestimated when working clinically to support

the single parent of a child with mental retardation (p. 47).

" McLanahan, Wedemeyer and Adelberg (1981) examined the relationship
between network soclal support and psychological well-being in the
single parent family. In-depth, semi—etructuré% interviéws were
conducted with 45 divorced mothers. Subsequent to the interview,
mothers were contacted by telephone twice weekly for six weeks to
discuss their daily stress and how their networks B8erved to support
them. Subjects ranged, in age from 22 to 52 years and had yearly incomes

ranging from $4,500 to $50,000, although almost all were employed.

Three major types of networks were identified: (1) a family of
origin network; (é) an extended network; and (3) a conjugal network
conaisting of two subtypes. The family of origin type is typified by
support from family members with few or no non-related friendship ties.
The network members are in frequent contact and are known to each other.
An extended network is usually large and composed of new friends who are

not necessarily in contact with other members of the network. Lastly,
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conjugal networks consist of a key male figure and may be one of two
subtypes. In the first type the remainder of the network includes
family members 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. Twvo orientations were didentified,
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 origﬁin supports or stabilizers, and had supports

which were loosely—knit friendships.

Conclusions about the nature and satisfaction of network support
for single parents are not.advisable from this study given the small
sample size, non~random selection of mothers and the heterogeneity of
the sample. However, the authors have generated hypotheses about how
various types of support are related to psychological well-being in
single parents. Their three major hypotheses are that 1loose~knit
networks are supportive for women establishing a new identity;
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 child with developmental disabilities,
depending upon the functional limitations of her child, will have
instrumental needs which far exceed those of a single parent with a

nonhandicapped child. Babysitting for the handicapped child 1is a
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problem often mentioned in conversations with parents because

neighbourhood teenagers, the usual source of sitter, are often not
capable of handling the responsibility of a child with specipl needs.
Furthermore, babysitting is a need which persists throughout the
lifetime of a severely handicapped individual. Consequently, mothers of
handicapped children never gain 1independence from the constant

caregiving demapds of their children.

A second difference between mothers of handicapped and
nonhandicapped children 1is the Qdegree to which they are able to
establish new social relationgﬁips. Parents of handicapped children
have been shown to be more socially isolated (Schonell et al., 1956;
Davis & Mackay, 1973; McAllister et al., 1973), Consequently, parents
may have limited opportunities for establishing new relationships.
Purthermore, the supportive needs of the single parent may be so
numerous and sustalning that friends are unwil:ling to meet those needs
on a continuous basis. Family members, however, may be more committed
and perceive an obligation to provide support to the parent of a
handicapped child. Therefore, it 1s expected that parents of children
with severe developmental disabjlities will receive support primarily

from family members rather than friends or neighbours.

The effects of stress and social supports on mother-child
interaction in single- and two-parent families was the subject of an
exploratory study by Weinraub and Wolf (1983). The sample consisted of
28 mother-child dyajds including 14 Bingle parents matched with 14
mothers in two-parent families. Mothers were matched on age, education;

¢
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race and family income. The children ranged in ;ge from 27 to 54
months. Mothers were an average age of 32 years with a mean educational
level of 16 years. Measures of stressful 1life events, social networks
and perceived maternal coping were obtained by a questionnaire. Quality
and frequency of mother-child interaction were assessed through a
structured laboratory task which was video-taped. The study found that
si:gle—parents had more 1life changes, fewer aocia!l supports and
community ties and were more socially 1isolated 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, fewer .stressful life events, reduced social
contact, increased parenting support, and more hours worked predicted
optimal maternal-child interaction in single-parent families. In two
parent families,\ fewer stressful 1life events, satisfaction with

emotional support and availability of household help predicted optimal

interaction.

The results of this exploratory study suggest® that single- and

two-parent families may differ in the amount of social support utilized

.

and the number of stressful life events experienced. Yet, mother-child

interaction did not differ between marrieéd and single mothers. Only\ ’

when the sample was dichotomized into those with more or less optima\l‘\l’
interaction did support prove to be an important intervening variable

among wmarrieds and singles. The number of parents in less optimal

&




categories was extremely small, including only four single-parents and
N

three married mothers. Consequently, more research is needed to

validate the significance of s8ocial support in promoting positive

mother-child interaction.

Brown and Gray (1985) considered\ the differences in social networks
between 91 married and 183 nomnmarried Black females in a study of women ) )
residing in Richmond, Virginia. Data on marital status, social network,
sources of social support and psychological well-being were gathered
thro:gh structured imterviews. Comparisons on demographic wvariables
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
incomes than nomnmarried women. Analysis revealed that there were no
differences by marital status in the number or range of social support
network relationships. However, wl;en asked to name their closest
relationships, married vwomen tended to distribute their first close
relationships among family members, female friends and husbands.
Nonmarried women cited family members, especially mothers, siblings and
children as their most important close relationships. In terms of
source of emotional support, married females s8plit equally between
husbands and formal services or family members. Nommarried women, on
the other hand, stated they would seek emotional support primarily from
family members. There were no differences between the two groups in the
amount of reported instrumental social support, or in perceived
satisfaction with support in general. Nonmarried Black females did,
hovever, have higher levels of psychulogical distress than thei}:f’fna ried

/
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counterparts. The researchers attribute this difference to the younger
ages and lower incomes of nonmarried respondents.

Hirsch (1979) considered the psychological characteristics of
personally satisfying networks of social support and the relationship
between social support and coping with final exams in 16 male and 19
female coflege students. Findings from this study indicate¥ that
multidimensional relationships are associated with greater satisfaction
with social networks. Multidimensionality was defined'aa networks in
which the individuals engage in a variety of activities as opposed to
only one type of behaviour. Regardirlg the stressful period of final
exams, students reported_less support before and during finals than they
received after finals. These results might be expected, since amount of
support is measured in terms of time spent with individuals providing
this support. Clearly, students would have huch more time available to
receéive support after finals than either before or during exams. It
cannot be concluded that during times of stress people will withdraw
from support based on these data, but rather the finding is a result of
the way in which support is measured and the type of stress studied.

In another exploratory study, Hirsch (1980) 1looked at the
relationship between natural support system and coping with major life
change in 20 recent widows and 14 maturé women returning to college.
Sublects in both groupd were similar on most demographic variables, life
changes and natural support system variables. They were, therefore,
treated as one generic group for the purposes of analysis. Social

support measures included the following five categories: (1) cognitive
1 /‘

i
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guidance, such as information and advice; (2) social reinforcement,

defined as prais/e or criticism regarding some behaviour; (3) tangible
assistance, in the form of help with such things as chores or child
care; (4) emotional support, defined as communication with a friend
which made one feel better or worse when one has already been feeling
upset; (5) Bocializing, which is self explanatory. Both recent life
changes and mental health were also measured. Findings indicated that
greater satisfaction with cognitive guidance 18 significantly related to
less symptomatology, as measured by the Hopkins Symptom Checklist, and
better mood a measure derived from the Profile Mood States. Higher
self-esteem was significantly correlated with greater satisfaction with
socializing experiences. There were no other significant correlations
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 relationships between family members and friends as a
proportion of the total number of relationships. Having 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 imptTtant factor

r

in mental health.

Although this research 1is instructive, the type of stress
considered in both Hirsch studies is normative and pales in comparison
to the stress experienced .by mothers of severely handicapped children.
However, the 1issue of multidimensionality is an interesting one as

mothers of handicapped children, due to the chronicity of the crisis
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they experience and their characteristic social isolation, may find that

friends drop out of the support network leaving only a nucleus of family
members. The current study will explore the source of support to
mothers with a severely developmentally disabled child, thereby
determining the degree of multid;lmensionality present in their networks.
>

The research to date on social support and its ?elationship to
health has dealt with acute crises or stressful events that serve as the
p£ecipitator 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 sevefely handicapped child. Cobb
(1976) has suggested that this is a neglected subject of study and he
questions whether social support has the ability to moderate the effects
of chronic stress. Furthermore, with few exceptions, recent studies of
social support have not cc;nsidered 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,;‘q‘(\b‘) aspects of
network structure, and (c) the functional content and quality 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 logically and empirically interrelated. For
instanre, relationships must first exist, to form a structure, which in

turn fulfills certain functions, which then has an impact on health.
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Of particular interest in the area of developmental disabilities 1s

the structure and function of social support since parents caring for a
handicapped child will have many supportive needs, persisting over the
life cycle of the child. Research has not examined the function of
soéial support the primary caregiver receives and the differential
impact of that support based upon whether it 48 informational,
instrumental, or emotional. Interventions designed to bolster the
network of informal social support to parents of handicapped children
could be more effectively planned if professionals and parents were
armed with data about the most efficacious types of support.
Furthermore, practitioners would be better equipped to identify families
at risk of poor coping if they understood more about the stress reducing

types of social support. |

Em‘er&ent Hypotheses and Research Questions _

In Chapter I two broad research questions were posed:

*

How important is the informal social support system

in promoting coping, moderating stress and enhancing

life satisfaction for the female primary caregiver

of a severely handicapped child? and

What is the nature of the informal social support system

-of the primary caregiver with a severely developmentally

disabled child?
This review of the literature reveals that informal social support :
provided by family, friends, neighbours, co-workers or parent groups
moderates stress and promotes healthy adaptation in families caring for
a handicapped child. Although research points to the stress-buffering

role of informal support, data are not available about the nature and
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content of that support. Informal social support has been defined as
"verbal and/or nonverbal information or advice, taﬁgible aid, or action
that is proffered bycaocial intimates or inferred by their presence anci
has beneficisl emotional or behavioural effects on the recipient”
(Gottlieb, 1983, p. 28). Three types of informal social support are
mentioned in this definition and wusually recogtiized "in’ the social
suf)port literature, ~ instrumental, informational and emotional.
Instrumental support is assistance with daily tasks such as household
chores, babysitting, or a ride to the store. Informational supp:rt is
assigtance in the form of information which is helpful in caring for a
handicapped child. Examples jfnclude information about parent groups or
child development. Emotional support is that which assists one /j.n
expressing and confronting feelings. The content of emotionally
supportive acts includes 1listening, concern, esteem and trust. In
addition to the three types of support identified above, House and Kahn
(1985) state that it is also important to measure network size. It is
their contention that it 1s necessary to establish that a, 6 network

I4

exists, before measuring the impact of those relationships.

This section will present a rationale for hypotheses and questions
regarding the relationship between informal social support in its
various forms, and coping, stress and 1life satisfaction. In
hypothesizing about the 1importance of each type of social support,
severil factors must be considered. The female primary caregiver of a
child with severe developmental disabilities will have inatrumental
needs which persist over the life cycle of the child. Severely

\
handicapped children often do not toilet independently, ambulate or have
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speech. They may also have medical and physical conditions such as
cerebral palsy or epilepsy which complicate their \”’“daily care.
Consequently, it is hypothesized that instrumental social support will
significantly enhance coping, moderate stress and lead to greater life

satisfaction for mothers of a severely handicapped children.

-

Informational support, while potentially important, will probably
be needed only periodically by the primary caregiver. Furthe\gmore, this
type of support is usualiy not critical to the care of the child on a
day-to-day basis. Therefore, it is hypothesized that informational
support will not significantly moderate stress or enhance coping and

life satisfaction.

Mothers of handicapped children experience the greatest burden of
care for their children. They have also been shown to be depressed more
frequently than mothers of nonhandicapped children. In viéw of the
stress they encounter, it is hypothesized that emotional social support
will result in significantly better coping, less stress, and higher life

- ¢

satisfaction. ) .

Wit;h respect to network size, the literature has pointed to the
fact that quality not quarit:ity of network relationships i1is the more
important moderator of fgmiiy stress (Kazak and Marvin, 1984).
Thereforg, it is hypothesized that network 8ize will have no effect on

coping, stress or life satisfaction.
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Also worthy of consideration is a global measure of perceived
informal social support. Givgn that perceived level of support may be
more crucial than the amount of support given, it is expected that
perceived support will correlate with high coping and 1ife satisfaction
and reduced stress.

In addition to understanding the types of social support which
assist mothers of handicapped children, professionals would benefit from
knoving the characteristics of mothers at-risk for poor support. i?or
instance, some research has indicated that single mothers have less
support due to the absence of a spouse (Beckman, 1983). Other research
has shown that as children get older: parents have less support (Suelzle
& Keenan, 1981). Data regarding the sociodemoglraphic characteristics of

parents most likely to lack social support would help professionals

target their efforts towards families in greatest need.

As mentioned, considerable attention has 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 \aupport from
other sources to compensate for the absencé of a spouse. Consequently,
married and single mothers will be compared Eo determine how the two

A
groups differ in their sources and types of informal support.

Also of interest 1s the difference between mothers working outside
the tome and those who are noot, with respect to their use of informal
at'xpport. Employed mothers potentially have 'gr;ater instrumental needs
because of their dual role as primary caregiver and worker. On the

/ . - N
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other hand, mothers not working outside the home &ay experience greater
soclal 1solation and therefore have more need for emotional support.
These two groups of motHers will be'compared to explore the relationship
between employment status and amount, type and source of informal

support.

©

To summarize, help in the form of concrete assistance and emotiofizl
support, which comes from persons in the informal network directly to
mothers 1is expected to produce healthy maternal adaptation.
Informational support and network size, although periodically of same
importance, should not explain the variance in ‘mothers' coping, stress
or 1life satisfaction. The chronic stress of caring for a severely
handicapped child is expected to be moderated by the quantity and
quality of certain types of support proferred' to mothers. For the
purpose of clarity, the research questions and hypotheses are outlined

-

in the following section.

N
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Research Hypothesis and Questions

e

Primary Hypoth:usis

Female primary caregivers who report high informal social
support will also report higher-coping, lower stress and greater
life satisfaction than those women with low informal social
support.

Expectations

o

1. High Perceived Support - high coping, low stress,
: high 1life satisfaction.

2. High Instrumental Support - high coping, low stress,
high 1ife satisfaction.
3. High Emotional Support - high coping, low stress,
high life satisfaction.

4. High Informational Support - no significant effect on

- . any measures of coping,

. stress and 1ife satisfaction.
5. High Network Support - no significant effect on any

measures of coping, stress and
life satisfaction.

Primary Descriptive Research Question 7

What is the nature of the informal social support system
of the primary caregiver. with a severely developmentally
disabled child?

Descriptive Research Questions

R ey
1. What are the demographic factors which discriminate mothers who
have high levels of informal social support from those
who have low levels of support?

2. Do single women differ from married women in their informal
social support system? -

3. Do mothers who are vofking outside the home differ from
those who are not in their informal social support system?
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The Regsearch Question Applied to the Double ABCX Model

It will be recalled that the Double ABCX Model (McCubbin and -

Patterson, 1983b) 1is a wmultivariate theoretical framework for
understanding family adaptation to stress. The model seeks to identify
how stressors are mediated by individual, 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 1is longitudinal, this research is
cross-sectional and looks at the families at one point in time.
Therefore, 1t is not known how families were adapt:ing prior to the birth
of their child with developmental disabiliti\;;. As Figure 3.3
indicates, the stressor (A) is the stress of caring for a child with
severe handicaps. This stressor differs from many others a family may
experience in that it 1s chronic and not expected to be resolved. In
fact, care 1is often more difficult as the child matures‘becauae of the
child’'s size and strength, coupled with ongoing dependency. ¥rile-up
(aA) is defined as the initial stressor plus other life stresses the
family may experience. Both the degree of dependency presented by the
child a’nd other life stresses will be megsured in the study. Resources
(bB), for purposes of this research, are defined as informal social
support either perceived, instrumental, emotional, informational or

network, and formal support. These independent variables, level of

- child functioning, stressful 1life events, perceived informal social

support and formal services are expected to explain the wvariance in
coping, stress and life satisfaction. No measures of the definition and

meaning the family attaches to -the stress of caring for a child are
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proposed. However, coping, which 18 8een as a product of the
interaction between resources such as Qinformal and formal social
support, and perception of the crisis, is measured. It 18 expected that
level of coping will be explained by the 1nde§endent variables in the
model. Coping, in turn, 18 expected to predict the outcome variables,
stress and 1life satisfaction. The operationalized model is charted

below. \

Figure 3.3 The Double ABCX Model operationalized.

(bB)

Resources
Informal Social Support
-~Instrumental
-Emotional
~Informational
-Network Support
+

~Formal Services

R
(a) (xX)
Stressors Adaptation
Child with -Stress
Developmental Disabilities —>| -Coping |— -Life Satisfaction
+
(a)
Other Life Stresses
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Underlying Presumptions of the Reseatcﬁ

Inherent in any research are underlying presumptions about the
populatiop under study and the relationship between thi;-group and the
larger society. In this case, the research makes presumptions about the
best way for children with severe developmental disabilities to grow up'
and the responsibility 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 is preferable for all children to

grow up in a family situation.

2. It follows 'that family care for children with developmental

disabilities in the natural home is preferable to out-of-home placement.

b
3. It 18 the Jjudgement of professionals dealing with this
population that most families, when given adequate supports, can care

for their disabled children at home.

A
4, Furthermore, families indicate to professionals that they

prefer to care for their children with developmental disabilities at

home.

5. Available evidence supports that children with severe
pdevelébmental disabilities can grow, intellectually, emotionally and

soclally, and that they are able to learn new skills.
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6. The state has a responsibility to provide assistance in meeting
th'ew basic needs of vulnerable populations, including children with
developmental disabilities. However, the responsibility of the state is
by no means static and in fact it often comes under agtack, especially

at times of fiscal g:onstraint.

Presumptions 2, 3, and 5 are fairly new beliefs in the field of

developmental disabilities and are the product of the community living

movement.
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CHAPTER IV

METHODOLOGY

Introduction

This is a study to determine the influence of informal social
support on stress and life satisfaction in the mothers caring for a
severely developmentally disabled child. The research is par‘t; of a
larger longftudinal study conducted by myself and co-investigator,
Judith Meyers, to evaluate the impact of a cash subsidy programme on
recipients. On July 1, 1984, Michigan implemented the Family Subsidy
Act which provides a cash subsidy of $225.00 per month for fam:lliex; with
severely mentally impaired, severely multiply impaired and autistic
impaired children under the age of 18 who are 11\:1113 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

subsidy is not considered in the income ceiling for other public

programmes or for the purposes of subsequent state and fet!eral income

taxes.
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, ~/ mothers with severely developmentally disabled children. The larger
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In order to evaluate the extent and manner in which this new
progfamme 1is helpful to families, 100 female primary caregivers,
residing in one of four Michigan counties, were interviewed prior to
receiving the subsidy (June, 1984) and then re-interviewed one year
later (June, 1985). Analysis of time 1 interviews revealed that
informal social support was the only factor which significantly
moderated stress and enhanced coping for the primary caregiver. gince
only one global measure of informal support was included at time 1,
three additional instruments which elaborate the type and source of
informal support were added to the time 2 protocol. These instruments
will serve as the basis for the research on the relationship between
informal support and stress. Because this research 1s part of a
comprehensive longitudinal study; other data which corroborate the
primary instruments utilized are available. Also, the global measure of
informal support and all measures of stress, coping and 1life

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 sample selection, protocol for interviewing, conceptually and
operationally define the terms employed, and describe the instruments
utilized. Furthermore, reliability and validity of the instruments will

be presented along with details of the data analysis.

Regearch Design

This 1is essentiallf a cross-sectional study describing the

characteristics of the informal social support system of a sample of
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study which serves as thé,context for this research is a longitudinal
intervention study. The purpose of the larger study was to determine
the impact of receiving & cash subsidy upon eligible families. A
control group was not used because all families within the State of
Michigan with severely handicapped children were eligible for the
subsidy, making it impossible to select an unbiased sample of families
not receiving the subsidy. Consideration was given to select%ng a
control group of families with less severely handicapped who would not
be receiving the subsidy. However, it was felt that the conditions were
sufficiently different for these families to make comparisons invalid.
Thought was also given to contacting a neighbouring state as a control
group source. Again, economié and social factors 'would have been
difficult to duplicate; in addition, costs would have been prohibitive.
We decided 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 ome of

four Michigan counties - two urban and two rural - who have children
with severe developmental- disabilities residing in the family home.
Children réngé in age from 4 to 17 years and the yearly taxable family
4ncome for 1983 did not exceed $60,000. Children are also enrolled in
the public special education programme and classified as either severely

mentally impaired, severely multiply impaired or autistic.
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Sample Selection

The sample population of 100 families was selected from two 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
study. Countles were selected with the assistance of experts from the
Michigan Department of Mental Health which had just complefed 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 families interviewed in each of these areas approximates the
distribution of the population of eligible families among these two

types of counties 1in 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 (ISDs). The ISDs in each county are responsible for special
education services. Consequently, they have a complete listing of the
children in the three impairment categories for their county. The ISDs
sent letters prepared by the researchers to all families with a child
who fit the diagnostic criteria for the Family Support Subsidy Programme
describing the study and enlisting their participation. Confidentiality
was acsured, as no names were released to the researchers. A
pre-stamned postcard addressed to the research team was included with
the letter requesting address, telephone number, and age of the

handicapped child. Parents could also opt to request further
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inforﬁation about the study without providing any information beyond
telephone number by cheéiing the appropriate box on the postcard. It
was also explained in the letter that the study was independent of the
subsidy and that families would be paid $5.00 for each interview in
appreciation for their time. .
£

Figure 4.1 describes the sample selection process. Approximately
625 letters were sent, 500 in Wayne County, 100 in Genessee County and
25 in Shiawassee and Tuscola Counties. A total of 315 postcards were
returned, yielding a response rat; of 50%. Twenty families refused to
be interviewed, 1leaving 295 families who agreed to participaﬁéé
Thirteen families were excluded for reasons that included: the child
was over 16 years old (N = 10); there was more than one severely
handicapped child in the family (N = 2); or the father was the primary
caregiver (N = 1). From the 282 eligible families responding, a
stratified sample based on age of the handicapped child was selected.
Stratification was determined by state data which indicated 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 cit}es and another
thirty from the City of Detroit to assure a mix of families from
different income and racial groups, since data were not available

regarding these characteristics prior to sample selection.

At time 2, 90 families were available for follow-up. Ten fam%}ies

were not re-interviewed for the following reasons: three families moved
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Figure 4.1. Sample selection flow chart.

b

2,000 Families

Statewide
~
¢
625 Families 1,375 not
Contacted in Contacted
4 Counties
315 Families 310 did not
Responded Respond
295 Agreed 20 Refusals

to Participate

282 Eligible 13 Families not
Families Eligible

100 Families 169 Families
Selected not Selected
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out-gtate; one family placed their child out-of-home; one had a

seriously ill child; one child was not living with the same primary
caregiver; one child died; one mother refused to be re-interviewed
because she found it too demanding the previous year; another mother was
excluded because her command of English was not adequate to comprehend
the questionnaire; and one family could 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. I decided not to
test whether the demographic characteristics of those not available at
follow-up are statistically 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, 902 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
statewide enrollees is compared to the entire sample for general

information, not because it was our intention to select a sample

representative of the state.
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Table 4.1 L
Demographic Characteristics of Respondents Available at Follow-up
Compared to those not Available
Percentage
Available Not Available
. (N=90) (N=10)
3 4
Diagnosis
Severely Mentally Impaired 41 10
Severely Multiply Impaired 36 50
Autistic Impaired 23 40
Sex of Children
Male 51 60
Female ‘ 49 40
Age of Handicapped Child
4 -6 27 30
7-9 23 10
10 - 12 24 10
13 - 17 26 50
Race of Children
Black 47 70
White 49 30
Other 4 0
Marital Status of Mother )
Married 56 * 30
Single 44 70
Educational Level of Mother
High School 21 20
High School 50 60
College 29 20
Income ,
£ $5,000 ) < 13 20
5,001 - 10,000 26 40
10,001 - 20,000 18 20
20,001 - 40,000 21 1Q
40,001 - 60,000 4 10
7
Employment Status of Mother
Employed Outside the Home ’ 34 10
Not Employed Outside the Home 66 90
County of Residence
Urban 84 90
Rural : 16 10

.
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According to Table 4.2, the sample is significantly different from

the population in Wayne County by diagnosis only. There is a higher
proportion of ’severel.y multiply impaired children in the population than
in the sample. In Genessee County, the sample differs significantly
from the population of Genessee 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 significant differences between the population
and sample. However, statistical analysis was not performed for race
since three cells did not contain any subjects. 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. Although 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 adaxltation to having a

severely handicapped child.

Data Collection

During the months of June and July, 1984 and then again during the
same months in 1985, interviews were arranged by telephone and conducted
with the female primary caregiver at a time and place of her
convenience. Experienced interviewers were hired and trained by the
researchers. A one-day training session was held at times 1 and' 2 and

h
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Table 4.2

Demographic Characteristics of the Sample Fopulation Compared to the
Total Population Enrolled in the Programme by County

County (%)
Wayne " Genessee Tuscola/Shia. 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) -
y 4 y 4 y 4 z z Y 4 % h4
L1
Diaggosis x x%
SMIb 28 33 74 59 52 43 43 41
SX1 50 33 8 32 34 50 42 36
AI® 21 33 18 9 14 7 15 23°
Sex R *
Male 55 59 47 23 55 64 52 51
Female 41 41 37 77 28 36 41 49
Unknown 5 - 16 - 17 - 7 -
Aged
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
Race *%
White 46 39 48 50 72 86 69 49
Black 45 61 31 41 - - 19 47 -
Other 3 - 2 9 - ‘14 4 4
Unknown 7 - 19 - 17 - 10 -
Income
48,000 38 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
;SMI = Severely Mentally Impaired

SXI = Severely Multiply Impaired

CAT = Autistic Impaired

Population percentages do not equal 100X because children under the age
of 4 are not included. .

*p £ .05
*xp £ .001°

/
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consisted of didactic material on the population being studied and

review and practice with the research protocol. The interviewers were
naive to the purpose of the study; however, they were aware that the

families were receiving a cash subsidy.

Definition of Terms

o

This section will present definitions, both conceptual and
operational, of the terms used in the study. The federal definition of
developmental disabilities;is provided first because it is the rubric

under which all of the impairments described are subsumed.

Federal Definition of Developmental %Babilities

A developmental disability is a B8evere, chronic disability
attributed to a mental and/or physical impairment, manifested before the
person reaches age 22, which is likely to continue indefinitely. It
also:

1. Results in substantial functignal limitations in three or more
of the following areas of major life activity: -

- gelf care

learning.

mobility

self-direction
- econonic sufficie‘ﬁcy
-~ receptive and expressive language

*

capacity for independent living




‘1 2. Reflects the person's need for a combination of individually
planned and coordinated care, treatment or other services which are of
extended duration.

Impairment Categories

Students are classified as Severely Mentally Impaired (SMI),
Severely Multiply Impaired (SXI) or Autistic Impaired (AI) according to
criteria established by the Michigan State Board of Education (Michigan

State Board of Education, 1983). The state definitions follow.

1. Severely Mentally Impaired:
a.) Development at a rate of approximately 4% or more standard

deviations below the mean as determined through

intellectual assessment;

¢

b.) Lack of development primarily in the cognitive domain; and

¢.) Impairment of adaptive behaviour.

2. Severely Multiply Impaired:
a.) Multiple handicaps in the physical and cognitive don;iins;
b.) Inability to function within other special education

' programmes which deal with a single handicap; and

¢.) Development at less than the expected rate for the age .
group in the cognitive, affective or psychomotor domains.
3. Autistic Impaired:
’ ‘ a.) Disturbance in the capacity to relate appropriately to
%S . people, events, and objects; N
i

b.) Absence, disorder, or delay of language, speech,, or
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meaningful communication;

c.) Unusual or incomsistent response to semsory stimuli in one
or more of the following: sight, hearing, touch, pain,
balance, smell, taste, and the way the child holds his/her
body; and )

d.) Insistence on sameness as shown by stereotyped play
patterns, repetitive movements, abnormal preoccupation, or

resistance to change.

1. Immediate family: For the purposes of this study, immediate
family tl'efers to the female primary caregiver, her handicapped child,
natural or otherwise, plus the other persons residing in the home who
are related 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 defines as family, beyond members of the immediate family.

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 beneficial emotional or behavioral
effects on the recipient” (Gottlieb, 1983; p. 28). .

2. Operational definition: Actual or perceived assistance which

is provided to the primary caregiver in the form of 4information,
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3.

L)

concrete instrumental support or emctional support by family, friends,

neighbours, co—workers, or other parents of handicapped children.

Coping
1. Conceptual definition: The continuing ability of the primary

caregiver to manage and deal with the social, psychological and
financial stresses of raising a severely handicapped child.
2. Operational definition: The degree to which the primary

caregiver feels she 1s dealing with the demands of a handicapped child.

Stress

1. Conceptual definition: :I'he amount of social, psychological alhd
financial strain the family experiences as a result of caring for a
severely handicapped. child.

2. Operational definition: Stress as an outcome variable
contains four dimensions. They include the burden of care, costs
related to the care of the handicapped child, family and social
pressures and depression in the primary caregiver. Stress as an input
includes, the demands of the child due to his or her 1level of
functioning, and life events which contribute to familial stress but are
largely unrelated to the handicapped child. ‘

Life Satisfaction !

1. Conceptual definition: The degree to which on; feels her
sccial, psychological and material needs are met.

2. Operational definition: The primary caregiver's satisfaction
with her life at this point.

g{’
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Formal Support

1. Conceptual definition: Support provided to the family or
hand1capped negnber which ‘is outside the informal system and 1is
financially reimbursed by the individual receiving the service or a
third party payor such as Medicaid, Blue Cross or the state.

2, Operational definition: Direct services, often provided
tixrough the s8chool or community agency, by a professional or

paraprofessional to the family or handicapped child.

Summary of Definitions

The preceding section described the conceptual and operational
definitions for the terms used in this research. For the purposes of
clarity and summarization, Table 4.3 outlines the operatio;xal
definitions of informal social support, coping, stress, life

satisfaction and formal support.

Measures

Informal Social Support

i

1. Carolina Parent Supplort Scale (CPSS): Social relationshipn
which exist for the primary caregiver were measured by a modified
version of the CPSS wt;ich was developed by Marie Brigtol (1983) and
adapted from the Sources of Help Checklist by Bronfenbrenner, Avgar, and
Henderson (1977). The instrument asks about possible sources of
informal support and the degree to which each source is helpful to the
respondent in raising a handicapped child. Although the scale includes
items regarding both formal and informal support, only the informal

support items were used. Bristol operationally defines informal social

24
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Table 4.3

Operational Definitions of Major Concepts

Meagure

1. Informal Social Support “
(Three Instruments) -

2. Coping
(Coping Scale)

3. Stress as an Outcome b
(Impact on Family Scale)

Operational Definition

Actual or perceived assistance
to the primary caregiver. Can
be instrumental, emotional,
informational or network:.

Primary caregiver's perception

of her ability to coge with care
of the handicapped child.

Four Sub-scales:
= Burden of: Care
- Cost of Care

' - Pamilial/Social Issues

Stress Related to Chilg
(Level of Functioning)

Life Stress d
(Life Stress Scale)

4. Life Satisfaction
(Life Satisfaction Scale)

5. Formal Support

- Depression

Child's ability to communicate,
tollet and ambulate. Sexually
and physically inappropriate
behaviour. .

Common life events, largely
unrelated to the handicapped
child, which lead to life
stress. ’

Primary caregiver's satisfaction
with her 1ife at the current
time.

Number of services used by the
family or handicapped child in
the past month.

Y

:Bristol, 1983; Tausig & Epple, 1985;
cStein & Riessman, 1980
olroyd, 1974

H
dHolmea & Rahe, 1967
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each item ranged from O (not applicable or not at all helpful) to 4 (a

support "as those (acts) which do not require exchange of money or

formal organization. They include the rating of availability and
helpfulness of immediate and extended family, friends, neighbours, and
other parents of special children™ (p. 1). A Likert response format
which rangeé in helpfulness from "not at all” to "a great deal” is used
with mothers. Respondents can also indicate that the source is "not

applicable.”

Bristol (1985) reports that she has used the CPSS in four studies
of parents with developmentally disabled cglildren, three studies of
mothers and one with fathers. In the stud:ies conducted with mothers,
perceived adequacy of informal 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 the child. Bristol has not reported on the

reliability or validity of the CPSS.

The CPSS was used at both times 1 and 2, At time 1, the same

instrument was administered to both married and single women. At time
2, separate versions of the scale were used for married and single
women, allowing direct comparisons between husbands and the handicapped

child's father regarding degree of helpfulness. Possible scores for

great deal heipful). All items were summed to yield a total support

score. At time 1, values ranged from 1 to 28 with a mean of 11.76 and a
)

standard deviation of 5.65. At time 2, values went from 1 to 29 with a

mean of 13.93 and a standard deviation of 6.71. The higher mean at time
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2 could be act;ounted for by the fact that single mothers were asked
specifically about the helpfulness of the child's father, his parents,
and his other relatives. V
2

2. Assistance with Managemént Scale: This scale was developed by
Tausig and Epple (1985) and measures support given to the pr:l.mat:y
caregiver in the form of information, instrumental help, and emotional
support. Also queried is the source of support, its frequency, and how
important the assistance was to the respondent. The instrum;nt has
cc;ntent validity in that it measures all three domains of informal
social support: informational, instruméntal and emotional. No tests of
reliability have been conducted according to Tausig. Even with these
limitations, I decided to use the scale because, to my knowledge, no
other measures there three types of support in one s8cale have been
developed for use with families of handicapped 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 child; (4) family emergency; (5) housing or s;)ace problems;
and (6) employment problems. Respondents were asked how often they
received assistance with these tasks and items were scored from "never"
(0) to "almost always” (3). Scores ranged from 0 to 12 with a mean of

@.03 and a standard deviation of 2.45.

Emotional support was tapped by three questions. Respondents were
asked how often they received assist‘ance w.it’h: (1) understanding the
handicapped child's needs and problems; (2) tamily problems; and (3) the
feeling that the demands of caring for the disabled child are a burden.

j

.
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y ;c Scores ranged from O to 7, with a mean of 2.03 and a standard deviation

of 1.75.

Finally, informational support was measured by a single item which

asks how often the primary caregiver received assistance with
- 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 then tabulated for an overall measure of support.

Scores went from 1 to 22, with a mean of 8.09 and a standard deviation

s

of 4.08.

3. St;cial Network Support: Network support was measured by an
( ins;trument which identifies the number of close friends available to the
‘ respondent. Specifically, the mother 1s asked about the people she can
confide in, their relationship to her, and whether they are male or .
female. It was possible for the respondent to name up to four
confidants. For each confidant named, the mother received a point. The

rﬁge in scores was 0 to 4 with a mean of 1.96 and a standard deviation

of 1.16.

Summary of Informal Soclal Support Measures

Three measures of informal social support were included in the
questionnaire. The Carolina Parent Support Scale is the only instrument
available at time 1 and time 2. However, at time 1, the same support
instrument was used for married and single women. At time 2, a separate

( instrument was administered to married and single mothers, allowing for

direct comparisons between these two groups in terms of the perceived
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helpfulness of husbands and the handicapped ehild's father. Two
additional instruments were 1introduced at time 2, one measuring
instrumental, emotional and informational support, and one measuring the
nunber of network members available to the primary caregiver. Although
the instruments measure a different aspect of informal social support,
one would expect a correlation between measures. Therefore, the CPSS,

\

management s8cale and network scale we

correlated. Although the
correlations between these Instruments wer moderate-, between .35 and
.29, they were in the éxpected directions and stftistically significant.
Table 4.4 displays the correlation coefficients and the corresponding
p-values. Table /4.5 describes the instruments used to measure informal

social support by type of support. s

Coging

To determine the extent to which mothers felt they were coping,
they were asked, on a scale from "poorly” to “excellently,” how well
they felt they were coping with the demands of their handicapped child.
This question is formatted on a Likert Scalé with a possible score from
0 to 3. At time 1, the mean was 2.93 with a gtandard 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
with the demands of the handicapped child's care. These responses will

be analyzed for content.
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,.‘ Table 4.4

Pearson Product-Moment ) Correlations Between Informal S8Social Si:pport

Measures o

Measure

Measure cpss? Management Network

cpss®? 1.00 .35 .35
. Management - - .29

Network » - - -

*p L .003

( ) 8carolina Parent Support Scale
®&p £ ,001

ki
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Table 4.5

Measures of Informal Social Support by Type of Support

Measures

-

1. Social relationships
(Carolina Parent Support Scale)®
Asks: Do they exist and
how helpful are they?

*Available at times 1 and 2

2. Social sypport
(Managemerit Scale)
Asks: Do you get help?
How important is 1it?
Who provides it?

3. Soc¢ial network
(Social Network Form)
Asks: Do you have people
to confide in, and what
sex are they?

" Type

~Global measure of ' -
perceived support - does
not specify type.

=Instrumental
~Emotional
~Information

-Emotional

®Bristol, 1983
Tausig & Epple, 1985
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l. Stress as an outcome variableﬁwasb measured by the Impact on
Family Scale, a 25-item instrument developed by Stein and Riessman
(1980) which examines how raising a chronically ill child affects the
family. Factor analysis of this instrument by the original authors has
identified four issues: (1) "economic burden, or the extent to which
the 1llness changes the economic status of the family, drawing away from
other resources; (2) social 1mpact;, or the quality aad quantity of
interaction with those outside the immediate household; (3) familial
impact on interaction within the family unit including parental and
°s:l.blél.ng relationships; and (4) subjective distress, or the strain
experienced by the primary caretaker that is directly related to the
demands of the i1llmness” (p. 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 aubscales
between .60 and .86 and for the total, .88. All coefficients were felt

by the authors to be acceptable for group comparisons, suggesting

homogeneity of the item sets.

Although the Impact on Family Scale was designed for wuse with
families having a chronically 111 child, it was felt that thefe were
enough similarities between the two populations to warrant use of the
instrument with families of developmentally disabled children."
Consequently, the wording- of items was changed, where appropriate, to
refer to "handicappgd" children and items felt to be unrelated were
dropped altogether. Only 13 of the original 25 items were included in

the modified scale and 12 new items were added by the author.
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In order to determine whether the modified scale identified similar
factors with a population of families with handicapped children, factor
analysis was performed. To ascertain whether the instrument measured a
single phenomenon or geveral phenomena, a principle icomponenta factor
analysis was run. This method revealed that the first factt;r explaingd
30% of the variance in the items. Carmines and Zeller (1979) report
that researchers should assume that a single phenomenon i; being tapped
vwhen the first extracted component explains 40% or more of the(/variance.
Therefore, although 30% can be considered high, there is support lfor 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 to coincide

with Stein and Riessman's analysis.

Table 4.6 shows the factor analysis of the Impact on Family Scale
by factor loading. The first factor 1includes items which primarily
relate to burden of care issues. For example, the family gives up
things, or each day is planned around the child's special needs, are
statements 1ndicativé of the family's personal costs. . Furthermore,
foregoing work or school on the part ‘of the primary carégiver, shows the
price 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 financial impact of caring for a child wi.th disabilities. This,
incidently, is the only factor which parallels Stein and Riessman's
factor analysis. The third factor has mﬁhj\tly/to do with social and

family issues, and the fourth factor includes only two items, which

“ ™,

together might be construed as a depression score. These two items deal
;
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Table 4.6 ’

Factor Analysis oféﬂgkqmpact on Family Items: Matrix Ranked by Factor

Loadings (Varimax) - )

y Factor
I 11 I11 1y

Because of my child's handicap

we find it difficult to take 2
trips or vacations...... cerees .77 .20 .01 -.09
Our family gives up things

because of my child's handicap .71 .28 .20 .15

I have difficulty getting some-

one to care for my child when I

need to go shopping or &n

(3 o B+ Ve U T .68 .07 .14 .36

R AR

Most of what we do each day is -
planned around my child's

special needs.......ccceviennns .61 - .15 .06 .12

I can't take a job outside the i
home because of my child's

condition..ieieeinanecienecnns .58 A7 .24 -.03
It 18 hard to find a reliable

person to take care of my child .51 .25 .02 .17

I worry about what will happen

to my child in the future..... A7 10 .00 .23

I don't have much time left over
- for other family members after

caring for my child........... N1 .39 .29 .lg/,

\

Our child's handicap does not . A
interfere with out social life .43 .18 .35 .22

I gave up working for a while

because of my child's .

diBBbility............. ------- 153 .21 .32 —029

~ .
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Table 4.6 @ (continued)

Factor

II  III

Iv

My child's handicap has kept me
from going to school.......... .41

I think about not having any more
children because of my child's
handicap.'-..........'....'.Il .29

Additional income is needed in
order to cover our expenses... .16

We have to borrow money to help
pay for our child's care....... .07

The cost of my child's care is -
causing financial problems for

the familyl"...l.l.l'......I. .21

I am unable to save much money
because of the expense of my
child's care....cceeevcneccces .40

Fatigue is a problem for me... .23

Time is lost from work due to
appointments and care of my
handicapped child.....c..ceveses .28

Because of my child's disability
we are closer as a family..... -.10

My child's handicap keeps us
from going out to visit friends
or relatives-.....'."....‘... .46

Because of my child's handicap
we usually don't invite friends .
to ourhome......l..l...'..... '39

My relatives have been under-

standing and helpful with my
child..l....r..l‘.........'.l. .14

- 137

.37 .41

.17 .04

.68 -.13

.63 .04

.61 -.01

.56 -.04

.45 .15

.17 .52

027 ! 042

.14 40

-005

.16

.07

.20

.08

_020

.11

.21
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‘ Table 4.6 (continued)

Factor

1 II III Iv
Learning to manage my child's
handicap has made me feel better
about uyaelf..-'--.-...-...... .02 -015 .27 -019
Relatives interfere and think
_linow what's best for my child. .10 .10 .13 .61
Nobody understands the burden I
carry.l'..'0..-..ll.“!l."..l .39 .26 .14 048
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with interference from relatives and the perception of the primary

4

caregiver that no one understands the burden she carries.

It is difficult to make direct comparisons between Stein and
Riessman's original scale and the one modified for use in this study,
because all the items are not identical. . As a reliability check,
Cronbach's alpha was computed for the four sub-gcales and the total.
Table 4.7 shows that coefficients for the sub-scales were between .51
and .86, and for the total it was .89. The total coefficient is high,

Buggesting good reliability of the instrument.

2. To determine the level of stress attributable to the demands of
the handicapped child, the questionnaire included a scale adapted from
Holroyd's (1974) Questionnaire on Resources 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
characteristics, physical incapacitation and social obtrusiveness.:
Under child characteristics, those items pertaining to communication

were included. Regarding physical incapacitation, questions were used

' which tapped the child's ability to feed, toilet and ambulate. The

remaining items dealt with sexually inappropriate and physically abusive
behaviours. No scale was used in it;i entirety; as the objective was to
determine a measure of the demands placed on the primary caregiver due
to the child's lack of basic skills and inappropriate behaviour. The
intent of Holroyd's instrument is to measure stress in familiwes of
developmentally disabled children; therefore, scales unrelated to our

objective of measuring functional ability were ‘not included.
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Table 4.7 .

Reliability Analysis of Impact on Family Scale, Time 2

LY

&

No. of Alpha
Dimension Items Coefficient
/r
Burden of Care 12 .86
Finsncial 6 .77
Familial/Social 5 .60
Depression 2 .51
Total Score 25 .89
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A measure of child's functional level was arrived at by scoring 0
for negative answers and 1 for positive answers. For instance, 1f the
answer to "my handicapped child cannot walk without ﬁelp" was yes, the
value assigned would be 0. This yielded a total score with higher
values indicating better ability t¢ function. The mean score at time 1
was 6.71 and the standard deviation 2.64. At time 2 the mean was 7.27
and the standard deviation 2.90. The increase in means between time 1
and time 2 is probably related to maturity in the children.

, " In order to determine whether item# measuring similar functional
areas were rTreliable, 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) 1Is your child able to communicate with others of his or her age

group? (2) Is it difficult to communicate with your child because he or

she has difficulty understanding what is being 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, all

of the items were correlated in the expected direction.

The two questions regarding toileting were: (1) Is your child able
to go to the bathroom by him or herself? (2) Does your child use a
bedpan or diaper? In, this case the alpha was acceptable at .78,
suggesting .that these questions consistently measure the same

phenomenon.
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Regarding ambulation, two items were analyzed: (1) Can your child

walk without help? (2) Can your child go up or downstairs by him or

. herself? The alpha was high at .94, 1nd1cating good reliability,

I was also interested in whether children who were harmful to
others were likely to be harmful to self. Cronbach's alpha was computed
for }tems 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
suggests 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 functional area of communication.
Furthermore, children who abuse themselves 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, two which asked if the handicapped child

"had entered puberty or changed schools in the past year, and onme which

asked 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 impact of a

handicapped child upon the family. Table 4.8 shows the items used and

the values assigned to each life event. The scores rangéd from 0 to 314
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1 Table 4.8

Stressful Life Events Rating Scale, Time 2

Rank \ Life E}{eﬁt V‘alue

1 ) Death of Spouse 100

2 Divorce " 73

. ¢ 3 Marital Separation B 65

4 Death of Close Family Member - 63

s Robbed or Attacked (5 53+

: ) 6 Personal Injury or Illness 53

. 7 Marriage 50

8 Fired or Laid-off Work ‘ 47

I 9 L Change in Health of Family Member 44

Q 10 Pregnancy 40

11 Handicapped Child Entered Puberty 39«

12 Handicapped Child Started/Changed Schools 30%

13 Child Left Home - 29

14 ( , Begin Working Outside the Home 26

. 15) Change Jobs 20

E /’,W,lﬁ' Change Residence ‘ 20

| e

: / *These items were not Included in Holmes and Rahe's (1967) Scale but

( ~ were added by the author. Scores for these items were arrived at by
considering similar items included by Holmes and Rahe and the author's
knowledge of the impact of a handicapped child on the family.
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with a mean of 80.67 and a standard deviation of 69.31. The
distribution was skewed to the lower end of the scale, meaning that most
people had low or moderate stress scores and a few had extremely high
scores. Consequently, the scores for this instrument were not normally

distributed, but highly skewed to the lower end of the scale.

Life Satisfaction -

o

Life satisfaction was measured by a question which asked the
respondent on a ten point séﬁﬂe how satisfied she is with her life at
the present time. Consequently, life satisfaction scores ranged from 0
to 10, with higher scores indicating greater life satisfaction. At time
1, 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’l and 2 was significant at the .05 level
(t (88) = 1.95). Using other indicators of satisfaction which were Qart
of the questionnaire, a satisfaction index was constructed. Included in
the index were the following three items: (1) Are you 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?
(1, very dissatisfied to 4, very satisfied) (3) How satisfied are you
with the amount of time you were away (for social reasons)? (1, very
dissatisfied to 4, very satisfied). The index mean was 5.62 with a
standard deviation of 2.11. The correlation coefficient for 1life
satisfaction and the satisfaction index was .42, which has a p value
less than .001. This is evidence that the life satisfaction scale has

construct validity. No measure of reliability is available.

i
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Formal Support

The primary caregiver was asked about formal services used in the
past fomf weeks. Pertaining to services used, mothers were asked who
provided the éervice, 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 formal support was arrived at by adding
the number of services used in the past four weeks. At time 2, the mean
number of services used was 3.94 and 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 "tl’}e extent
to which a particular measure relates to other measures consistent with
theoretically derived hypotheses concemi;lg the concepts that 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 were computed for
combinations of all three constructs. Accordiné to Table 4.9, agll
measures are correlated, in the expected directions, at a significance

level of .001 or less, indicating good conmstruct validity.

All of the time 1 instruments can be found in Appendix A and the

time 2 instruments are contained in Appendix B. Furthermore, jTable 4.10
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Table 4.9

Pearson Product-Moment Correlations Between Stress, Life Satisfaction
and Coping, Time 2

Measure

Life
Measure f Stress Satisfaction Coping
x®

Stress - -.48 -.32
Life Satisfaction - - .41
Coping - - -
*p = .001
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& Table 4.10

Construct Validi:y of Coping, Stress and Life Satisfaction Measures

T T A L o
o g Y TR
. v
Y

4

1.

¥ 3.

Measure”

Coping
(Self Perception)

Stress a
(Impact on Family Scale)

Life Satisfaction
(Satisfaction with
current life)

Corroborating Data

~ Life Satisfaction
- Stress

Life Setisfacttdr
Coping

¥

Satisfaction with

working status

Satisfaction with time __
away from child, for self, .
and away socially

Stress

Coping

o~

8Stein & Riessman, 1980
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outlines the corrobsgating data used to measure the comstruct validity

-

of coping, stress and 1life satisfaction. Table 4.11 describes thel
coding algorithm for the instruments used in the study. Lastly, Table
4.12 gives the descriptive statistics for all of the instruments which
will be used in the analysis.

In retrospect, there are some things I would have done differently
in designing the research protocol. First, the short form of the
Questionnaire on Resources and Stress (QRS) developed by Friedrich,
Greenberg and Crnic (1983) could have been used in its entirety instead
of selecting items from three sub—scales. 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 deve}opmental disabilities. The
QRS could have also served as construct Ivicl:ldity for the Impact on
Family Scale. Secondly, in adaptation of the Impact on Family Scale for
use with handicapped children, it would have been better to preserve the
items as much as possible so that the scale could have been more easily
compared when used with' families having a handicapped child. Changing
12 of the original 25 items made it impossible to determine whethe;.‘ the
same factors were identified witl/litf——t\he instrument or how families with
bandicapped children differ from those with chronically ill children.
Finally, the time 2 version of the Carolina Parent Support Scale should
have been used at both time 1 and time 2. This would have allowed

direct comparisons in the level of perceived informal social cmpportm

between time 1 and time 2.

-
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Table 4.11

Coding Algorithm for Instruments.

Indicator

Coding Algorithm

Interpretation

1. Carolina Support
Scale, Time 1 and 2

2. Frequency of Instru-
mental, Emotional and

Informational Support

3. Importance of Instru-
mental, Emotional and
Informational Support

4, Social Network Support

5. Coping

6. Impact on Family
(Stress Measure)

—_

. Ranges from 0 to 4

(0 = Not Applicable;
0 = Not At All;

1 = Just a Little;
2 =, Some;

3 = Quite a Bit;

4 = A Great Deal)

Ranges 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 &
(0 = no persons;
1= 1 persons;
2 = 2 persomns;
3 = 3 persons;
4 = 4 persons)

Ranges from O to 4
(0 = Poorly;
1 = Not Very Well;
2 = Fairly Well;
3 = Very Well;
4 = Excellently)

Ranges from 0 to 3
(0 = Strongly Agree;
’1 = Agree;

2 = Disagree;

3 = Strongly Disagree)
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Higher score,
greater perceived
informal social
support.

Higher score,
greater frequency
of assistance.

Higher score,
greater impor-
tance of
assistance.

Higher score,
greater number of
confidants.

Higher score,
greater ability
to cope.

Higher score,
greater negative
impact and
greater stress.




Table 4.11 (continued)

Coding Algggitﬁm for Instruments

Indicator

Coding Algorithm

Interpretation

7. Level of Functioning

8. Life Stress

9. Life Satisfaction

. Formal Support

Ranges from O to 1
(0 = No; 1 = yes)

Ranges from 20 to 100

Ranges from 1 to 10

(1 = Worst Possible
Life;

10 = Best Possgible
Life)

Ranges from O to 1l
(0 = No;
1 = Yes)

Higher score,
better
functioning.

Higher score,
greater life
stress.

Higher score,

, 8reater life

satisfaction.

.

Higher score,
more Services
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Table 4.12

Descriptive Statistics of Instruments, Time 2

No. of

¢9

Igstrument Items Mean S.D. dhinimum Maximum
cpss® 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
Life Satisfaction ' 1 6.67 2.23 1 10
Fotmal Support 25 3.94 2.26 0 10

&Carolina Parent Support Scale
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Plan for Analysis

Analysis of the data will be both quantitative and qualitative,
with emphasis on quantitative analysis. Descriptive data which show the
demographic characteristics of the sample and the functional abilities
of the children will be presented first. Next, data which describe the
informal social support system available to mothers will be reported.-
Bivariate analysis, comparing women with high and low. levels of informal
social support, single with married mothers and those working outside
the home with those not, will be discussed. Multivariate Ilinear
regression analysis which considers the influence of informal socilal
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 which asked about how they cope with the care

their handicapped child requires.
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CHAPTER V

RESULTS

Introduction

The purpose of this chapter 1s to present the results of the
analysis of the inflilence of informal social support on stress and life
satisfaction 1in mothers of children with severe developmental
disabilities. Comparzi will be differences in social support to married
as opposed to single mothers, and women w;arking outside the home versus
those who are not employed outside the home. Also expiored will be the
role of the subcategories of informal support, instrumental, emotional,
informational, and networ.:k, in assisting the primary caregiver to deal
with the demands of a severely handicapped youngster. The predictive
ability of the theoretical model employe& in Qﬁle study, the Double ABCX
Model, will also be analyzed. Qualitative responses will be presented

to provide insight to mothers' ways of coping.

N\
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The following primary descriptive research question will be

* explored:

In addition,

What is the nature of the informal social
support system of the primary caregiver with
a severely developmentally disabled child?

three descriptive research questions which compare

women according to level of support and selected demographic variables

will be addressed:

1'

What are the demographic factors which discriminate mothers
who have high levels of informal social support from those
who have low levels of support?

Do single women differ from married women in their informal
social support system?

Do mothers who. are working outside the home differ from
those who are not in their informal social support system?

primary hypothesis which will be tested is:

L

* o
Female primary caregivers who report high informal
social support will report lower stress and greater
life satisfaction than those women with low informal
social support.

~

With respect to subcategories of informal social support,

following four expectations are also proposed:

1.

High Perceived Support - high coping, low stress, high life
satisfaction.

the

High Instrumental Support - high, coping, low stress, high 1ife

satisfaction.
High Emotional Support - high coping, low stress, high life
satisfaction. \
High Informational Support - no significant effect om any
meéasures of coping, stress and
life satisfaction.

High Network Support - no significant effedt on any measures of

coping, stress, life satisfaction.
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The results will be presented in the following sequence. First,
the demographic characteristics of the sample will be presented, along
with a description of the functional abilities of the children. Second,
data which describe the informal ‘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 informal s'ocial
support, single mothers with married mothers and those working outside
the home with those who are not employed. Multiple linear regression
analysis examining the influence of informal social support on coping,
stress and life satisfaction will th‘z‘n be reported. Presented lastly
will be a qualitative analysis of mothers' responses to an open—ended

question about how they cope with the caregiving demands of their

handicappgﬁm\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%Z). Approximately half are male and half
female and the children are evenly distributed across the age categories
from 4 ‘to }Q years of age. Forty-seven percent of the children are
Black, 492 white and 4% Hispanic. Fifty-six percent of the mothers are
married and 44X single. Most mothers have a high school education
(50%), while 21% havé'not attained a high school degr é and another 29%
have at -least som; college. Four of the primary caregivers are the
biological grandmothers of the children and one is a sibling. None of
the children is adopted or in a foster home. Approximately half of the
families fall above an annual income of $15,000, and the other 50X earn

: {,
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‘ Table 5.1 - o ]

Demographic Characteristics of Sample

’ Percentage
(N=90)
Diagnosis
Severely Mentally Impaired 41
. Severely Multiply Impaired 36
/¢§ Autistic Impaired 23
Sex of Chilgdren
Male ,\' 51
! Female 49
Age of Handicapped Child
\ 4 -6 27
7-9 & 23
. - 10 - 12 24
' 13 - 17 26
Race of Children ¢
Black . 47
i White 49
( Other 4
’ Marital Status of Mother
Married o ., 6
Single 44
Educational Level of Mother
High School 21
High School 50
College 29
‘ £$5,000 9
5,001 - 10,000 24
10,001 - 20,000 28
’ - 20,001 - 40,000 31
| { 40,001 - 60,000 8
‘ Employment Status of Mother
Employed Outside the Home 34
P Not Employed Outside the Home 66
Eamployment Status of Father
Employed ‘ 77
Unemployed 23
( *  County of Residence
. Urban 84
Rural . . 16
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an annual income below $15,000. The majority of the fathers are
employed (77%) and one third of the mﬁhers are working outside the
home. The sample is 842 urban and 16% rural. Analyses presented in the
Methodology Chapter showed that the sample is Qﬁfa:lrly 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 has significantly more Blacks than the enrolled population.
Therefore, caution should be exercised in generalizi;zg the resultsn to
the State.

Table 5.2 shows the percentages 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 is a problem for approximately a third of thersample. The
chil¥ren represent the severe 'end of the continuum in terms of the
developmentally disabled population. Their disabilities are not likely

to improve significantly and they therefore present long-term dependency
d

needs to their caregivers.

Primary Descriptive Research Question: What 1s the nature of the

informal social support system of the prdmary caregiver with a severely

developmentally disabled child?

This section will present descriptive data regarding the informal
social support system of the primary caregiver. Three dimensions of
social support, represented by different instruments, will be reported.
Explored first will be the ffequency with which instrumental, emotional

and informational assistance was received, the importance of this help
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Table 5.2

Functional Abilities of Children, Time 2

Responses (N=90)

d

Function Yes % No
4 4
Is able to communicate with others of
his/her age group? 13.3 86.7
Can ___ feed him/herself? 68.9 31.1
Is ir difficult to communicate with
hgﬂause s/he has difficulty understanding »
what is being said to him/her? 60.0 40.0
. Is ___ able to play by him/herself? 86.7 13.3
Is able to go to the bathroom by him/
herself? . 38.2 o 61.8
Does ___ lose control in a way that is o
harmful to others or destructive of property? 27.0 73.0
Does ___ physically harm or abuse him/hersel£? 37.8 62.2.
Does ___ exhibit sexual behaviour that is N
difficult to deal with at times? 10.0 90.0
Can people understand what ___ tries to say? 31.1 68.9
Is ___ able to express his/her needs to others? 57.8 42.2
Does ___ have to use a bedpan or diaper? 65.6 34.4
Can ___ walk without help? 66.7 33.3
Can ___ go up or downstairs by him/herself? 61.1 38.9
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@ and the source of help (Management Scale’)./ Described next will be
mother's responses to the Carolina Parent Support Scale (CPSS), which
measured the perceived helpfulness of possible social support network
members. Since the CPSS is available at time 1 and time 2, albeit
differennt versions, scores on tlilis scale will be compared to the extent
possible. Finally, the social ne't:work of mothe‘f%/will be described in
terms of number and gender of conifidants (Social’Netwoi:k Scale).

f

Mothers of a severely developmentally disabled child‘ appear tol take

)
almost full responsibility for the day-to-day care of their handicapped

child. Table 5.3 shows that of the 90 mothers interviewed, over 62%
sald that they never receive help with household chores and
g§ approximately 60% reported that they never or only sometimes have
“ babysitting for their handicapped child. With respect to emotional
support, almost“57% stated that they never receive help with the feeling
that the demands of caring for a handicapped child are a burden. This
was true even though they asaume‘ a high proportion of the care

responsibility.

-

. Ll
Although-women did not receive much help with daily tasks, the help

they d:l-d receive was important or very important. For instance, as seen
in Table 5.3, of those receiving help with household chores, almost 80%
stated that this assistance was important or very important. Similarly,
96% rated help with babysitting for the handicapped child important to .
very important. This trend held true for all ?Ltypes of assistance
= hueried. The usual source of assistance was family members, regardless

Y

of the type of help received (lsee7 Table 5.4). The only departure was in
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C Table 5.3 , , 1

Percentage of Primary Caregivers Receiving Assistance and Importance of |

Assistance, Time 2

How often was If received, how important
, . i assistance received? was this help?
© Not Some-
very what Very
Some- Almost Impor- lmpor— Impor- Impor-
" Apsistance Never times Often always tant tant tant  tant
. 4 )4 X 4 . .4 2 3
Instrumental Support:
Ride to store,
bank, etc. 48.9 33.3 11.1 6.7 6.5 23.9 23.9 45.7

Household chores 62.2 18.9 8.9 10.0 - 20.6 20.6 58.8

Babysitting for
handicapped child 11.2 49.4 21.3 18.0 1.3 2.6 28.2 67.9

( Family emergency 32.2 48.9 11.1 7.8 - 1.7 11.7 86.7
Financial problems 66.3 25.8 3.4 4.5 - - 20.0 80.0

Housing or space ,
problems 92.2 6.7 - {.1 14.3 28.6 57.1

Employment problems 91.1 7.8 1.1 - \ - 12,5 25.0 62.5 -
Emotional Support:
Understanding handi-

capped child's needs
and prgblems 30.3 41.6 24.7 3.4 - 3.3 27.9 68.9

B Family problems 62.9 29.2 7.9 - 3.0 6.1 30.3 60.6

/ Feeling that the - .

demands of caring for
sthe disabled child :
are a burden 56.7 31.1 8.9 3.3 2.6 5.3 - 23.7 68.4

Informational Support:

( Information about
programmes/services 18.9 46.7 27.8 6.7 2.9 143 32.9 50.0
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@ Table 5.4

N

Source of Assistance for Those Receiving Help, Time 2

Source of help?

Co-workers Com-
or Parent munity
Assistance Family Friends Neighbours Groups Agency Other
z X x z L4 4
Ingtrumental Support:
Y Ride to gtore, 67.4 21,7 10.9 - - -
bank, etc.
Household chores 88.2 5.9 - - 2.9 2.9
Babysitting for ha;xdi- .
capped child 75.0 15.0 7.5 - 2.5 -
Babysitting for .other -
? children 78.3 17.4 4.3 - - -
At Family emergency 83.6 ’ 8.2 4.9 - 3.3 -
] Financial problems 60.0 6.7 - - 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 neéeds
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
demands’' of caring for
the @iéabled child are
a burdén 30.8 23.1 - 20.5 23.1 2.6
Informational Support:
t 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 with understanding
the handicapped child's needs and problems, where community agencies

provided assistance the majority of the time.

While the Management Scale described above measm.:ed the actual
assistance &provided 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 members are the most frequent helﬁers. As seen in
Table 5.5, at time 1, husbands or partners were the most important
gource of assistance and nonhandicapped children the second most cited
“source. Mother's relatives were found 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
provi‘dé’ much support to the primary caregiver.

At time 2, separate versions of the CPSS were administered to
marrie® and single women. Table 5.6 shows that for married women,
husbands were the most helpful, since 62% of mothers stated that‘their
spouses helped a great<hdea‘1. Again, nonhandicapped children proved to
be a great deal of help for 322 of the married mothers’. By contrast,
almost 75% of single women found the child's father not at all helpfl;l
and his relatives were also of very little perceived help to mothers.
As’ shown in Table 5.7, this lack of support was not made up b;r
boyfriends, with, 56% of mothers stating either that they did not have a
boyfriend or he was not at all helpful. For these primary caregivers,

yT
nonhandicapped children were the most important source of support, as

1
i

oy

i
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Table 5.5 . Q

Level 'of Perceived Support.To Primary Caregivers by Soux:ce , Time 1

l{e}ree of Helpfulnessa

Ii!.l'

N/A = Not Applicable

163

N/ Ab or {A
. Not At Just A Quite Great
Source All Little Some A Bit Deal
4 4 2 ) 4 X

Husband/Partner 34 6 4 .17 39
Ex-husband 96 2¢ 2 - -
Mother's parents 31 12 16 X 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
Nonhand icapped

children 18 12 9 31 30
Friends 33 19 21 16 11
Neighbours - 53 20 17 8 2
gu = 90
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( Table 5.6

Level of Perceived Support To Marriasd Primary Caregivers .by Source,

Time 2
]
. X
[ - ) Degree of Helpfulness
LY A
. N/Ab or
' o Not at Just A T Quite A Great ~
. Source All + Little Some A Bit Deal
. 4 z X )4 z °
. Husband 2 4 6 26 62
Mother's parents 36 8 22 24 10
Husband's parents 52 12 16 10 10
Mother's other )
relatives ’ : 34 24 18 20 4
Husband's other . ‘
relatives 50 16 20 12 2
v
( Parents of .
handicapped -
3 ' _ children 36 6 14 14 .10
'
Nonhandicapped *
children © 10 6 18 34 32
Friends 32 18 28 18 4
. Neighbours 50 14 24 12 -
- [ .
! R , - :N = 50
) N/A = Not Applicable

A
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Table 5.7 s
Level of Perceived Support to Single Primary Caregivers by Source,
Time 2
' o
Degree of Helpfulness®
o -
1 N/t’&.D or
Not at Just a Quite A Great
Source All Little Some A Deal
X 2 4 4 4
Boyfriend Coserh 5.1 5.1 12.8 20.5
L
Child's father 74.4 7.7 2.6 10.3 5.1
Mother's parents 28.2 15.4° 12,8 20.5 23.1
Ve
Parents of child's -~
father 82.1 5.1 5.1 5.1 2.6
Mother's other .
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 !
children 64.1 %0.3 12.8 10.3 2.6
) Nonhandicapped .
children 23,1 10.3 2.6 20,5 .+ 43,6
S
Friends 30.8 12.8 20.5 17.9 17.9
Neighbours 51.3 10.3 23.1 }‘i/7 7.7
: ] /
gn = 90
N/A = Not Applicable .
Ay ‘ 5 |
I3 v _,._7\ 'l
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43X of mothers reported their other children to be a great deal of help. This

was followed by mother's parents who were very helpful for 23% of mothers.

As stated earlier, the CPSS was the only informal social support
measure avallable at times 1 and 2. {However, the same inatrument_ was
administered to all women at time 1 and separate versions were
adninistered to married and single women at time 2. This 1limits the
reliability of direct comparisons between scores at times 1 and 2;
nonetheless, 1 contrasted the level of perceived support by source.
Table 5.8 shb}rs\ a significant dincrease at time 2 in support from
husbands or bgyfri\;hdé and ex-~husbands or the child's father. This is
probably a result of the differences 1in instruments rather than a true
increase. At time 2 the instrument given to single mothers more
directly inquired about the helpfulness of the <child's father ard

i .

boyfriend, -probably contributing to the h‘igher Bcores. . ~

o

A

To\ determine whether inc/neasegdjn support from husbands/boyfrien&‘s
and ex-husbands/child's father were attributable to differences in
instruments, I compared married women at times 1 and 2 and single women
at both times. There was no increase in support from husbands between
times 1 and 2 (t (49) = .15, p - .88). However, for single wonen,
support from partner (time 1) or boyfriend (time 2) increased
significantly (t (38) = é.39, p = .02) as did support from ex—husband
(time ‘l)r or child's father (time 2) (t (38) = 2.77, p = .01).

Therefore, it can be concluded that increases in perceived helpfulness
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Table 5.8

Comparisons in Perceived Support to Primary Caregivers by Source for

Time 1 and Time 2

Time?
Time 1 Time 2 Values
Helpfulness of: Mean SD Mean SD t df p
o ]
Husband/boyfriend .. 3.19 1.78 3.52 1.67 2.11 88 .04
Ex-Husband/child's father 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 ' )
Mother's other relatives 2.67 1.28 ,2.64, 1.39 -0.27 88 ,729- —~
{

Husband/child's father's . r /
relatives 1.67 1.06 1.65 140 .-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 0.4ﬁ 88 .66
Neighbours 1.87 1.01 2.03 1.21 .24

1.18 88

aCoding was modified to accommodate paired t-test. Values range from

1 to 5.
N = 89
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C 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 result of two
factors. First, during the interim betwegn interviews families received
a cash subsidy of $225.00 per month. These extra funds may have been
used’ to compensate siblings for baby(itting, or nonhandicapped children

L may have felt they were benefitting in other indirect .ways, rendering
them more helpful. A second possible explanation is that siblings will
Lave matured, meaning that some children would be more:/ j:apable of
bassisting in the care of the handicapped child. In any case, the

increase was, gmal2, from a mean of 3.42 to 3.63, and the difference was

L
( sign{ficant at the .05 level.

. -
I\ . : ‘.

/
To ascertain a measure of social network support, respondents were
asked about the number of people with whom they have a close and
confiding relationship and the sex of those individuals. Table 5.9

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%

male. Of those having a third or fourth confidant, approximately 75%

are female and 25% male.
4
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&% Table 5.9

@

Percentage of female Primary Caregivers by Number of Confidants,

Time 2

Percentage
No. of Confidants Reporting
0 ’ 9
1 30
30
/” -
3 49 ,
e, .,
4 12
\.\J

&

.Table 5.10

Sex of Confidants, Time 2

«

Sex of Confidant
5

j f
Confidant Male Female
% 2
- #H 35 . 65
ﬁ/ -
2 ” 35 . 65"
| #3 24 76
| # , 27 73
0 ° :
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Descriptive Research Question #1: What are the demographic factors

which discriminate mothers who have h;gh levels of informal social

support from those who have_low levels of informal sdcial support?

e

Mothers were dichotomized into two groups by high and low levels of

per%?ived informal social support according to the CPSS. The groups
were divided at the 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 showsxtha£ there were
no significant differences between women with high and low levels of
informal social support on any of the demographic characteristics tested
except marltal status. Married women were more 1ikely than single women
to report high levels of informal social support on the CPSS. This
finding will be expléred in greater detail in the next subsection.
Although the differences were not statistically significant, those in
the low informal social support group had less educatign and lower
incomes than those in the high support group. howeVer, this may be

expected as marital status is correlated with income and education.

-
o~

Descriptive Research Question #2: Do single women differ from married

4

women in their informal social support system?

This section will digéuss the differences between married and
single women in terms of the amount of instrumental, emotional and
informagional 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 ] b

Comparative Demographic Characteristics Between Women with Low and{High

Perceived Informal Social Support, Time 2

g W Percentage
Tow 1SS High 1585
- N=45 N=44
£ 4 X T« 4
Diagnosis
Severely Mentally Impaired 42 41
Severely Multiply Impaired 3 39
Autistic Impaired 25 20
. f
@ Sex of Children o .
Male : 44 57
Female 56 43,
Age of Handicapped Child X -
4 -6 / 20 - 34
7-9 ) 25 23
& 10 - 12 24 23
13 - 17 3l - 20
Race of Children .
- Black 42 43
White 58 57
' >
Marital Status of Mother?* , -
) Married 42 - - 68
Single / 58 32
Educational Level of Mother . ’ .
High School . 27 18 )
High School : 55 41
College ] 18 ’ 3!
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 Status of Mother
Employed Outside the Home 71 59
Not Employed Outside the Home ° ézé , 41
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- (continued)

Table 5.11

Comparative Demographic Characteristics Between Women with Low and High

Perceived Informal Social Support

Percentage
Low ISS High ISS
N=45 N=44
e 2 3
Couﬁty of Residence
Urban 87 84
Rural 13 16
Age of Mother
20 - 30 33 41
31 - 40 42 48
» 40 . 25 11

Low 1SS = CPSS scores between /1 and 13
High 1SS = CPSS scores betweery 14 and 29
*p = .03
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Also examined will be changes in perceived social supvoort 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

v

/
the amount of instrumental, emotional and informational socizl- support
e

* _they received. As seen in Table 5.12, no differences were found ini'the

frequency with which these two groups of wonen received help with a ride
to the store, household chores, babysitting, family emergency or items
related to personal feelings. Single women, however, reported more

support for family problems (t (87) = 3.97, p .001). They also

received help'with financial prohblems more frequently; however, this is

confoynded by income as no other item varied by income.

When mothers were asked about the importanc;e of the help they
received, again the only aignificént difference was in help with family
problems, with single mothewrs attaching greater importance to th;s form
of assistance (see Table 5.13). For those mothers receiving help, there
were no differences in the source of assistance, as both ,groups of

[

mothers got help mainly from family members. ;

E * /

Turning to an analysis of perceived support as mea[(;xred by the
CPSS, Table 5.14 shows that when each possible source (7 support was
examined at time 1, husbands were perceived to be significantly more
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 entire group was

considered, nonhandicapped children were seemed to bef@”iﬁgnificantly more
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Table 5.12

Differences in Frequency of Assistance Provided to Married and/Singlg

Women, Time 2

/

Marital Status

Married Single
(N=50) (N=40) Values
Assistance Mean SD Mean Sb t df p
"]
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
Babygitting for
handicapped child 2,46 .97 2.46 .85 -0.01 87 .99
Family emergency 1.82 .85 2.10 .87 -1.54 88 .13
Financial problems 1.22 47 1.75 .95 -3.39 87 001%™
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:
Understanding handi-
capped child's needs
and problems 1.88 .86 2.18 .78 -1.69 87 .09
Family problems 1.22 .42 1.73, .75 -3.97 87 .00l
Feeling that the ’ ‘ -
-demands of caking §
for the disabled
child are a burden  1.58 .84 1.60 .74 -0.12 88 .91
Informational Support: B
Information about * J
programmes/services  2.30 .91 2,13 .72 0.99 88 .32
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@, "Table 5.13

Differences in Importance of Assistance Provided to Married and Single
Women, Time

"
T

i

#
’ Marital Status®
4 3
Married -Single
B (N=50) (N=40) Values
\Assistance Mean SD Mean SD t af P
Tnstrumental Support:
v Ride to store,
bank, ete. 3.10 .99 3.08 .997 : 0.05 44 .96
Household chores 3.43 .870 3.31 .751 0.41 32 .68
Babysitting for ) ' "
handicapped child 3.67 .656 3.59 .551 0.46 76 .64 *
y Family emergency 3.93 1254 3.77 .504 1.62.°58 .11

K Financial problems 3.80 .422 3.80 .410 0.00 28 1.00
Emotional Support: - : 5

Understanding handi-

capped child's needs
’ - and problems 3.60 .563 3.71 .529 -0.78 59 .45

Family problems’ 3.00 1.000 . 3.73 .456 -2.30 12 .04 °

Feeling that the demands
of caring for the
disabled child . . ~

are a burden 3.60 .681 3.56 .784 0.19. 36 .85

Informational Support:

N

Information about : .
programmes/services 3.23 .891 3.40 .724 -0.88 68 .38

aHousing or space problems and employment problems were dropped due to
a small number of mothers reporting assistapce with these problems.

s
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Table 5.

14

Differences in Perceived Support to Married and Singie‘Prinary

Caregivers by Source, Time 1

Marital Status p

T
Married Single
) ' (N=50) (N=40) Values
Helpfulness of: Mean ° SD Mean SD t df P

Husband/Ex-husband 2.73 .43 1.39 .66 11.17 65 .001

7 |

. Mother's parents 2.76 i%&B 2,95 1.52 -0.59 88 .56
~-Motiier's other .

relatives 2.48 1.82 . 2,88 1.38 -1.46 88 .15
Nonhandicapped )
children 3.72‘ 1.26 3.08 1.66 2.10 88 .04
Nonhandicapped b e
children® 3.75° 1.21 3.63% 1.38 0.39 76 .70
Neighbours 1.90 1.06 1.80 1.16 0.43 88 .67
:Includes only those mothers with a nonhandicapped child.
N = 48 h o '
°N = 30 “ .
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helpful to married womeh than single women. Ifowever, when those 'nfothers
without a nonhandicapped child were dropped from the analy‘ais, there
were no significant differences in the helpfulness of nonhandicapped

siblings. o

At time 2, supportl from the child's father and his relatives for
the single mother were specifically addressed, alfowing cdmparisohs on
se\;eral items betx{sﬁen married and single women. Analysis by possible
sources of support in Table 5.15 shows that marr;l(edﬁL women received
significantly greater support from their husbands, husbaﬁd's parents and ~
hugband's other relatives than single women received from the child's

i
father‘and his pdrent's and other relatives.

Again, analysis with all the respondents included indicated a
significant difference between married and single women in the level of
support from nonhandicapped children at time 2. However, when mothers
without é nonhandicapped child were excluded from the analysis, there
was no significant difference in the helpfulness of nonhandicapped
children to married or single women. Tperefore, in single parent
families where there is a nonhandicapped sibling, these children\were
not shown to be of greater assistance than their counterparts in

two-parent families at time 1 or 2.

As stated previously, the CPSS used at time 1 did not distinguish
well between married and single mothers. ~ With the exception of a
reference to the ex-husband, no quest'ions specifically asked about the

helpfulness of the child's father and his relatives for the single
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Table 5.15 ’ P

{

Differences in Perceived Sugport to Married and Single -Primary -
Caregivers by Source, Time

£
<>
Marital Status h ,
Married Single ' . -
(N=49) (N=40) Values 4
Helpfulness of: Mean SD Mean SD t daf P -
Husband/child's father 3.49 0.08  0.63 1323 12.70 64 .00l
Mother's parents 1.67 1.44 1.90 1.58 -0.71 87, .48
A . »
Husband's/child's
father's parents 1,16 ¢ 1,42 1.40 0.93 2.99 85 .004
Mother's other
relatives 1.39 1.26 1.95 1.50 -1.92 87 .06
,Q_v
Husband's/child's
father's relatives 1.02 1.18 0.20 0.79 3.91 84 .00l
A8

Parents of handi-
capped children 1.18 1.48 0.75 1.17 1.51 87 .14 ¥5)
Nonhandicapped >
children 2.76  1.25 4.20 2,78 -3.86 87 .001 i
Nonhandicapped b
children® 2.79° 1.20 3.20° 1.13 -1.51 75 .14
Friends 1.47 1.23 1.75 1.52 -0.97 87 .34
Neighbours 1.00 1.12 1.08 1,33 -0.29 87 .77
:Includes only those mothers with a nonhandicapped child.
N = 47
‘N =30
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A
mother. At time 2 this was rectified and a #Separate scale constructed

for single and married parents.l The CPSS scores for each item were
summed and analyzed by nu?rital status. As seen in Table 5.16, married
women reported significanély more percei\{ed informal social support than
single women at time 1 (t (88) = fo.31, p <.001), while at ”time 2 the

level of support to married women was 8till greater but not

L
statistically ‘significant, t (87) = 1.91, p = .06.

]

The difference in the instruments probably explains why married.

women fared better at time 1 than at time 2. In order to determine”

*
whether this was the case, I compared married women by mean level of

support at time 1 aﬁ time 2 and then compared single women in the same
fashion. The results show a significant increase for single women at
time 2 (t (38) = 3.07, p = .004) and no increase for married women (t
(49) = .36, p = .72). Therefore, it can be concluded that greater
perceived informal social support on the part of married women at time 1

is accounted for by the instrument used af time 1.
!
A

¢

. As noted in the previous Bection, when the.sample was dichotomized
into women @ith low and high levels of informal socilal ‘support, there
were significantly more married women in the high support group. Yet,
as seen above, when t-tests were performed, the differences between
married and single women {¢id not reach significance. I place more
confidence in the t—tests because it is a richer use of the data than

#
analysis by dichotomized groups.
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Table 5.16 ’

Differences in Total Perceived Support to Harr:led and- Single Prinary . .
Care egivers, “Time 1 and Time 2

Marital Status

’

Married Single
Values |
Time Mean SD . Mean SD t daf P J
Time 1 14.12 6.04 9.35 3.93 4,31 88 ,001
N (50) (40) )
Time 2 15.14  6.62 12.45 6.59 1.91 87 .06
N (49) (40)
'
-~/
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" Vhen married and single women were Acompared in terms of whether or
not they had a confiding félatiouship, the difference was not
significant. Similarly, wh;n the number of confidants in the womens'
network was considered, married and single women did not differ in
network size. Furthermore, no differences were found with respect to
the sex of the confidants of married and single women.; This is an
interesting finding, since it might be expected that married women would
repoz%t their husbands as their first confiding relationship. However\,\
this appeared not to be the case as bo;h married and single women

identified other women as confidants more frequently than they

identified men.

Descriptive Research Question #3: How do motherg, who are working

outside the home differ from those who are not in the availability of

informal social support? '

Explored in this section will be the differences in informal 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. Also compared will
be perceived level of support and changes in support, between times 1
and 2. In addition, differences in social network size and composition

between these two groups of women will be described.

Mothers were asked about the frequency with which they received
assistance with daily tasks, personal feelings and information. The
only significant difference in actual assistance to women working and

not working outside the home was in babysitting for the handicapped
. ¢

’
/
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child, with women worl&\ing outside the homé receiving greater help (see

Table 5.17). However, working mothers did not receive any more help

with daily household chores than their counterparts who were not working

L]

outside the home.
3
When mothers were asked about the importance of the help they
received, working mothers thought help with ; family emergenc;' was’
significantly more important than those not working outside the hidme.

Finally, no significant differendes were - found between working and

Y

non-working women in the source of suffport for the various types of

assistance. Overwixelmingly, family members prov{ded the majority of
help to both groups of mothers.

As seen in Table 5.18, when perceived level of support was looked
at by source at time 1, husbands, husband's other relatives and

nonhandicapped children wer;z found to be significantly more helpful to

mothers working outside the home than those not working outside the *

home. Table 5.19 shows that when individual sources of support were
examined at time 2, a significant difference was found between the

helpfulness of husbands or child's father on behalf of working mothers.

Nonhandicapped children were not found to be any more helpful for

working mothers at time 2 when the entire group was considered.
However, when those women without a nonhandicapped child were droppe&,
there was a significant difference between the two groups, with WOme;1
working outside the home perceiving significantly more help from their

nonhandicapped children. 4
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Table 5.17

Differences in Frequency

Sf Assistance Provided to Women Working and

Not_Working Outside the Home, Time 2

Employment Status

¥

Working Outside

Not WOrkiﬁg

the Home Outside the Home
(N=31) (N=59) * Values
Assistance Mean SD Mean 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 .6l
Babysitting for
handicapped child 2.74 .89 2,31 .90 2.16 87 .03 ;
Family emergency 1.84 .82 2.00 .89 0.84 88 .40
Financial problems 1.42 .81 1,48 .76 -0.37 87 .71
Housing or space -
_problems 1.13 .34 1.09 .43 0.50 88 .62
Emotional SG;;ort:
Understanding handi- .
capped child's needs
and problems 2.07 .89 1.98 .81 0.44 87 .66
Family problems 1.33 .61 1.51 .65 =1,22 87 .22
N ) .
'Feeling that the
demands of caring
for the disabled .
child are a burden 1.6l .80 1.58 .79 0.21 88 .84
/
Informational Support: \
Information about ¥
2.32 .91 2.17 .79 0.83 88 .41

programmes/services
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. ' Table 5.18 bl .

Differences in Perceived Support to Women Working and Not Working
Outside the Home, Time 1

a

A\
Employment Status
Y . . + '
N - - . .
Working Outside “Not Working ' .
the Home Outside the Home
(N=33) (N=57) Values ;
Helpfulness of: \ Mean SD Mean SD t df P
Husband/Partner 3.82  1.72 2.84 1.72 2.59 88 .01
¢ |
Ex-husband 1.15 0.51 1.02 0.13 1.89 88 .06 ]
Mother's parents  3.24  1.35 2,61 1.56  ‘1.92 88 .06 ' |
. ' |
Husband's parents 2.03 1.40 1.60 1.12 ” 1.62 88 .11 !
Mother's other 7
& relatives 2,89 « 1.17 2.53 Jl.34 1,26 88 .21
Husband's other o
relatives 2.21 1.29 1.35 0.74 4,02 88 .001
\ . Nonhandicapped 5 ‘
children . 3,91 1.31 3,16 1.51 2,39 88 .02
Nonhandicapped b c
Friends : J 2.64 1,25 2.46  1.47 0.59 88 .56
Neighbours 1.79 0.93 1.90 1.19 -0.44 88 .70
L
8Includes only those mothers with a nonhandicapped child. /J
| = 26
| ‘N = 51
!
Q
g
1p '
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Table 5\{19 -

Differences in Perceived Support to Women Working and Mot Working

Outside the Hoae, Time

v

Employment Status

Working Outside Not Working

#

the Home Outside the Home
(N=31) (N=58) Values
Helpfulness of: Mean SD Mean SD t df
Husband/child's . ’\;?
father 2.74 1.61 1.91 1.77 2,17 87 .03
Mother's parents 1.84 1\}46 1.74 1.53 0.29 8y .77 |
Husband's/child's ‘
father's paren 0.71 1.13 .7 0.88 1.38 -0.59 87 .56
Mother's other
relatives 1.61 1.31 1.66 1.45 -0.14 87 .89
Husband's/child's
father's reld‘% 0.71 1.10 0.62 1.11 0.36 87 .72
Parents of handi- R
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
Nonhandigapped b c
children 3.35 0.80 2,77 1.28 2,43 73 .02
Friends 1.61 1.28 1.59 1.42 0.09 87 .93
Neighbours 1.16  1.19 0.97 1.23 0.73 87 .47

\ s
:}.’:‘.ﬁcludes only those mothers with a nonhandicapped child.
= 26

N = 53
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Although. at time 1, women working outside the home’ reported
significantly more informal social support than those no; working
outside the home according ‘éo’“ the CPSS, at time 2 there was no
significant difference in the level of support reported by these two
groups of women (see Table 5.20)’. "Since observed differences at Time 1
may l;ave been due to a higher proportion of married women in the working
group, .l computed chi-square by marital and working status. The results
indicate thit at time 1, the difference in the proportion of married
women working was not significantly higher but bordered on significance,
Xz (i, N = 9) = 3.36, p = .07. At time 2, there was cléa‘rly no
relatfonship between marital and working status, X (1, N =90) = 1,03,
p ™ .31. : Therefore, the statistically significant difference in support
to women working outside the home at time 1 may in part be due to a
larger number of married women in ;hat group. In terms of social
network, there were no differences between women working and not working

Bl

outside the home in the number gnd gender of ﬂconfidantis.

Discussion of Descriptive and Bivariate Analysis

In this sample of ninety mothers of children with severe
developmental disabilities, the majority took on the full day-to-day
responsibility for the care of their handicapped child. When asked
about .instrument”aIJ emotional or informational support, most did not
:‘eceive much assistance in these areas; however, the help they did
‘receive was important to them. Furthermore, mothers' networks 1ackec3
multidimensionality, that is, support was usually proffered by immediate
family members to the exclusion of help g;lém extended family, friends

i

and neighbours. In térms of network support, 91% of the sample felt
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Table 5.20

Differences in Tota% Perceiued Suppo¥t to Wonen Working and Not Working
Outside the Home, Tihe 1 and Time 2 >

} \ *
Employment Status
. ¢
Working Outside Ndt Working
the Home Outside the Home i
Values
Time - Mean SD {ea‘n sD t df P
v N Fl _ ~7 .
Time 1 14,67  5.45 10.46  5.45 3.59 88 .00l
N (33) s (57)
Time 2 14,59 5.89 13.60 7.13 0.63 87 .53
N 3 - (58)
&
< *
L4 ,jﬂ
\ \ /
. ) ¢
W
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that they had a close friend or confidant and, in most cases, the
confidant was‘ano‘ther vonar.
p

When mothers were dichotomized‘ into groups with high and 1low
informal social support, there were no significant differences between
the two groups on selected demographic variables except parital status.
Further analysia using a t-test reveal‘e‘ﬂ"that althoug‘h the difference in
the mean JTevel of support to married and single mothers bordered on
significance, it did not actually reach statistical significance (t (87)
=1.91, p = .06). =

7

Analysis by marital status showed that there were really few
differences between married and single women in the informal social
support they received and 1in the degree to ﬂwhich they wvalued that
support. Out of all items queried, single mothers received -greater help
in only one area, family preblems. The most glaring differences between
married and single women were on items concerning the perceived
helpfulness of husbands versus the chiid'a father. Husbaan, husband's
parents and husband's other relatives were significantly more\helpful to
married women than the child's father and his pédrents and other
relatives were to the single mother. IE appears that single mothers can
expect that the child's fether and his family will provide 1little
support to her in caring—for a child with severe handicaps.
Furthermore, single mothers will “probably'find thar their chances for
remarriage are diminished when compared to their counterparts with

nonhandicapped children. Consequently, single women .often must raise

-




" family members could be helpful to mothers by taking responsibility for

4
(

-
%&their handicapped children without the support of a husband or the

child's father and his family.

The two primary instruments used to measure informal social support
)

were the Carolina Parent Support Scale (CPSS) and the Management Scale.

The CPSS measured perceived support and the Management Scale measured
~ Y

the frequency of actual assistance provided. Time 2 analysis showed

that married women perceived greater support their husband's and his
!

relatives than. single women from the child's father and his relatives,

but when actual help with daily tasks was® considered, they did not

receive any more assistance. Although there 1is a significant
correlation between perceived level of support (CPSS) and overall

assistance provid;ad (Management S;:ale), item by item analysis revealed .
féw differences between thé‘se two groups of women 1in help with daily
household and childrearing chores. There are at least two possible
explanations for this disparity. The first is that assistance was

provided in ways not tapped by the Management Scale. For instance,

tasks unrelated to the care of the' handicapped child, thus relieving
mothers of burdens in other areas. The second possible explanation 1is
that perceived support is not necessarily based on the actual quantity

of help given. There may be important psychological determinants in the

N

perception of informal social support which are not reflected in the

level of help one receives on a day-to-day basis. This 1s an 1issue

which will be explored in greater detall in the multdple linear

regression analysis.
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Comparisons| between women working and not working outside the home,

similar to analypis by marital status, revealed few differences between
the two groups. |The only significant difference in actual assistance to
women working anb not working outside the home wasi in babysitting for

the handicapped chi1d. . 8tnce working outside the home necessitates

additidnal babysitting, it is expected that employed women would receive P

greater help in this area. Regarding the importance of the help
proffered, working mothers attached more significance to help. with a
family emergencyl. Again, this 1is logical in that a working mother may
not be gble to readily respond to a family emergency and she would

therefore find assistance with such a situation beneficial. It was

-~

interesting that working mothers did not receive any more help with
% P

daily household chores than their countérparts who were not working

outside the home. This finding indicates that those women who chooa,e to

[ »

join the workforce assume the dual role of homemaker and worker.

2]

e

With respect to perceived 1level of sfcial support,' vhen each
possible source was considered, women working outside the hogne reported
more help " from her husband or the child's father a'nd ‘their
nonhandicapped children than women not working outside the - home.
Working women, t}lerefore, felt that they had help from immediate family
members more frequently than women who were not working ocutside the'
home. i
3 s :

It coulf;l,\l‘ze theorized that women ;nployed outside the home are less
socially isolated than their counterparts at home.. However, when wq‘en

weke conpareﬁ by “the number of confidants they had, non-w?rk:l.ng wonen
¢ ] )

~
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did not differ from working women. Consequently, at least in terms of
the number of close friends, women not working outa‘ide the home did not

experience greater social isolation than those working outside the home.

Comparing the results of this study \‘;Iith the work of other
researchers, both commonalities and inconsistencies emerge. I foun&d
that mothers' social supgort networks lacked multidimensionality. :I'hat
is, support came mostly from family members to the exclusior:r of support
from friends and neighbouré. Other researchers have foun:l that when
compared to control families, parents with a handicapped child do not
differ in the size of their family n;:twork but they have significantly
fewer friends in their network (Kazak & Marvin, 1984). Although there
was not a control group in this study, among the ninety primary
caregivers surveyed, family networks were strong and friendghip networks
were weak. In fact, regarding actual or perceived level of help with
the handicapped child, support was proffered ma&niqL_f_r'om immediate
family members rather than extended family, friends or neighbours.

Regarding the relationship between age of the child and social
support, Suelzle and Keenan (1981) found that support from family and
friends declined significantly over the first 21 years of the
handicapped child's life. However, I did not find that level of actual .
or perceived support was related to age of the child or any othell
demographic variable. This may be due to the fact that the children in
thif/study represent the severe end of the continuum in terms of

disability, whereas thcse in the Suelzle and Keenan study represented a

broader range of disability level. Children with severe disabilities do
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tnot gain the degree of independence that children w{.th milder forms of
disability attain. Therefore, there is a prolonged need for assistance
with severely handicapped children which does not exist to the same
extent: ?or less handicapped children.

The impact of having a handicapped sibling upon nonhandicapped

,children has been widely discussed in the literature. The consensus is

that children with a handicapped sibling are not any more likely to

manifest emotional problems than children with a nonhandicapped sibling.

3

However, these studies have not measured the degree to which children

w:[thL a handicapped sibling assume responsibility for daily household
&
tasks or care of the handicapped sibling. This study showed that

mothers found their nonhandicapped children to be a very important

¢
source of support. In fact, mothers workin% outside the home perceived

4“ \
significantly greater support fr?g}ﬂ their nonhandicapped children than
those not working outside the home. Although beyond the scope of this
study, the results indicate that children with a handicapped sibling may

take greater responsibility at home than their counterparts with

nonhandicapped siblings. Yet, other research indicates that this 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 practitionmers. The
results of this study indicate that the only significant d{fference
between married and seingle mothers is in the perceived helpfulness of

the father and his relatives. When actuél assistance with daily
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household tasks was measured, married women did not receive any greater

support. While perceived helpfulness from husbands is potentially very

important psychologically, we may be overestimating the amount of

concrete support married women receive compared to single women. In

terms of the day-to-day responsibility for the care of the handicapped

child, that job seems to fall to mothers, regaxjdless of marital status.
&

The fact that husbands provide little assistance with childrearing
or household chores to their wives i1s a phenomenon common t'o most
marriages. In a recent nationwide study, Genevie and Margolies (1987)
found that 75% of the women they suﬁ‘eyed felt that their husbands
should be more supportive in the day-to-day rumning of the household.
Twenty percent of the sample felt that their husbands gave them so
little support that they might as well not be there at all. 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.

Summary of Descriptive and Bivariate Analysis

In summaty, 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 help they do receive is important to them. Furthermore, help
tha't is proffered comes from immediate family members rather than
extended family, friends and neighbours. In ac}dition, the majority of

women have a least one close friend in whom they can confide.
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Bivariate analysis of the data showed that single mothers are at
risk for low informal social support. This is true because the child's
father and his family are not very helpful to the single mother. Women
working outside the home, on the other hand, perceived greater
assistance from a husband or the child's father and their nonhandicapped
children than women not working outside the home. Although married and
working women perceived greater assistance from some immediate family
members, these groups did not actually receive more assistance with most
daily tasks. Therefore, oth;r research may be overstating the degree to

which married women are assisted in caring for their children with

severe handicaps (Beckman, 1983; Wikler et al., 1984).

Review of the Double ABCX Model and Research Hypotheses and Questions

While the descriptive and bivariate analysis sought to describe and
compare the informal social support system of mothers, the purpose of
multiple 1linear regression analysis 1s éo explore the relatiqnships
between the independent variab}es and coping, . styess, and life
satisfaction. In order to make the multivariate a gls more
meaningful, the theoretical model employed, as well as the hypptheses

and questions posed, will be reviewed. ,J

The 'Double ABCX Model (McCubbin & Patterson, 1983b) is a

‘multivariate theoretical framework for explaining family adaptation'to

stress. The model seeks to 1dent1fy how stressors are mediated by
individual, family and community resources and family coping responses,

to produce family adjustment over time. For the purposes of this study,
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(bB)
Resources:
Perceived Informal Social Support [
(Carolina Parent Support Scale)*
-Instrumental
-Informational
71 ~Emotional
(Management Scale)
Network Support
(Number of Confidants)
+
Formal Services

(a) (xX)
Stressors: Adaptation:
Child with * Stress
Developmental Disabilities |—3{ Coping’ ]——9 (Impact on Family Scale)
(Level of Child Functioning) I — Life Satisfaction
+ (Satisfaction Scale)
(a)
Other Life Stresses ’
(Stressful Life Events)

. *Instruments in parentheses represent those used to measure each
Y dimension of the model.
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adaptation means maternal adaptation as only mothers were interviewed.
McCubbin and Patterson's model has been adopted as a framework for this

study. Figure 5.1 shows how it has been operationalized.

Stressors

There are two types of Stressors which families with a handicapped
child experience, one related to the child, and one which ‘can be
considered mnormative, since' all families are susceptible tq such
stresses. The first stressor (A) is determined by the handicapped
child's level of functioning. The more disabled the: child, the greater
the demands placed on the primary caregiver; consequently the greater
the stress for the caregiver. This stress also results in chronic
stress because the child's condition is not expected to improve. An
instrument adapted from the Questionnaire on Resources and Stress
(Holroyd, 1974) has been used to measure the child's functional
capacity. The second stressor (a) is normative and defined as the other
life stresses the family has experienced. This variable 1is
operationalized by the Holmes and Rahe Stressful Life Events Scale

(1967). Both of these stress variables are expected to explain maternal

adaptation.

Resources
The second step in the model is cgncqrned with resources.
Thecretically, resources moderate the degree to which stressors effect

maternal adaptation since resources assist mothers in dealing with the

demands of caring for a handicapped child. Resources (bB), for the °

purposes of this research, are defined as informal social support,
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either perceived, instrumental, informational, emotional or network

support, and formal auppo{;‘t , or services. (1) Perceived support is a
global measure of how helpful mothers view people in their informal
network and 3is operationalized by the Ca;.‘olina Parent Support Scale
(Bristol, 1983). (2) Instrumental support is help with daily tasks.
(3) Information about how to care for the handicapped <:hildxg or
information about services available to the family or child is—
categorized as informational support. (4) Emotional support is that
which assists one in expressing and confronting feelings. Instrumental,
informational and emotional support are measured by the Management Scale
(Tausig & Epple, 1985) which 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 confide in and is measured by an
instrument which asks mothers to name those individuals with whom they
have a close and confiding relationship. (6) Formal support relates to

the services the family or child is receiving and is measured by summing

the number of services received in the past month.

-

-Regarding the types of informal social support, it is hypothesized
that pe}caived, instrumental and emotional support will explain the
outcome variables. Informational support and network size are }ot
expected to correlate with any of the dependent variables. Although
formal services have received a mixed reviéw in the literature with
respect to thfir ability to reduce family stress, the purpose of the
service system 1s to assist families and" therefore a significant,

positive relationship between this services and the dependent variables
is expected. .
{ -

!
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Coping
%

Coping is the thira step in the ABCX Model. Conceptually, coping
}
is an outcome of the interaction between resources and- perception of the

E

event. No measure of perception of the event has been included in the

study because the original intent was to explore the relationship.

between various types of informal social support and maternal stress.
o :
In retrospect, it would have strengthened the research to incorporate a
measure of whether or not mothers perceived the preseflce of the severely
disabled child as a catastrophe for the family. However, a measure of
mother's perception of their ability to cope was 1nciuded in the
questionnaire. Therefore, it 1is at least posgible 't:o examine the
relationship between Tresources and coping to determine if indeed
resources\correlate with coping. It 1is hypothesized that level of
coping will be explained by the independent variables in the model.

Coping, in turn, is expected to predict the outcome ‘variables.

Adaptation

The outcome of the model, maternal adaptation, is operationalized

in three variables, copiﬁg, stress and life satisfaction. Coping, which
has already been discussed, will be treated as both an independent and
dependent variable. This is because it is an outcome of the interaction
between resources and perception of the event, in addition to
potentially influencing stress and adaptation. Stress relates to the
impact upon the mother caring for a handicapped child and is neaaur;d by
the Impact on Family Scale (Stein‘& Riessman, 1980). Life satisfaction

is measured by an instrument which asks about mothers' satisfaction with

their current lives. The dependent variables, coping, stress and life
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satisfaction, are expected to be explained by the child's functioning,

stressful life events, certain types of informal support, and formal

support.

Control Variables

A review of the literature on the relationship between caring for a
child with deyglopmental disabilities and stress, has uncovered several
demographic variables which potentially impinge upon this relationship.
Age of the child has been assoclated with a higher probability of
out-of-home placement (Tausig & Epple, 1985). For very severely
handicapped "children, many of whoﬁ do not ambulate or toilet
independently, increasing age and consequently size, would be expected

to increase stress for the primary caregiver.

gace has also been identified as a factor which may influence tﬁé
family's response to having a handicapped child (Ramey, Mills, Campbell
& 0'Brien, 1975). In particular, cultural differences between Black and
vhite families may contribute to variations in both the perception of

N

having a handicapped child and responses to crises.

Income and marital status have also been associated with
differences 4in ability to cope with a disabled child (Schilling,
Kirkham, Snow & Schinke, 1966; Beckman, 1983). Both of these variables
relate to availability of resources. Low-income families often do not
have the material resources to offset the extra costs of caring for a
handicapped child, and single parents do not have a spouse to assist in
relieving the caregiving responsibilities.

/ ° : .
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Employment status is another factor which may 1nf1t§ence the level
of stréss experienced by mothers. The literature héds been mixed on this
si:bject, with some studies reporting decreased *&tress for women working
outside the home (Bradshaw & Lawton, 1978) and another study reporting
wide variations in out-of-home employment be race and income (Breslau,
Salkever & Saruch, 1982). It might be theorized that women working
outside the home would experience greater stress due to’the dual role of
primary caregiver and worker, on the other hand, *working outside the
home could give mothers a needed break frbm_‘the demands of caring for a

handicapped child.

Educ.at’_ional 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 education may possess skillg and attitudes
which assist them in navigating a complex system of services on behalf
of the handicapped child, Also, education potentially presents women
with the\ knowledge and skills to understand the child's disability and
course of litation. i’hese attributes could thus lessen stress and
enhance coping. < On the other hand, women with higher levels of
education may hgve higher expectations of their children than women with
lower levels of education and thus experience greater stress when the

handicapped child does’not perform academically.

To summarize, the following demographic variables have been
identified as potential confounders in the Double ABCX Model, age and
race of the child, family- income, , and wmother's marital status,

employment status and educational 1level. It 1is ex'pect:eri that? the
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control Vﬁfiables will have a the same effect across outcome variables.

Therefore, subsequent. analyses will include theve \factors as control

variables.®

S
Structure of the Analysis

Multiple linear, regression analysis will be used to test the
relationship between the independent variables enumerated above and the
dependent variables, coping, stress and 1ife satisfaction. The analysis
will be conducted in a four step 5¥ocess. The purpose of the analysis
is first to determine if any of the independent variables in the model
explain the variance in coping, stress and life satisfaction. To
accomplish this, all of the independent varigbles in the model,xlevel of
child functioning, stressful life‘.events, perceived informal social
support and formal services, and th; contfbl_\yariables, will be
regressed on coping. Second, in order to examine the relationship
between coping and the dependent va;iables, coping will be regressed ;n
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 relationsh;p between types of support and
adaptation, all of the 1nform;l social support measures (perceived,
instrumental, epotional, informational and net;ork), in addition to 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 be made in chosing

measures to represent the constructs which make up the model. For
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instance, a balance must be struck between completeness of the

information gathered and reasonableness of the demands placed upon the
\

~

research subjects. Consequently, some variables in the Double’ ABCX
Model are measured with greater accuracy and depth than others. The
stress or variables (Aa) I believe are adequate. They are accepted

measures of both level of child functioning and stressful life events.

In terms gf informal social support, the global measure of support,
or what I have referred to as perceived support, as measured by the
Carolina Parent Support Scale, is probably the best we have in the field
at this time. The other measures of informal support, instrumenfal,
emotional and informational, are ones in which I havg less confidence.
Judgements are being made as to the level of support provided to mothers
based on g few que;tions in each area. For 1 ance, instrumental
support is measured by asking mothers how freg&xently they receive help
with such tasks as household chores, babysitting, and a ride ’to the
store. Yet, there are many areas in which family members can assist

mothers whic re not probed by this instrument. Indepth study of

mothers' day-to-day lives would provide more complete data on which to
determife the actual amount of instrumental, emotional and informational

help ailablgg to mothers. However, to my knowledge, there are no

valjdated measures of instrumental or :lnf;rmat;,ional support. I could
ve used a separate instrument to measure emotional support, but this
would have meant intrc;ducipg another instrument, thus lengthening the
interview. I compromised by using one scale to -easur‘g all types of

3

support. The instrument used to measure instrumental, emotional and

informational support does have content validity.
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The measure of formal serviceg 1is straightforward ﬁgnd I believe.

adequate for the purposes of the yesearch. Mothers are asked, from a

1ist of services, to indicate fhose they or their family have used in
the past four weeks. Coping, however, is probably one of the weaker
measures. In the model, coping is a product of the interaction between
resources and perception of the event. No measure of perception of
having a handicapped child is available. Coping is re;;resente;i by omne
item which asks mothers how well they feel they are coping w\it/ﬁ/ the care
of the l;andicapped child on a scele from one to five. There is little

variance in this measure, as most mothers consider themselves to be

coping well.

The other measures of adaptation, life satisfaction and stress, are
strong measures. Life satisfaction is still only omne item which asks
mothers how satisfied they are with their current life on a scale of ome
to ten, but it is highly correlated with other satisfaction measures in
the questionnaire. Stress, or impact on the family scale, is the most
reliable instrument measuring outcome. It includes 25 items, tapping

v

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
th;y are meant to represent in the ?odel than others. The Double ABCX
Model has not been empirically tept;d, with the exception of 2ristol's
(1984) york. This 1is probably due in part to the complexity of model.
It is especially difficult to ¢est the model using a survey design, as I
have, because of the amount of information needed. Bristol used a

/ :
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clinical population-which means that she had more data at hand, but. she

sacrificed‘ her ability to "gemeralize the results due to sampling bias.
Despite its limitations, the contri'bu‘tion this research -akéa is in
adding to.our 'knowledge of how efficacious the model is as a framework
for social workers attempting to understand the relationship between
faf1lytstress and adaptation. .

-

A k ;
Primary Hypothesis: Female primary caregivers who report high informal

social support will also report higher coping, lower stress and _greater

life satisfaction than those with low informal sqcial support. %
[

In order to determine whether informal social support promoted

coping, I regressed level of child functioning, stressful life events,

informal social support and formal services on coping, while controllingl

race and age of the child, family income, and mothers' marital and
employment status and ehucétion. As repor;ed in Table 5.21, the entire
model explained 25% of mothers' ability to cope (F (10,78) = 2.55, p &
.01). Only perceived informal social support, as measured by the

Carolina Parent Support Scale (CPSS), , signifdCantly predicted coping

(2 < .002). None of the other independent varidbles, nor the control’

variables, correlated with coping.
o)

Next, coping was regressed on stress and life satisfaction,
excluding the independent v;riables mentioned ﬁove, but \inclu'ding the
control variables. As shown 'in Tables 5.22 and 5.23, coping was a
significant predictor of both stress and 1life satisfact:iou. Tl;re model
explained 19% of the variance in stress (F (7,81) = 2,78, p {.01) and

17% of the variance in life satisfaction (F (7,81) = 2.38, p .03). Of
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Table 5.21

Multiple Regression Analysis of Selected Variables on Coping, Time 2

ults for Model:

Sy

~ N = 89

F (10,78) = 2,55, p € .01

Variables

Level of Child
Functioning

Stressful Life Events

Carolina Parent
Support Scale

Formal Services

Coping

Mean

7.27
80.67

13.93
3.94
2.92

.038
.001

.040

.042

Sig

t

e

.25
.44

.002

.26

Contgol Variables:

Race
Age of Child
Income

Harita;_Status '
Working Status of Mother
Education of Mother
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Table 5.22

€

(3]

Multiple Regression Analysis of Coping on Stress, Time 2

%,
. Results for Model: N = 90 (7.81) = 2.78, p < .01 R? = .19
Sig
Variables Mean b _t _t
Coping v 2.07 -5.01 -3.57 .001
Stress / 38.87
) ¢
Control Variables:
Race
Age of Child
Income -
Marital Status
Working Status of Mother
,Education of Mother
L]
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Table 5.23

Multiple Regression Analysis of Coping on Life Satisfaction, Time 2

A

. .. -

Results for Model: N = 90 F (7,81) = 2,38, p <.03 - 17
“ Sig

Variables Mean b _t _t

Coping 2,07 1.19 3.81 .001

Life Satisfaction 6.67

Control Variables:
Race
Age of Child
Income
Marital Status
Working Status of Mother
Education of Mother

ey
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the control variables, only mothers' employment status predicted stress,
with women uorkiﬂg outside the home experiencing significantly lower
stress than their counterparts who were not working (t = 2.19, p £ .04).
None of the control variables significantly correlated v?th life

satisfaction.

Finally, level of child functioning, stressful 1life events,

p

informal social support and formal services were 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 (F (10,78) = 2.38, p { .02). Between the
independent and control variables, only perceived informal social
support (CPSS) was a significant predictor of stress (p < .001, see
Table 5.24). As shown in Table 5.25, the same equation only explained

7% of thé variance in life satisfaction, and noné of the independent or

control variables proved to be significant predictors (F (10,78) = .59,

2 ( .81)- } ¢

-~

ra

In summary, as hypothesized, perceived 1nfo?mal social sﬁpport
aign}ficantly predicted coping and, coping in turn was a predictor of
both stress and life satisfaction. Perceived 1nformai support was also
associated directly with reduced stress, but had no impact on life
sstisfaction. Employment s:;tus was the only control variable to
explain stress, with mothgrs working outside the home experiencing less
stress than those not working outside the home. None of the independent

variables, level of child functioning, stressful life events and formal

services, mor theb control variables, was significantly related to life
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Table 5.24
. ~_
Multiple Kegression Analysis of Selected Variables on Stress, Time 2
" Results for Model: N = 89 F (10,78) = 2.38, p <.02 R? = .23 2
. ’ Sig )
Variables Mean b _t _t
Level of Child
Functioning : 7.27 -.004 -.01 .99
Stressful Life Events 80.67 .001 .08 .9
Carolina Parent
Support Scale 13.93 -.652 -3.93 .001
a
Formal Services 3.94 .729 1.47 .12
] Stress 38.87 <
0

Control Variables: .
Race
Age of Child
4 Income
' ‘ Marital Status
Working Status of Mother
Education of Mother

13
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Table 5.25 -

Multiple Regression Analysis of Selected Variables on Life Satisfaction, Time 2 )

Resultz for Model: N = 89 F (10,78) = .59, p € .81 r? = .07
§1g
Variables Mean _b_ _t _t /
Level of Child X
Functioning o 7.27 -.070 -.66 .52
Stressful Life Events . 80.67 -.003 -.72 .48
Carolina Parent X
"Support Scale 13.93 - =.062 -1.55 .13
Formal Services 3.94 .072 .60 .55 ;
‘Life Satisfaction 6.67 ;

*

Control Variables:
Race
Age of Child
Income /]
Mari.tal Status .
Forking Status of Mother o ud
Education of Mother E
(e
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satisfaction. (See Appendix C for Tables reporting the 1level of

significance for control variables included in all multiple regression

analyses.)

Expectations Regarding the Influence of Types of Informal Social Support

on Coping:
1, High perceived support - high coping

-

2. High instrumental support - high coping ’
3. High emotional support - high coping
4, High informational support - no effect

5. High network support - no effect

To examine the influence of the different ca‘tegories of informal
social support, these measures were reéressed on coping. According to
Table 5.26, the entire equation explained 35X of the variance in coping
(F (14,74) = 2.82, p € .002). The only support measure which predicted
positive coping was perceived support (CPSS) (r = 3.91, p £ .001).
Emotional support, however, was associated with lessened ability to cope
(t = -2.94, p ( .004). Therefore, perceived informal social support was
significantly cor;ela’te}l with positive coping, emotional support was
associated with 1lessened ability to cope, and instrumental,
informational and network support did not predict coping. None of the

control variables were correlated with coping.
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Table 5.26

)

'Hultiple Regeqsion Analyysii of Informal Social Support Measures on Coping_,_,}'rime 2

Results for Model: N 4 89 F (14,76) = 2.82, p & .002 - .35
’ Sig
Variables Mean _b_ _t _t
Carolina Parent
rt Scale 13.93 .049 3.91 .001
Instrumental Support 4.03 .050 1.34 .15
Emotional Support 2.03 -.155 -2.94 .004
Informational Support 1.22 .134 1.47 .15
N Network Support 1.96 -.020 -0.27 .79
v Coping 2.07

Control Variables:
Race
Age of Child
Income T ~
Marital Status '

~ Working Status of Mother
Education of Mother
Level of Child Functioning
Stresaful Life Events
Formal Services

1
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( Expectations Regarding the Influence of Types of Informal Soi:ial Support
on Stress: . ot R
1., High perceived ‘support: - low stress
2. High instrumental support - low stress
3. High emotional support - low stress
4. High informational support - no effect

5. High network support - mno effect

When all measures of informal social\ supportf were regressed on

stress, the model explained 31X of the variance (F (14,74) = 2.34, p 4

.01), and none of the control variables were significant predictors of

atre;s (see Table 5.27). Again, only perceived informal social support

(CPSS) predicted reduced stress (t = -4.01, p { .001), and emotional

( support proved to significantly increase the probability that -mothers
will experience stress related to the care of the handicapped child (_t_: =

2,30, p € .02).

Expectations Rggard:l’n&the Influence of Types of Informal Social Support

on Life Satisfaction:

N 1. High perceived support = high life satisfaction

2. High instrumental support X high life satisfaction
Vd 3. High emotional support = high 1life satisfaction
R $. High informational support = no effect
5. High network support ™ no effect
( I used the same method as that employed to measure the effect of

the various types of informal social support on coping and stress to
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Table -5.27 h

Multiple Regression Analysis of Informal Social Support Measures on Stress,

Results for Model:" N = 89 F (14,74) = 2.34, p £.01 R® = .31~
Sig
Variables Mean b _t _t
Carolina Parent ! d
Support Scale 13.93 -.693 -4.01 .00] o
Instrumental Support 4.03 .771 1.48 .14 L%
Emotional Support 2,03 1.740 2.38 .02 , |
Informational Support 1.22 . 754 .60 .55 ‘;
N;mrk Support 1.96 -1,340 -1.33 .19 |
Stress ? 38.87 - E

Control Variables:
Race
Age of Child
Income
Marital Status
Working Status of Mother
Education of Mother
Level of Child Functioning
Stressful Life Events . -
Formal Services
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deternine the relationship between the ;a;le variables and 1life™
satisfaction. The equation explained 18 .of the variance in life

satisfaction, which did not reach significance (F (14,74) = 1.19, p

.30, see Table 5.28). However, -unlike the previous regression analysis

of 1life satisfaction, in this equation, perceiv‘ed informal social

support (CPSS) significantly predicted 1life satisfaction. This was not

true when all of the independent variahles in the equation were entered

with the exception of the sui:categories of 1informal support.

Consequently, adding the types of support produced a significant,
positive relationship between perceived support and life satisfaction.

Consistent with the“ other regression' analyses, emotional support was

significantly correlated with diminished life satisfaction (t = -3.13,

p' .003). None of the other support or control variables predicted

gatisfaction.

Discussion of Multiple Linear Regression Analysis

l‘%ltiple regression analysis revealed that coping, as expected,
predicted both mothers' stress and life satisfaction. Furthermore,
perceived informal social suppor.t (CPSS) was the only independent
variable in the model which significantly explained the variance in
csping and stress. When the types of informal social support were

entered into the equation, only then did perceived support

significantl)

consistently préd
direction. Eno

correlate with 1life satisfaction. Emotional support
\

ed the dependent variables, however, in the wrong

: was associated with increased stress and
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Multiple Regression Analysis of Informal Social Support Measures on Life Satisfaction,(fi;;~2

Results for Model: N = 89‘ F (14,74) = 1.19, p .30 R = .18
Varig‘les Mean b _t i;i

Carélina Parent

Support Scale 13.93 .090 2.21 .03

Instrumental Support 4,03 .133 1.08 .28

Eaotional Support 2.03 -.544 -3.13 .003

Informational Support 1.22 .078 .26 .80

Network Support 1.96 .138 .54 .59

Life Satisfaction 6.67

Control Variables:
Race
Age of Child
Income
Marital Status
Working Status of Mother
Bducation of Mother
Level of Child Functioning 229
Stressful Life Events
Formal Services
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In an attempt to explain the unexpected finding that greater
emotional support led to dec;reased ability to cope, it is. instructive to
review the wording of the items included in th\emotional support index.
Mothers were asked how often they received help with (1) understanding
the handicapped child's needs and problems; (2) family problems; (3)
feeling that the demands of caring for the disabled child are a burden.
Apparently, these items are measuring the degree to which mothers are
having difficulty coping. For mothers not experiencing problems 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 assumpkion that all mothers will feel
burdened by the caregiving demands of a handicapped child.

Consequently, I have developed an index which taps emotional problems,

not emotional support.

To further explore the impact that emotional problems have on the
relationship between perceived informal support and life satisfaction, I
dichotomized the sample into those with high and low emotional problems.
I then correlated perceived support and life satisfaction for both
groups of women. I did this because controlling for emotional problems
produced a significant relationship between informal social support and
life satisfaction. Therefore, it was clear that there was a difference
in the correlation between informal social ~\B>.lpport and life satisfaction
for women based on the level of emotional problems. The results showed
that for those mothers with few emotional problems, there was a

positive, significant relationship between perceived support and life

satisfaction (N = 56, t = 2.16, p £.04). Mothers. in the high emotional
;

&
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problems group d1d not experience any greater life satisfaction wit.h
increasing amounts of informal support (N = 34, t = -.84, p .41).
Therefore, informal support enhances life satisfaction omly in mothers

who are not-already experiencing emotional problems.

Since perceived informal social support is a global measure of
suppor}: and it is consistently correlated with the dependent variables,
it may be masking a significant relationship between the other types of

support and the dependent variables. To test this possibility, I ran

the regression equations, excluding perceived support, while including

the other subcategories of support. Although emotional support
continued to correlate with the dependent variables, instrumental,
informational, and network support did not predict coping, stress or

7

life satisfaction when perceived support was removed from the equation.

In summary, perceived inforl;a,l social support was the only
independent variable associated with increased coping ability, reduced’
stress, and enhanced life satisfaction. Further analysis showed that
vwhen emotional support, a proxy for emotional problems; was controlled,
only then did perceived support significantly predict life patisfaction.
Emotional problems ﬁvas significantly linked with decreased coping and
life satisfaction, and increased stress. Working status was the only
control variable which explained any of the independent variables.
Women working outside the home exper:lenc/ed significantly less stress
than their counterparts at home. None of the other control variables,
race and age of child, total family: income, marital status, and

education of mother, were correlated with the dependent variables.-
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In order to test whether there was 'an interaction between informal
social support and the control variables, 1 conciucted further analyses.
For each control variable, I created an interaction variable which
allows for the possibility that informal social support has a different
effect on the dependent variables by demographic characteristic (see
Appendix D, Table 5.29b). For instance, ft:r race 1 created a new
Carolina Parent Support variable, RCPSS, (Race Carolina Parent Support
Scale) which includes the CPSS values for Black families only.: I then
regressed chss; CPSS, all of,the other support measures and ::11 of the
control variables bon coping, stress and life satisfaction.

/ Table 5.30b‘(Appendix D) reveals that, in mi‘;t cases, the effect of

the CPSS on coping, stress and life satisfaction 1is not modulated by the

interaction between any of the control variables and the CPSS. There

"are three exceptions. Marital status and employment modulate the effect

of the relationship between informal Bsocial support and coping, and
income modifies the correlation between support and life satisfaction.

In the cases of marital and employment status, entering the new CPSS

(variable resulted in a correlatiop vhich was not significant when

previously there. had been a signific_gnt relationship between informal
social support and coping: Income, oh the ofher hand, modulated the
effect of ’infomal social support oﬂ 1life satisfaction .::;n the other
éirection. Where ~* there had no;:‘ previously been a significant
relationship, adding the new CPSS variable produced a s:lgn.ificant

correlation between support and life satisfaction.
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In the following section, I will attempt to explain why none of the
independent variables, other than perceived informal social support, was
sigﬁificantly correlated with any of the dependent wvariables. Each

indepéndent variable will be considered separately.‘

(A) Stressor: Level of child functioning. All of the children in

the sample are on the severe end of the disability continuum. Had the
sample 1included nonhandicapped or mildly handicapped children, it is
more likely that this variable would have explained more of the
variance in the dependent variables. The literature supports this
contention, as stress and out-of-home placement have been linked with
the degree of dependency upon the primary caregiver which the child
presents. (Eyman et al., 1972; Tausig & Epple, 1985). The majority of
the children in this study are quite dependent in that most do not

toilet independently or speak.

(a) Pile-up stressors: Stressful 1ife events. This variable is a

little more difficult to explain since one might expect that stressful
1ife events and the stress of raising a' handicapped child, ability to
cope with the child, and life satisfaction would be i&gically related.
Tw;) possible explanations are offered. First, looking at Ehe responses'
to the stressful events scale, 19 or 21X of the sample reported no
stressful events in the past year. Furthermore, the distribution for
the remaining 71 respondents was highly ’skewedr to the lower end of the
scale. In order to test the hypothesis that the effects are limited to.
those with high at;reasful 1ife events, 1 created a new variable in which
e

tht;se mothers with a stressful life event score below the median wer

1
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assigned a value of 0 (N = 47) and those above the qg{iian (N = 43)

maintained their actual score. I then regressed stressful life events,

the new stréﬁsful l1ife events variable, the other independent variables

(level of»child functioning, informal support and ser{ricea), plus the
control variables, on coping, atress‘ and 1life satisfaction. Again, the
stressful life events variable did not predict coping (r = .90, P {3,
stress (t = .85, p < .40), or life satisfaction (t = -.09, p ( .92),
indfcating that there is not a differential impact upon the dependent
variables based upon lower or higher stressful life events.

'

Another, possibly more plausible explanation for the fact that
stressful life events did not explain any of the dependent vayiablea , 18
that the stressful event alone is less important than how the event is
perceived“and the informal and formal supports one possesses to deal
Witil the event. Although support relasted to the handicapped child was
controlled, no data on both informal and formal support for other life
problems were gathered. Consequently, the focus of this study, caring
for a handicapped child, may have excluded other information pertinent
to dealing witﬁ stress unrelated to the child.

hY

(b) Resources: Formal services. This finding 1is of 1little

surprise since the mean number of services used was 3.91 and most of
these were provided directly to the chfld, not the family. Speech,
occupational and .phys;tcal therapy and medical services were most
frequently nent:lo’ped by families. Traditic;gal family support services,
such as respite care, training in how to. deal with the ch;lld s, OF
counselling‘, were used by only a few families in the past year.

/
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(b) Redources: Informal social support. Multiple regression
analysis of the types of informal social supp;rt‘ showed that perceived
support predicted coping, stress and life satisfaction ‘while
instrumental, informational and network.support were not correlated with
any oﬁ the dependent variables. Although informational and network
support were not expected to correlate with any of the dependent
variables, it was a surprise to discover that emotional support was a
significant predictor of all the dependent variables, however in the
wrong direction. As explaine'd earlier, this is a result of an emotional
support index which actually measured emotional problems. The next
section of the discussion will elaborate findings concerning the
subcategories of informal social support and their relationship to the

dependent variables.

Perceived versus instrumental support. My finding that perceived

support (CPSS) had an impsact on coping and stress but the actual support
provided to mothers did not, deserves explanation. There are at least
two possible reasons for this discrepancy, both of which were mentioned
in the dfscussiqn of the bivariate ‘analysis. The first is that family
members may be helpful to mothers in\ ways not tapped by the‘ instrumental
support measure. Qualitative research which examines the day-to-day

environment and activities of the family would answer this question.

!
The second possible explanation is that the perception of support
may be more important than the act of providing assistance. In thinking
about the role of perception of help versus quantity of help, the

satisfaction measures may shed some light on this subject. Mothers were
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asked about the amount of time they had away from the child for things

they like to do, for social reasons, and for time with their spouse.
They were then asked about their satisfaction with time away. Pearson
product-moment correlations between time away and satisfaction time away
did not reveal a significant relationship between these two variables.
It might be concluded from these findings that perception of the
adequacy of a variable 1is more important to one's feeling of 1life
satisfaction than the amount of that variable provided. Generalizing
this concept to the relationship between informal social support and
stress, the amount of support proffered may be 1less important in
relieving the experience of stress related to the child with

developmental disabilities than the perception of that help.

Many factors come into play in evaluating the adequacy of informal
social support. Cultural, social and psychological influences are
potentially important detgmin'ants of mothers' beliefs re_garding
appropriate roles and l behaviours of social support netwérk members.
Expectations about the amount and type of assistance which should be
extended are shaped by these beliefs. Theoretically, then, the
disparity between expectations regarding help ;nd the actual amount of
assistance offered, contributes to one's perception about the adequacy
¢\)f ‘support. Employing this logic, the fact that level of perceived
informal agcial support predicted stress, which actual help did not,
becomes understandable. The important issue is not the ob_'!ective amount

6f help received, but how closely expectations about support and amount

‘of support available are matched. , .

-
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Network support. Network support was measured by the number of

persons mothers felt they were able to confide in. Although House and
‘Kahn (1985) state that it is important to establish the fact that a
network actually exists, other researchers have found that it is not the
number of network members but the quality of the relationships which is
important (Kazak & Marvin, 1984). My finding that the number of
supportive people did not expla:lﬁ any of the dependent variables, while
" perception of the level of- support from family, friends and neighbours

did, corroborates prior research.

Perceived support and its relationship to life satisfaction.

Perceived informal social support did not siggificantly correlate with
life satisfaction until emotional problems was entered in ;he equation.
Therefore, when mothers' emotional p;;)blems was controlled, there was a
significant relationship betwe}g‘,level of perceived support and life
satisfaction. Fur}:her analysis revealed that the positive benefits of
perceived support are felt only when nothersl t;ave few emotional

problems. N

Another curious fq.nding was that perceived informal social support
explained stress but not ]::I.fe satisfaction.. It is obvious that stress
and life satisfaction are different constructs. 'Examination of the
stress instrument used in the research protocol reva;als that the items
relate directly to the presence of a handicapped child. For inst;ancé,
queried are issues such as the impact of the child's care requirements
- upon the familyc ability to save money, take vacations or have social
outings. Life "satisfaction, however, is a more general concept which
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hgs to do with overall satisfaction ‘with one's life. Such issues as
satisfaction with one's working status, educational level, place of
residence and social 1ife come into play in evaluating 1life

satisfaction.:

Considering the work of others, Crnic et al.'s (1983) research
seems to contradict my findings. They found that support from a partner
or spouse and community support were 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 with support
predicted general life satisfaction, only satisfaction with intimate
support had a significant effect on satisfaction with parenting. This
findi;lg indicates‘ that s'atisfaction with support 1is an important
consideration in whether o;: not one is satisfied with other aspects of
one's life. Of course, research of this nature 1is plagued with
questions of reciprocal -causation. It 4is never clear whether
satisfaction with support causes life satisfaction and satisfaction with
Parenting, or vice versa. It can only be said with certainti that there
is a significant relationship between the two varlables.

Bristol (1984) is the 5ﬂy other researcher to test the ability of
the Double ABCX Model to explain family adaptation. In her study of
families having autistic or autistic like children, she found that
percelived informal social support predicted family adaptation, laritai
adjustment and maternal depression. Severity of the handicap and formal

services were not correlated with any of(the above dependent variables.
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Where her results differ from my own is with respect to stressful life

events. She found that other life stresses explained all of the
™~
dependent variables. Brisfdl's measure of other life stresses included

a sun of the Holmes and Rahe (1967) instrument, which I also used, and

the Limits on Family Opportunity Scale of the Questionnaire on Resources
and Stress (Holroyd, 1974). She does ;Eot report separate analyses for
the - two instruments. Therefore, I have no way of knowing whether the
Holmes and Rahe scale ;lone explained the variance in the outcome
variables. It 1s interesting to note that the Limits on Family
Opportunity Scale is a: instrument concerned w:lth‘the impact of t::g a
handicapped child. I speculated earlier that stressful life eve

my research did not correlate with the dependent variables because vit
was related to generic life experiences, wt;ereas the other vjriables
were focused on support and outcomes specific to dealing with a
gandicapped child. It 1is possible that Bristol uncovered the same
phenomenon, but it is masked by summing the two instruments. This is an

{

area vhich deserves further study.%

\

My finding that women working outside the home experience less
stre;a ‘than those not working outside the home, is consistent with
Bradshav and Lawton's (1978) research. They found that mothers who were
able to do paid work w;re less depressed than those who did not do paid
work. I think, however, that this issue needs to be explored in further
d;pth. Since employment status was the only control variable which

correlated with an outcome variable, and it was only correlated with

stress, this difference may have occurred due éo chance.
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‘ @aiitative Analysis of Coping Strategies

The study does not specifically ask about the ways }dn which mothers
~
.cope-with the care of a severely handicapped\ﬁhild, butd I think some of

T,

the qualitative data mothers shared with us- diirifg the interviews
provides depth and humaneness to the research. It gives insight into
some- specific responses mothers had to their situation with their

: t
children. Mothers were asked in an open ended format, "Please tell me a

little bit more about how well you feel you are coping (with the care
demands of your handicapped child).” The responses tended to cluster in
five different categories: child related reasons; general acceptance;
support of family; religion; and those having difficulty coping. I will

) give examples of responses indicative of each category.

( Child Related Reasons : ‘

The greatest number of resppnses had to do with some aspect of the
child. Many mothers, not unlike mothers of nonhandicapped children,
identify positive qualities in their child and the love they have for
the child as the reasons why they are able to cope. An example is the
following statement, "I am able to understand him ‘quite well and it's
the love I have for him that makes me understand him.” Another mother
stated about her son, "He's happy and he smiles all theA time... I enjoy
taking care of him, maybe it's because I love him.” One mother spoke of
>the emotional ups and downs when she said, "It's very hard, I get

depressed, then he does something I'm proud of and I get out of it.”

e - 7 J
, ; . \
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General Acceptance ) - ’ .

Several mothers expressed general acceptance of the child and the
situation with which they are confronted. In speaking of her daughter,
a mother related: "I deal with whagevex: she offers; I accept what we
can and camnot do; I look for the best instance out of the worst.”
Another mother echoed others when she said, "We go from ci;y—to-day and
do what has to be done.” One mother stated it pladnly: "She's my child
and has to be taken care of; I just have to take tare of‘her; I don't

know what else to say."”

Support of Family

Informal social\ support was also mentioned by several mothers. The
following response ;eflects the importance of help from family for
mothers working outside the home. "I think I'm coping very well but, the
reason 1s family support. My mother and fat;herl are both retired, so if
I'm at work and she gets sick they can go pick her up.” Another mother
talked about support form other parents of handicapped children.
"Parents' meetings are a great help. Being able to talk and share is
one of the best things available.” Someone else summed up the
importance of the marital relationships when she said, "My husband is my

right arm and the two of us can handle any problems.”

Religion
Some mothers drew strength from their belief and trust in God. For

instance, one mother told us, “"God only gives you what you can handle.”

Another l'aid. "I do it with the Lord's help.” - Still another stated:

228 ) \
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"When I get down I look up in my mind and then go on; the spiritual part

of my life keeps me going."

d

Difficulty Coping

Most mothers felt they were coping well, but some were having a
difficult time as in the case of this mother. "I have lots of

resentment. Why should I take what ’society gives? Why was I stuck with

a kid with handicaps?” A few mothers spoke of the impact upon other

! family members. "I wish I could do better so I could do more for her
= and still have time for the kids.” There were some mothers who .
exhibited severe stress, such as the mother who said: "I feel his

problems are all my fault, so:1 deserve what I get; I'm worried about

what will happen to Michael when I die; one women and two kids isn't a

' ( family.”

Summary of Qualitative Analysis

Generally, mothers felt they were coping well with the demarnds of

their handicapped child. Although I have broken down the responses into

. five categories, mahy interviewees actually mant::[onedw two or three of
the categories in their statement, demonstrating the need for ‘them to |

garner strength in several ways. Mothers spoke frequet;tly of the

frustration they experience in addition to be the coping strategies they

- employ. The responses often revealed the difficult behaviours such as

head banging and temper tantrums of the children. I was reminded that

parents must live with the disappointment of tt:;i; éhild's severe

. limitations. As one mother said: "It hurts .to~ ;ee her that way; I look

( forward to her tugging on me, or the day she can call me .nmq."

/
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(. Notably Mabnent from these qualitative data are references to
support from friends or formal services. Consistent with the

quantitative data, mothers primarily receive support from iuedia-te

family members and, lacking that, no other source seems to f£ill the_ gap.
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CHAPTER VI

CONCLUSIONS AND RECOMMENDATIONS

s

Introduction

In this chapter I will conclude with a review and analysis of the
results of my research on mothers of handicapped children and make
recommendations for social policy and direct interventions with
‘families. The proposed recommendations are intended to help social
workers, policy makers and others concerned with families who have a
developmentally disabled cHild to understand the roide of informal social
support in assisting the primary caregiver and to guiile them in the
design and implementation of family support services. I wilul also

review the Double ABCX Model as a framework for social work practice,

and explofe the implications of the state bias towards family care of

G
vulnerable members upon mothers of handicapped childrem, in light of the

research findings. Finally, I will discuss the limitatioms of this

study and future research directions.
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Review of the Major Research Findings - Lt

The intent of this study 1s to provide descriptive information
about the types of informal soclal support available to mothers of -
children with developmental disabilities and to examine the relationship
between informal support and coping, stress and life satisfaction. The
types of support studied were perceived, instrumental, informational, .
emotional and network support. ‘There were two primary support
instruments utilized, the Carolina Parent Support Scale which neasurﬁg
perceived support from family, friends and neighbours, and (ghe
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, develol;ed by MeCubbin and

Patterson (1983b).

Descriptive and bivariate analysis revealed -athat mothers of .
children with severe developmental disab:l-lities. are primarily |
reéponsible for the day-to~day care of their children. However, the
help they do receive is important to them. Assistance proffered to
mothers comes mostly from immediate family members, such as husbands and = ’
nonhandicapped children, rather than' extended family, "friends or
neighbours. One- of the more revealing findings of the study is that
although married and working women perceive greater support from some
family members, when help with daily tasks was measured, these\wo;en did:

not actually receive any greater assistance.

r
L

Applying the Double ABCX Model of Familkhmctioning. it was

o

theorized that informal social support would enhance coping, which in I
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.turn would moderate stress and promote life satisfaction. Multivariate

&
snalysis showed that perceiyed informal social support was associated
with better ability to copﬁd lower levels of stress. The influence

of inférmal social support on life satisfaction was less certain.

Ability to cope was_significantly correlated with decreased stress and

in:reased life satisfaction.

None of the various types of informal support (instrumental,
informational or network) explained 'coping, stress or life satisfaction.
Emotional support appears to be a proxy for emotional problems, and so
it was associated with higher stress and lower coping and life
satisfaction. None of the oth:'r independent variables included in the
model (ae}\gerity of handicap, fg;ggl suppoit or life stress) explained

the variance in the dependent variables. .

The Efficacy of Informal Social Support as a Policy Option

Policy makers and programme planners have a number of options in
terms of how services are organized for families of Bhand:lc:appecl
children. However, there are limited resources which force difficult
degisions among competing models of service delivery. Therefore, it is
essential to know the efficacy of incfeasing,anounta of specific types
of support to families. In this section, I will examine the relative
importance of informal social support in reducing stress and enhancing

coping and life satisfaction. .

o

From a policy point of view, it is important to determine how large

the increase must be in informal social support before appreciable

'3
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changes are seen in coping, stress and 1life satisfaction. Even though
support is sign:lficantl? correlated with copiné and stress, the an!ount
of support needed to produce notable changes in the lives of mothers may
not be realistically achieved. To evaluate the magnitude of t.he effect,
one must examine the regression coefficients (b) associated with the
various informal social support measures. The coefficient is 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 necesaax:by to evaluate (1) the change
in the dependent variables for every one, two, or three unit increase in
the Carolina Parent Support Scale (CPSS) (see Panel B); (2) the number
of units of CPSS necessary to bx:ing an 1ndiv1dual‘ two standard
deviations from the mean to the mean level of thg dependent variables
(Panel C); and (3) the number of units of CPSS necessary to bring a

mother in the 80th percentile of stress, and 20th percentile of coping,

to :he mean on both measures (Panel C).1 Examining the magnitude of

('
change for increasing amounts of informal social support illustrates the

expected impact as each unit of support is added. Looking at the amount
of 'support needed to bring individuals from two standard deviations from
the mean and the 80th or 20th percentiles, shows how much support is

needed to bring extreme cases to the mean.

Life satisfaction is not included in the anhlysis of the efficacy

of informal social support because for every unit increase in support,

" mothers' aatﬁsfaction decreased by .06 (M = 6.67; Range = 1 to 10; S.D.

= 2,23). Thus, the correlation was not in the expected direction,
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Table 6.1. The Efficacyg%pff Increasing Amounts of Informal Social

Support
¥

Panel A _
Dependent ‘ CPSS Coping
Variables . Mean b b
Stress 38.87 ~.652 -5.01
Life .
Satisfaction 6.67 -.062 1.19
Coping 2.07 .040 -

Panel B

Amount of Change
Unit Increase2 Stress Coping
1 Unit Increase in CPSS - .65 .040
2 Unit Increase in CPSS ~1,30 .080
-1.96 120

‘ 3 Unit Increase in CPSS

\ &

\ Panel C

\

Number of Units o CPS§ Needed
to Reach Mean

Stress: 2 S.D. above Mean = 59.05

Stress: 80th percentile = 46.00

Coping: 2 S.D. below Mean = .57

Coping: 20th percentile = 2.00

30.95
11.41
37.50
23.00
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_however this did not reach significance. Consequently, I have excluded

1ife satisfaction from the results.

Consider the impact of informal social support on the stress levels
of mothers with a handicapped child. Although the correlation between
informal social support and stress is significant, looking at the
coefficient, it is.striking how gr'eat the increases, in social support
must be before appreciable ékanges 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. Imn thislcase, the stress
mean (ﬁ) is 38.87, the range in actual atréss scores is 14 to 67, and
the standard deviation (S.D.) in stress is 10.69. (In subsequent
discussion I will only use abbreviations to report the mean, range and
standard deviation of each dependent variable.) Furthermore, to bring

an individual from the 80th percentile on the stress scale to the mean

would require 10.17 units of informal social support.

— -

The relative importance of a unit of informa]t 8ocial sdf)p/o;'t 18
brought into focus by examining the CPSS. The éPSS asks mothers to
report, on a 1 to 5 scale ranging from "not at all” to "a great deal,”
how helpful possible network. members are Eo her in the care of the
handicapped child. Consequently, a unit increase of support means that
one member has increased support along a continuum from 1 to 5. For
instance, if a husband went from being "not at all supportive,” to "a

great deal of help,” that would represent an increase equal to 4 units

of support and a 2.6 point decrease in stress.
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Coping was also significantly correlated with informal social -

support. For every unit increase in support, mothers' ability to cope

increased by .04 (M = 2.07; Range = 0 to 3; $.D. = .75) (see Panel B).

Furthermore, a three unit increase in support means a .12 increase in
maternal coping. As reported in Panel C, 37.50 units of support are
needc;d to bring a mother two standard deviations below the mean in
coping to the mean 1ev£l, and 23 units of support are required to move a
mother in the 20th percentile to the coping mean. Mothers were asked on
a four point scale from "poorly” to "excellently,” how well they felt
they were able to cope with the care of their handicapped child. To put
this in perspective, it would take 25 units of informal social support
to bring a mother who is coping "fairly well” to the next level, which
is coping "very well.” Or, looking at it from another 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.

The prospe;:t of( helping motheré of handicapped children reduce
their ~stress and improve ~their coping by 1ncr;asing 1nfom;al social
support, looks pretty dismal given my finding-s. However, suppose my .
resulfs are misleading and the actual effects are really two, three or
even four times greater than the regressions coefficients’indicate. In
order to ;palyze the sensitivity of the results to such larger effects,
I have ca}culated the change in the coping and stress resulting from the

coefficients being two, three‘and four times gréater.

Table 6.2 shows that even if the regression coefficients were much
larger, the improvements in na;:rernal life satisfaction and coping would
/ B
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' Table 6.2. The Impact Given ession - Coefficients that were Two,
' Three or Four Times Larger than Tﬁoae Reported

Panel A
Amount. of Change in Stress (M=38.87)
Unit; Increase - (bx2) (bx3) (bx4)
1 Unit Increase in CPSS -1.30 C o =1.96 - =2.61
2 Unit Increase in CPSS -2.60 ~3.92 | =522 A
3 Unit Increase in CPSS ~3.90 | -s5.88 -7.83
Panel B -
Amount of Change in Coping (M=2.07)
Unit Increase (bx2) (bx3) - (bx4)
1 Unit Increase in CPSS .080 o .20 " .160
R 2 Unit Increase in CPSS .160 . 240 .320
3 Unit Increase in CPSS | . 240 .360 ,480 ’
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not be impressive. For instance, if the “regression ncoeffic:lent for the
relationship between informal support and coping was actually ;wo times
larger, it would mean a .08 increase in coping and even at four times
larger, the improvement in coping with three nnits of support would only
be .48 (see Panel C). - j

Focusing on stress, although still a modest impact, 1if the
regressions coefficient for stress were actually ‘twice as large and
a\?pport .increased by three units, maternal stress would drop by 3.90
points (see Panel A)." Furthermore, if the coefficient was four times as
large and three units of support were added, stress would decrease by
7.83 points. Considering that all people will experience some stress,
it is not & realistic goal to expect that stress will_ be reduced to
Zero. The;efore, a four point decrease in stress may mean a real

difference in the lives of mathers.

)

In research of tﬁis nature, it is difficult to determine the exact
meaning of decreasinglamounts of ratress to mothers. Since stress is
largely a subjective experience, the impact may vary among notl]);rs. One
;ay that I have dealt with this is by examining the issue from a
relative perax;ective. Foi:’ instance, considering how much -support is
necessary to move mothers in the 80th percentile or the second standard
deviation, to th;, mean, provides- a context within which to view the
amount of informal social support it would take to help mothers on the

extreme end of the continuum. Still, as social scientists, we must live

with these limitations due to the current statejof knowledge. f
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Another policf option for ouppozbt:lné families of handicapped
children is the provision of a cash subsidy. Since this research was
part of a larger study of the impact of a cash subsidy totaling $225.00
per month to familjes, it is possible to compare the benefits of
informal social support and monetary support. After receiving the
subsidy for lapproximately one year, mothers experienced a 20 percent
drop in mean level of stress from 48.50 to 38.87, a significant increase
in life satisfaction from 6.3 to 6.7, and coping was unchanged (Meyers &‘

Marcenko, 1986). By contrast, it would take 14.77 ad_d—itional units of

informal support to achieve the same results in stress.

Clearly, receipt of the money was associated with a dramatic
reductinon in maternal stress level. An item—~by-item analysis 9howed a
s}gnificant decrease in stress on items related directly to fimancial
stress such as: "the cost of my child's care is causing financial
problems for the family;" or, "1 am unable to save much money because of

the expense of my child's handicaps.”

In terms of 1life satisfaction, receipf of the subsidy was

associated with greater satisfaction, where social support was

negatively, although not significantly correlated with satisfaction.

Coping, howevet_, was not :lnfluencedk by money but was improved with
increasing amounts of social support. One caveat whici: must be
nez;tioned, is that this was the first year of the subsidy and what we may
be seeing is a honeymoon effect which ;;ould be modulated in subsequent

years of the programme. Therefore, longitudinal data are necessary to

evaluate the effects of the programme long-term. If the positive impact
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( of the subsidy proved to diminish over time, policy makers would have to

decide if the short-term benefits were substantial enough to warrant
continuation of the- prog;ame or 1f the negative impact of withdrawing
the subsidy outweighed the benefits to families.

Consequently, as a policy option, at feast initially, money has a
more positive impact than ;xfformal social support. However, in terms of
stress, the relief was felt around financial 1issues, indicating that
this approach alone will not meet all of a family's needs. More data

are required to determine the relative effect of various types of family

support.

Possible Explanations for the Results

( There 1s a central question which must be addressed 1f social
policy 1is to be :lx:forined by these findinga. Does this research
repr;sent the true relationship between informal social support for
“mothers of . handicapped children; or are there measurement or
methodological issues which limit generalizations from this research?
Therf, are several possible explanations for the. weak performance of the '

- Double ABCX Model Jgenerally, and informal social support specifically.

- First, informal social support may not be as effective against
chronic stress as it is in cases of acute, time-limited stress. As
crises arise, available informal support may prove to be more beneficial

then it is for the day-to-day chronic stress of raising a child with

handicaps. i.ongitudinal research 1s required to illuminate the role

| ( informal social support plays as crises are introduced and resolved:
i ¥
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Cron-sectional_dau&, such as those provided here, are insufficient to

measure the strength of socjal support during times of acute stress.

/ Y
A gecond possible explanation for the weak results is that informal

social support has been oversold as a mechanism for reducing stress.

Although support has some impact ;n na-ternal stress, it slone cannot
overcome the stress associated with caring for a handicapped cl;ild.
Furthermore, there ave limitations to how many network members there are
and how much each member can increase his or her support. Therefore,
even if there had been a stronger correlation between support and
stress, there are practical constraints on the atiount of support mothers
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 is that the Double ABCX

Model may not be adequate to explain coping, stress or life satisfaction

in mothers of handicapped 'children. Wikler (1986) has conducted a .

comprehensive review of the family research in developmental
disabilities, using the ABCX Model as an organizing franewgi'k. She

concludes that we are a long way from testing the validity of the model

‘as a theoretical framework for explaining family adaptation to stress.

She recommends that researchers (1) operationalize family resources in
the form of validated 1nstrmlex;xts and put the instruments in general
use; (2) develop a clear idea of what constitutes successful family
functioning; and (3) examine family adaptation over time. At this
point, ‘it is premature to'judge the usefulness of the Double ABCX Model
for assessing families' reactions to the stress of raising a handicapped

-
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child. In defense of the ABCX Model, it appears to have all of the
~conponents professionals in the field would expect to explain family
adaptation. Additional research, incorporating Wikler's

recomnendations, is needed to confirm or reject the Double ABCX as a

theoretical model appropriate for this population.

It 18 curious to me that more researchers in the developmental
disabilities field have not chosen to test the Double ABCX Model in its
entirety. This 1s true even though McCubbin 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, severity of the
handicap, pile-up stressors, informal and formal resources, coping and

-eaniné of the event. Second, many of the variables are complex and

abstract, making them difficult to measure. For instance, how does one

measure the meaning of the presence of a handicapped child? What aspect
of "meaning” should be measured, and from whose perspective? Third, in
terms of methodology, given the number and complexity of the variables
to be considered, the fesearch protocol generally requires face-to-face
interviews with families, for usually an hour or longer in duration.
Finally, in order to conduct a multiple regression analysis, the sample
size must be sufficiently large to support the number of independent
( variables 1{1cluded in the equation. Using .ten subjects for each
'1ndep7ndent v§r1ab1e as a ballpark figure, the ideal sample size for
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most research Jgf this type necessitates upwards of 100 foub%ect’s. Then

once the data are collected, the variables are generally abstract making
interpretation of the results for application in social) work practice

difficult. .

I have attempted to deal with the issues I have raised regarding
the Double ABCX }‘lodel in the following manner. First, all of? the
independent variables generally accepted as part of the model were
included with the exception of "meaning of the event.” This is probably

the most difficult variable in the model to capture because of

E)

’

uncertainty about what aspect of “meaning” to measure. Bristol used

mother's self blame and the extent to which mothers defined thé handicap

as a family catastrophe to operationalize the concept. Only definition

< o

as & family catastrophe significantly efplafne}l the variance in one' of
the three dependent variables, family adaptation. Therefore, my
exclusion of this variable may not have altered the results
significantly. Second: with r:spect to sample size, the number of
subjects I had was sufficiently large for the analysis, but this was in
part poa;ible because I conducted this tese,arch' as part of another
study. Finally, regarding my concern about application of the results
to social work practice, it will become evident 1‘ater in this chapter
that I have dealt with this issue by bringing together the multivariate
analysis, (deacr:lptive and qualitative data and my own practical

knowledge gained from associations with families of handicapped

children, to guide recommendations regarding social work interventioms.
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It is my contenlti that research into the validity of the Double
ABCX Model is conceptually‘complex, costly and the—cmuﬂiﬁ/;\to conduct
anti difficult to interpret on¢te completed. It may not be that the model
is wromg or poorly conceived{ but I think that we are not likely to see

much research using the entire model due to the issues I have raised.

Iﬁ-depth, qualitative research with a small sample of families may be a
nore' appropriate avenue for future studies. However, generalizations
are limited with this approach. In short, I expect that much of the
research with families will continue to be focused on a few variables at
a time and will probably not embrace the full scope <;f factors which
constitui;e the Double: ABCX Model. Finally, I have discussed the ways in

which I have attempted to deal with the above issues.

In summary, several possible explanations hav;a Qefn offered for tfle
weak result;s of this research. They include: differences :I:n the
effectiveness of informal support for acute and chronic stress; the
possibility that too much confidence has been placed in social support
as a way to reduj;g("stress; and difficulties with the application of the
Double ABCX Model. Wikler has suggested further research, conducted
over time, employing a clear definition of family function and using
commonly accepted, validated inst’:unents/ axily then will we be able to
assess the validityqof the model with f/amilies of handicapped children.
In my estimation, the Double ABCX in its entirety will probably not be

the focus of much research in the future.
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The Findings of this Research Compared to Previous Research

A review of the literature contained in Chapter I1I1I revealed that
there was limited research on the role of informal social support in
moderating stress for mothers of developmentally disabled children.
Marie Bristol 1is the only 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 formal -
support, as 1 did, she also 1m~:1uded measures of famiiy t;ohesion, :
externalization of blafhe, the definition of the handicap as a family
crisis and patterns of coping. Her outcome variables were different

from my own and consisted of general family adaptation, maternal

(

In Bristol'z; conceptualization, the model explained 55% a0f the

depression and marital adjustment.

!

variance in ,famxfly adaptation (p = .0001), 33% of the variance in
maternal dep&ess;l.lon (p =, .04;, and 53% of the variance 1;1 marital
adjustment (p = I’K_Ol). The model as I comstructed it explained 23X and
7%, respectivelyf, of the variance in stress and life satisfaction.
Regarding 1nfom#l social support, Bristol found that perceived support
was significant ’y correlated w;th all three dependent variables. My
findings indiéa:Ld that informal support was assoclated with coping and
stress, but noé 1life satlsfaction. Both Bristol and I found that
severity of the Jh'and.'un:ap and formal support w;re not related to any of
the depeﬁdent ¥ fiables. I cannot compare the magnitude of change in
the dependent variables with increasing amounts of the 1ndepen¢}e,nt
variables because Bristol did not report means for her dependent
variables. D

} .
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Recognizing the limitations of comparisons between my research and
v

Bristol's, it appears that Bristol had much stronger results. Our
research differs in that she incorporated a number of wvariables which
were not part of my model. - In addition, she did not include any control
variables. This was true despite the fact that thege were wide ranges
in subjects’' ages, social class and mari{tal statué. These factors may
account, at least in part, for the disparity in ‘pur findiﬁés. On the
basis of these two studies, it is premature to assess the strength of
the Double ABCX Model. Further research 1is required to determine the
validity of the model as a theoretical framework for understanding how
families adapt to caring for a handicapped child. As stated) earlier,
there needs to be agreement regarding appropriate measures for the

various components of the model and greater consistency in application

of thege geasures (Wikler, 1986).

Turning to the researéh of others in the field of developmental

disabilities, again it 1is difficult to draw specific comparigons between

the findings of my research and theirs due to differences in

methodology, variables measured, instruments used, and often the focus
of the research. Geneqpllg, research into the informal social support
systems of families of children‘with developmental disabilities has been
descriptive and hag not analyzed the relationship between support and
adaptatjlon. For instance, Suelzle and Keenan (1981) studied the level
of support to the family over the life cyclé of the handicapped child
using a mail questionnaire. Kazak and Marvin (1984) used a control
group to determine differences between families with and without a

handicapped child in terms of familys' social networks. Although each

/ *
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of these studies contributes “to ou{‘\mderatanding of informal social
support, compariséfis between these data and my research are impeded due
to differences in design, methodology and measures.

Still, a couple of researchers have examined the relationship
between informal social «support and various outcome measure. One such
study is the work of Dunst et al. (1986), who analyzed the impact of
parental satisfaction with support upon adaptation in mothers and
fathers of handicapped children. The only dependent variable they used
which approximates my was parental well-being. The results’ showed that
satisfaction with support was the only main effect independent measure

associated with well-being. The researchers report R2 and change in R2

- a

for each variable added to the equation, but no‘t the regression
coefficients (b). Therefore, I cannot compare their results with my
analysis of the efficacy of ini:reas_ing amounts of social support
reported on earlier in this chapter. Similarly, Crnic et al. (1983)
examined the relationship of stress and social support to adaptation in

mothers of premature and full-term infants. They found that intimate

and community support significantly predicted general life satisfaction.i

Again, they reported the R2 and not regressions coefficients, making it

impossible for me to compare my analysis of efficacy with their work.

Generally, informal social support, regardless of how it 1is
measured, has proven to be associated with positive outcomes for
families. However, considering correlations alone is misleading because

it does not provide tWe data necessary to ahalyze the amount of social

g
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support necessary to making meaningful changes in the lives of mothers

with handicapped children.

¥

To facilitate knowledge building in the area of family stress, it
would behoove researchers to examine the change in dependent variables
for cevery unit 1increase in social support so that we can better
understand the potential impact of programmes designed to increase
informal support to families. Furthermore, researchers should
operationalize similar variables and utilize 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
serious attention to this field of study. In keeping with Wikler's
(1986) recommendations, greater continuity among studies would move our

understanding of family stress farther along.

-

Implications for Social Work Practice

o« Accepting that the Double ABCX Model generally, and }nformal social
support specifically, did not prove very useful in explaining the
variance in cop?lng, 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 qualitative data to inform
social work practicé. In this section, I will bring together all of the
results, with the work of other writers in the fileld of developmental
disabilities, to suggest implications for interventions at the policy

and programme level and in direct practic;:.
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\ Implications for Policy and Proéames A .

Research indidates at famil:les. of children with developmental
disabilities prefer to care for them at home (Hauber, Bruini.nks , Hil1l,
Larkin & White, 1982). Given this fact, there are two systems through
which support can be provided to families with a disabled member. The
first is internal to the family and inclt;des 1%@1&1 support,
their own monetary resources and assets, ( and the ;}\ysical and
psychological preparedness of the individual family members to meet the
demands of home care. The second is external to thetf‘am“ily and consists
of the service delivery system designed to support families. Although
good effectiveness data are not §:ailable, it is generally agreed among

professionals that in families opting for home care, programmes of
Nd(feunily support based on their needs should be available. Services
should include, but not be lwted to, respite care, homemaker services,
cash subsidies, training in how to care for the handicapped child and
counselling. Howevesr, 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 developmental disabilities field,
vig~a-vis family a;\pport, is around the role the state should play
versus that which should be the responsibility of. the family. In terms
of the state's commitment to provide support serv{tes to families,
Moroney (1986) contends that state resources are allocated primarily to
substitute for family care instead of to support families. He p_oints to

greater expenditures for out-of-home care of handicapped children than

for services to families providing care. Furthermore, he observes. that

4




the state often gets involved with families only after they are unable

or unwilling to provide care. Instead of a crisis oriented model, he
supports the concept of shared resp,onsibil:lty vhich implies providing
services to the family when they are needed and to substitute for the
family 0;11y when necessary.

There is mounting evidence for the argument that the g&ate is not
sharing :lt; the care, of handicapped children. For instance, although
there has been an increase in the number and amount of family support
services available throughout the State of Michigan (Herman, 1984), in
the san_lplle of families interviewed for this study, few families actually
recelved those services (Marcenko & Meyers, 1985). One might argue that
if the services are availalf;’.{e but not used, fhey are obviously not
needed. However, looking at ,respite care as an example, only 112 o;\ the
sample had used respite care in ff\e past year. " Yet when we asked
mothers what services they needed but were nc;;:\\g\ettfng, one~of the‘ more
frequent responses was babysitting for the handicapped child.® Clearly
other factors act as barriers to receiving th:l\.s service. These barriers
may be social, psychological, financial, geographical or cultural.
Als;, information about services may not be well disseminated, or they
may be delivered in a way which makes thex’ unusable by families. I am
reminded of one single mother who said that she needed respite care for

Y

her six year old "'non—ambulatory gon 1in tfxe last month of her recent

)
&
(]

pregnancy beca::e she could not 1ift him alone. However, the respite

care agency told her that she was not el¥gible for the service un\t:ll she
1

delivered her baby. Ferreting out the various reasons fm;::llies do not

receive services is not possible from this study, given the available
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data, but further examination of this .issue could. provide valuable
information to policy makérs and programme planners. _ A
j

On the family side of the equation, if the state is not pr.zovid:lng
support services, then all of the tesponsib'ility for care of children
with handicaps rests with families. Furtherl;aore, based on my findings,
most of the da&-to-day care is actually performed by mothers. As stated
earlier, one of ‘the primary internal resources available to families#¥is
informal social support. Even though my results indicate that there is
a weak@i'elationship between informal support and stress, the alternative
is to disregard the importance of informal s:;)port to mothers and to
allow the family system as it currently operates to persist. I contend
that this is unfair to women and will lead to a perpetuation of this
situation. Therefdre} I think that it is important to look for ways to
provide mothers ’with more informal support in order to more fairly

distribute care of the handicapped child among the informal network

members., «

Another factor which is likely‘to compound the problems associated
with mothers as ‘primary caregivers, is the increaéing participation of
women in the labour grce. It is projected-that by the year 2000, women
will make up 47.5 percent of the labour force, compared to 42.5 percent

i

in 1980. Furthermore, most women are employed out of \iconomic
7

necessity, so that working mott?ers of handicapped children are often not
in a position to choose between being full-time homemaker and working

outside the home (U.S. Department of Labor, 1984). This is particularly

' i
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troublesome since I found that even women who work outside _the home the

are still mainly responsible for the care of the handicapped child.

. So far, I have established three factors which should be taken into
account when planning family support policies and programmes. They are:
(1) s it stands now, services most often replace families instead of
support them; .EgZ) women are the primary caregivers f,‘or their
handicapped chderen, even if they work outside the home; and (3) in
the next ten years we are likely to see greater feminization of the
workplacé. I have also put fo#th several values which I believe should
underlie family policies and progfamme;. They are: (1) it is unjust
for women to both mainly care for their severly handicapped children and
to work outside the home; (2) the state has some responsibility to

assist in the care of handicapped children; and (3) 1in most cases,

family care of handicapped thildren is preferred over imstitutional
¥

care.

The most pres question- facing the family support field is how

fectlve services, while at the same time capitalizing on the
fadily's own resources. The role of family support policies and

programmes should be to relieve families of some of the burden of caring

, for their children with handicaps. There are. two resource systems

ava#ble to achieve that goal, the family system and- the formal service
system. Programmes should therefore maximize the family's informal

system and augment the family system with forpal servicéa. This implies

flexibility in the type and amount of services provided since- each

) family will present its own unique set of circumstances. The formal:

2
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system, as it now operates, is not reaching many families. It is our

;ask as professionals to formulate an effective service delivery system
and to conduct ongoing pro*grame evaluation to assure maximum benefit to
families. At this point in the development of family support services,
;re have very little effectiveness data. l?u;themor'e, little is known

about the barriers families experience in accessing the services which

are avallable.

The findings of my study and the experiences of others in the field-

can Inform policy and programme development. For instance, given my
finding that informal social support relieves stress and promotes
coping, while formal services did not have an effect on any of the
outcome variables, it would behoove .us to find ways to augment the
informal system rather than replace it. When services are rigid in
their criteg.a for admission, and higl'tly structured. in their &elfVery,
they do 'not mesh with families' informal systems of support,' which are
Bighly individualized and flexible.

I also found that nonhandicapped s8iblings are very -helpful to
mothers in the care of the handicapped ch.ild. Programmes which
recognize ‘the contributions of siblings could prove efficacious to the
entire family. An example might be the family ?riend model of respite
care, vhich has been tried in some communities. This model allows a
friend of the family or a family member, such as a libling, to be
reimbursed for providing babysitting nez;vicéa; Other models which
similarly bolster the 1nfoma1\ net}ork could be tried and gvafuat:ed

against more traditional approaches.
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Looking to the advice of other experts in the field, Moroney (1986)
suggests 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 professional is to translate family recuests
into services offerey’within community agencies. He states that there
is no evidence to support /the contention that families would make
unreasonable demands. On the contrary, similar programmes in England
have resulted in pos:}tive outcomes for families, with few families
actually making excessive demands. On the strength of this and other
research, social policies and prog:;ammés meant tobaddress the needs of
families with handicapped children should capitalize on and promote the
informal 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 achieve this goal, there'must be a loosening of the

- boundaries between informal and formal social supports‘.

- -~

It is instructive to speculate about why family support services
are designed to replace as oppose tok complement the family. One reason
may be that it is easier to design and monitor services where the
;control resides with the professionals r;ther than the family. For
instance, cash subsidies provided directly to families with handicapped
children, to be used at their own discretion for the special needs of
the family, is a polity option which has proved efficacious for families
(Meyers & Marcenmko, 1986). Yet, such a liberal approach to family

support has not been taken by any state other than Michigan. Some
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states do provide financial ielief to families of handicapped children, e

‘ ¢

but only on a limited and specific basis (Bates, } 85).

As we begin go\design family support setyicea, I recommend that we
actively engage families in‘the process. If families had a meaningful
voice in how, the service system was fashioned, the result would be
services which are both relevant to different family needs and provided .
in a manner which does not pose as many barriers. The éaution here 1is
that we do not add another burden to families by involving them in
progr%?me planning. Understandably, some families will have neith?g the
energy nor the desire to participate. However, there is ample evidence
from the advocacy movement that many parents are both willing and
comnitted to improving services. One need only look at organizations
such as the Association for Retarded Citizens and United Cerebral Palsy

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 aervice?hwhen they
are needed. Informal social support is a moderator of maternai stress
which should be promoted and augneiéed with formal, services where
neCegsary. Greater flexibility within the service system and a larger
role forﬂfamilies in molding services would result in ae;vices which
address the unique needs of families.

&

Direct Practice Implications ;

The social work practitioner working with a family wko has a child

with severe developmental diiabilities typically has two foci, the child °

\ F
- ]
R
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and the family unit. The goal for the child is to assist the ydung

person in reaching his or her maximum functional capacity and to do it
in the most normalized and least restrictive environnent3 possible. In
our society, for childagn, the most normal living situation 1s the
biological family, hence our concern with helping families to care for
their member with a de\felopmental disability. The goal for the family
is to help the family maintain its developmentally disabled member at
home while at the same time allowing for a high quality of life for the
other family members. "High quality of 1ife” can be measufed by several
dimensions such as life satisfaction, Btress or ability of members to
pursue their own goals. Stress and life satisfaction were the variables
examined in this research.

”

In this section, I will ‘concentrate on social work interventions

-which are directed at providing support to families, rather than on

services for the handicapped child. Consistent with the previous

section, some interventions are intended to bols{;er informal social

.
support, while others are aimed at augmenting the f;m\ily system with

formal .resources. I v’lill also examine the way in which family support
services are organized to determine the potential impact of this factor

on families. -

Families | of children with severe @evelopnehtal disabilities will
require auppgrta from multiple .sources across the life cycle of the
child. The role that social workers typically assume with families of
lrxand:tcapped children 1s one of case manager. A recent publication of

the American National Association of Social Workers (1987), states that
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"case management has been uniquely a social work role for more than 100

‘years” (p. 1). Moxley (1987) defines case management as "a designated

person or team who organizes, coordinates, and sustains a network of
formal and 1informal supports and activities that are designed to
optimize the functioning and well-being of people with multiple needs”
(p. 13). This is an essential function since it brings together formal
as well as informal resources for the purpose of optimizing individual
and family functioning. Moxley . points out that with
deinstitut{onalizat:bn and community care has come a system of
fragmented; decentralized services which may friastrate and discourage
the cansumer. Effective case management can help families capitalize on

support available to address their unique needs.

-

The effectiveness of case management has been proven with persons
who have chronic mental 1llness and tl;e elderly. In several
demonstration pro‘jects with the elderly, case managen}gnt has been shown
to be an effective tool for diverting them from costly institutional
care. The success of these.demonstrations led to the incorporation of
case management as a benefit undeir the Older Americans 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 ‘qlanagement with

developmentally disabled “children and their families. Thus, my

recommendation is not to institutionalize case management at this time,

!

but to conduct f‘g'research on 1its effec'tivenen' with this

population; F

i)
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. Social workers operating within the case management role can be
guided in their interventions with families by the findings of this
study. , For instance, I found that women do not receive much concrete
assistance with the care of the handicapped child, but the comcrete help
they do receive is important to them. Two daily concrete tasks appkar
particularly problematic; help with household chores and babysitting for
the handicapped cMild. 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 "importamt” to "very important” to them. Similarly,

over 60X of the women never or only sometimes got help with babysitting
for the handicapped child, but of tho.se who did get help,}962 stated
that it was “"important” to "very important.;' Based on these findings,
if women received additional help just in these two common 'tasks, it
could prove of great assistance to them. However, my results do, not
indicate ::h\af this help significantly reduces maternal stress.
Therefore, although mothers state that concrete assistance is important
to them, the impact is not felt in the area of stress: The positive

r

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 forj:he handicapped child. Although not part of

this study, it has been ny experience that fathers are seldomn
responsible for other child care related :activities such as making
appointments, taking children for appointments, or arrangi‘ng respite \
care‘. Social workers can perpetuate this s_:ltua!:ion or encourage full
( family pai‘ticipation b'(y their interaction with families. For instance,

are agency hours ¢onvenient for working fathers to attend meetings

-
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regarding the child? Do aoc&al workers attempt to communicate Lwith both
parents, or do they only call mothers with information? Do social
workers assume Fhat mothers will take responsibility for child care
activities and therefore inte’rﬁct with families in va&s which
communicate this message? Social workers,? as members of this aociet;y,

are subject to the same biases as all other members. Therefore, they

must be consciously aware of how their behaviour impedes or encourages

participation of the entire family, and especially fathers, in the care
: f

of the child with developmental disabilities.

An unexpected finding of my study was that perceived inf;mal
social support was significantly correlated with life satisfaction for
mothers with few emotional problems. However, for mothers experiencing
greater emotional difficulties, increasing amounts of informal support
did not lead to improved life satisfaction. Therefore, m?thers with

o

emotional difficulties require help which goes beyond informal support
if they are. expected to feel more gatisfied with their current life
situation. Social workers should be alerted that this group of women is

at-risk and make them the target of social work interventions.

In order fo address the inequities in responsibility for the
handicapped child, social work intervention should be family focused.
Interventions aimed at the handicapped child or thg mother alohe will
have little impact on the distribution of labour with}n the family.
Since the results showed that\nept of the help which is proffered comes .

from husbands or nonhandicapped children, social work practice ‘should .

K3

]
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-~ Ificorporate these and other individuals ;iho are important to tt;e family
'system into their work with the family.
K
' Despite my recommendation to increase informal social support to
Wnothers, ¢l realize that we as a profession lack the technology to
produce predictably the desired changes 1in 1level  of social support. ¢
Because fa;nilies.aré active participagts in the process, to a large
degre:e the success or failure of our interventions relies on the
w:fllingness of &families to change. This is further comp‘licatedt by the
fact that a family consists of 1ndividuals:deach with his or her own
needs and priorities.‘ . Consequently, the family must be viewed as a
upique system which brings with it a particular set of values and life
circumstances. For &:Lnstance, an intervention Igoal may be to it;crease
support from the fatherd and nonhandicapped siblings, but the success of
that goal vis dictated by the actions of these family members. Even if
they agree to the goal, 1mp1emeontation, and consequently outcome, rests
in their hands. Additionally, social support differs from many concrete
/Berv:lces such as respite care because it is much more abstract and its
adequacy is evaluated‘ based on perception rather than a set of objective
Dcriterior}. Theref rJ: it 1s difficult to quantitatively assess both the
ovided and the impact.

amount of support Nevertheless, social workers

musf be diligent in‘their attempts to evaluate the efficacy of their

interventions with families and work to improve their direct practice

strategies. »

I

=]

It could be argued that since informal social support moderated
stresé linked_to the care of a handicapped child and formal services did
. . EJ

/ ) .
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not, that formal services\}shou.ld be withdrawn in favour of the informal
system. However, this tactic is not .advisable, since few family support
services were actually usede by families. Conseqpenl(ly, it 18 not known
how services tailored to the needs of families will nodefate ‘stress
associated with the caregiving demands of the child. If families had
access, to servicés they found useful and appropriate, the correlation
between stress and formal support may have been stronger. It is the job
of the social worker, in the case management role, to provide families
with information about services so that they are able to make informed
choices. The social worker should also identify barriers which t.he

family may experience in accessing services and work to resolve those

barriers.

Turning to a community organization perspective, social workers are '
responsive to the many subgroups within the population who are
discriminated against in various way}a. Women caring for vulnerable
fa:nily members constitute such a gféa‘l because they take on the majority
of the day-to—day care of their 'handicapped children, without
compensation. Therefore, a crucial role for socaialnworkers e} /to .
organize women for the purposes of supporting each o}:her, gaining an
awareness of their common issues, and working to affect chiinge within
the service system and the family. Women are providinq a valuabie
-service by caring for their h;ndicapped children, a service which goes
largely un{recogﬂized :ﬁd unpaid._. Changes which béne“ women are not
likely E; ;occur within the service system or the family without "action
on the part of women. Individually' they have little 1nf'1uence,wbut
together they may have the power to bri\%g about recognition of the their

| )
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cd&tribution to the state and family.' In turn, ' this will potentially
- create greater options for mothers and their families. Options might
\ include: a full continuum of support services; compensation to mothers
for care provided *in the home; or a more eq;litable division of labour
within the family. Social workers, due to their contacts with a large
number of mothers, are able to help women organize, give - them
information about how the service system works and teach them the skills

necessary to bring about desired change.

' Historically, the United States and Canada, parents have

organized to dema;d serw7§ces and protect the civil rights of their

disabled children. Examples &f parent groups include The Association

( for Retarded Citizens, The Society for Autistic Citizens and United
- « Cerebtral Palsy. All have been influenf:ial in ‘exerti,ng pressure upon the

ssrvice system and policy makers to respond to the needs of their

children. Families should be provided ‘with nformation about parent

groups and éncouraged to form 11&4{&'1;\;’ th other families. These

relationships are helpful as both a source of ifAformal social support

and as'a vehicle for social s¢hange. Leonard (1975) calls this process

“group c\\xlzcientization“ because ig develops critical consciousness and

can contribute to social change.

- . Many soc:;lal service agencies organize family support groups. It
must be recognized that agency—base;l parent groups are not the optimal
site for groups which are change oriented. A potential conflict of

( }ni:erest exists for the agency since parents may conclude that the

agency should alter the type of services or manner in which sgrvices are

\ - ' ‘
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@ offered. Agencies, therefore, have a vested interest in the outcomes of
parent groups and this may work at cross-purposes with the needs of
\ families. Furthermore, 1f families are dependent upon the agency for

.other services such as health care

tion for their children, _tl:zy
¥
may fear that their efforts will (have a negati¥e impact on the quality

~——
of service provided to their children. Patent groups which are not

based in the organization where services are/ provided should therefore
,

o “
be encouraged and supported by social work

ot @
In pummary, social workers play a key role in case management for

families and they must be aware of available community services, and

work to breakdown any barriers famil:].es experience in accessing

Pl

% ‘ S
services. Furthermore, direct interventions with families of

Ay

handicapped children should include the whole family d not /;]ust

mothers. Social service agencies can promote or impede full family
participation by arranging their hours to accommodate working parents,
especially fathers and school~age siblings, al;d by being conscious of

‘ incorporating all family members in the service plan. Another crucial
role for socia_a} work 18 to organize  mothers for the purposes of ¢
supportit;g each other and making changes within the‘ family and service
system which benefit them. Finally, social v‘orkers caﬁ help fami:fies
advocate for better conditions for themselves and their handicapped

‘children by encouraging them to join established parent groups. } )

The Double ABCX Model as a Framework for Social Work Practice

0 The theoretical ‘model used in this study, the Double ABCX, is based

~
) f Pad
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on systems theory. It was pointed out in Chapter III that the Double




\’ SR A Y-
‘ ABCX Model 1is wultivariate, easily applied rong:l.tuﬂ‘nilljy and

understandable to the cadre of professionals involved with families and
children with developmental disabili%:ies. Furthe o:.;e, it recognizes
positive, as well as poor adaptation to the presence of a handicapped
family member. It was also argued that s;stems theory 1is inherently
cagservative 'because it perpetuates the stag}a quo by accepting
society's institutions in ‘their present form. Therefore, interventions
using a systems framework are aimed at making systefns work better ‘rather‘
than ' devising alternatives to those systems. | Recognizing these
strengths and limitations with respect to tghe Double ABCX Model, I will
discuss the implications of the model: for social work practice.

¢ »

Multivariate anal}gd:& revealed that coping and perceived informal

( - social support ‘Ef/ificantly moderated ;tress. Interventions based on
these r.esu]ﬁs shoqld therefore be &dimed at helping familiee to cope'

better and to build a strong system--of social support. Programmes

would, consequently, be focused on change within families. There is a

plethera social work literature which supports this approach. For

- instance, in a recent article by Whittaker, Schinke and Gilchrist (1986)

they suggest an ecological paradigm for child, youth aﬁd ‘family services

which promotes teaching life skills and facilitating social support. In

their words this means: "(1) bu:liding more éupportive, nurturant

environments for clients through ‘various forms of environmental helping

) " that are designed to ﬁcreaae social support :nd (2) improving client's

¢ompetence in de'tlli;xg with both proximate ,ancul distal environments

‘ through the teaching of specific life ak:llls"‘ (p. 492). For families

( with a hand:lcappéd chilr this would entail helpifg\ them build networks
4 - . -
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of social support and tea_éhing them the skills necessary to care for
their handicapped member. These interventions are based on the premise

that greater support and life skills will result in better adaptation.

The social worker who employs this strategy does not take into
account the influence of pﬁblic attitudes, policy and programmes on
children and families. Interventions which analyze the family on a-
case~by-case basis do not see the common struggles and problems families
face. Change is therefore directéd at the 1n9ﬁ$1dual family a;ptem as
opposed ato the social system which may be contributing’ to x\gﬁily
problems. Taking this analysis one step further, mothers who are h;;ing
difficulty coping would be encouraged to dévglop informal social éupport
systems and gain competencies to deal with the care of ﬁef haﬁdifapped

‘child. Individually-oriented interventions are thus. focused on

modifying mother's behaviours, not on recognizing ‘the common hardships -

)
-

mothers endure.

N

While there is merit to analyzing the unique situation each family
presents, the danger social workers face is in not seeing issues whizh
are common across families. These generic issues need Bolutions on a
policy leVel,Qnofron an individual basis. In fact, many of the problems
identified by families of children with developmental’disabilities can
be generalized to other family constellations. It could even be said
that all families with children have common issues about which they will
be concerned. A case in point is day care. Most families with children

will at some time need day care or babyaitting‘services. State pglicies

266 -
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and programmes designed t;: address these common needs reflect the degree

of commitment the state has to supporting families.

t
°

The Dou)ble AB%X Model o&%theoretical framework has particular
application for social yorkers operating as case managers. In this
rdle, social workers examine the constellation of resources and
limitations each family presents and develops a plan to assist families.
The Double ABCX., provides a moc}el for performing this funct:}ybn which

results in a plan that 1is understandable to families and the cadre of

N

professionals working with them. Where the model falls short is in

identifying systemic issues which may contribute to family difficulties.

¢ P

The model also helps us assess a family's response to caring for a

child with developmental disabilities and the relationship between

"N
stressors, resources perception, and coping and family adaptation.

Wikler (1986) points out that the shift from institutional to family
; ) Tk
care of persons with developmental disabilitiés assumes that family care

is better. However, this presumption is based on little concrete data.

To the extent that researchers uytilize the model, in conjunction with
reliable measures, we can begin to, build a data base upon which can

inform public policy and programmgys.
/ . rd

¢
!

Implications of the Findings for Mothers of Handicapped Children -

In the paét 10 to 15 years there has been a changeh:ln public policy
regarding the mogt appropriate _venue of care for children with
handicaps. Pi‘eviously, parents were encouraged by professionals and the
lack of community services to place their child in an institutional

!
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setting. yow parents are not only discouraged from placing their chil&, \
but the lack of available community placements =may make it almost °
impossible to take a child out of the family home. In reality, few
options exist foi‘ parents who desire out-of-home placement.
12

Although the state policy of {Mily care for severely
developmentally disabled children has raﬁxificat:long ﬁfor the entire
family, it holds particular significance for mothers. Given this policy
direction, one of the most important findings of Athis study ' is thatl
women take on the major responsibility as caregiver for their child with
severe developmental disabilities. The,;esults show that they receive
little assistance in the necessary day-to-day home and child care
activities related to the handicapped child. This w;s true’ whether tile;
were married or single, working outside the homé or not. Consequently,
not unlike their counterparts with nonhandicapped children, mothers of
handi&%pped_ children assume most of the responsibility for the care of
their children. R

It seems unlikely that women will receive more assistance from the

informal system, under the current conditions. There is no reason to

o -~

believe that family, friends and neighbours will provide greater
support: and. assume greater respons\fbili\ty fo;: the care of the
handicappeci child. ~Unless there is a dramatic change in the perception
of family roles, no impetus exists for a transfer of responsibility rfrom
mother to other family members. Consequently, home care of severely

developmentally disabled children will result iln women taking on the

#
major caregiving responsibllity, regardless Bt marital or employment
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t status. With a shift from community and institutional care- to family

care, the state essentially transfers responsibility to the mother.

&Y

Also of relevance to this study is children's policies vis-a-vis

‘ policies for women.. Miller (1987)£ points out that recent policies meant
s : to improve women's work lives arev in conflict with ;hose developed for
children. ' It ha’g alrea&y been established that policies for children
* support family cares /These policies assume that families, and primafily

r

women, will take responsibility for the care of dependent children.

""Policies for womén, -on the other hand, have promoted and supported their

labour force participation. In the United States this trend can be seen
j

in legislation such as the Equal Opportpt:mﬁy Act, the Pregnancy

Disability Act, and the Retirement Equity Act of 1984. As a result of
1]

N

( these two policy directions ,‘ women| are put in the often mrealissic

position of being full-time mother and, worker..

>

Future Research Directions - ' >

e

| . ) Future research which builds on the findings of/th:l.s stt;&y is
suggested both‘ by the limitations of this worit and the questions) it

|\ : raises. First, there is a need for more studies of the informal social -
support system of families with a handicapped child compared to those
families wi&h only nonhandicapped children. Introducing a matched
T / control group of mothers with nonhandicapped children would provide
ilpbrtant comparative data. It 1is not known, bas;d on this study,
whether the structure of the informal social support system reported by
' %&s group of mothers with severely handicapped children is typical or

7 1
(«( different from that of all mothers of young and adolescent children.
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For 1instance, I found that these mother's social networks 1lacked
multidimensionality. This may be an indication of social isolation
which is peculiar to mothers of handicapped children or it may be true
of mothers with children in the age range described here. Other control
groups ghould also include families with less i;everely ha;diéap%
c(:h:lldren -and ciildren with emotional pr9b1ems to d;temine variations -

related to type and severity of the disabling condition.

'

In addition to the use of control groups, longitud:ﬁ.nal research is
needed to help us understand how families cope with the care of severely
" handicapped children across the Jife cycle. Data which describe how the
informal social support system changes quantitatively and qualitatively
coul:i be used to plan formal services for the purpose of augmenting the
informal system. Wiklér (1986b) has done some inte\reating work around
the issue of normative developmental cr’:[._gt’s wl;ich exigt for families of
children with developmental disabilities. Her research is predicated on *
the work of others who have found that families with nonhandicapped
children t}pically exvﬁerience predictable developmental crises.
e Longitudinal research with families having handicapped children would
both document™grisis points and reveal the way in which informal sociafl
support changes or (}oes not change to accommodate these crises.
A further limitation of my research is that it does not establish
causation. I:l: can only. be said that there is a relationship between
perceived informal social support and maternal atress. Consequentiy,

Q

interventions based on the study results require ongoing evalua/t/ton to

determine whether or not they are efficacious. Prospect};% research
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which establishes a baseline of mothers' peychological, physiological

and social characteristics and follows a cohort over time to observe how
- 14
social support assists those experiencing stress would begin to address

the issue of causation.

My research shares a problem common to most studies of families in
that it only reports the experiences and perceztion,& of mothers.
Subsequept studies should focus on all family members, and particularly
fathers. A review of the literature turned up a plethora of studies on
mothers, a sizeable body of research on siblings, but almost no studies
of fathers. This is a neglected area which should receive the attention

of researchers.
}

LY
t

The finding that perceived informal social support may be more
important than the acutal support received raises questions for me about
how support 1is actually proffered on a day-to-day basis. A:iditional
research is needed to qualitatively assess the manner in which mothers
are provided and accept instrumental,— emotional and informational
support. The Management Scale- which was used to tap these support
dimensions revealed that little help was received by mothers, b}xt
assistance o:‘;ferqd was very important to them. A qualitativesstudy of
Jhow nother;s nanage“wi_th the support of others would be useful not only
for the data it would xenerate but also as a guide in the 'devéic?pment of
a reliable and valid instrument to neassye va.rious types of informal

social support.
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,‘ L An ' 1ssue' which continues to surface ti:lroughout this and other
re;earch 1s families' lack of formal setvice ut;.lization. Data
- regarding the social, psychological, financial, geograpMc;l/and
cultural barriers families experience in accessing services would, ’ E
: therefore; make a significant contribution to the field. - SN
Fikglly, téhe finding that coping moderated stress and enhanced life
satisfaction points to anotI;'er promising area of research. There are at

dleast two avenues which could be explored in greater detail. The first
t

v

a}ea is the relationship between coping and informal sociai support.
Certain types of coping styles may co;xlelate with high or low informal
social support. I identified five coping strategies: (1) child related
reasons; (2) general acceptance'; (3) support of family; —(4) r_eligf;n;
a and‘ (5) those having difficulty coping. “Certain coping styles or
combinat‘ion of styles may correlate with level of informal social
auppo;:'t. «Second 18 the relationship between coping styles and
r.*.zdaatpt:at:ion. As various coping styles may be related to 1level of
informal support, they{‘ may also correlate with adaptation. Further
7in—depth stud}; of the relationship between coping style and ada?tafion

would provide useful data to the practitionmer.

! - \
7 N -

P

Subsequent areas of research have been suégeated based on the
-1im11‘:atiqps ‘of my research and the questions it raised. {uture studies
should provide ;'eliabJ:e ccémparative data betweén familiés ~with and
wifi;out handicapped children agd they sﬁould qualitatively exp}ore the

;sychologicél, social, cultural and gpvironnental aspects of informal

Q_ : ‘social support, coping and adaptation.
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FOOTNOTES ‘ ‘

lThe ampunt of change was calculated by multiplying the number of
unit increase in the CPSS by the regression coefficient (b).

2fl'he number of units of CPSS needed to reach the mean wag '
calculated by using the following formila: (x - M)/b, where x is equal
to two standard deviations above the mean or percentile.
)
3Least restrictive environment means that services for persons with
disabilities must be provided under the 1least confining and most
normalized and integrated circumstances consistent with their needs.
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00. EXACT TIME NOW:

What is the child's name?

PILL IN NAME IN CHART ON NEXT PAGE (BELOW) - ON LINE 1

with the oldest, down to the youngest.

PILL IN, IN DESCENDING ORDER IN CHART BELOW
FOR "EACH CHILD LISTED, ASf A3 - AlO

Ab.

A6.

1s your natural J\ild or is s/he a step,
foster, or adopted child?

| cooe as roLLows:

\ / J AETR N MR e R SR R, 37 T e L

.

1'd like to start by learning sbout you and your family. Let's start with your child vho 1is handicapped.

Tell me the namep of any other children in your family, including foster, step, or ndopte'd children, starting

B

FOR OTHER THAN INDEX CHILD ASK:

ii. Fatural] . Step) [.__Yoster] [4. Adogteg . Adopted-
l _step 3
1

GO TO AS ASK A4

|

How long has been living with you?

(IF NOT OAVIOUS ASK:) Is
female (girl)?

a nale (boy) or

What is ‘s birthdate?

FOR INDEX CHILD ONLY ASK: ALL OTRERS |- GO TO A8

Al.

.

Vhat {a 's racial/ethnic background?

A8, Is livigg vith you?
—=d
—GO0 TO AlC ASK A9
AS. Where 18 living?
Al0. Does have any special mantal B

or physical problem or condition, or a.long-
tera health problem?

- 286 00 10 AL

Al10a. Could you briefly describe the problem.

(e )

AMERICAN . ASIAN, PACI- 6. OTHER ’
INDIAN FIC ISLAND (SPECIFY:

L

IF OTHER CHILDREN, RETURN TO Al. 1o wor oo 10 All ‘

Y
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Now 1'd like to ask you s few questions about yourself.

All. What is your birthdate? / /
month day year ’

Al2. (RB, r i) thich of these dascribes.your marital status? Are you:

o) () (o) () o)

—ed L.

6. DIVORCED AND 7. WIDOWED AHD 8. UHMARRIED \
REMARRIED REMARRIED LIVIRG W/ Pm'mzy
1
p
B AlZa. Uov long have you been mearried?
(IF HOT OBVIOUS, ASK:) yaars
Al2b. 1Is this your first smarriage?
S [1. YES )[j Ho )-mm Al2e
\ Al2c¢. VWhen did your previous nrru;e‘.nd'p !
year \ e
- ' !
Al2d. When vere you (divorced, separatad, vidowad)?
b year
- J
Now 1'd like to know about the other peopls living in your homs who have no
other regular home. I don't need their names, just their ages and their
- ) relstionship to you. These are people other than the children we've already
talked about. . *
Y {LIST EACH ‘PERSON ON THE GRID BELOW AND ASK Al3~Alle WOR RACH, h v
‘B A13. what is 's relationship to you? -
Al4.  (IF ROT OBVIOUS ASK:) Is wale or female?
Al5. How old is ? -
Al6. Is financially dependent uspon you!? -
Alad
A3 R AlS Al6
RELATIONSHIP TO R 1y @ " AcE FINANCIALLY DEPENDINT
1 , I ] 2
* H Y "
2. M k 4 "
— -
* 3. ' M r Y ]
T
4. = M 4 h 4 ]
< i




Bl,

B2.

Bov I'd like to learn more about

-

SECTION B

CRILD CHARACTERISTICS

Is a/be severaly

mentslly impaired, severaely multiply impaired, or sutistic?

IMPAIRED

1. SEVERELY MENTALLY

SEVERELY MULTIPLY
IMPAIRED

3. ADTISTIC
IMPAIRED

(RB, P. 2) Does

ongoing health problems?

Hard of hearing?

Deaf?

Visually handicapped?

Blind?

Dovns syndrome?
Cerebral Palsy?
Seirure disorders?
Physical handicap?
(epecify)

Chronic pneumonia?
Asthma?

Diabetes?
Bydrocephalus

Microcephalus

Obesity?

Muscular dystrophy ?

YES

(1)

~

- suffer from any of these other impairments or

NO COMMENT

(2)

(3)
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ad

aa.
bb.
cc,

dd.

£f,

Bi.

TES
(1)

no
(2)

(3)

8ickle cell?

Speech deficit?

Spina bifida?

Cleft 1lip or palate?

PKU 7

Chronic ear problems?

Chronic bronchitis?

Chronic influenza?

Hepatitis B?

Skin diseases?

(specify)
Severe emotional probd, 7

Heart Impairment?
Arthritis?
Cystic fibrosis?
Tay-sachs!?

Byperactivity?

Severe allergies?
(specify)

L

Does have any other impairments or ongoing health problems?

4

o0 TO B4

289




B4. What other impairments or health problems does ~have?

BS.

B6.

B7.

%

In your own words, briefly describe
condition.

physical or medical

How old vas

or problem?

vhen you firet suspected that s/he had a handicap

B6a. AGE OF CHILD IN MONTHS (OR
YEARS IF )2 YEARS OLD)
B6b. Can you tell me more about vhat you noticed?
How old vas vhen a professional told you that s/he had s
handicapping condition?
B7a. AGE OF CHILD IN MONTHS (OR
YEARS IF 92 YEARS OLD)
B7b. What were you told?
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B8. Do you have health insurance which covers 1

B8a. What ip the name of the ingurance?

B8b. Hov is the coverage provided?

1. HUSBAND'S 2. WIFE'S 3. PMIVATE
EMPLOYMENT IMPLOYMENT
4. OTHER, SPECIFY ‘)
( oy
Go TO'B10
B9. Can you tell me why you do not have health insurance for ?

B10. Now I'd like to know a little about what can and cannot do.

LEVEL OF CHILD FUNCTIONING

YES %o
6} (2)

a. Is able to communicate with others of .
(his/her) age group?

b. Can feed (him/herself)?

e. Is it difficult to communicate with
because s/he has difficulty understanding
vhat is being said to (him/her)?

d. 1Is able to play by (him/herself)?

S RO
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f’

1s able to go to the bathroom by (him/
herself)?

YIS ¥o
— _ 2

Does lose control in a way that is
haraful to others or destructive of property?

Does physically barm or abuse
(hin/herself)? N

Does exhibit sexual behavior that is
difficult to desal with at times?

Can peopla understand what tries to say?

1s able to express (his/her) needs
to others?

Does have to use a bedpan or diasper?

Can walk vithout help?

Can go up or downstairs by (him/herself)?
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SECTION C
IMPACT OR YAMILY
4
Caring for a child with handicsps affects families in diffsrent wvays.
am going to read some statements that people have made about how their
family vas affected. FPor each statement, please tell me hov much, at

the present time, you would agree or disagree with the following
statemants. (RB, P. 4)

|
STRONGLY STRONGLY

AGCREE AGREE  DISAGREE  DISAGREE
(1) (2) ) 4)

a. The cost of my child's care

is causing financial prob-

lems for the family...........[ 1 2 3 4
b. Time 1is lost from work

due to appointments and

care of wy handicapped

child..iiiensrennnencnnnneeees] 1 2 k] &
c. Additional income is

needed in order to cover

OUT @XPENBEB..oiecrosansssansef 1 2 k} &
d. Ve have to borrov money to

help pay for our child's care.| 1 2 3 4

¢, I am unable to save much money
because of the expense of my
child's care..vccvceccnssanaesl 1 2 k] 4

f. 1 gave up wvorking for a while
because of my child'se
d188bllitY . cciesrnncersencnanal 1 2 3 4

g- 1 can't take a job outside the
home because of my child's
condition..ccceenncenccsnencee] 1 2 3 &

bh. My child's handicap has kept
wa from going to school.......] 1 2 3 3

4. Becauss of my child's lundicup
we find it difficult to takse
trips or vacations..cceevocesaf 1 2 3 'Y

[ T N Fy——

1




1.

[- 2

t.

STRONGLY

It 1s hard to find a re-’
l1iable person to take care
of my child......covecvvnnnn
1 have difficulty getting

someone to care for my child
vhen I need to go shopping

OF On oTTaNdS..icccccvoernecs

My child's handicap keeps
us from going out to visit
friends or relatives.........

Because of my child's handicap
we usually don't invite
friends to our home..........

Our child's handicap does not
interfere with our social life

Most of what we do each day
is planned around my child's
special needs........

sasevesn

Because of my child's dis-
ability we are closer as a
family.....co0ceeenncananas s

My relatives have been un-
derstanding and helpful
vith my child.......coveuenne

Relatives interfare and
think they know what's
best for my child.....c.vcv.n

1 think about not having
any more children because
of my child's handicap.......

I don't have much time

left over for other family
senbers sfter caring for

my child.....ccoveerncvenanees

AGREE
(§Y)

AGREE )
@

DISAGREE
3

-

3

STRONGLY
DISAGREE
(4)

R e
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Our family gives up things
because of my child's handicapl

Fatigue 1is & problem

fOr BO..civicesrrrsencvcaresnnn

Nobody understands the

burden I Carry....cvceneveecesf.

Learning to manage my child's
handicap has made me feel
better about myself...........

I worry about what will
happen to wy child in the
futul‘.............-......-....

(ASK IF R IS MARRIED OR LIVES
VITH A PARTNER) My (husband/
partner and I discuss my
child's problems

1.7 {3 4. T

STRONGLY STRONGLY

AGREE AGREE DISAGREE DISAGREE
(2) (3) )

el aentendins Rl it Shatbaliodiy
2 3 4
2 3 4
2 3 4

2 3 4

2 3 4
2 3 4
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SECTION D -

FAMILY SUPPORT

Now 1'd 1ike to ask you some questions about what it is like for you to
raise and care for .

Dl. Does attend a school program?

Dla. During vhat hours?

Dlb. During what months?

GO TO D3 )

l“‘
AN
D2. Why doesn't #ttend 8 school program?

D3. Hov old was ___ (in years) vhen s/he first enrolled in the public
school program?

AGE IN YEARS:
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D4. (RB, P. 5) How much time do you get for yourself each day to do
the things you like to ‘'do? Do mot count time working sleeping or
in school.

1. NONE OR u) L nmma 1/2 L 1 10 3notms)
THAN 1/2 HR
[a. 3'rosnomts) Ls. mumusnm;s) '

DS. (RB, P. 6) How satisfied are you with the amount of time you get
to yourself to do the things you like to do?

1. VERY 2. SOMEWHAT .
DISSATISFIED DISSATISFI SATISPIH) SATISYIZD ¥ .

;

>
I D6. (RB, PL 7) About hov much time were you away from your child in
the papt two veeks for social reasons, for example, going to the

movies \or visiting friends?

. o~

1. NONE OR LESS 2. BETWEEN 1 3. 4TO9H
THAN 1 HOUR ARD 3 HOURS
ﬁ 10 TO0 25 BO@ ( 5. MORE THAN 25 BOUIS)

D7. (RB, P. B) How satisfied sre you with the amount of time you were
avay?

1. . SOMEWHAT (. VERY
DIBSA‘IISFIED DISSATISFIED SATISYI-

{

o




IF R IS MARRIED OR IN A RELATIONSHIP, ASK: D8 - D9
IF NOT ~- GO TO D10

1. VERY 2. SOMEWHAT ‘13, SOMEWHAT 4. VERY
DISSATISFIED DISSATISFIED SATISFIED ED

D8. In the past month how many times have you and your (spouse/partner)
been out together without the (child/ren)?
1. NONE 2. ONLY 3. BETWEEN 4. MORE THAN
AT ALL ONCE 2 AND & TIMES S TIMES

D9. (RB, P. 9) PHowv satisfied are you with the smount of time you spend
together vithout the children?

SATISFI

N
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CAROLINA PARENT SUPPORT SCALE

I am going to read a list of people or services which msy or say not be
helpful to you as the parent of a child with special needs. Think sbout
bow helpful sach of them is in making your job as the parent of a
special child essier. They may help you in any way. For sxzaple, they
may help take care of . They may give you yseful information or
services, They may just give you understanding and support. PFor each
item, plesse tell me how helpful the person or service is by indicating
Mot At All, A Little, Some, Quite a Bit, or A Great Deal. (RB, P. 9)
(B/A=NOT APPLICABLE)

NOT AT JUST A QUITE A GREAT
D18. How helpful N/A ALL LITTLE SOME A BIT DEAL
(1s/are) your: mm @ (€)) @ G) (6)

l,_iﬂunbnﬂd/?artné}?
b. Ex-Husband?
c. Parents?
d. Husband's parents?
e, Other relatives?
f. Husband's

relatives?
5. _Children?
h, PFriends?
i. Neighbors?

* o
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ES =~ YEAR

tow I'd like to ask you about any major items you may have purchased for your
child or to assist you in caring for during the past year - (since
{June/July] of 1983),

(ASK ALL APPROPRIATE QUESTIONS FOR EACH ITEM ON FACING PAGE)

7

El4. Have you purchased at any time during the past year
(since [June/July] of 1983)7? v S

e = wme Y

El5. (RB, P.14) How was it paid for (who paid for it)?
(SOURCE OODE)

] IF 1 (RBGULAR FAMILY INCOME) ASK E16 ML OTHER'S PROCEED TO
NEXT ITEM ON LIST

E16, Approximately how much did it cost you to purchase ?
(ROUND TO NEAREST DOLLAR)

PROCEED TO NEXT ITEM

SOURCE CODE
1. Regular family income 7. School {
2. Relatives paid for it 8. Charity |
3. Friends or neighbors 9. Community |
4. Private insurance 18. SSI - if they can pinpoint
5. Medicaid as separate from family income
6. Crippled children's 11, Other (Specify )
12, Don't know
El7. (RB, P.15) what was the reason you did not purchase this item during
the past year? \
REASZ4 CODE A v
1. 1 or my child didn't need 4. Needed but didn't have
2. Needed but couldn't afford time to get
3. Needed but not available 5. Other (Specify )
[ GO TO NEXT ITEM ON LIST | £
[ ]
v

[ 93 *
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PURCHASES

i ¢

38

éE
5% B

ak. Extra Insurance related
to child

2. N
al. Special walking aids-wheel- |1, ¥ —_
chair, braces, crutches
. 2. N
am. Pads, harnesses 1. ¥ -
2. N
an. Maptive equipment for child |1. Y —_—
* 2. N |
a0, Communjcation aids - type- 1. ¥ —_
writer, special board
2. N
ap. Special food preparation 1. ¥ .
equipment ¢
2. N,
aq. Adaptation or remodeling l. Y —_
of hoame
2. N
ar. Special vehicle to transport |l. Y —
child
2. N
as. Bquipment or utensile to 1. ¥ -
use when taking care of
2, N
at. Eyeglasses or hearing aid 1. ¥ —_—
2. N
au. Family vacation l. ¥ —_
2. N
av. Other (Specify ) 3. ¥ -
“ N
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£18. Are there other things that I have not mentioned which you need
but have not purchased®.

1. YES 2. N G0 TO E21

E19. what are they?
(LIST BELOW)

E20. why haven't you bought (or done) these things? AN

E21. Of all the itams we have mentioned, which are the ones you need
most that you do not have?

8. °

b.

Ce.

E22. Thinking about the approximately $27¢¢ you can receive from the
Pamily Support Subsidy, which is about §225.9¢ per month, how do
you think you might use the money? 1 understand that how you
actually use the money once you have it might be very

erent fram how you think you might use it now, but 1 am
just wondering what you think you might do with the extra money.
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PURCHASES -~ MONTH

Now I'd like to ask you about any items you may have purchased for your
child or t» assist you in caring for during the past four weeks,

| ASK ALL APPROPRIATE QUESTIONS FOR EACH ITEM ON FACING PAGE |

-

El¢. Have you purchased at any time during the past 4 weeks?

) Geloee |

Ell.” (R, P.1d) How was 1t paid for (who pald for It)? 4 —\

ALL OTHER'S PROCEED TO
NEXT ITEM ON LIST

IFE (REGULAR FAMILY INCOME) ASK E12

|

E12. Approximately how much did it cost you to purchase
during the past 4 weeks? (ROUND TO NEAREST DOLLAR)

TO NEXT ITEM ON LIST ON FACING PAGE AND RETURN NElg' |

SOURCE COOE
l. Regular family income 7. School
2. Relatives paid for it 8. Charity
3. Friends or neighbors 9, Coomunity
4. Private insurance 1d, SSI - if they can pinpoint
S. Medicaid as separate from family income
6. Crippled children's 11.’ Other (Specify )

12, Don't know
=

E13. ° (RB, P.15) what was the reason you did not purchase this itam during the
last 4 weeks?

1. Didn't need 4, Needed but not enough
2. Needed but couldn't afford time to get
3. Needed but not _available 5. Other (Specify )

GO TO NEXT ITEM ON LIST
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PURCHASES FOUR SRCE 0OST WY
( WEEKS (ROUND TO §) NOT
\ ab. Prescziption medications 1. ¥ —
$
2. N
ac. Over-the-~conter medicines 1. ¥ —
$
2. N
N
ad, Special toys, learning aids, [1. Y —
games S
2‘ N
ae. BHucational materials-for l. ¢ .
school $
2. N
af. Replaced household items, 1. ¥ _—
broken duve to child's S
c behavior 2. N
ag. Special clothing 1. Y —_
$
2. N
’ . ah. Diapers, rubber pants 1. Y _
$
2. N
ai. Special foods l. Y —
$
2. N
aj. - Other (Specify ) l. Y | -
$
2. N
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<

SECTION €

SERVICES

A child such as often requires a number of special services. 1 would
like to talk with you about the special service needs of your child during
the past four weeks.

FOR EACH ITEM ON THE FACING PAGE, ASK ALL APPROPRIATE QUESTIONS RELATED 70
THAT ITEM

»El. Have you used at any time during the past fowr weeks?

\ .
m ASK E2- ( IP YESSKIP 10 E3 >
E2.

(RB,’ P.18) Looking at this list of possible reasons, can you tell me
which answer best describes why you didn't use this gervice in the
past month?

REASON CODE A
1. I (or my child) didn't need it
2. We needed it but couldn't afford it
3. We needed it but as far as I knew it vas not available
4. We needed it but didn't have time to get it
5. Other (spec._ )

N RETURN TO E1 AND ASK APPROPRIATE QUES'I‘IONS
POR NEXT ITEM ON FACING PAGE

E3. How many times (on how many ssparate cccasions) did you use this
service during the four weeks?

E4. For how many hours all together (total) did you use this service during
the four weeks?

ES5. (RB, P.18) From thxst list of possible providers, can you tell me who
provided tha s.ervim/?

. PROVIDERS
1. Family member 5. School
(SPECIFY WHICH ONE) 6. Person or private provider
2. Neighbor other than above paid for service
3. Priend (Private nurse, paid gitter)
4. Comunity agency 7.( Other (Specify )

B6. (RB, P.11) Using the choices on this list, can you tell me how this
service was paid for. Por instance, did you pay for it yourself, was
it paid for by someone outside the family, or wvas it covered by a
camunity agency at no cost to you?

SOURCE COOE
Tl. From regular family Incane 5. Medicaid
2. Relative paid 6. Crippled children's
3, Priend/neighbor 7. Other (Specify)
4. Community agency : 8. Don't Know
Y
1F 1 (REGULAR PAMILY INCOME) — ASK E7 IF ANSWER IS 2-8 --8KIP TO E8 =

TURN THE PAGE FOR E7 AND REMAINING QUESTIONS POR THIS ITEM

v
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Regular babysitters to
care for child in your
hame

Buergency sitter to
care for child in your
hone

C.

Regular respite care for
the child in-home (day
overnight, extended)

1.

2.

d.

Regular respite care for
the child out of hame
(day, night, extended)

1.
2.

Emergency respite care
for the child out of
the hame

1.

f.

Care for the nondisabled
children while meeting
the needs of

1.

2,

z ] z z ~ z o | L3 z <

/
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£7.

ES.

!90

-

]
14
Approximately how much did the service cost you (your family)
in the past 4 weeks? (What did you spend on this?)

[N

Were you able to use this service as much as you would have liked or
thought you needed?

»

JF NO: ASK

IF YES, RETURN TO PRECEDING PAGE AND
START OVER WITH E1 FOR NEXT ITEM

(RB, P.1ll) Fram this list of possible reasons, can you tell me the
reason you did not get as much of this service as you wanted or needed?

REASON OODE B

l. Couldn't afford more

2. There wasn't as muxch
available as I nseded

3. Other (Specify )
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a. Regular babysitters to 1. Y
care for child in your
home 2. N
~ b. Erergency sitter to 1. Y
care for child in your
home 2. N
¢. Regular respite care for 1. Y
the child in your hame
(day, overnight, extend) 2. N
d. Regular respite care for 1. Y
B  the child out of hame
2, N
e. Brnergency respite care 1. Y
o for the child cut of
( the hamwe 2. R
o
f. Care for the nondisabled 1, ¢
children while meeting
the needs of 2. N
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: Lat me ask about some other kinds of servi .
'mm%mmmmﬁxr—_mﬁxm RELATED 10

EACH ITEM ON THE FACING PAGE

El. Have you used at sny time during the past four weeks?

22, (RB, P.12) Again, from the list of possible reasons,
can you tell me which answer best describes why you didn't use

this service in the past month?
REASON CODE A
a 1. I (or my child) didn't need 1t 4. We needed it but didn't
2. We needed it but couldn't afford it have time to get it
3. We needed it but as far as I knew 5. Other (Specify )
it was not available

RETURN 70 E1 AND CONTINUE WITH THE NEXT ITEM ON FACING PAGE

BS5. (RB, P.12) Fram the list of possible providers, can
you tell me who provided the service?
PROVIDERS
1, Family member 5. School
(SPECIFY WHICH ONE) 6. Person or private provider

2. Neighbor other than above paid for gervice
- 3. Friend (Private nurse, paid sitter)
4, Community agency 7. Other (Specify )

B6. (RB, P.13) Using the choices on the list, can you
tell me how this service was paid for?

i SOURCE _CODE ¢

- 1. From regular family Incame 6. Medicaid

2. Relative paid 7. Crippled children's
3. Friend/neighbor 8. School

- 4. Community agency 9. Other (Specify
S. Private insurance 1. Don't Know

p (Blue Cross/Blue Shield)

fiF 1 (REGULAR FAMILY INOGHE) ASK E7] {IF ANSWER IS 2-9 — SKIP TO EB

E7. Approximately how much did t;he gervice cost you (your family)
in the past 4 weeks? (what did you spend on this?)

E8. Were you able to use this service as much as you would have liked or
thought you needed?

NO: ASK LIE YES:)—~ lRE'I'URN TO E1 AND BEGIN WITH NEXT ITEM|

(RB, P.13) Pram the list of possible reasons,
can you tell me the reason you did not get as much of this service
as you wanted or nasded?

REASON CODE B
1. Couldn't afford more 3. Other (Specify )
2. There wasn't as much
svailable as I needed

1
RETURN 7O El, ABD BEGIN WITH WEXT ITEM
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& Let me ask H about some other kinds of services,
N ! - PROPRIATE QUESTIONS RELATED T0

\

EACH ITEM ON THE FACING PAGE «
El., Have you used at any time during the past four weeks?
IF NO, ASK E2 IP YES [SKIP TO E3
E2. (RB, P.12) Again, fram the list of possible reasons,
can you tell me which answer best describes why you didn't use
this service in the past month?
REASON CODE A
| 1. I (or my child) didn't need it 4. We needed it but didn't

2. ve needed it but couldn®t afford it
3. We needed it but as far as I knew S. Other (Specify

it wvas not available

have time to get it
)

RETURN TO El AND CONTINUE WITH THE NEXT ITEM ON FACING PAGE

ES5. (RB, P.12) From the list of possible providers, can

m.

you tell me who provided the service?

PROVIDERS
1. Fanily member 5. School

(SPECIFY WHICH ONE) 6. Person or private provider
2. Neighbor other than above paid for service
3. Friend (Private nurse, paid sitter)

4. Community agency 7. Other (Specify )

(RB, P.13) Using the choices on the list, can you
tell me how this service was paid for?

SOURCE QODE
1. Fram regular family Incame 6. Medicaid
2. Relative paid 7. Crippled children's
3. Friend/neighbor 8. School
4. Comunity agency 9, Other (Specify )
5. Private insurance 1. Don't Know

{Blue Cross/Blue Shield)

9

fF 1

(REGULAR FAMILY INCOME) ASK E7] [IF ANSWER 1S 2-9 ~ SKIP 70 ES

.

59’

Approximately how mch did the service cost you (your family)

in the past 4 weeks? (What did you spend on this?)

thought you needed? .

NO: ASK EY L IF YES:)—~ [RETURN 'IDEI@D BEGIN WITH NEXT ITEM] _

(RB, P.13) Fram the list of possible reasons,

E8. Were you able to use this service as much as you would have liked or

can you tell me the reason you did not get as much of this service

as you wanted or needed?

REASON OODE B

1. Couldn't afford more 3., Other (Specify )
2. There wasn't as much

avajlable as I neéded

)\

{aevumn 70 =1, WD BEGIN WITR WEXT TYRM—
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SERVICES Pl B2 25 28 B9
USED WHY PROV- MORE WHY
NOT IDER Nor
g. Health care - medical .Y | .y
doctors, specialists -
in—town ot 2. N 2, N
h. Health care - medical .yl L.y
doctors, specialists-
out—-of-town 2. N —_ 2. N
i. Dentist &/or ortho- b J I .Y
dontist
2. K —_ 2.8
j. Speech therapy S PN § N 1. ¥f
2. N ——— 2. N
k. Physical therapy ) ED ¢ I . ¥
2- N | pr—— — 2. N
1, optomotrist, podiatrist,|1. ¥} __ | __ l. ¥
optician, orthotist
2. N . 2.8
m, Occupaticonal therapy .yl | .Y}
2. N —_ 2. N
n. Counseling, therapy LN ¢ N .y
_marital (Check wh/)
_fanily 2. N 2. N
__individual (for
wham)
0. Other normedical diag- 1. ¥| | _ .Y
nostic evaluations -
2. N 2. N
p- Training in how to care |1. ¥| | ___ 1.yl
for the child
2. N 2. N
q. Training in how to trainfl. ¥| [ __ 1. ¥
to feed, toilet,
care for self 2. N 2. R
*
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El4. We have just finished talking about the services you used during

major ical expenses or summer camp last year, anything at all?

£ls. (LIST EACH SERVICE AND ASK:)
Approximately how much did it cost you?

SERVICE oosT

b.

Ce.

( El6. Of the services I have mentioned, which are most important to you
: in caring for your handicapped child at hame? That is, which are
the ones you couldn't live without?

b.

C.

£17. Given your situation, which 3 services do you think you need most
,that you are not getting at the present time?

b,

C.

313

the past four weeks. Were there any services that you can recall using
during the %st year that were a major expense for you; for instance,
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SERVICES El E2 ES £6 1) 3B P
USED WHY PROV- SOURCE  AMOUNT MORE WHY
NOT IDER wor
r. Homemaker to help with [l. Y] ___ I —_ e ¥
household chores - cook~ $
ing, cleaning, laundry |[2. N 2. N
s. Aid to help with per- 1. Y| | - L.y ___
sonal ‘or medical care $
of child 2. N 2. N
t. Life~planning for child-jl. ¥| __ | __ —_— .yl
planning for his/her S
future needs 2. N ~ 2. N
u. Life-estate planning - 1. ¥| __ | — ) 1. ¥ _
for care-of child after 5
parents can't 2. N _— 2. N
v. Legal services related 1. Y| __ | _ —_— . ¥
to the child §
2. N 2. N
w. Recreation program .Yl | — 1.y}
§
2. N 2. N
X. Sumer camp oyl | — .y|
(ASK ONLY IF AFTER JULY 1 $
AND CHILD NOT IN SCHOOL) 2. N 2. N
Y. Transportation service |[l1. Y| [ ___ — S 4
$
2. N 2. N
z. Laundry, dry-cleaning, [l. Y| __ | —_— .y
- diaper service 5
2. N 2. N
aa. Anything else you can |1, ¥{ _ | _ — 1. Y} _
think of that we haven't $
covered (Specify) 2. N 2. N
ab, ey | — 1. Y|
0
2. N _ _ | 2. Nj|_
312




A

SECTION F
STRESSFUL LIFE EVENTS

7l. Have you or any member of your immediate family experienced any of
the following during the past year (since last Juns/July)?

‘YES NO
ey (2)

a. Divorce?

b. Separation/Break-up of a Relationship? ——

c. Marriage/New Live-in Relationship?

d. Gave Birth or Adopted a Child? .

e. Pregnancy?

f. Purchased or Built 2 Home? >

g¢. Death of an Ixmediate Family Member?

h. Lost or Quit a a Job? >

i. Stopped Working for an Extended Period?

j. PFamily Moved to a Nev Home?” -

ke A Serious Illness or Injury?

l. BHospitalization? e

s. Difficulty with the Lav?

n. A Member Dropped Out or vas Suspended from School?

Flo. Did your handicapped child enter (puberty/
start menses)?

Plp. Did your handicapped child (start/change)

school(s)?-
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F2. Have any other major life events occurred to you or any ssmber of
your immediate family in the past year (since last Juos/July)?

[;. nq Lz KO J«.Irno.coron
'

F2a. What vere thosz events?

F3. (POR ANY EVENTS R HAS IDENTIFIED ASK) Car you fell me a little
about these events and their impact on you and your family?

&8
1.
»
+
2.
3.
4. *
50
e
Tt
-
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LIFE SATISFACTION AND COPING

(RB, P. 18) Here is a picture of a ladder. Suppose we say that st the
top of the ladder (Number 10) the rung represents the best possible life
for you and the bottom (Number 1) represents the worst possible life for
you.

Hl. ‘here would you put yourself on the ladder at the present stage of
your life in terms of how satisfied or dissatisfied you are with
your own personal life?

~

O O O 0@ 0 W

B2. VWhere would you say you were one year ago? ,%
]

(0 0 O 0 v 3 Y O B By T (g ST

H3. Where vould you say you are likely to be 12 months from now?

OO0 OO0 oo oomE m

B4. (RB, P, 19) How well do you feel you are able to cope with
and the care that s/he requires?

J 1
1%
1. !XC!LLML‘I) (2. VERY ’3. PAIRLY )'E. noT . POORLY )
WELL VERY WELL
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Hé4a. Please tell me a little more about hov well you feel you are

coping.

rd

INTERVIEWER CHECKPOINT:

IF NOT — GO TO H6

IF THERE ARE OTHER CHILDREN IN THE HOME ASK: HS

‘5. (RB, P, 20) To vhat extent do any of your other children have

trouble coping with ?

) )

(UNLESS ANSWER IS “NONE" ASK:

HSa)

HSa. Would you tell me about

1t? Which (child/ren)?
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INMTERVIEWER CHECKPOINT:

IF & IS MARRIED OR PREVIOUSLY MARRIED, ASK: B6

IF NOT - GO TO H7?

'

H6. (RB, P, 20) Would you say that has had an influence on your
marriage?

) ) e )m) (Ca

(UNLESS ANSWFR IS "MONE" ASK: 8634
H6a. Please tell me in wvhat ways. {
y
H7. Thinking back over 's life, vhat were the most difficult times
caring for (him/her)? N
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SECTION 1 ’ |
DEMOGRAPHIC DATA

IXTERVIEWER CHECKPOINT:
FOR THIS SECTION USE CURRENT HUSBAND
AS REFERENCE IF R IS BEMARRIED o -

I1. Now I need to know about your educational background. What was the
highest grade of school or year of college you completed? N

GRADE OF SCHOOL COLLEGE

00101]02] 03}{04]05| 06] 07 08 |09 |10] 11]12 131 14] 15} 16 |17

12. (IF d}!RRENTLY OR PREVIOUSLY MARRIED, ASK) What was the highest *
grade of school or year of college your husband conpleted?

GRADE OF SCHOOL COLLEGE

00 {01 |02|03j04|05]06]| 07} 08 |09 [10]11 12 13114 15|16 {17

13. What diplomas, certificates or degrees do you have?

E. HIGH SCllOOg L. GED )[ ASSOCIAT!) & IACKEI;I) ’
L. OTHER, (SPECIFY) )

I4. (IF CURRENTLY OR PREVIOUSLY MARRIED, ASK) What diplomas,
certificates or degrees does your (husband/former husband) have?

Comm) () (o) ()
e T
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\ 3
15. 1'd like to move now to your vork history. -Are you currently
employed outside the home or do you perform any sarvices in the
hows for which you receive payment? (i.e., babysitting)

r

15a.
I5b.
I5¢c.

154.

How many hours per week?

What kind of work do you do?

\
Bow old was (disabled child) when you returned to work?

AGE OF CHILD IN YEARS: .

(IF NOT OBVIOUS, ASK) Is this work performed in your home or
at another work setting!?

1. 1IN HOME g ANOTHER smn«)

v

16. Which of these terms best describes your current situation? Are
you temporarily laid off, unemployed, disabled, retired,a student or
homenaker?

1.

‘XD(POMRILY) IZ. UNMLOY% '3. DISMLD’

LAID OFF

o

t. OTHER, SPECIFY

|

(

16a.

What type of work did you do on your last job?

16b.

When did you leave your last job?
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INTERVIEWVER CHECKPOINT:
IF CURRENTLY OR PREVIOUSLY MARRLED, ASK 17 - 18 L]

ALL OTHEES GO TO 19 ———eom

4

17. 1s your (husband/former husband) currently employed?

-

I7a. How many hours per week?

I7b. W¥hat kind of work does he do?

18. Which term best describes his current gituation? Is he temporarily
laid off, unemployed, disabled, retired or a student?

1. TEMPORARILY 2. UNEXPLOYED « DISABLED
LAID OFF
a. .mlm

L6. OTHER, SPECIFY ’

\

I8a. What type of work did he do on his last job?

v

I8b. When did he leave his last job?

YEAR
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i

IS. Have you or your husband or any other person (i.s. friend or
ralatiye) quit work to care for your child?

1. YES ) LZ.NO )... - GO 10 110
l f

I9 . Who was {t?

|
,' [1. WIFE ) (’z n:sum—ti) (3. omz;. (SPECIFY) ) ‘

I9b. (IF OTHER, ASK) What were the circumstances?

)

¢ Y

110. Have your child's special needs affected your job or career?

I10a. In what wvay has your job been affected?

.

INIERVIEWER CHECKPQINT: )
1F CURRENTLY OR PREVIOUSLY MARRIED, ASK Ill

ALL OTHERS GO TO I12
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-9

Il1. Have your child's special needs affected your husband's (former
spouse's) career or job?

[l. YES )LZ NO )‘ GOT(;IIZ
'

I1l1a. In vhat way has his career or job been affected?

IS

I12. Have your personal or professional goals changed in any way due to
's handicap?’

GO TO CBECKPOINT BELOW

I10a. In vhat ways have your goals changed?

INTERVIEWER CHECKPOINT:
IF CURRENTLY OR PREVIOUSLY MARRIED, ASK Al3

AIJ.OTHEISGOFOIH

\\
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e | o

| ’ 113, Have your (husband's/former husband's) personal or
| professional goals changed {in any way due to ‘s handicap?

Ii3a. 1In vhat weys have his goals changed?

Q
( I14. Are you satisfied with your present vorking status?
E. NO, NOT SATISFIED WITH PRESENT STATUS )—» GO TO Il4a
4
- [2. YES, SATISFIED WITH PRESENT STATUS }. GoTo t1sde 5
Iléa. Bov would you like it to be different? ; .
[}
/ -
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I1S. (RB, P, 21) Please tell me all sources of your fam{ly income for
1983.

Did you receive money from:

(-1

()

no

Y v

Wages or salary?
Supplemental security income (SSI)?

Social Security? Jow—
Ald to families with dependent children (ADC)?
Tood stamps? ——g
Other public assistance or welfare?
Unemployment compensation?

VWorkman's compensation?

Veteran's payments? e
Alimony? o

Child support? o
Interest and dividends?

Other regular contributions from persons not
living in the home?

Other regular contribution from persons living
in the home?

Other? SPECIFY
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116. (RB, P. 22) Taking into consideration all sources of
income, vhar vas yourtotal (family) income before taxes in 1983,

Just tell me the number on the page.

[: Under 3.000) [2. 3.001-5.000) [. S.OOI-B.E;)

E. 3.001-10.009 [S. 10.001-15.009 L 6. 15.001-20.@ ‘
[?. 20,001—25.000) E 25.001-30.009 ( 9. 30.001-60.00(9

: o
10. 40,001-50,000 11. 50,001-60,

I17. (RB, P. 23) Overall, how would you describe your financial state
thislyear as compared to last year?

1. A GREAT D ‘3. NO CHANGD 4. SOMEWHAT o
WORSE , : BETTER

I18. what 1is your religious preference?

E. PIO‘X‘ESTAN‘T) 2. ROMAN 13» JEWISR ’
CATHOLI(Q

S. OTHER, SPECIFY j

119, How would your rate your physical health?

G (=) e
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IF MARRIED OR PREVIOUSLY MARRIED, ASK: 120

IF KOT GO TO 121 ,

120. How would you rate your (husband's/forwer husband's) physical
health?

{. EXC!LL@ f2. GOOD_) (3. FAIR ) E POOR )

121. Are there anythings I have not asked about regarding the care of
and wvhat it has meant to you and your family that you think
it would be important for ms to know?

These are all the questions wve have for now. Thank you very much for
taking the time and effort to discuss vhat it is like to raise .
You have provided a great deal of helpful information. T believe that
this information will be extremely valuable not only to those of us

involved with the project, but also to other parents in similar
situations.

01. EXACT TIME NOW:

DON'T PORGET TO MENTION THAT WE WILL BE ASKING FOR A SECOND INTERVIEW IN
ABOUT OME YEAR. PLEASE GIVE R $5.00 AND HAVE NER SIGH A RECEIPT,
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APPENDIX B

TIME 2 QUESTIONNAIRE

1985
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00. EXACT TIMRE BON: '

¢ Al. 1 would 1ike to start by finding out if there have basn any major

" changes in your life in the past year. Have any children baen
added to your household either through birth, adoption, marriage or
some other arrangement?

. ' R
: 1.  YES 2. wmo .corou. I

v
A2. How many children have been added to your household?

A). What vers the circumotances?

1. BIRTH 2. ADOPTION 3., MARRIAGE 4. TOSTER-CARE

5. OTHRR .

! A4, Have any children left your household in the past ysar?

1 : 1. S 2. o {edrco TO AG
N 4

AS. What wvere the circumstances?

1. LEFT TO LIVE 2. DEATH 3. LEFT 70 LIVE
INDEPENDENTLY WITH FATHER
. OTEER

A6. Has your marital status changed in the past yaar?

T ¢ .. Mo ]-)corosmmul

W°
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J
~ A7. (RB, P, 1) Which of these describes your nev maritsl status? Are
you: ,
’ 1. MARRIDD 2. SEPARATED 3. DIVORCDD 4. WIDOWED
»
AB8. Vhen did this occur? /
MONTH YEAR




(2

3l.

B2.

SECTION B
\ CBILD CHARACTERISTICS

Bow 1'¢ 1ike to learn more about . 1Is s/he severely
mentsally impaired, severely multiply impaired, or sutistic?

.
)

1. SEVERELY MENTALLY 2. SEVERELY MULTIPLY 3. AUTISTIC
IMPAIRED IMPAIRED IMPAIRED

Have any nev medica’ problems of
year?

1. s 2. #o |mp GO TO B4

B3.

B4,

Ate

D 4

GO0 TO B3

What wedical problems have besn diagnosed?
1.

beaet diagnosed in the past

i

2.

Do you have health insurance which covers ?

1. s 2. Ko |wmfpp GO TOBS

N 4

B4éa. Which of these do you have?

1. PRIVATE 2. MEDICAID 3. CRIFFLED
CHILDREN'S

4. OTHER, SPECIFY

G0 T0 B6 " S
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D,

C

NS EEpEnEEE

.s.

Can you tell me why you do

1.

COULDN'T AFFORD

t have health insurance for

—?

2.

OTHER, SPECIFY

B6. Now 1'd 1like to know a little about what can and cannct do.

LEVEL OF CHILD FUNCTIONING

Is able to communicate with others of
bis/her age group?

Can feed him/herself?

Is 1t difficult to comsunicate with
because s/he has difficulty understanding
what 1s being said to him/her?

Is able to play by him/hersaelf?

Is abla to go to the bathroom by hia/
berself?

Doss lose control in & way that is
baraful to others or destructive of property?

Doas physically harm or abuse
him/herself?

Does exhibit sexual behavior that 1is
difficult to deal with at times?

Can people understand what tries to say?

Is able to express his/her needs
to others?

Does have to use a bedpan or diaper?

Can walk without help?

Can §o up or dowustairs by him/herself?
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SECTION C
IMPACT ON FAMILY

Caring for a child with handicaps affects families in different ways.

am going to read some statements that people have made about hov their
femily was affected. For esch statement, plesse tell ma how much, at

the prcunt“tm. you would agrees or disagres with the folloving

1

statements. (RB, P. 2) v
STRONGLY STRONGLY
AGREE AGREE  DISAGREE DISAGREE
(1) (2) ) ()
a. The cost of my child's care
is causing financial probd- :
lems for the family...........}|.1 2 3 4
b. Time is lost from work
due to sppointaents and
care of my handicapped
child,,ieoenvnesecccnnseasnnennt.l 2 3 4
€. Additional income is
seadad in order to cover
OUT @XPENSES....cvvasevsrvscen{cl 2 3 4
‘d. We have to borrov money to
help pay for our child's care.|.l 2 3 4
e. I am unable to save much money
because of the expense of my
echild's care....cvcnvnenccneaad.l 2 3 4
f. I gave up working for a vhile
because of my child's
disability.cceievconcnsesconsadel 2 3 4
g- I can't take’s job outside the
home bacause of my child's
eondition. . ccvnecncccocnscasesd.l 2 k) &
h. My child's handicap has kept
me from going to school.......{.1 2 3 4
1. Because of my child's .handicap
we find it difficult to take
trips or vacations.....ccee0004.l 2 3 &
b e b w— — J—-—- -—J--—— -
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1.

q.
r.
..

t.

R 1

3
STRONGLY STROMGLY
AGREE AGREE DISAGREE DISAGREL
(¢)) (2) 3 (4)

It is hard to find a re-
liable person to take care
of my child....coovecvcnceccannd.l 2 3 4
I have difficulty getting
somaone to care for wmy child
when I need to go shopping )
OF On OTrands..cveeicscsnsscssqel 2 ‘3 S
My child's handicap keeps
us from going out to visit
friends or relatives..........].l 2 3 4
Because of my child's handicap
we usually don't invite
friends to our homa.....ccaveaf.l 2 3 4
Our child's handicap does not :
{nterfere with our social life|.l 2 3 4
Most of what we do each day
is planned sround my child's
special needs....ccvceveecnncef.l 2 3 4
Because of my child's dis
ability we are closer as a
family..coceectnnnccansonanaesf.l 2 3 4
My relatives have been un-~ !
derstanding and helpful
vith my child..eceeseonaasanaifal 2 . 3 4
Ralatives interfere and
think they knov vhat's
best for my childe.oeesscccssefal 2 3 4
I think about not having - [
anymore children because- .
‘Ivﬁy child's handicap...... ... -2 3 4

don't have much tine /
laft over for other family
manbers after caring for
"childllI.I..I'.I.‘I.l...l..' '1 z 3 ‘

/
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’o

STRONGLY . STROWGLY
AGREE ACREE DISAGREE DISAGREE
(1) ) 3) (s)
Our family gives up things '
becauss of wy child’'s handicapj.l 2 3 &
Tatigus 15 a problem ,
‘or “.....I....‘..I"..l..o.- .l 2 3 ‘
NMobody understands the
burden I C8XTY.cecnsocecssesacial 2 3 4
Learning to manage my child's
handicap has made me feael
"batter about myself...........}.1 2 3 4
I worry sbout wvhat will ,
happen to my child in the X
‘“tur.c-----.oo.o.-o.oo.--oo-o -1 2 3 &
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SICTION D
5
FAMILY -SUPPORT

Now I'd like to ask you some questions about vhat it is like for you to
raise and care for’ . -

4

"~

Dl. Does attend a school program?

1. Yes 2. XN ., wp GO TO D3

D2. Does attend school during the summer?

D3. Wwhy doesn't /atp«in\ a school program?

D4, (RB, P. 3) Bov much time do you get for yourself each day to do
the thirgs you like to do? Do not count time working slesping or

in school.
1. MONE OR LESS 2. BETWEEN 1/2 3. 1 T0 3 BOURS
THAN 1/2 HR. | AND ] HR.
&, 3 70 5 BOURS 5. MORE TRAN 5 ROURS
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Ds.’

(R, P. &)

to yoursalf to do the things you like to do?

How satisfied ure you with the smount of tima your get

1'

VERY
DISSATISFIED

2.

SOMEWHAT
DISSATISFIED

3.

SOMEWHAT
SATISFIED

4, VERY
SATISrIED

Dé.

(RB, P. 5) About how much time vere you avay from your child in
the past tvo waeks for sgocial rassons, for sxsmple, going to the
movies or visiting friends?

-
[,

1. BONE OR LESS 2., BETWEEN 1 3. 4 TO 9 HOURS
THAN 1 ROUR AND 3 HOURS
4. 10 TO 25 HOURS S. MORE THAR 25 BOURS
D7. (RB, P. §) How patisfied are you with the amount of time you vere
avay?
l. VERY 2. SOMEWHAT 3. SOMEWHAT 4. VERY
DISSATISFIED DISSATISFIED SATISFIED SATISFIED

[T IF K IS MARRIED OR IN A RELATIONSHIP, ASK: D8 - D9 |

IF XOT GO0 10 BID

Da.

\

(BB, P. €) In the past month how nany timas have you and your
(apousa/partner)
been out together without the (child/ren)?

¢

WONE
AT ALL

2.

ONLY 3.
ONCE

BETWEEN
2 AND & TIMES

4. MORE THAN
S TIMES
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D9. (RB, P. 4) BNov satisfied are you with the amount of time you spend
together without the children? |
4
|
1. VERY 2. SOMEWHAT 3. SOMEWHAT 4. VERY ] }
DISSATISFIED DISSATISFIED SATISFIED SATISFIED L__.' |

%

D10. Do you belong to any clubs, or;anizationa; or church groups?

1. YES

2. KO

9

D10a. Please tell me what they
are. (LIST BELOW)

l.

2.

3.

IF CURRENTLY MARRIED, ASK: DIl

IF NOT

¥

m)p GO TO NEXT CHECKPOINT

D10b. Are you active or
inactive 1in each?

ACTIVE

INACTIVE

Dll. Does your husband belong to any clubs, organizations, or church

groups?

1. YES

2. WO

Dlla. What are they?
(LIST BELOW)

l.

2.

3.

= o TO DI2

“ Dilb. Is he active or
{nsctive in each?

ACTIVE

INACTIVE
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CAROLINA PARENT SUPPORT SCALE

I am going to read a list of people or sarvices which may or may not be
belpful to you as the parent of a child with special needs. Think about
hov helpful each of them is in making your job &s the parent of a

special child easier.
say help take cars of
services.

They may help you in any wvay.

Yor example, they

They may give you useful information or

They may just give you understsnding end support.

Yoz sach

itea, plesse tell me howv helpful the person or service is by indicacing

ot At All,'A Little, Some, Quite s Bit, or A Great Deal.
IF MARRIED ASK D16/IF SINGLE, ASK D1?

N
How helpful
(is/are):

D1é.

D

(“l ’o 7)
(W/a=N0T APFLICABLE)

LITILE 8O04E A BIT

MOT AT JUST A
m —
2) )

QUITE .A GREAT
DEAL

W TGy T ®

a. Your huaband?

-

b. Your parents?

Your
¢. husband’'s parsnts?

d. Your other relatives?

Your husband's
e. othar relatives?

f. Other p;rcntu of
handicepped children

g._Your ovn children?

h. Friends?

i. Neighbors?

ooooboodotd

D17. How halpful
(is/axe):

HOT AT JUST A QUITE A GREAT
ALL  LITTLE BSOME A BIT  DEAL
(2) ) ) (6)

L__J. WNeighbors

a. Your boyfriend

b. bhild'l father

¢, Your parents

Parents of
d. child's fathers

Your other
e, relatives

Other relatives
f. of child's father

Other paronts of
£ _bandicapped children

h. Your children

4. Friends

goococoood
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Below is a 1list of activiiies or sitsations in which some femilies may

seed assistance.

Please tell me aov often you have actually received

such assistance and hov importan sucS help was to you.

Di18.

(R®, P.8)Hov often vas D19. (BB, P.9)(If received,)
assistance received? how important was thia help?
1Mot (2)5cme-  (3)
(1) 1¢)) ) (4) Very  what
Gome- Almocst Imzpor- Impor- Impor~
ever  times Ofcen  Alwvayse tant tant

-e s @a -

Ridé to store, bank,

- -

‘tCQ-oooo.oolllcicouq.'

tant

louuﬁoid chores.......

- e

labydtting for handi-
capped child.soceoacnse

labyl:lt'ting for other
childran,...oooeernense,

Family emergency.......

Undcnnnding handicap~
ped child's needs "and

’tobiim-"oo.occs:z:oco.-

Family problems........

Information sbout pro-

l'inec.i.el 9‘:'“1"."_'.'.'"._

Bousing or space =
'mlmliloii'...'.l.'.

Yeeling “that the deminds
of caring for the dis-
sbled child are ‘s 'burdem.

Seployment problems. . ...
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D20,

MANAGEMENT SCALE

source of support for help you received.

(CHECX OME ONLY)

k.

1.

(RB, ?. 10) PFor the same activities or situations as in the
previous question, please tell me which person or group was your main

CHECK ONE ONLY)

Indicate the main source of help
for each area in vhich you
actually received help.

EAVE BLANK IF NOT APPLICABLE)

9)
o—
work~
ers~
o @ . W
Heigh- Parent
Family Friends bors Groups

cbis-

enc

Ride to store, bank,

.t:o.oo-t--al’.u.o-'o.--

e’

Housshold chures.......

Babysitting for handi-
capped child...cecvevn.

Babysitting for other
children...ccevveencene

Tanily emergency.......

Understanding handicap-
pad child's needs and
problems.......cccns0ee

Family problems........

Information about pro-
grams/services.........

Financisl problems.....

Housing or space
problems......ci0cc0nne

Tealing that the demands
of caring for the dis-
abled child are a burden

Esploymant problems.....

34
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1

A child such as

SECTION X

STIRYICES AND PURCHASES
)7
often requires a number of special

services. I would like to talk with you about the special service needs of your
child during the past four weeks,

Let's start out talking abour childcare.

El. Hsve you left your child in someone slse’s care (apart from the time be/she
1is in school) at any time during the past four weeks?

E2. (RB, P. 12) Looking at the list of possible reasons, can you tell me which
ansver best describes why you didn't use any childcare?

(CHECK APPROPRIATE RESPONSE)

—
——
—

E3. There are several kinds of childcare one might have a need for. Can you
tell me if you used any of the following during the past & weeks:

D a. hbylittin& at your home
D b. babysitting at someone slse's homs
D €. respite care - provided as a community

service, either in your home, or cut-
of-the home.

D d, Care for

seeting special needs of this child.

1. I (or wy child) didn't need it.
\ 2. We nesaed it but couldn't afford it.
3. Ve peeded it but there 1is no one svailable vho e take care
of 8 child like mine.
4. Other (specify) .

2. RO GO TO E2

N

\

YES "o .

‘s brotbcrlhiuen while -

FOR ANY ITEMS IN E3 (A-D) ANSWERED YES, ASK Eé - R7: J

IF BOWE ARX ANSWERED

T2S, GO ON TO k8. =

%7 ,,
/
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Let me ask you about some other kinds of ssrvices.
(CONTINUE AS BEFORE -ASKING ALL APPROPRIATE QUESTIONS RELATED T0 RACH
ITIM ON THE FACIMG FACE)

E10. Have you used at any time during the past four wesks?

-

1r ¥O, @ ASK Ell IF YES @)SKIP TO E12

E1l. (RB, P. 15) Again, from the list of possible reasons, can you
tell ms vhich.answer best describes why you didn't use this
service in the past month?

REASON_CODE A

1. I (or my child) didn't need it 4., We neaded it but didn't
2. So needed 1t but couldn't sfford it have time to get it
3. We neaded it but as far as I knaw 5. Other (Specify

it vas not available

RETURN TO E10 AND CONTINUE WITH THE WEXT ITEM ON PACIHG PAGE

“E12. (RB, P. 1&) Prom the list of possible providers, can you tell me who
provided the service?

PROVIDERS
1. Yanily genmber S. 8chool
(SPECITY WHICH ONE) 6. Person or private provider
2. Neighbor other than above paid for service
3. Friend (Private nurse, paid sitter)
4. Community agency ! 7. Other (Specify

E13. Approximately hov much did the service cost you (your family) in the past
4 waeks, that 1is, how much did you spend out of your own pocket for this
‘service?

El4. Were you able to usa this eervice as much as you would have liked or thought

you needed?

1r lKl: ’ASI El5 IF YES: | RETURN TO BE10 AND BEGIN WITH NEXT nm)

E15. (RB, P. 17) Prom the 1ist of possible ressons, can you tell ms the resason you

did ndt get as much of this service as you wanted or needad?

"\ REASON CODE B

1., Couldn't afford more 3. Other (Specify 0

2. There wasn't as much
available as I needed

RETURN TO EJ.O AND GO OM WITH MEXT ITEM

~
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E5.

E6.

On how many separats occasions during the past 4 weeks did you use this
type of childcare (e-d)?

For how many hours all together (total) did you make use of (a-d) during
the past & veeks:
/

(R3, P. 14) Prom this 1list of possible providers, can you tell me who
the provider of the childcare was? :

PROVIDERS
1, Fasmily member 4. Community Agency
(SPECIFY WHICH ORE) 5. Person or private provider
2. WNeighdor other than above paid for service
3. PFPriend (Paid sitter)

6. Other (Specify )]

“ K7,

Approximstely how much did you spend on this form of childcare in the
past & wesks?

B4 ES B6 E?7
DIDR'T USE USED: TIMES HOURS PROVIDER CoST
a,
b.
c.
d.

n.

Have you used respite care services at any tim¢ during the past year?

1. B8 ¥ 2. W

-r?
(IF ¥0) (BB, P.14) Looking at the list of possible reasons, can you tell
®me vhich ansver best describes why you didn't use any respite care?
3

(CHECK APPROPRIATE RESPONSE)

1. I (or my chiid) didn‘t need {it.

2. Ve needed {t but couldn't afford it.

“3. Ve needed it but I didn't krov it was svailable.
4. Other (specify) :

q
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SERVICES E10 Ell £12 El El4  EIS
USED WY PROV-  AMOUNT  MORE WY
. NOT IDER NOT
3. Health care - medical Lvyp | | S £
doctors, specialists = $
in-town 2. N __ 2.0
eppenanocepesssensamenmgpwas | pmme | oo - L - —mes|oewos
b. Health care - medical .y Y 1.7 _
doctors, specialists~ $
out~-of-town 2. N 2. N
Y s o g e s wn wmompngn [y [ mooap | - Ll Lt - Pl o d
¢. Dentist 4/or ortho~- Ly | .Y
dontist $
2. N 2. N
..... P---P---_HP-.F-‘PP--- oo eonan | ccacsnaae |- -aaeon
d. Speech therapy Ly _ | .Yyl _ .
H
2. N 2. N
I o L 0 0 0 0 A 0 @ [ e png s | i o e ----.: soenppns | eemanrms | poee | coeas
e. Physical therapy Loy | .Y
$
2. N 2. Nf|___
SHescemsThascsmamepesmmowns  poces | copes | cenpecns mopompon | peoce | eoomes
f. Optomotrist, podiatrist,|l. Y N 1. vl .
optician, orthotist $
) 2. N 2. ”
9. Occupational therapy .y | .vp
$
2. N 2.0 |__
------ poenrenaseepsepammank |pewm | escns | cearnsnna eesenmpen | mmes | oowos
h. Counseling, therapy 1. Y 1. Y
_marital (Check wh/) i i $ I
—fanily 2. N [ 2. K
—_individual (for
whom)
- ~ - wemman lonog mecws | conmaamm [preosprcon | cocp | vcones
. Other nonmedical diag- [1. Y 1./
nostic evaluations ) — 1 $ Y
2. N 2. N
cpempmeenene rremcspecscamcen | peam |cepsn | comesean | - -p bt
J. Training in how to care |1. Y 1. ¢
for the child L T
2. N 2.\
[adtadadatad 0% aRsereamreen |apes epsen | oo bl Bnmakdal "~ -
k. Training fn how to.trainfl. Y 1. ¥
to feed, toilet, i $ —
care for self 2. N 2. M| ___|
7
i
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Let me ask you about #ome other kinds of services.
(CONTINUE AS BEFORE -ASKING ALL APPROPRIATE QUESTIONS RELATED TO RACH
ITEM O THE FACING PAGE)

Flo.

Have you used at any time during the past four weeks?

l IF NO, l’ASK Ell IF YES ’SKIP T0 El12

Ell. (RB, P. 18) Again, from the list of possible reasons, cam-you
tell ma vhich ansver bast describes why you didn't use this
service in the past month?
BEASON CODE A
1. 1 (or sy child) didn't need it 4., We needed -1t but didn't
2. We needed 1t but couldn't afford it have time to get 1t
3. We needed it but as far as I knew 5. Ocher (Specify >
it was not availsble i\
‘\’:\
RETURN TO E10 AND CONTINUE WITH THE NEXT ITEM ON FACING PAGE
E12. (RB, P. 1¢) From the 1list of ;zosgsible providers, can you tell me who
provided the service?
PIOVIDERS
1. P;nily member 5. School
(SPECIFY WHICH ONE) 6. Person or private provider
2. Neighbor other than sbove paid for service
3. Friend (Private nurse, paid sitter)
4., Community agency 7. Other (Specify )
E13. Approximately how much did the service cost you (your family) in the past
4 veeks, that 1a, hov much did you spend out of your ovm pocket for this
service?
El4. Uere you sble to use this service as much as you would have liked or thought
you needed?
[17 wo:]ask w15 RETURN TO E10 AND BEGIN WITH NEXT rrmj
El15. (RB, P. 17) From the list of possible reasons, can you tell me the reason you
did not get as much of this service as you wanted or.itceded?
REASON CODE B
1. Couldn't afford more 3. Other (Specify )

2. There vasn't as much
available as I needed

RETURN TO E10 AND GO OM WITH MEXT ITEM

=~
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SERVICES "\/ |

El0 Ell E12 El13 El4 EL5
USED wMY ROV~ AMOUNT NORE WY
M0T  IDER nr .
T Homemaker to help with 1. V] | .V ___
household chores - cook~ $
ing, cleaning, laundry {2. N 2. M
- B omeapn o mm s A o lepone | papm e eas mecoapom]ms g | meens
m. Aide to help with per- 1, Y] —_ 1. v} ___
sonsl or medical care L IR N -
of cnild 2. N p W t
TN BB RS o P s s g meon | o agn | e g m o g oo 4 *F@S-f‘.— vy | o apnpge
n. Life-planning for chila:z {1, vf -~} - f -° - |y -y
© planning for his/her $ i
future needs 2. N 2. N
-omeem- 1 g rops jompos lpescccpe | pecneras | vane | cmees
o. Life-estate planning - {1, ¥} - . . Yy
for care of child after $
parents no longer can 2. "i 2. N
----- ad L L Y n-.--‘ A - -
0. Legal services related |1, Y —_— 1. Y| ___
to the child ) $
.M 2. N
-------- mE DS S am s am e e mis | poame { m-omon mmEm e | pme | oompe | ose es
Q. Recreation program LY ‘ 1. Y} ___
2. N 2. N
r. Summer camp P AT 8 R N 1. vy§
(ASK ONLY IF CHILD IS ouT “3¢ $
OF SLH00L FOR THE YEAR) 2. N 2. N
s. Transportation service {1, Y —_—t 1. Y
(OTHER THAN SCHOOL BUS) 4 $ ‘ T
L “ z. “
I e D L DR VT VPV [Paampan Bipmpnpu gl P ag | pr g | oo es
t. Laundry, dry-clesning, 1. Y] 1. Y
diaper service l 1 s |
: - 2. NI (T ) " (2. M
oo~ L e 0 1 Jo P 2 e | ot | mmmpnen | ammapeme ] oo | oo
v. Anything eise you can 1. Y 1. ¥
think of that we haven't T -8 .
covered (Specify) 2. N , : 2.\ ’
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I16.

nz.

I18.

A u

We have just finished talking sbout tha services you used during the past
four weeks. Were there any services that you ecan recall wsing during

the past year that were a major expense for you; for instance, major
medical expenses or summer camp last year, anything at all?

1. YIS \ASK EL7 2. No | = GO TO K18

(LIST EACE SERVICE AND ASK:)
Approximately hov much did 1t cost you?
SERVICE COST

s

Of the searvices I have mentioned, which are most important to you in caring
for your handicapped child at home? That is, vhich are the ones you couldn't
1ive without? T -

Y ~

EN

.

Civen your situstion, which 3 services do you think you nead most that you
ate not getting at the present time?

«
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rl.

SECTION ¥

STRESSTUL LIFE EVERTS

the past year? (Since last June/July)

(pid you...)

YES
(1)

Please tell me vhich of these events have happenad to you in

%0
(2)

7

R/A
(&)

Get married?

0,

bl

Get separated from spouse?

[

Get divorcad?

Yy
)

Have a child?

ore

Lose spouse through death?

f.

Lose close fanily member through death?

Pe 8
E

Did & child le-ve home?

[k

Did you change filace of residence?

Change jobs?

Begin working outside the home?

Did your spouse begin working outside the home?

Did your spouse stop working outside the home?

Did you get fired or laid off from a job?

Did you quit a {ob?

Qooooancca

Were you robbed or attacked?

&
Have & serious 6jgx'loxul injury or illnes?
o

Have a serious illness or injury of
immediate family menber?

} 1

Sandicapped Child Entered Puberty/Started Menses

3

CC 0O ot

s. Nandicspped Child Stlr«tcdlam‘cd School(s)?
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F2. Bave any other major life events occurred to you in the past year?
(Sidce last June/July)

g
[

)

-,

2. XNO . IF NO, GO TO SECTION G

1. YZ¥
i7 ' J‘
. P2a. at vers those events? |

7 ) -
[

{
00
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LIVE SATISPACTION AND COPING

P. 20) Nara 1s a picture of a ladder. Suppose ws cay that st the

top of the ladder (Number 10) the rung represents the bast possidle life
for you and the bottos (Mumber 1) vepresents the worst possidble life for

you,

Whare mhl you put yoursslf on tha ledder at tha present stsge of

ul.
your life in terms of hov satisfisd or dissatisfied you are with
your owvun parscoal 1i1fae?
1 2 3 4 5 6 7 8 9 10
N2, Where would you sty you wers ons yaar sgo?
1 2 3 & 5 6 ? 8 9 10
3. Where would you say you are likely to be 12 months from now?
~%
1 2 3 4 5 6 7 8 9 10
! '
B4, (RB, 7. 21) Bow well do you feal you are abls tq cope vuh
and the cars that s/he requires?
1. EXCELLRNTLY| 2. vxy . TFAIRLY 4, BOT ; t. POORLY

VELL | | WKL WELL
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B4a. Plesse tell me, vhat halps you to cope with the demands of
‘s care?

ol

U”f’ |

-INTERVIEWER CHECKPOINT:
IF THERE ARE OTHER CHILDREN IN THE HOME ASK: HS

IF NOT et GO TO HE *

$

HS. (RB, P. 22) To what extent do any of your other children have
trouble coping with ?

1. WONE 2. A'LITILE 3. SOME 4. WMOCH 5. A GRIAT

&

(UNLESS ANSWER IS "NONE" ASK: HSa)

HBS5s. Would you tell me about 1t? Which (child/ren)?

. 352



INTERVIEWER CHECKPOINT:

IF R IS MARRIED OR PREVIOUSLY \ARRIED, ASK: H6

IF NOTemmpepmenpe- GO TO H?7

A
H6. (RB, P. 23) Would you say that has had an influence on your
marriage?
J .
1. MONE 2. A LITTLE 3. SOME 4. MUCH S. A GREAT
DEAL !

(UNLESS ANSWER 1S "NONE" ASK: Hb6a)

H6a. Please tell me in what vays.

353



C ~
SECTION 1
DEMOCRAPHIC DATA
Il. 1In the past year have you completed an additional year of
ethooling?
1. TES 2, L[] GO T0 13
4
I12. What is the highest grade of school or year of college you have
cospleted?
GRADE OF SCHOOL COLLEGE e
00 O1 02 03 04 05 06 07 08 09 10 11 12 13 14 15 16 13+
I3, Have you obtsined any diplomas, certificates or degrees in the past
/ year?
. YES .
1 2. WO |ss)rGOTO 1S :
C 4
’ I3, What have you obtained?
15. 1I'd 1ike to move nov to your present work situation. Are you
currently employed outside the home or do you perform ‘Qny services
in the home for which you receive payment? (i.e., blbyli::&n;)
1. YES 2. KO 3*00 T0 16
CD I5a. Now many hours per waek?
) m I5b. What kind of work do you do?
s
| .
‘ LY
( o, Gl
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I6. thich of these terms best describes your current situation? Are
you temporarily laid off, unemployed, disabled, ratired, a student,

or homenaker?
1. TEMPORARILY 2. UNEMPLOYED 3. DISABLED
. LAID OFF D
* 4. RETIRED 5. STUDENT 6. BOR{EMAKER

.7. ,OTHER, SPECYFY

INTERVIEWER CHECKPOINT:
IF CURRENTLY OR PP?IOUSLY MARRIED, ASK 17 -~ I8

ALL OTHERS GO TO I9: . P

-

“7. 1s your your (busband/former husband) currently employed?

l. YEs fz 2. WO w=) GO TO 18

I7b. What kind of work does he do?

v O
17s. Bov many hours per week?

I8. Which tern best describes his current situation? 1s he temporarily
, laid off, unemployed, dissbled, retired, or a student? .

¥
1. TEMPORARILY 2. UNEMPLOYED 3. DISABLED
LAID OFF .
4. RETIRED 5. STUDENT

6. OTHER, SPECIFY
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? 19. Rave you or your busband or sny other person (i.e. friend or
trelative) quit work in the past year to cars for your child?

1. YES 2. o =) GO TO 110

I9a. Who wvas 1t?

1. VIFE 2. HUSBAND

3. OTHER, SPECIFY_~

19b. IF OTHER, ASK: What vere the circumstances?

-
v

I10. Are you satisfied with your present vorking status?
\ ]

1. NO, WOT SATISFIED WITH PRESENT STATUS GO TO 110a

&

2, YES, SATISFIED WITH PRESENT STATUS ?GO TO{ 111

I10a. Hov would you like it to be different?

,w—l

Y

9356,




111, Please tell me all sources of y

k!

Did you receive wovey from:

6£t family income for 1984.

YES
(1)

L[4
(2)

Wages OF BAlATY. . c.cccvcvcnccscrcrssnvessnassconne

Supplemental security income (55]).cccceeevccass

socill SICutity-.......--..-....n..._-.-...--.e.=

Ald to familizs wich dependeat children (ADC)....

'Ood ltllPl....-.............--..o....o-..a..---u

Other public sssistance or welfare.....c.ccccese

Unemployment CORpEnsS&CiON.....ccscoecscscscvncsesd

Workman's compensation......c.ceveeasncacsvenccand

Veteran's PaymANCS.....ccaccncerencscssnssscrncieg

‘lmny.-.....--...--............--..--......--.q

Child BUPPOTL..isevescecsccncncsosansarnsssnasend

Interest and dividends......co0vvecescrccrcoccsnd

Other regular conttibutions from persons sot
living in the home.......c0c0ucenn ensescescaans

Other regular contribution from persons living
in the home. ... .vuviciienrresnctnsscenancennneny

OTHER, SPECIFY
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;‘, ! I12. (RS, P.26) Takins iatc considerstion all sources of incoma, what
- w=s your total (family) income before taxes in 19841 Just tell me
the number on the page.

g ¢ 1. Under 3,000 2. 3,001-5,000 3. 5,001-8,000
! -
&. 8,001-10,000 5. 10,001-15,000 6. 15,001-20,000
" 7. 20,001-25,000 8. 25,001-30,000 9. 30,001-40,000
10. 40,001-50,000 11. 50,001-60,000
I13. (RB, P. 27) Ovarall, how wvould you describe your financial state
this ”:lr as compared to last year?
1. & GREAT DEAL 2. WORSE 3. RO CHANGE 4., SOMEWEAT
' ; WORSE BETTIR
A t v
% s I14. Hov would your rate your physcial health?

1. EXCELLENT 2. GOOD 3. FAIR 4. POOR

IF MARRIED, ASK I15

-> | .

i - , 17 wor | )5

u Y

I15. Movw would you rate your husband's physcial bealth?

GO0 T0 116

1. EXCELLENT 2. GOOD . Az 4. POOR

A
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Table 5.21b

Multiple Regression Analysis of Selected Variables on Coping

T

Control Variables

Race

Age of Child -~

Income .,

Marital Status

Working Status -of Mother

Education of Mother

Mean b
- .19
8.39 - .04
5.71 .06
- - .17
- .03
3.10 - .02

1.10
-1.71

1.42

.14
- .24

- -
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Table 5.22b

Multiple Regression Analysis of Coping on Stress, Time 2

N

3

R Sig
Control Variagbles Mean b _t _t
Race - -1.94 .89 .38
Age of Child ? ? 8.39 47 1.71 .09
Income 5.71 .06 .10 .92
Marital Status - 2.60 . .87 .39
Working Status of Mother - 5.10 2.19 .04 L
Education of Mother ' 3.10 2,22 1.73 .09

. ;

—en”
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-Table 5.23b

ﬁ

Multiple Regressfon Analysis of Coping on Life Satisfaction, Time 2

~ Sig
Control Variables Mean b Lt Tt
Race N - 519 .39 .70
Age of Child 8.39 o1 .22 .83
Income 5.71 - 01 t\- 06 .95
Mprital Statu 1.45 .13 :} 20 .85
Working Status of Mother - - .09 —;.17 .87
Education of Mother 3.10 .28 .99 .32

X
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Table 5.24b %

Multiple Regression Analysis of Selected Variables on Stress

- —_—
. Sig

Control Variables , Mean b _t t_ N
Rac : - 2.68 1.55 .25 \
Agé of Child © 0 8.39 .11 .36 g2

come . 5.71 .27 .43 .67
§rital Status - . .29 .10 .93
Working Status of Mother - -3.99 - .01 .99
Education of gother 3.10, 2.17 1.62 .11

g




Table 5.25b - } ’ >

~

Multiple Regression Analysis of Selected Variables on Life Satisfaction

“

e

. =

A" \\ 4 Sig
Control Variables Mean b t t
Race - - .51 - .91 .37
Age of Child ’ 8.39 .04 .57 .57
Income cii‘ 5.71 - .08 - .51 .61 ’ ) ’
Marital Status - .08 .11 .91 ) . s
X Working Status of Mother ) - .11 .18 .86
Education of Mother 3.10 - .29 - .91 .36
2 _ —
& ¢ X i i
) y;
&
.~ ‘ \ )
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Table 5.26b

Multiple Regression Analysis of Informal Social Support Measures on Coping

1]

g Sig
Contrel Varlables ’ Mean _b_ _t _t
Race ‘ : - .18 1.09 .28
Age of Child 8.39 - .03 ~1.10 «29
Income A 5.71 .06 1.29 .20
Marital Status - - .38 -1.67 ' A0 *
Working Status of Mother ) - .05 ~~29 77
Education of Mother 3.10 ?‘/ .04 - .46 .65

L

§—r

¢~
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Table 5.27b

Multiple Regression Analysis of Informal Social Support Measures on Stress

x

Control Variables

Race

Age of Child

Income

Marital Status

Working- Status of Mother

Education of Mother

Mean

8.39

5.71,

3.10

b
2.07
.29

.01

-2 A8

-3.72

2.04

g

Sig
t
.33
.37
.98
43
.13

.12

Ed
R A
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Table 5.28b

{
Multiple Regression Analysis of Informal Social Support Measures

‘g

on Life Satisfaction

-~

Control Variables

Race

Age of Chiid

Income

Marital Status

Working Status of Mother

Education of Mother

Mean

{ 8.39

5.71

3.10

1.16

]

*




APPENDIX D —

8 INTERACTION TERMS AND ANALYSIS

[
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Table 5.29b

T e e s e WA 5 T SRR (N b ¢ o ST T

e

Definitions of Interaction Terms

-

beyond high school.

Abbreviation Definition of Abbreviation v

CPSS Carolina‘Parent Support Scale Z

RCPSS Carolina Parent Support Scale values for Black families. -

ACPSS Carolina Parent Support ch}e values for children less than 9 years old.

ICPSS 4 Carolina Parent Support Scale values for families with incomes of
$15,000 per year and under.

~ MCPSS Carolina Parent Support Scale values for women who are married.

EMCPSS, Caroliga Parent Support Scale values for women who are employed outside
the home.

EDCPSS Carolina Parent Sﬁpport Scale values for women who have education
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Table 5.30b

. e

Multiple Regression Analysis of Interaction Between Informal Social Support and Control Variables

RCPSS * CPSS

- Race
Dependent sig sig sig
Variables b t t b t t b t t
Y
Copins --01 ".36 .72 -05 3.15 4((2/ - -O7 - -18 .86
=1
Stress 7 .22 71 .48 - .80 ~3.46 .001 - .82 - .17 .87
2y
L ACPSS CPSS Age
‘Dependent sig sig } sig
Variables b t t b t t b t t
Coping -.04 -1.,96 .05 07  4.25 ,001 - .35 -.98 .33
Stress 35 1.12 .27 - .10 -3.68 ,001 .01  1.30 .20
Satisfaction -.02 - .28 .78 .11 1.80 .08 - - .14 - .11 .91
X
P




Table 5.30b (continued)
- ICPSS CPSS Income
" Dependent sig sig sig
Variables b t t b t t b t t
Coping - .02 -.74 .47 .06  3.20 .002 - .28 - .76 .45
Stress 46 1.49 .14 - .94 -3.,91 ,00% 9,45 1.88 .06
| Satisfaction - a1 1%, .13 15 2.64 .01 -2.06 -1.72 .09
- |
0'“\ —_ MCPS CPSS Marital Status
Dependent sig sig . sig
Variables b t t b t t b t t
w
'i\ - Coping .03 1.41 .16 .03 1.87 »~ .07 .80 2.15 .04
Stress .42 1.35 .18 47 1.99 .05 ~-7.91 -1.55 .13
Satisfaction 09 1,22 .23 .04 .76 .45 2.06 1.68 ;10
4 :‘:}‘ )
. ., e
/’ c/
- ) N e
. \‘ A -~
S ——————— e —————— { 2
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Table 5.30b (continued)
- EMCPSS CPSS Eaployment
Dependent sig sig sig
Variables b t t b t t t t
\\
Coping .05 2.38 .02 .06 " .17 .87 2.00 %05
N
Stress - .01 - .04 97 -.68 -2.11 .04 - .71 .48
Satisfaction - .02 -.25 .80 .09 .96 .34 .36 .28 .78
—_ EDCPSS CPSS Education
Dependent sig sig sig
Variables b t t b t t t t
Coping - .05 -1.99 .05 .06 4.44 001 .82 1,96 .05
Stress .14 .35 .73 .69 -=3.55 .001 .08 - .30 .77
Satisfaction .04 .42 .68 .08 1.70 .09 - .32 .75
b




