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ABSTRACT
If it takes a whole community to raise a child, then supporting a child with a disability
necessitates understanding the family and larger socia context in which that child is
raised. Though many assessment tools have been utilized to evaluate different aspects of
family living, few have attempted to capture an integrated ecological perspective of the
many factors that impact daily life. Furthermore, many assessment practices fall short of
meeting the basic requirements of reliability and validity typically demanded of sound
assessment tools. Between the instrument development extremes of no empirical support
and exhaustive validation lie many steps towards soundness. In the present research,
parents and professionals form an "expert panel” to rate the utility of the Family Context
Survey, and to offer recommendations for itsimprovement. Also, afield study was
conducted in which 67 parent participants completed the survey to assess the reliability
and validity of this measure for genera community use. Implications for family

counselling, support service management, and governmental policymaking are discussed.



ABSTRACT

Assessing Family Context of Children with Disabilities iii

TABLE OF CONTENTS

TABLE OF CONTENTS ... e e e e e e i

ACKNOWLEDGEMENTS ... .ot et et e e e e e e e Vi

CHAPTER 1: INTRODUCTION AND LITERATUREREVIEW ........cccoviiiiinnnnn 1

Theoretical FramewWorK . .. ....ovie e e e e e e e e 2

Assessing Family DYNAMICS. ... ....ouieie e it e e e e e e e 4

Assessing Psychosocial Stages of Coping.......covvevviiiiiiieiie i 7

Assessing Satisfaction of Social SUPPOIS.........veivviiii e 11

Benefits of a Global Context Assessment Instrument...... ..o vee e e i e enns. 14

SOUNA RESEAICN. .o e e e e e 16

CHAPTER 2: METHODS

Study 1: A Pilot Study for Item Development................cceviiiiiiieeenn... 18

PartiCIPantS. .. ....oevie et e 18
ProCEAUNE. .. ...t e e e 19
The QUESLIONNAITE ..o e e e e ien e eaeeaeens 19
Analysisand Preliminary ReSUItS...........ccoeveiiiiii i e 20

Redrafting the Family Context SUrVeY..........c.oovviiiiiiiiiiiieenns 20

Study 2: Field-Testing The Family Context Survey..............ccecevvvieveen... 20

PartiCiPantS. .. ......ooviie it e e e 20
Description and Background Information of Participants................... 21

Strategiesfor ltem Evaluation .............cooovviviiiiiiiiiiiie e 22



Assessing Family Context of Children with Disabilities iv

CHAPTER 3: RESULTS. .. e e e e e e e e e eaeeas 26
Family FUNCLIONING SEYI€. .. ..o e 26
Psychosocial Stages Of COPING.......uvie ittt e e e e 27
Satisfaction with Social SUPPOITS.......c.eveiie i e 28

CHAPTER 4: DISCUSSION

Validity and Reliability of the Family Context Survey .............ccoooiiiiienaes 30
Theoretical and Practical Implications ............c.covviiiii i 33
Limitations of the Study and Future Research...................cooo i, 38

CONCIUSION. . . e e e e . 39
REFERENGCES ... e e e e e e e e e e e e e e e e, 41

APPENDIX A. STUDY #1: INSTRUCTIONS FOR EXPERT PANEL.................. 62
APPENDIX B. STUDY #2 PARTICIPATION RECRUITMENT POSTER.............. 63
APPENDIX C. STUDY #2 COVER LETTER SENT WITH EACH SURVEY ......... 64
APPENDIX D. FAMILY CONTEXT SURVEY SCORINGKEY .........ccovviiiinnn. 65

APPENDIX E. FAMILY CONTEXT SURVEY .....c.coiiiiiiiiiiii e 67



TABLE 1.

TABLE 2

TABLE 3:

TABLE 4:

TABLE 5:

TABLE6:

TABLE7:

TABLE8:

TABLE9:

Assessing Family Context of Children with Disabilities v

LIST OF TABLES
STRUCTURE OF DOMAINS, SUBSCALES, AND ITEMS OF THE
FAMILY CONTEXT SURVEY ... 46
ITEMS SHOWING SIGNIFICANT DIFFERENCES IN MEAN
RATINGS BETWEEN FOUR TYPES OF EXPERTS............ccc..... a7
MEAN ITEM QUALITY RATINGS FOR PARENTSAND TOTAL
EXPERT PANEL. ... 48
MEANS, STANDARD DEVIATIONS, AND SKEWNESS FOR ALL
BACKGROUND VARIABLES, SUBSCALES, AND KEY
VARIABLES. ... 52
CORRELATION MATRIX FOR SUBSCALES AND OTHER
KEY VARIABLES. ... DA
COMPONENT LOADING MATRIX FOR ITEMSIN FAMILY
FUNCTIONING DOMAIN ... oo e e e e S7

COMPONENT LOADING MATRIX FOR SUBSCALES*A’

THROUGH ‘E’ IN FAMILY FUNCTIONING DOMAIN .............c.... 58

FACTOR LOADING MATRIX FOR ALL SUBSCALESIN

FAMILY FUNCTIONING DOMAIN......uiiiiiiiiie e 59

FACTOR LOADING MATRIX FOR PSY CHOSOCIAL

COPING DOMAIN.....oiiiii i e e, B0



Assessing Family Context of Children with Disabilities  vi

ACKNOWLEDGEMENTS

The writer wishes to thank Dr. Marvin McDonald of the Graduate Counselling
Psychology Program at Trinity Western University for his encouragement, guidance, and
good humour. Without this support, a project of this scale would not have been inspired
let alone accomplished. Similarly, a specia note of gratitude is made to the writer’s
wonderful wife, Leean West, for al of the love, encouragement, and support offered
throughout this project.

Debbie Hancock is graciously acknowledged for her exceptional and extensive
editing of this manuscript, and Dr. Philip Laird is recognized for his dedicated support.
Lastly, the writer extends a specia note of appreciation for the time and effort offered by
the many parents throughout the Fraser Valley Region who have children with
disabilities. Because your children and families have always been a source of passion, the
writer wishes to dedicate this project to you and your journeys; may our work here truly

benefit the lives of others on the same path.



Assessing Family Context of Children with Disabilities 1

CHAPTER 1.
INTRODUCTION AND LITERATURE REVIEW

Families that have children with disabilities live a unique experience of joy,
despair, fear, ecstasy, and exhaustion (Barnbill, 2000). The challenges that such families
face are numerous, as well as quite unlike those faced by families with "typical" children.
From the moment that parents begin to suspect that there is something "different” about
their child, their journey of "family life" begins to depart from that of the norm (Cowie,
Quinn, Gunning, & Gunning, 1998). They find themselves to be on "foreign ground"
where the journey that lays before them isindeed long and fraught with unexpected
challenges and disappointments. Ideally, such families will find themselves a professional
guide or expert in the disability area challenging their child who can assist them along
their journey towards being a happy, healthy, and fully functioning family again.

Thisjourney, however, isfar from clear and straightforward. Instead, there are
several elements or features of afamily's world that must be accurately assessed and
effectively addressed if professionals are to deliver the services that the family truly
needs. For example, professionals need to clearly understand the interpersona dynamics
within the home, the family’ s background and history, the ages and personalities of all
family members, the degree of marital harmony, and the nature of support that is
available from the extended family and community because each of these factorsisa
determinant of afamily's ability to cope and succeed with ahaving a child with a
disability (Mahoney & O’ Sullivan, 1992). As such, when assessing any child with a
disability, professionals must also assess the unique and dynamic context within which

that child lives (Whitehead & Deiner, 1990).
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Trying to understand the context of any of today’ s post-modern families requires
recognizing that demographics and family composition change from region to region and
home to home. Some families are having fewer children than others, a significant number
are getting divorced (or areraising children in blended or step families), and most
families now rely on the income of both parents (Wolsh, 1982; cited in Whitehead &
Deiner, 1990). Also, families are increasingly being recognized as afluid and interacting
system within themselves, rather than being seen from the more traditional model where
the mother was the sole spokesperson and executive director of the family unit
(Whitehead & Deiner, 1990). Similarly, the family unit is being seen as a system that
interacts with other systems, such as the neighborhood, the school, and the medical
community (Deiner, 1987). Clearly, professionals must consider all of these shifting
dynamics and unique family needsin their attempt to accurately asses the needs and
status of an individual child (Whitehead & Deiner, 1990) if they are to keep their work
meaningfully related to the context of each child’s family. In light of thisincreasing
complexity and diversity of today’ s families, there is agrowing need for family
assessment tools that are sensitive to these unique differences between families.

Theoretica Framework

Several researchers have attempted to accurately portray the experience of
families whose child has adisability. Collectively, their research areas cover an array of
dynamics and family characteristics from family functioning style (Trivette & Dunst,
1990), to psycho-socia stages of coping (Burden, 1991), to satisfaction ratings of social
supports (Westling, 1997), to name afew. The central thesis of the present work is that

together, these three areas of family assessment can be combined to form a more
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encompassing or global perspective of the family. Furthermore, it is suggested here that
only by combining different perspectives can we hope to create an ecologically valid
family-focused assessment tool capable of recognizing the diversity and unique
experience of today’ s families. After all, how can one interpret a parent’ s assessment of
socia services without considering the skills and dynamics within the family home?
Similarly, how can one fully interpret afamily’s style of functioning without also
accounting for the social support system within which that family must live? In these
ways, persona experiences, family dynamics, and the larger social support system are all
connected and interwoven, and one' s experience of each piece is dependent on his or her
experience of the others. This view is consistent with the work of Dyson (1991) who has
demonstrated the utility of attaining an “ecological perspective” of the family by showing
that a broader perspective of afamily, within asocial context, yields a more meaningful
and valid understanding of the experiences of that family.

To assess this “ecological perspective” a measurement tool called The Family
Context Survey was created. It asks over 180 questions related to family background,
family functioning style, parental coping, and parental satisfaction with social supports.
The Family Context Survey was clinically critiqued by a panel of relative “experts’ and
subjected to field-testing to determine the reliability and validity of itsitems and
subscales. The following report documents this development and assessment of the
Family Context Survey for its eventual use in community counselling and other

professional settings.
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Assessing Family Dynamics

The professional assessment of family strengths, as well as the attempt to support
and strengthen family dynamics, is born out of a short though rich history (Trivette &
Dunst, 1990). Much of the pioneering work of Otto (1962, 1963, 1975), Bowman (1983),
Curran (1983), and Karpel (1986) have converged to form the mgjor indicators and
extensive descriptions of the traits and resources of healthy, well adjusted families.

In terms of assessment tools however, there are far more instruments available for
assessing family needs (e.g., Fewell, 1986) than for the assessment of family strengths. It
has been suggested that thisislargely the case because, "until recently, early intervention
practices have been primarily deficit oriented and reactive, rather than strength oriented
and proactive" (Trivette & Dunst, 1990, p. 17). In an attempt to balance this trend, Dunst,
Trivette, and Deal (1988) scoured the family strengths literature to produce alist of 12
major, non-mutually-exclusive qualities of strong families. To best understand these
characteristics, the wisdom of Otto (1962) should be noted: " Strengths are not isolated
variables, but [rather] form clusters and constellations which are dynamic, fluid,
interrelated, and interacting” (p. 80). As such, one should never expect any given family
to display all 12 of the qualities, nor should one family be compared quantitatively with
another. Instead, family strength assessments can and should be used to help create a
picture that represents the primary dynamics of al relationships within a home.

Thefollowing list of 12 characteristics, adong with their many combinations or
clusters, define what Dunst, Trivette, and Deal (1990) call "Family Functioning Style":

1. A belief in and sense of commitment toward promoting the well-being and
growth of individual family members as well as that of the family unit.



10.

11.

12.
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Appreciation for the small and large things that individual family members do
well, and encouragement to do better.

Concentrated effort to spend time and do things together, no matter how
formal or informal the activity or event.

A sense of purpose that permeates the reasons and basis for "going on" in both
bad and good times.

A sense of congruence among family members regarding the value and
importance of assigning time and energy to what the family considersits
goals, needs, projects, and functions.

The ability to communicate with one another in away that emphasizes
positive interactions among family members.

A clear set of family rules, values, and beliefs that establish expectations
about acceptable and desired behaviour.

A varied repertoire of coping strategies that encourages positive functioning in
dealing with both normative and non-normative life events.

The ability to engage in problem-solving activities designed to evaluate
options for meeting needs and procuring resources.

The ability to be positive and see the positive in amost all aspects of their
lives, including the ability to see crises and problems as an opportunity to
learn and grow.

Flexibility and adaptability in the roles necessary to procure resources to meet
needs.

A balance between the use of internal and external family resources for coping
and adapting to life events and planning for the future. (p. 18)

Each of these 12 qualities of healthy families can be assessed with the Family

Functioning Style Scale developed by Dedl, Trivette, and Dunst (1988). This scale uses
26 items and was developed in part, as afamily-centered assessment and intervention tool
that could be utilized to support and strengthen family functioning. The present research

includes al 26 items of the Family Functioning Style Scale asit is a good indicator of
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how members within afamily work and relate together. Thiswill be particularly
important in the assessment of families with disabilities, because it is their "style" of
functioning, rather than just their needs, that is often in need of support or validation.

In terms of how professionals should relate to family functioning style, the words
of Stoneman (1985) are clear: "Every family has strengths, and if the emphasisis on
supporting strengths rather than rectifying weaknesses, chances for making a difference
in the lives of children and families are vastly increased” (p. 462). The Family
Functioning Style Scale (Deal, Trivette & Dunst, 1988) enables professionals to better
assess and understand the unique strengths of any given family.

Initially, the Family Functioning Style Scale can be viewed in terms of itsfive
factors--Commitment, Cohesion, Communication, Competence, and Coping--where each
factor describes arelatively unique aspect of family functioning style. Some of the results
could be taken to indicate specific topics for family education or training. For example,
issues related to coping, competence, or to communication, could be discussed with the
family in terms of what they see as contributing to the higher or lower marks that they
reported on these scales, perhaps highlighting an appropriate course of intervention.
Similarly, low scores on the items that relate to commitment or cohesion may suggest
areas for further exploration in family therapy, once those scores have been discussed
with the family. Conversely, highlighting and discussing the family strengths or virtuesis
agood way to reinforce and encourage these skills and abilities that the family aready
has.

In addition to individual item review, a more rich or complete perspective of the

family can be obtained by considering the patterns or "family style" that isreveaed
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through the constellation of results. For example, when severa factors are combined
together to form the basic family "style," results may indicate areas of strength or of
genera family dynamics that merit praise. Alternatively, unproductive patterns may be
more clearly recognized which could then be rectified through a collaborative effort.
More importantly, families can use the Family Functioning Style Scale to better
understand themselves (Trivette & Dunst, 1990), and to better communicate with
supporting professionals about areas that they feel warrant change. The family benefits
by seeing themselves and their strengths more clearly, and professionals gain a more
clear appreciation for the interpersonal dynamics within the home.

Assessing Psychosocia Stages of Coping

In addition to a thorough assessment of the family as a unit, there are many
important questions to be asked about the psychological well being of the parents of that
family. Although thorough psychological assessment of the primary care giving parents
would be idedl, it may suffice to determine the level or stage of adjustment that the parent
isexperiencing. In 1973, Mackeith suggested that mothers of children with disabilities
pass through severa stages of emotional adjustment as they come to terms with their
child's diagnosis. Although these stages have been reworked a number of times since then
(Blacher, 1984; Drotar, Baskiewicz, Irvin, Kennell, & Klaus 1975), the phases of shock,
denial, sadness and anger, adaptation, and reorgani zation (Kubbler-Ross, 1969) have
become familiar constructs in working with the shock, grief, and loss associated with
childhood disabilities.

Robert Burden (1991) has extended the work of Menolascino (1967) and Parkes

(1971) to create atransition model of psychosocial stages of coping with stress. In this
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model, Burden postulates that parents and families pass through a series of “core family
crises’ in their adjustment to having a child with a disability. Consequently, the stages of
(@) Initial Shock; (b) Realignment of Personal Values; (c) Redefinition of Parental Roles,
and (d) Readjustment of Family and Social Roles may all serve asimportant indicators of
the current needs and experiences of families (Burden).

This stage model makes the Psychosocial Coping Scale unlike all other domains
in the Family Context Survey. For example, parents are assumed to be in only one stage
at atime, forcing scores to be compared between each stage and interpreted asrelative
endorsement of one stage over the others. Furthermore, as with all developmental
models, there is afundamental assumption that parents progress from one stage to
another in the prescribed manner. While this presumed mutual-exclusivity and defined
progression of the stages may complicate psychometric validation, it offersarich and
interesting perspective of parent coping.

The most significant benefit of understanding a parent's level of psycho-social
development lies in being able to understand the parent's needs in terms of the style of
approach that a professional may choose. In other words, assessing the development of
psychosocia coping may help professionals to determine which family needs should be
addressed first, and in what way. Menolascino (1967), asserted that the difference
between afamily having a positive resolution to crisis, rather than experiencing the
potential negative consequences of that crisis, depends largely on how well the specific
treatment needs of the family were met by medical and support professionals. To
illustrate, for some families, specific training on how to interact with their child is the

essential ingredient to their growth. Whereas for another family, that type of focus on
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parenting skills may serve to only increase their fear and anxiety, moving them further
away from professional aid! Similarly, deciding when and how to address the marital
issues, or personal values, or perceptions about what a disability may mean to the family
can be assisted by understanding the level of psycho-social development, i.e., the specific
needs of the parents.

Parents at the "Initial Shock" stage have needs that are quite unlike those of
parents at later stages of development. For example, in the Initial Shock stage, parents
need to have their experience normalized, they need immediate honest information about
the disability and what to do next, clear direction to supports, continuous open-ended
consultation with professional supports, coping and relaxation strategies, repetition of
information, and early supportive counselling to address emotional reactions and
potential biases in perception (Burden, 1991). In other words, it isimportant to recognize
that parents at this stage may bein aliteral state of shock perpetuated by their perception
of acrisis, and to respond accordingly. As such, the underlying motive for professionals
working with families at this stage should be the reduction of crisis and shock through
reassurance and directive guidance.

Parentsin stage 2 "Realignment of Personal Vaues' have unique needs as well.
At this stage, theinitial crisis has retreated leaving the parents feeling "worked over" by
this unexpected turn of fate (Burden, 1991). Like many people who face traumatic events,
parents with disabled children often question themselves, their lives, their values, and
their will to go on (Duis & Summers, 1997). Accordingly, at this personally vulnerable
stage, parents often need continuous support from avariety of sources (from professional

hands-on support with the child, to a shoulder to cry on), encouragement and support
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through the grieving of losses, help in realigning existential values (such as reconnecting
with sense of self), and reconnection with meaning and purpose in life which may entail
helping them to see a new kind of future (Burden). If the agenda of the first stage was
"self-preservation” for the parent, the main agenda here is one of "self-recreation” as
parents may need help to find (or re-create) their sense of who they are.

It could be said that parentsin stage 3 "Adjustment of Parental Roles" have
finished questioning who they are, and now are questioning their abilities as a parent
(Burden, 1991). Here, the focus turns back towards the child as parents struggle to learn
the new skills necessary to successfully parent a specia needs child, and to best manage
the demands of the disability. Parentsin this third stage need specific advice on how to
assist the child's development, reinforcement of parental competence (with all children in
home), physical support (workers, care-givers, respite), emotional support (from
therapists, support groups, family), reliability of supports, and assisted advocacy for the
child’s and family’ s needs. The goal in this stage is to rebuild or reestablish the parents as
the "experts' about their children, for their increased confidence and skill will have a
profound impact on all aspects of their experience of family life.

In the fourth stage "Adjustment of Family and Social Roles' the family is
struggling to function well as aunit and to integrate that team with the larger community
and world (Burden, 1991). For many families, this stage is not recognized, or is under-
addressed as a significant component of a family's journey towards being healthy, happy,
and high-functioning. At this stage, parents need to pull together a network of family and
community supports that will meet many of their individual needs, and reduce the draw

on expensive social services. For some, this means building more friendships for
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everyone within the family. For others, finding effective and cost efficient community
services (such asinvolvement in local church events, youth centers, volunteer
organizations) can help to sustain the family and alow their governmental supports to be
shared with othersin greater need. To do this, families will need support and guidance
regarding talking about feelings (and to find the courage to step out into new roles),
encouragement to build marriage and family relationships, mixing with others with and
without similar problems, advice about how to handle certain social situations and
challenges, sustained physical supports (i.e., care providers), and sympathetic and
understanding professionals (Burden, 1991). The vision for parents at this stage is "near
autonomy." It is presumed that parents not only want to be "free from the social net of
support” that has assisted them thus far, but also that they are capable of functioning
successfully without (most of) the professional supports. That is, it is believed that if
parents can successfully navigate themselves and their family through these four stages,
including being able to function well as afamily whole and to assert that family back into
the community, then the family will require the minimum amount of professiona aid and
support.

Assessing Satisfaction of Social Supports

In our age of growing fiscal restraint and managed care, the measurement and
evaluation of mental health services via consumer satisfaction surveysis becoming an
important objective of health care (Stallared, 1996). Moreover, consumer satisfaction is
becoming a key determinant of service quality as well as a useful indicator of service

outcome (Donabedian, 1992). However, many important issues must be understood prior
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to the use of satisfaction instruments. What is satisfaction anyway? How can it be
accurately measured? And what do the results "mean?"

There are many ways of conceiving how a person’s experience of satisfaction
might be derived. For example, some researchers (Oliver, 1979) have viewed satisfaction
as the gap or discrepancy between one' s expectations and actual experience. According
to such gap models, satisfaction occurs when the experienceis equal to or greater than
one’ s expectations, and dissatisfaction occurs when experience fails to match the
expectations. Others, however, suggest that satisfaction is more afunction of amulti-
dimensional, context specific interaction between several factors meaningful to the
individual (Damkot, Pandiani, & Gordon, 1983; Slater, Linn, & Harris, 1982). By these
models, many el ements such as the physical surroundings, care from support staff, type
of service provided, amount of service, procedures performed, and genera satisfaction all
combine to form the experience of satisfaction.

Whatever the underlying mechanism, people do evaluate their experiences with
professional services, and they do have a sense of personal satisfaction or dissatisfaction
about those experiences. To that extent, the definition of satisfaction offered by Lebow
(1982), that satisfaction is the degree to which a specific treatment gratifies the wants,
wishes, and desires of aclient will be used here. As such, "satisfaction" as rated by the
present Family Context Survey means the extent to which people felt their expectations
and specific needs had been met by that particular support service.

There are many ways to ascertain aperson's level of satisfaction, from semi-
structured interviews and phone conversations, to suggestion boxes, critical incident

surveys, and focus groups. However, perhaps the most widely utilized format is the
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satisfaction survey. Good surveys incorporate questions about specific areas of
satisfaction as well as questions about the person’s more general experience (Stallard,
1996). Also, quality surveys make use of open-ended qualitative questions as well asthe
more traditional quantitative (ranked) questions. In these ways, surveys can produce
important information about dissatisfaction as well as highlighting specific areas of
contentment.

The work of David Westling (1997) offers a good example of a mental health
satisfaction survey tailored to parents whose children have disabilities. In this survey,
parents are asked 124 questions that span several content areas such as, "What do parents
want their children to learn?"; "Where do parents want their children to go to school 7;
"How satisfied are parents with their special education services?"; "How satisfied are
parents with social, medical, and other community services?'; and the like. One of the
strengths of this particular survey style is the breadth of results and replies that are
generated. For example, not only were specific quantifiable results available, such as
Westling' s finding that 38% of respondents wanted the opportunity to interact with other
parents, but also personal content, such as "When our child reaches kindergarten age, the
available services will not be satisfactory” were gathered. Clearly, satisfaction surveys
such as this are not designed solely to muster support for a particular program or service.
Instead, quality satisfaction surveys can come close to meeting their higher aim: To
inform service providers about what works and what doesn't work for a set of clients, and
to provide the direction and support necessary to effect productive change so that clients

get the programs and services that they want and most need.
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With permission, many questions from Westing's (1997) Parent’s Views Survey
Instrument have been modified to meet the particular needs of the present Family Context
Survey. For example, many questions about health care are not applicable to the
Canadian medi-care system and were either omitted or adapted. Furthermore, additional
guestions were composed to create a broader perspective about ALL of the support
services that afamily may be accessing at the time of the survey, rather than relying on
the few select areas explored by the Westing survey.

Benefits of a Global Context Assessment Instrument

The potential benefits of combining these disparate perspectives into one "global”
assessment tool are numerous. Arguably, the most significant contribution of a more
"global perspective" is being able to recognize the reality of afamily within alarger
context. In other words, with a unifying tool the specific dynamics of afamily's
experience can be rated (by the family) and understood (by others) within the context of
all other dynamics of that family. Thisis clearly of great value not only in terms of the
heightened validity of the responses (i.e., that the multiple perspectives will yield amore
"true" depiction of the family experience), but also in terms of complexity. Only by
combining multiple perspectives into one tool, can we start to examine the relationships
between each point of view. Ideally, being able to understand parts of afamily's redlity,
within the context of other parts, will result in a more complete appreciation of the subtle
nuances of each family.

Another benefit of a global assessment tool isthat it provides a standard way for
parents to communicate with each of the support professionals that may be working with

the family. That is, through a single form, parents are able to convey the details of their
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"family situation” to the numerous support professionals who all need to understand this
similar perspective. For example, afamily who completes one family context assessment,
and delivers copies to their family doctor, child psychiatrist and/or pediatrician, family
counsellor, socia worker, special education teacher, community agency manager, etc.,
will save the parents many hours of redundant meetings and explanations.

The second advantage in communication is that al stakeholders (i.e., the parents
and each support professional) are better able to communicate between each other about
the details contained in the survey report. For example, knowing that a particular family
has a strong sense of commitment and cohesion would be helpful when that family’s
social worker, counsellor, and schoolteacher meet together to plan supports and services
with the parents. In this way, having only one global assessment report per family will
greatly streamline the interdisciplinary communications between professionals by giving
them a"common language" and standard reference point from which they can best
discuss their unified plan to support each family.

A third benefit of utilizing a global assessment tool pertainsto service delivery.
By being able to evaluate the effectiveness of each service relative to the others, service
managers will be better able to tailor the family support plan to the particular needs of the
family. This feature alone could result in substantial savingsin mental heath care
resources while simultaneously delivering a better support service package to each
family. In addition, the feedback nature of satisfaction ratings of individual services,
when reported within the context of other services and exchanged between service

providers, will greatly enhance professiona accountability.
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In summary, the benefits of understanding a richly complex family context, the
time and effort saved via a standard communication system, and the gains from better
service management and delivery all combine to support the development and application
of aglobal assessment tool. Accordingly, the Family Context Survey will provide useful
information about intricate family dynamics (via family functioning questions), about
parental levels and styles of coping (via psychosocial coping-stage questions), and about
the parent's satisfaction and areas of dissatisfaction with the support services currently in
place. Together, these perspectives will allow "outsiders' to better understand the inner
reality of families with disabilities by helping to illuminate the context in which those
families live, while assessing our own effectiveness as a community helping to raise their
child.

Sound Research

While there has been arecent increase in the use of satisfaction surveysto
monitor performance and formulate policy, Chadwick and Stallard (1991) have
guestioned the role of such surveys and have defined specific criteriathat they believe
should circumspect survey use. Consequently, before constructing or evaluating a global
assessment tool such as the Family Context Survey, it is essential to understand what
would constitute "sound research” for asurvey of thistype. For this, the cautions and
recommendations of Stallard (1996) and of Sexton and Thompson (1990) have been
carefully considered in an attempt to maximize the reliability and validity of the present
assessment tool.

More specifically, Stalard (1996) suggests that all satisfaction questionnaires

should be evaluated in terms of their reliability and validity; that surveys should collect
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both qualitative and quantitative data; that open-ended questions should be used; and that
sources of dissatisfaction be actively sought as well as sources of satisfaction.
Furthermore, Stallard recommends that client characteristics and differing treatment
options be noted, as well as the times of service received and survey completion. Lastly,
non-respondents should be followed up so as to help ensure that the survey results are
representative of all service users, not just those that were "satisfied"; and multiple re-
testing should become routine so as to permit the evaluation of satisfaction over time. All
together, these criteria do help to bolster the strength of a questionnaire. As such, all of
these points have been incorporated into the Family Context Survey to the extent

possible.
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CHAPTER 2: METHODS

Study 1: A Pilot Study for Item Development

The purpose of the pilot study was to assess the content validity of the itemsto be
included in the Family Context Survey. The initial stage of item development consisted
of selecting and adapting items from the Family Functioning Style Scale (Dunst, Trivette,
& Deal, 1988) and the Parent Satisfaction Survey of Westling (1997) so they would
pertain to Canadian families with disabled children. Additionally, items were constructed
that would correspond to the four phases of Burden's (1991) Psychosocial Stages of
Coping, aswell asitems related to background information..

For the next stage of item development, an expert panel of parents and
professionals rated the suitability of each item and provided important comments and
suggestions that were incorporated into the design of the survey. In addition to increasing
the content validity of each item, this procedure strengthened the overall utility of the
instrument for general community use by ensuring the relevance of each question
(Stallard, 1996).

Participants. Twenty-three participants were recruited to form a " Panel of
Experts' regarding the lived experience of families with children with disabilities. The
Panel consisted of four types of experts: Six parents (from different families), five
teachers and/or teaching assistants (specializing in Special Education), six social workers
(who support special needs families), and six family counsellors actively working with
families with disabilities. Professional subjects were approached viatheir place of
employment, whereas parent participants were approached through their attendance at

local parent support groups. Background information was collected pertaining to the
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participant’s area of expertise, as well as number of years working or living with specid
needs children, allowing a measure of the degree of “expertise” of these expertsto be
obtained.

Procedure. Participants were contacted by phone and invited to participate in the
research. One copy of the field assessment format of the Family Context Survey was
mailed to each participant, with an instruction letter asking them to rate the quality of
each item (see Appendix A) and a stamped and addressed return envel ope. Follow-up
phone calls, to either thank participants or to encourage the completion and return-
mailing of the survey, commenced two weeks following mail out.

The questionnaire. A sample survey was constructed that included the background

guestions of the expert panel participants described above, 16 questions about family
background, 26 questions adapted from the Family Functioning Style Scale (Deal,
Trivette, & Dunst, 1988), 13 questions pertaining to three additional subscales of family
functioning (Advocacy, Marital Harmony, and Sibling Relationships), 12 questions based
on stages of psychosocia development (Burden, 1991), and 122 modified questions from
Westling's (1997) Parent's Views Survey Instrument regarding satisfaction with social
supports yielding 189 items. The content of most items of the field assessment format is
listed in Appendix E, though all items were presented in their respective domains and
subscales with appropriate titles. Also, to minimize redundancy in evaluating the same
five aspects of different service providers, one question rating each of 15 service
providers reduced the number of items in the field assessment format of the FCS by 61

guestions down to 128.



Assessing Family Context of Children with Disabilities 20

Analysis and preliminary results. Although the participants in the pilot study were

collected using a balanced design that demanded equal representation from each type of
expert, there was little reason to suspect that individual participants, or specific types of
participants, would respond differently than others. To support this notion, 1-way
ANOV As were conducted between these four rater types to determine significant
discrepancies. Asonly 6 of the 128 items (less than 5%) resulted in significant between-
group discrepancies (see Table 2 for item content), support was inferred for collapsing all
participants into one group. Accordingly, item means from 23 subjects were assessed for
low quality rating scores, i.e., means below 4 on a seven point Likert type scale. Asthere
were no items below 4, al items were deemed acceptabl e to the expert panel (see Table
3), and were retained for further examination.

Redrafting the Family Context Survey. Following the analysis of Study 1, the

Family Context Survey was redrafted to prepare it for field-testing. Changes included two
items being dropped due to written feedback from the expert panel (i.e., “How much
money do you receive from the government for services?” and “What is your total family
income?’), items being revised or reworded based on recommendations of the panel, and
items from subscales A through L (see Table 1) being scattered throughout the survey
such that no two sequential items from the draft version appear together in the new
survey. The organizational structure of the FCS items can be seen from Table 1, while
appendices D and E present the FCS Scoring Key and the actual Family Context Survey.

Study 2: Field-Testing The Family Context Survey

As mentioned, the pilot study attempted to explore the questions, “which items

are good items, and why?’ Having incorporated several of the changes recommended by
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the expert panel, the purpose of this second study was to gather preliminary reliability
and validity data for the community use of the Family Context Survey. Essentialy, the
aim was to evaluate the revised survey “in action” by having a group of families with
disabilities complete the survey.

Participants. Sixty-seven parents from districts throughout Greater Vancouver
participated in this research. Participants responded to a recruitment poster (see Appendix
B), delivered via specia education classroomsin local schools, agencies that serve people
with disabilities, and from parent support groups. Parents were offered an opportunity to
win a one time raffle-drawn prize of a $50 restaurant gift certificate as an incentive for
thelir participation. Families were included only if the parents: (a) had a child with special
needs currently living at home, (b) that child had a developmental disability (mild to
severe, mental or physical) or marked behaviour disorder, and (c) that child was less than
19 years old. Demographic information regarding these families was assessed viathe
section of background questions provided at the start of the survey (see Appendix E for
item content). Parents responding to the recruitment poster were contacted by phone and
invited to participate, and 35 of the 67 families agreed to re-write the survey a second
time after a one week break to permit test versus re-test reliability analysis. The Family
Context Survey was mailed to consenting families along with a cover letter of basic
instructions (see Appendix C) and areturn envel ope (stamped and addressed). Again,
follow-up phone calls to encourage participation began 2 weeks after each survey was
mailed.

Description and background information of participants. Of the sixty-seven

families that participated in the “field-test” evaluation of the Family Context Survey, the
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vast majority (85%) of respondents were biological mothers (n = 57), with adoptive
mothers (n = 4), biological fathers (n = 3), and foster mothers (n = 2) making up the rest.
Nearly 64% (n = 43) of participating families reported having two adults living in the
home with the disabled child, with 17% having only one adult present and 8% reporting
three or more adults. The primary ethnicity of the families was divided as follows: n = 60
(90%) Caucasian; n = 2 (3%) First Nations; n = 1 (2%) Indo-Canadian; and n = 3 (5%)
reporting Other. Ninety-four percent reported English as the primary language spoken in
the home. In terms of education, the single most common educational level reported for
mothers and fathers was having attended college or university n = 33 (49%) and n = 23
(34%) respectively.

Asagroup, the children with disabilities that parents described had great
diversity. The average age was 10, with 46 (69%) boys and 20 (30%) girls. In terms of
birth order, most children identified as having a disability were either oldest (n = 21,
31%) or youngest (n = 25, 37%) in their family. Eleven children were “middle-children”
(16%), another eight children (12%) were the “only-child” in their home, and one set of
twins. The average age difference between the identified child and his or her closest
sibling was 3 years (range 0 to 13 years). The average age for first diagnosis was 3 years
(SD = 3.2 years), and 42% of parents rated their child' s disability as moderate, 21% said
mild, 25% severe, 2% indicated profoundly disabled, and 9% were undesignated.

Strategies for Item Evaluation

Overdl, the strategies of item and scale evaluation were conceptual ly-guided
approaches to instrument devel opment and evaluation. As such, the utility of these

assessments is emphasized for use in community settings. The anal ytic procedures are
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summarized here to provide an overview of the strategies utilized for item evaluation.
Following data collection, al missing scores in the Family Functioning Domain and the
Psychosocial Coping Domain were replaced with mean item values to enable all subjects
to be utilized in subscale reliability analyses. No replacements were made in the missing
data for the Satisfaction domain. In the Principle Components Analyses (PCAS) reported
below, oblique rotations were examined in comparison to orthogonal rotations where
appropriate. Furthermore, it should be noted that confirmatory PCA was not possible due
to the small sample size, as such all Principle Components Analyses were considered
exploratory in nature.

The Family Functioning Domain was evaluated in six distinct steps. Initially,
internal consistency estimations (al pha coefficients) provided reliability assessments of
each of the five subscales (A—E) of the Family Functioning Style Scale (Dunst, Trivette,
& Deal, 1988) and their composite score. Next, itemsin the three proposed additional
subscales (F - Marital Harmony, G - Sibling Relationship, and H — Advocacy) were
subjected to item-level Principle Components Analysis (Varimax rotation) to examine the
coherence of these three subscales. Thirdly, item loadings on each of these subscales (F,
G, and H) were assessed for internal consistency, and correlations of subscale scores with
the Family Functioning Domain Grand Score were computed (subscales A—H
transformed to represent one composite percentage score; seeitem M in Appendix D).
Fourthly, Principle Components Analysis was also conducted on subscales A through H
to determine whether subscales F, G, and H loaded on the first component to the same
degree as did subscales A—E. Fifthly, concurrent validity checks were conducted by

correlating grand scores for the Family Functioning Domain (subscales A—H) with



Assessing Family Context of Children with Disabilities 24

participants’ estimation of their families’ overall functioning level as asingle item score.
Lastly, test-retest reliability correlations were conducted on all eight subscales as well as
the estimated overall Family Functioning. The objective of this six step approach was to
establish subscales A through E (provided by Dunst et al., 1988) as a benchmark for the
assessment of F, G, and H, then to evaluate the new group of eight subscales for their
internal validity and reliability as a single domain or cluster.

The Psychosocial Coping Scale (subscales 1-L) was assessed through a four-step
process. Initialy, item-level Principle Components Analysis was used to explore the
correlational structure of the items. It should be noted that the Psychosocial Coping Scale
was formulated around a stage model in that the item content for each stage was intended
to reflect aspects of a person’s stage specific experience rather than reflecting a specific
underlying construct. Item scores, therefore, may or may not cohere into factorially
distinct subscales. Nevertheless, this possibility was examined. Next, internal consistency
estimations (al pha coefficients) provided reliability assessments of each subscale.
Thirdly, alpha coefficients were calculated for adjacent pairs of stages (1 with 2, 2 with 3,
and 3 with 4), aswell asfor stages 1 with 4, as an adternative investigation of item
structure. Fourthly, concurrent validity was evaluated for each stage via Pearson
correlations with conceptually related items from other sectionsin the survey. For this
procedure, conducting only the anticipated correlations, rather than calculating al
possible relationships, minimized experiment-wise error rates.

The Satisfaction domain was evaluated for test-re-test reliability for each
subscale. Furthermore, subscales P, Q, and R were assessed for internal consistency. For

the Satisfaction Domain Grand Score, scores for all applicable items were transformed to
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represent one composite percentage score (see item X in Appendix D) which was then
compared with the participants overall estimation of their satisfaction with the supports

they receive as a measure of concurrent validity.
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CHAPTER 3: RESULTS
Means and standard deviations for all subscales and other key variables are listed
in Table 4, while Table 5 lists all correlations between these variables. The mean total
scores for the Family Functioning Domain and the Satisfaction Domain were 64.7 (SD =
5.65) and 35.5 (SD = 7.42) respectively, giving a rudimentary benchmark for nomothetic
comparison. The scorings for these various scales are presented bel ow.

Family Functioning Style

The Family Functioning subscales (Dunst, Trivette, & Deal, 1988), yielded poor
to adequate internal consistency in this sample: Commitment = .64, Cohesion = .58,
Communication = .76, Competence = .61, and Coping = .51, with an overall alpha of .90.

With the small sample obtained, principle components analyses (PCAS) were
conducted for tentative item analyses. As anticipated, PCA on the items that formed the
Marital Harmony, Sibling Relationships, and Advocacy subscales yielded three main
factors (see factor loadings matrix, Table 6), suggesting that the itemsin two of these
subscales provide adequate assessment of the underlying constructs. The third factor
(corresponding to the Advocacy subscal e items) was less concise with only two of the
four items loading adequately on this component. Notwithstanding this weak item
cohesion of the Advocacy subscale, the subscale scores were retained for further
evaluation. Alpha coefficients for these subscales were .77, .87, and .50 respectively, and
their correlations with the Family Functioning Style Scale (Subscales A—E) were
sufficiently strong (.49, .48, .42) to include them in this domain. Next, a scale-level PCA
suggested that the Marital Harmony subscale loaded on the first component to the same

degree as did subscales A-E without the F, G, and H scales included (see Tables 7 and 8).
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The second component, defined by Coping and Sibling Relationships, correlated strongly
with thefirst, r (65) = .52, supporting the preliminary use of the total score for this
domain. Assuch, all eight subscales (A through H) were included in the new Family
Functioning Domain Grand Score, which yielded an overall apha coefficient of .91. The
calculated Grand Scores for the Family Functioning Domain correlated moderately with
participant’ s estimates of Family Functioning levels for their family, r (66) = .31. Lastly,
the subscales of the Family Functioning Domain, and the single item estimate of Overall
Family Functioning yielded adequate test-retest reliability correlations in this sample:
Commitment = .76, Cohesion = .78, Communication = .79, Competence = .68, Coping =
.71, Marital Harmony = 48, Sibling Relationships = 80, Advocacy = 89, and Estimated
Functioning = 78. This suggests that most of the subscale scores are relatively stable
across short periods of time.

Psychosocial Stages of Coping

For the stages of psychosocia coping (subscalesI-L), PCA was conducted as a
tentative exploration into the possibility that patterns of item intercorrelations would
reflect the stages, but no simple factor structure was observed (see Component Loadings
Matrix in Table 9). The items were assigned to each of the four stages on atheoretical
basis, yielding internal consistency reliabilities of .33, .66, .55, and .48. Alpha
coefficients for itemsin adjacent stages 1 with 2, 2 with 3, and 3 with 4 (.67, .75, and .68
respectively), versusitemsin stage 1 with stage 4 (.43), reflected the high inter-stage
correlations typical of stage-model scales, and support the assumptions of stage
differentiation and progression. Stage 1 (Crisis of Shock) did not demonstrate the

anticipated inverse correlation with Length of Time Since First Assessment, r (65) = -.05,
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p = .35, one-tailed test. However, Stage 2 (Crisis of Personal Values) did have inverse
relationships with Commitment, Pearson’sr (65) = -.29, p = .01, one-tailed test, with
Competence, Pearson’sr (65) = -.35, p = .01, one-tailed test, and with the coping
subscale of the Family Functioning Domain (subscale E), Pearson’sr (65) =-.51, p =
<.01, one-tailed test. Stage 3 (Crisis of Parental Roles) was inversely correlated with item
Y, Estimated Overall Satisfaction with Supports, Pearson’sr (65) = -.25, p = .02, one-
tailed test). Stage 4 (Crisis of Family & Social Roles) was positively correlated with item
177 Building a supportive Team of the Future Directions Domain, Pearson’sr (65) = -
.22, p = .04, one-tailed test, although the four other anticipated relationships (170 Socid
Skill Development, 174 Building Friendships, 181 Finding Care Workers and Length of
Time since first assessment) were not significant. Family-wise error rates would only
predict one significant result for this domain based on chance, so the overall pattern
suggests that substantive relationships have been obtained.

Satisfaction with Social Supports

The subscales of the Satisfaction Domain yielded adequate test-retest reliability
correlations in this sample: Educational Setting = .87, Home Setting = .66, and Support
Providers = .91. The overall test-retest correlation for the Satisfaction Domain Grand
Score was .87, suggesting that this domain demonstrates adequate reliability as well.
Furthermore, alpha coefficients for the first two subscales were .83 (n = 43), and .76 (n =
19) respectively, indicating good internal consistency. The calculated Grand Scores for
the Satisfaction Domain (item X) correlated adequately with participant’ s estimations of
these levelsfor their family (item Y), r (65) = .53, suggesting that this single item may be

avalid representation of the composite score.
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Satisfaction scores for al service providers were divided into their respective
derived scales of Time, Availability, Quality, Importance, and Competence. As can be
seen in Table 4, the pattern of ratings suggests that Quality, Importance, and Competency
of service providers generally scored higher than did ratings of Time and Availability. As
expected, ratings of Importance of the service provider scored higher than the four
aspects of service delivery. All five of these subscales were correlated with the
Satisfaction Domain Grand Score, r (65) = .88, r (65) = .90, r (65) = .94, r (65) =.78, and
r (65) = .87 respectively.

In summary, evidence was obtained for each section of the FCS that provided
preliminary support for the interpretation of scoresin light of the constructs utilized to
guide the instrument development. More specifically, concurrent validity, content
validity, and factor analysis have established initial construct validity for the Family

Context Survey.
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CHAPTER 4: DISCUSSION

Validity and Reliability of the Family Context Survey

This study was conducted for the purpose of designing and providing preliminary
evaluations of an information-gathering tool intended for use in community counselling
settings. Items were devel oped to assess family functioning style, parent coping, and
parent satisfaction with social and professional supports. A panel of key informants was
then asked to rate the quality of each proposed item for its suitability in assessing the
family context of children with special needs. Then, once minor revisions had been made,
the survey was field-tested with a sample parents who have children with disabilities.

The panel of 23 experts made valuable contributions to the item devel opment
FCS. All combined, the years of experience of working or living with children with
disabilities exceeded 235 years! The key informants support for each item suggests
strong content validity of thoseitems. If an item was appropriate for evaluating families
with disabilities, or not, the parents, special needs teachers, social workers, and family
counsellors were able to tell. In fact, after viewing the survey, the panel rated the
importance of the FCS to their work with children to be 5.71 (SD = .99) on a 7-point
scale. Additionally, because each member of the panel was encouraged to provide
specific written feedback about any notable items, subtle shaping of the FCS was
accomplished by the panel, making the pilot study a powerful test and testament to the
suitability of the FCS.

Although it was challenging to recruit 67 parents to complete the instrument,
field-testing the Family Context Survey added substantialy to its validity and reliability.

Furthermore, while the sample size was smaller than desired, it was sufficiently large
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enough to permit statistical evaluations. The participants represented a diverse sample of
the special needs community which ensured that patterns or response biases that may be
characteristic of one type of family were balanced by the responses of others. However,
this dynamic may actually have limited the performance of the FCS by allowing families
with more severely disabled children, or families with greater levels of stress or
dysfunction, to be masked by families with more stable situations. Because two thirds of
the sample rated the severity of their child’'s disability as mild or moderate, the family
functioning and personal experiences of parents whose children have severe or profound
disabilities may be underrepresented here.

The items in the Family Functioning Domain performed well by revealing
adequate validity at the item level aswell as strong reliability in test-retest evaluations of
its subscales. The relatively lower alpha coefficients in some subscal es indicate that
further item refinement isin order. Specifically, the subscales of Cohesion, Competence,
Coping, and Advocacy may need to be reworked to create stronger internal consistency.
Furthermore, item g20 (“We have good friends and family who help usto succeed as a
family”) should be reworded to better reflect its intended role in the Advocacy subscale.
Likewise, g61 (“My partner and | spend quality time together away from children™)
should be reworded to better reflect the Marital Harmony component as intended. While
there is some indication that the five subscal es provided by Dunst, Trivette, and Deal
(1988) were an appropriate benchmark for the assessment of the three proposed new
subscales (F, G, and H), the overall functioning of the itemsin this domain should be

further refined to create more independence between their respective subscales.
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The items in the Psychosocial Coping Domain reflected characteristics consistent
with a stage-model framework. In other words, unlike other trait-model domains, itemsin
the Psychosocia Coping Domain represent the experiences of people at each stage of
development, rather than universal qualities or dimensions. Consequently, items are often
highly intecorrelated between stages as much as within. Responses from peoplein
transitional stages are often difficult to assess and interpret with questionnaire methods.

Despite these conceptual and psychometric challenges, the last three subscal es of
the Psychosocial Coping Domain showed promising concurrent validity within the survey
as awhole, however there was less support for Stage 1-Crisis of Shock. Additional
efforts to assess the validity of these four stages will greatly assisted the interpretation of
the correlation findings. As such, finding some of the anticipated relationships with other
variables does imply that these stages represent the underlying experiences predicted.
Further item and stage development, as well as convergent validity measures are
recommended for future enhancement of this domain.

The Satisfaction Domain performed adequately, showing good test-retest
reliability in its three subscales, as well as strong internal consistency of its Educational
Setting and Home Setting subscales. However, methodologically, the Service Provider
subscale yielded low response rates as a sample of families of children with less severe
disabilities. This occurred because this subscale was composed of the 15 different
professionals being evaluated. Given the diversity of the child and family needs
represented in the present sample, there was little to no consistency in terms of having a
shared profile of service providers. This meant that each provider was ranked as “Not

Applicable’ by at least one participant (and likely several participants) in the sample. If
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future samples reflect children with more severe disabilities, and therefore, required more
professional services, then one may wish to evaluate the internal consistency of this
subscales for that population. Overall, this domain providesreliable and valid
information about how parents perceive their respective community supports.

Together, the pilot study and the field evaluation serve as the first of several steps
in the process of establishing the Family Context Survey as an empirically grounded
assessment tool. While further steps towards this goal may still be taken, the present work
has reveaed the FCS to have adequate empirical support to warrant its preliminary use
and further investigation.

Theoretical and Practical Implications

Finding the FCS to be an appropriate and empirically validated assessment tool
creates several important implications for the counselling field. Firstly, it suggests that
the FCSis an answer to the growing need for mental health professionals to use
psychometrically defensible instruments. This implication becomes particularly poignant
when one considers the finding that less than 10% of the more than 300 child-focused
preschool measures actually have documented reliability and validity (Sexton, 1990). In
other words, while the present project may reflect only preliminary advances towards
establishing the FCS as sound, it provides far more support for its use than do most
assessment tools. As such, community agencies are well justified in selecting the FCS as
part of their assessment arsenal, as it has demonstrated preliminary soundnessin this
capacity.

Secondly, because the FCS has been designed to assess an ecological or

contextual perspective of afamily, it is more consistent with wrap-around integrated care
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philosophies emerging from the social service sector. For example, through the Family
Functioning Domain subscales, counsellors gain a systemic view of how the family
works as ateam by revealing the specific styles that characterize all relationships within
that family unit. This understanding gains further validation and refinement when added
to information about the coping styles of the primary caregiver as leader of the family
team, as provided by the Psychosocial Coping Domain. In other words, the functioning of
the family-team is reflected in the coping of the parents. Then, through the Satisfaction
Domain, an impression can be formed about how the family-team interacts with the
larger community of support providers. Also, by reviewing the profile of satisfaction
ratings and integrating this with the information provided in the Future Decisions
Domain, counsellors are able to identify which issuesin the child’ s life, aswell aswithin
the support system, are most relevant to the family’ s success and the child’ s well being.
Finally, when the FCSis used repeatedly with the same family, it will help the family
counsellor to better recognize changes in the family system, and thereby inspire changein
the services being delivered.

It is precisely this contextual perspective, where each specific element can be
understood in relation to other important factors, that makes the Family Context Survey
unlike other assessment tools. Beyond the mere assessment of family functioning, or
parent coping, or satisfaction, the Family Context Survey puts each of these assessments
into the context of the others (e.g., Burden, 1991; Dunst et a., 1990; Westling, 1997). In
thisway, family functioning can be seen as a product of a parent’s psychosocial
adjustment to family stress, as well as a correlate of how well supported that family is by

the professional service providersin their community. Similarly, the parent’s coping can
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be recognized as being a function of the family’s characteristics, and their support from
others outside the home. And by extension, a parent’s satisfaction with professional
supportsis equally related to that person’s coping and family functioning. In these ways,
the FCS surpasses the isolated assessments of dynamics related to children with
disabilities, and provides a unique three-dimensional perspective not possible with any
one of the three assessment tools on its own.

There are also many therapeutic advantages to each family that completes the
FCS as part of their intake and case development process with any service-providing
professional. For instance, families will benefit from participating in the survey by
gaining more insight into the elements of their own family functioning and levels of
support. Such families will also be able to compare their level of functioning, satisfaction,
and service to that of other familiesin their community, helping each family to better
understand themselvesin relation to others. Lastly, patients will be better able to justify
the specific services, or service provider changes, they need by being able to identify
which services or providers are important and useful or not.

For agencies and professional offices providing front-line support services, much
can be learnt in terms of what specific features of the service are deemed most valuable to
families. For example, a sufficiently large sample of client families could all report low
ratings of timeliness, availability, quality, or competency for any given service. If this
were combined with the information that the service is important and that their overall
satisfaction islow, it would provide substantia evidence for restructuring the service to
address the problem. Another service delivery implication relates to identifying families

that are functioning well or adequately with the services being delivered and which are



Assessing Family Context of Children with Disabilities 36

not. This screening function of the FCS will become more and more valuable as service
providers become increasingly concerned about outcomes and program efficacy. A
further implication addresses the question of “where specifically should future services
be targeted to best meet the needs of a given community of families?” In other words, by
studying group responses to the FCS, an agency may discover services or family needs
that are not being offered or addressed via the current service delivery model. In this
capacity, the FCS could help steer strategic planning and future programming
development, helping to ensure that services are directly tied to the identified needs of the
clients being served.

For support-service management and governmental policymaking, invaluable
information could be provided in terms of identifying which socia supports are most
valued by specific types of families, and which combinations of supports best assist
family functioning. Although thisinformation could be used to defend budget reductions,
it could just as easily be used to secure the appropriate alocation of resources identified
by a community as valuable. Another implication related to financial management is that
the FCS could be used to identify types of families that could withstand a reduction in
level of service being provided, as well as those who are in desperate need of more
specialized family supports. Obvioudly, families and communities should not |oose or
receive funding or support services based solely on the numbers presented in a survey.
Instead, the implications listed here are raised with the hope of inspiring an ethical and
open way for services to be best matched with human needs. Furthermore, limitations
that reflect the tentativeness of this partially established instrument should be considered

before and during the use of the FCS in community settings. That is, until further
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development and evaluation, data from the FCS should be used with care to avoid over
interpretation. Similarly, community agencies, government bodies, and academic
researchers should guard against premature generalizations and comparisons based on
data from the FCS.

Even with the aforementioned cautions in mind, the potential benefitsto
individual families, counsellors, agencies, and governments form a compelling argument
for the widespread application of the Family Context Survey. Initidly, to enable this
vision, further instrument development and assessment are in order to better refine the
item, subscale, and domain total scores. Secondly, survey application and scoring
protocols should be devel oped to facilitate wider access and use of the FCS. Thirdly, each
of the 15 types of service providers can be made aware of the FCS and its unique
applications to their respective professions. Next, the mental health community will need
to determine how to best initiate and regulate the use of the FCS with individual families,
aswell as how to disseminate the FCS report to the appropriate support providers and
stakeholders. Through these actions, the FCS could begin to reach its potential as a multi-
disciplinary, information sharing catalyst, inspiring busy professionals from many diverse
professions to take an interest in, and exchange ideas about, the unique context
surrounding the families they serve.

Even without all of these applications being realized, the FCS should be put to use
in counselling agencies and professional mental health offices as aroutine part of the
intake and on-going client, outcomes monitoring, and program evaluation processes. As
such, counsellors should endeavor to routinely reassess family context every four to six

months for each family they serve. Furthermore, additional professional development in
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the areas of family systems theory, family functioning, and crisis theory would greatly
assist counsellors using the FCS to ensure they are getting the largest therapeutic
advantage from their efforts.

Limitations of the Study and Future Research

Some of the shortcomings of the present research include the relatively small
sample size, as well as the non-balanced design in subject selection. This impacted many
of the analyses by compromising the power of the statistical assessment, and by limiting
the results available regarding the comparative influence of background variables that
were not well represented. As such, future research in this areawould benefit greatly
from having more participants and from ensuring that each of the disability types and
severa other background variables are represented equally so that specific comparisons
between background variablesis possible.

In terms of survey design, many other topics could also have been incorporated
into the Family Context Survey that were not. For example, additional subscales could
have been designed to provide insight into other family dynamics such as drug and
alcohol use, employment and socioeconomic status, recent critical stressors, parenting
aptitude, etc. These and other topics would further expand the scope of the survey, and
provide an even more detailed understanding of the family context that surrounds the
child with a disability.

Another limitation of this project isits heavy reliance on quantitative
measurement scales. While this may have been essential for empirical validation, thereis
clearly more work needed to evaluate the link between parents' qualitative experience of

family, and their responses on the FCS. Furthermore, the FCS contains a fourth domain,
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the Future Directions Domain, the evaluation of which was deemed beyond the scope of
the present project. While it greatly assisted the cross validation of conceptually related
subscales in the present study, the itemsin this fourth domain remain to be empirically
substantiated.
Conclusion

Although social values are shifting and moving towards appreciating the
interweave between any family and its larger social context, a corresponding
sophistication of how the mental health community assesses family complexity has yet to
emerge. Such advancesin socia service process are particularly relevant to families with
children who have disabilities as these families, more so than many others, are highly
connected to and reliant on professional community supports. This situation has created
the need for assessment tools that sensitively evaluate the family and community context
that surrounds a child with adisability. In the present study, the Family Context Survey
was rigorously evaluated by an expert panel to determine its suitability, and was then
subjected to field-testing to assess its functionality in serving this need. Overdl, the
Family Context Survey has demonstrated preliminary reliability and validity as an
assessment tool, and has adequately justified its use and further evaluation in the
counselling setting. In addition to these psychometric qualities, the FCS has revealed its
central contribution by highlighting three interrelated key dimensions of the family
experience of childhood disabilities. As society demands more evidence-based and
empirically grounded practices from the mental health profession, as well as thorough

measures of program efficacy and client contentment, it is hoped that the Family Context
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Survey will be further substantiated as a sound way to assess the many family and

community dynamics that surround children with disabilities.
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