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Abstract

Using a family quality of life approach in earlyilkcihood intervention recognises that the
impact of disability spreads beyond the child dmat it places demands on various domains
of family life. It is recommended that service piaers recognise the responsibility to serve
the family as a whole and that an enhanced fanufity of life can be an appropriate
outcome for services to families of young childvéith disabilities. To be able to enhance
family quality of life, it is important to understd how family dynamics and family beliefs
influence family quality of life. The purpose ofishstudy was to determine the relationship
between regular family routines and family quatifylife in families raising a child with
Autism Spectrum Disorder (ASD); and secondly, teestigate whether this relationship is
mediated by the cognitive appraisal of the imp&a&3D on the family. A sample of 180
families of young children with ASD who are receigidisability-related services in one
South African province completed a survey of theesily measures. Structural equation
modeling examined the mediating effect of cognipgraisal on the relationship between
the regularity of family routines and family quglaf life. The results suggest that: (a) there
is a positive relationship between the regularftiamily routines and family quality of life,
and (b) that the cognitive appraisal of the impd@&SD on the family acts as a partial
mediator on this relationship. The findings supplogtimportance of creating and
maintaining regular family routines in relationfeamilies’ quality of life, and highlight the

role of the how families’ appraise the impact oftA8n the family.
Keywords autism spectrum disorder, cognitive appraisalyezhildhood, family

routines, family quality of life, impact on the fdy negative appraisal, positive appraisal,

structural equation modeling.

© University of Pretoria



Opsomming

Die familie lewenskwaliteit perspektief in vroeéderintervensie bepaal dat ‘n kind met ‘n
gestremdheid ‘n impak op verskeie areas van diditage lewe het. Om die familie se
lewenskwaliteit te kan verhoog is dit belangrik tewverstaan hoe familie dinamika en die
familie se sienswyses hulle lewenskwaliteit beirdloDie doel van hierdie studie was dus
om die verband tussen die reélmatigheid van famoktines en hul tevredenheid met hulle
lewenskwaliteit te ondersoek. Die familie se beebtnd) van die impak van Outisme
Spektrum Versteurings (OSV), en hoe dit die verhmgitissen familie roetines en hul
lewenskwaliteit beinvloed, is ook ondersoek. Eendeod en tagtig families met ‘n kind met
OSV, wat gestremdheid-verwante hulp ontvang inveenSuid-Afrika se provinsies het aan
die studie deelgeneem. Ouers het ‘n vraelys metfdmilie instrumente voltooi. Die
verbanskap tussen die reélmatigheid van familiérreg en hul lewenskwaliteit en die
invloed van die beoordeling van die impak van OSYhet behulp van strukturele
vergelykingsmodelle getoets. Die resultate toon@gtlaar ‘n positiewe verband tussen die
reélmatigheid van ‘n familie se roetines en hutédenheid met hul lewenskwaliteit is, en
(b) dat die beoordeling van die impak van OSV apfdmilie ‘n gedeeltelike invioed op
hierdie verbandskap het. Die bevindinge beklemttierbelangrikheid van die skep en
instandhouding van familie roetines en die invlgad die beoordeling van die impak van
OSV op die familie.

Sleutelwoordeimpak op die familie, familie lewenskwaliteit, falieiroetines,

kognitiewe beoordeling, negatiewe beoordeling,soné spektrum versteuring, positiewe

beoordeling, strukturele vergelykingsmodelle, vraeglerjare.

Xi
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Chapter 1: Problem Statement and Rationale

CHAPTER 1
PROBLEM STATEMENT AND RATIONALE

1.1. Introduction
This chapter presents the problem statement angputfpese of the research.
Furthermore, frequently used terms are definedadleviations explained. The chapter

concludes with an outline of each of the six chepté the thesis.

1.2. Problem statement and rationale

The mission of early childhood intervention is toyide services to help young children
with a disability and their families to thrive iiid (Meisels & Shonkoff, 2000). However, to
focus on and include the family was not alwaysdage. The child with a disability, or the child
and mother, was the central focus of early disglriésearch and practice (Brown, MacAdam—
Crisp, Wang, & larocci, 2006; Seligman & Darlin@y@). This child-centred focus is
particularly evident in research on families witbhald with autism spectrum disorder (ASD),
which is dominated by a negative portrayal of thallenges associated with the child and the
associated stress and depression of mothers (@a&litarocci, 2012; Karst & Van Hecke,
2012). However, the impact of having a child witB[A extends beyond the main caregiver to
the entire family system (Gabovitch & Curtin, 20@mith & Elder, 2010).

Viewing families from a systems perspective broadée traditional child-centred focus.
A family systems perspective views the family aomplex and interactive social system, where
each family member is linked to each other andhéir tenvironment (Minuchin, 1985hus,
what impacts one member of the family (e.g. chilethdisability) impacts the entire family

system, suggesting a need for family-focused rebg&@eligman & Darling, 2007).

Although family-focused ASD research has becomesnsommon, it remains
underdeveloped. Many of the current studies terfddos on the challenges families experience
when raising a child with ASD and the negative iotge ASD on family functioning (Cridland,
Jones, Magee, & Caputi, 2013). This highlightsribed for research efforts to investigate

various aspects of family life that can facilitaesitive coping and adaptation for these families.
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Chapter 1: Problem Statement and Rationale

Family quality of life is a multidimensional constt that explores multiple aspects of
family life when raising a child with a disabilifgamuel, Rillotta, & Brown, 2012). The family
guality of life framework moves away from a childatred focus to that of the whole family,
exploring the full range of positive and negatiaenfly experiences when raising a child with a
disability (Brown et al., 2006). Family quality bfie is defined as the conditions where the
family’s needs are met, where family members ethj@yr life together, and where they have the
chance to do things which are important to thenl(Baal., 2003). It focuses on different
aspects of family life, such as the family’s emo#bwell-being, physical or material well-being,
parenting aspects, family interaction, and disgbikelated support and services (Hoffman,
Marquis, Poston, Summers, & Turnbull, 2006). Enlragnthe family quality of life has been
proposed as an appropriate outcome for servicksriies of young children with disabilities
(Summers et al., 2005). Families who have resowndsskills may provide a nourishing home
environment that meets the needs of all family mensiand supports their child’s development
(Dunst, 2002).

Researchers are encouraged to investigate dynamiepts (i.e. concepts amenable to
change as opposed to static or difficult to chacayecepts) that may influence a family’s quality
of life (Zuna et al., 2010). There is also a speaéll for family-focused ASD research to focus
within families to be able to develop and create summitices for those families who are not
functioning well (Cridland et al., 2013). Familyutines are a dynamic family concept embedded
in the cultural and ecological context of famililsges and offers a way to focus on processes
within the family (Denham, 2002). The regularity,rbythm, of family routines is identified as a
protective factor in resilient families, meaningtfhe regularity of family routines can influence
the outcome of a potentially stressful situatioire$E et al., 2002). However, research that
investigated the impact of ASD on family routineparted that the unpredictability associated
with ASD interfered with the frequency and reguiaaof family routines (Crespo et al., 2013).
This warrants further investigation — to deterntioev the regularity of family routines in
families raising a child with ASD relates to th&mily quality of life.

Given the frequently reported negative impact ohigd with ASD on families (Cridland
et al., 2013; Karst & Van Hecke, 2012), it is imiaoit to consider how the meaning a family

© University of Pretoria



Chapter 1: Problem Statement and Rationale

ascribe to the impact of ASD influence their fanglyality of life. In trying to better understand
the stress and coping process, researchers elstabtizat the way people define the impact of a
stressor (e.g. how they cognitively appraise @rriet a stressful situation) plays an intervening
role in the outcome of the situation (Folkman, LagsaDunkel-Schetter, DeLongis, & Gruen,
1986). In the context of childhood disability, catgre appraisal has two distinct dimensions, i.e.
positive appraisal and negative appraisal (Trutebétt-Murphy, & Levine, 2007). This means
that families can appraise the impact of childhdm@bility on the family as a positive event
(e.g. making life more meaningful for the familgphd simultaneously as a negative event (e.qg.
leading to limitations in social contacts outside family home). Potentially these two
dimensions of cognitive appraisal could therefoftuence the outcome of a stressful situation.
Thus, how families appraise a situation (e.g. hogytperceive the impact of ASD on the family)
could potentially mediate the relationship betwaestressor (e.g., the disruption of regular
family routines due to the difficulties associatith ASD) and the outcome of stress (e.g.,

feeling less satisfied with their family quality life).

Having a better understanding of how everyday famautines relate to a family’s
satisfaction with their quality of life, and to wrdtand the intervening effect of the meaning a
family ascribe to the impact of ASD, will lead tdatter understanding of how these families
function and how to best support the multiple atpettheir family life. Given the high
prevalence rates of ASD and the associated perevabiadlenges reported, family-focused ASD
research is critical (Cridland et al., 2013). Thegose of this study is therefore to determine the
relationship between the regularity of family rowts and family quality of life, and to determine
the contribution of the cognitive appraisal of thgpact of ASD on this relationship, in families

raising a young child with ASD.

1.3. Terminology

The following terms are used frequently in thisdstand are therefore defined.
Cognitive appraisal

Cognitive appraisal is the meaning that people nudilstressful events in their life

(Folkman et al., 1986; Trute & Hiebert-Murphy, 200Phis study focuses on parents’ cognitive
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Chapter 1: Problem Statement and Rationale

appraisal (i.e. their interpretation or the mearthey ascribe) to the impact of ASD on the
family. In the context of childhood disability, suas ASD, both positive appraisal and negative
appraisal of the impact of disability on the famin coexist (Trute et al., 2007). For example, a
positive appraisal of the impact of ASD is that é&x@erience makes the family more aware of
other people’s needs and struggles which are aseddisability. An example of a negative
appraisal of the impact of ASD is that there maynoeeased time demands created in looking
after the needs of the child with ASD.

Family

This study uses the definition of family develogsdRillotta, Kirby, Shearer, and
Nettelbeck (2011) where families are defined agiaple who are closely involved in the day-
to-day affairs of the household, who support edbleroon a regular basis, and are related by

blood ties or by marriage or by a close persoratioaship.

Family routines

Different researchers define family routines somavdhfferent (Denham, 2003). This
study adopts the definition developed by BoycesdenJames, and Peacock (1983) where
family routines are defined as “observable, repetibehaviours which involve several family

members and which occur with predictable regulanitthe ongoing life of families” (p. 198).

Family quality of life

Family quality of life is defined as “conditions ette the family’s needs are met, and
family members enjoy their life together as a fgnaihd have the chance to do things which are
important to them” (Park et al., 2003, p. 368). Tike domains of family quality of life in this
study are Emotional Well-Being, Parenting, Famiiietaction, Physical/Material Well-Being,

and Disability-related Support (Hoffman et al., 820

Regularity of family routines
The regularity of family routines, also sometimeterred to as family routinisation in the
literature, is defined as the predictable familytiees which characterises day-to-day, week-to-

week existence within a given family unit (Boyceakt 1983).
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Chapter 1: Problem Statement and Rationale

1.4. Abbreviations

AIC : Akaike information criterion

ASD X Autism spectrum disorder

CFA X Confirmatory factor analysis

CFlI : Comparative fit index

Cl : Confidence interval

FICD Scale : Family Impact of Childhood Disabillbgale
FQOL : Family quality of life

RFR : Regularity of family routines

RMSEA : Root mean square error of approximation
SEM : Structural equation modeling

1.5. Outline of chapters

The six chapters of the thesis are schematicafigearted in Figure 1.1. This is followed
by a brief description of each chapter.
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As illustrated in Figure 1.1, the problem staternaerd rationale for the study is presented
in Chapter 1. The chapter also includes the dedmibf frequently used terms and an

explanation of abbreviations used.

Chapter 2 presents a literature review of the #texal underpinnings and research
findings that relate to family quality of life, faly routines and parents’ cognitive appraisal of
the impact of ASD on the family. A conceptual modethe hypothesised relationships between

these constructs is presented at the end of theerha

Chapter 3 describes the methodology of the stuldg.résearch aims and the design are
specified, followed by information of the particiga. The materials used in the study are
described, with a focus on the instrument seleclitve design and pretesting of the survey
materials and the pilot study is described. Théeeahe main study is described in terms of the

ethical considerations, data collection procedaresthe data preparation and analysis.

Chapter 4 contains the specified SEM model (inclgdhe measurement model and the
structural model) and a description of the respiitthe study. The results of the study are
reported in two phases, namely (a) the resultb@hteasurement model, and (b) the results of
the structural model. Descriptive results of eadtrument, as well as the results of the
influences of individual family member demographacsl family unit characteristics on the

family quality of life are also reported.

In Chapter 5, the results are interpreted and dgsliin relation to the research aims of
the study. Similarities and differences to previtindings are highlighted and significant

contributions and implications are reported.
Finally, Chapter 6 presents the most important kemmens regarding the study’s findings.

The implications of the results are discussed hadtudy is evaluated in terms of its strengths

and limitations. Recommendations for further resleare also provided.
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1.6. Summary

This chapter presented the problem statement amdgel for the study by highlighting
the implications of having a broader perspectiveualochildhood disability — to not only focus on
the child with ASD, but to also include the famiily investigating family level constructs that
might influence the family’s quality of life. Defitrons of frequently used terms were provided
and abbreviations explained. The chapter conclwdtdan outline of the six chapters contained

in the thesis.
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CHAPTER 2
LITERATURE REVIEW

2.1. Introduction

This chapter offers a critical review of the litena on family life when raising a
child with ASD. The chapter begins with an overviefwsing a family systems perspective
and addresses the complexities of defining “famégd “ASD”. Secondly, the concept of
family quality a life is proposed as a framework imderstanding and supporting families
raising a child with a disability. Subsequentlye ttole of family routines and the meaning (or
cognitive appraisal) of the impact of a childhoaeshkdility such as ASD on a family’s quality
of life are explored. The chapter concludes with¢bnceptual model of the study, which is

derived from the diverse empirical and theoretwatk reviewed in the chapter.

2.2. Family systems perspective in families raising a dd with ASD

Researchers have advocated the use of a familgreggterspective when studying
families and children with disabilities (Minuchifi985; Seligman & Darling, 2007). A family
systems perspective views the family as a compieiateractive social system, what affects
one member of the family impacts the entire faraygtem (Minuchin, 1985). A family
systems perspective rejects the view that lindatiomships characterise family life, or that
the only important relationship is between mothed her child. Instead, a family systems
perspective considers families as unique, intaracnd reactive units, with their own basic
social system of rules, values and goals (Cridktral., 2013). Viewing families from a
systems perspective have broadened the traditioni@ry, child-centred perspectives, and
now seek to understand, from multiple levels ofiysig, how child, family and service
characteristics, as well as surrounding socio-cailttontexts, interact and overlap in their
contributions to family functioning (Gardiner & tagci, 2012). In order to better understand
and serve families with a child with a disabilityis important to move beyond individual
family members and address the family as a urfibv@is. However, defining a family tend to

be particularly difficult in today’s world (Newmasa Grauerholz, 2002).

2.2.1. Defining families
“The family” is often defined as a group of indiuvials, related by blood ties, marriage
or adoption, who form a socio-economic unit, aneketthe adult members are responsible

for the upbringing of children (Giddens & Sutto®12). This dominant operational
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definition of the family has become a matter ofsiderable controversy because it fails to
take account the realities of diverse family litleat do not fit this implicit model (McCarthy
& Edwards, 2011). This is even more relevant inudticultural, multiracial and modernising
society like South Africa. Although no single defion of family can be comprehensive
enough to cover the different types of familieSwuth Africa, it is important to define it
broadly enough to avoid elevating the nuclear fanalthe position of norm against which

all other family types are measured (Ziehl, 2001).

The different types of families in South Africa dhe products of various cultures and
social contexts (Smit, 2001). The most common famye is the nuclear family (which
consists of parents with their biological or adegtchildren only). However, the proportion
of nuclear families is declining, while the proport of extended families is increasing — with
Black African families having the highest proportiof three-generation families
(Department of Social Development, 2012). More th@mercent of all households in South
Africa are headed by a single parent, and the ntyjofrthese families are headed by women.
In addition, other important types of families é&i# in the country include skip-generation
households and child-headed households, as wstiras-sex partnerships, polygynous

partnerships, and migrant families.

The definition developed by Rillotta, Kirby, Sheat@d Nettelbeck (2011) who
views the family as the people who are closely ive@ in the day-to-day affairs of the
household, who support each other on a regulas basd are related by blood ties or by
marriage or by close personal relationship capttiresliversity of South African families.
This definition allowed the researcher to focudlminteractions of family members and

how they define and experience their family liféng%, 2007).

2.2.2. Defining autism spectrum disorder

Viewing a childhood disability such as ASD fromystems perspective acknowledge
that disability is not only clinically defined, batso defined by the experiences of families
within their socio-cultural context. ASD is currBntonceptualised in the Diagnostic and
Statistical Manual of Mental Disorders (DSM-5, 2D48 “a behaviourally defined
neurodevelopmental disorder associated with thegmiee of social-communication deficits
and restricted and repetitive behaviours” (Ousle@&mak, 2013, p. 20). Although

substantial gains have been achieved in the kngeleflunderstanding the clinical

10
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symptoms of ASD, and advances made in researclergtigs and environmental aspects,

there are still major uncertainties remaining (Byt2011).

Ferguson (2002) proposed that a family's interpicetaf the meaning of disability
cannot help but reflect to some degree the largetext of social attitudes and historical
realities within which that interpretation emergéke way a disability is defined and
labelled, how families respond and adapt to a disaland the barriers and opportunities
created by a disability, are all part of a prodéss evolves over time, at multiple levels,
within particular historical and political contexSkinner & Weisner, 2007). Research on
families with a child with ASD suggests that passimtld a wide variety of beliefs about the
cause, the course, and the outcome of their cifel3 (Hebert & Koulouglioti, 2010); and
that families construct a meaning of ASD basedheir ttultural values, personal
experiences, upbringing, family attitudes, frieatisl community (Hebert & Koulouglioti,
2010).

2.2.3. Family-focused ASD research

Most of the studies that looked at families withlaten with ASD is dominated by a
negative portrayal of the impact of disability tleditits an elaborate representation of
problems and risks (Gardiner & larocci, 2012; K&3afan Hecke, 2012; Sivberg, 2002).
Hayes and Watson (2013) conducted a meta-analfystadies comparing the experience of
parenting stress in parents of children with antthewit ASD. They reported that parenting a
child with ASD was associated with greater parensitress when compared to families with
children who are typically developing, or thosehnather disabilities (e.g., Down syndrome,
cerebral palsy, intellectual disability). It is cgmised that having a child with ASD poses a
range of distinct challenges on families. Thesdlehges include, but are not limited to,
accommodation of inflexible daily routines, managainof unique intolerances, lack of
spontaneity, and required assistance with self;eaobility, communication and cognitive or
emotional tasks on a daily basis (Cridland et2411,3). On the other hand, very limited
studies exist that investigates the effect of #mily system on the child with ASD (Kelly,
Garnett, Attwood, & Peterson, 2008).

However, the experience of parenting stress ishesole experience for parents of
children diagnosed with ASD (Hayes & Watson, 20113an exploratory study, Little and
Clark (2006) found that apart from pressing worfresstly about adulthood and the future

11

© University of Pretoria



Chapter 2: Literature Review

of their child), parents also experience prevajeys (e.g., observing their child being happy,
watching them grow, mature and succeed). Bayat/R&damined family resilience in
families of children with ASD and presented evidetitat many families displayed resilience
and have become stronger as a result of disabilitye family. Another study by Phelps,
McCammon, Wuensch, and Golden (2009) found thabafih stress is a major concern for
caregivers of children with ASD, enrichment of thHaies and personal growth may also
occur in varying degrees. These positive findingdauscore the importance of using a
balanced view when assessing the family life ofii@sraising a child with a disability
(Turnbull, Summers, Lee, & Kyzar, 2007).

2.3. Family quality of life

Family quality of life is a multidimensional constt that explore multiple aspects of
family life when raising a child with a disabilifgamuel et al., 2012). Since the time of
Aristotle, researchers were fascinated \eitidaimoniaor human flourishing. They asked
guestions about how to measure well-being and leasnbhance a person’s state of ‘doing
well and living well’. Numerous disciplines (e.gedlth, economics, urban planning,
business, and employment) have expanded on thasaidle have started to examine well-
being and quality of life in greater depth (Zunaribull, & Summers, 2009). However,
research efforts to examine the quality of life ainerable populations (i.e. individuals with
disabilities) only began in the early 1980s (Scblal@000, 2004), and only started to include
the family of a person with a disability in the Ioegng 2000s (Brown et al., 2006; Wang &
Brown, 2009).

Although family quality of life is a relatively nefield, it is a natural evolution of
quality of life research from the perspective @ thdividual with a disability to the
perspective of families (Samuel et al., 2012). Baquality of life is most often defined as
the goodness of family life, or the conditions whtre family’s needs are met, where family
members enjoy their life together as a family, trat they have the chance to do things
which are important to them (Park et al., 2003)e Tdmily quality of life framework
provides a way to seek positive approaches thaincprove the quality of life of families
raising a child with a disability. The outcome bistapproach is families that are functioning
optimally within their home and community (BrowrgHalock, & Brown, 2009; Turnbull,
Summers, Lee, & Kyzar, 2007; Wang & Brown, 2009miies that function well support

the development of their children and the functigrand ongoing stability of societies
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(Isaacs et al., 2007; Samuel et al., 2012). Sujpgptthe family quality of life in the early
childhood years will potentially enhance their daipties and skills to deal with adversities

and challenges across their full lifespan.

Family well-being and family quality of life can thobe considered family-level
outcomes and are often used in conjunction or symonusly in the literature. The term
family well-being is defined differently acrossfeifent studies and lacks an explicit
definition (Turnbull et al., 2007). On the othemnkastudies that investigated family quality
of life tend to focus on family support and the eleyment of instruments to measure
different domains of family life (Turnbull et aD07). The measurement of family quality of
life therefore enables researchers to gain a bettgerstanding of family well-being (Hu,
Summers, Turnbull, & Zuna, 2011). The most curdiinition of family quality of life
captures this intricate association of well-being guality of life, defining family quality of
life as “a dynamic sense of well-being of the faimtlollectively and subjectively defined and
informed by its members, in which individual andhiby-level needs interact” (Zuna,
Summers, Turnbull, Hu, & Xu, 2010, p. 262). Thegant study uses the term family quality
of life and the way it is conceptualised in thédjehowever, the term family well-being will
be used when reporting on findings of previousistthat specifically used that

terminology.

To address the complexity of family quality of lifand to make it easier to
understand and assess, researchers conceptualisiiduality of life in terms of different
dimensions that can be measured by indicatorsateatommon to all families, with a focus
on emphasis on examining the perceptions and dysaohithe family unit as a whole
(Samuel, Rillotta, & Brown, 2012; Zuna, Summers;ifwll, Hu, & Xu, 2010). The current
two leading initiatives in family quality of lifeesearch are the International Family Quality
of Life Project and the Family Quality of Life Irative of the Beach Center on Disability at
the University of Kansas. The work of these twoup®concentrated on four areas, namely
the establishing of conceptual and theoretical gdsyinstrument development, exploratory
research, and examining the impact of predictoiabées of child, family, and support
characteristics on family quality of life (Gardin®darocci, 2012). The way that these two
endeavours conceptualise the dimensions of fanidyity contains both similarities and
differences, but importantly, both of them use utyileg theoretical frameworks that

recognises the family environment of the persomaitlisability (Samuel et al., 2012). The
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Family Quality of Life Scale (Brown et al., 2006wloped by the International Family
Quality of Life Project is more extensive and fogsi®n a lifespan approach, while the Beach
Center focus primarily on families of children widisabilities. Therefore, this study aligns
with the Beach Center’s conceptualisation of familplity of life as having five dimensions,
namely (a) Family Interaction, (b) Parenting, (by&ical/Material Well-Being, (d) Emotional
Well-Being, and (e) Disability-related Support (Eal., 2011; Samuel et al., 2012).

2.3.1. The unified family quality of life theory

In an attempt to synthesise family quality of liesearch, Zuna et al. (2010)
proposed a unified family quality of life theoryatiseeks to explain what causes family
quality of life to vary among families of childrevith intellectual and other disabilities. The
development of this theory is based on existingtyyeempirical studies, and the researchers
own logic. The unified family quality of life thepproposes a model with four major
explanatory concepts, i.e. (a) systemic concepds, (@ealthcare systems, policies), (b)
performance concepts (e.g., formal support prograsnamd services), (c) individual family
member concepts (i.e. characteristics, demograjginddeliefs), and (d) family unit
concepts (i.e. family dynamics and family charast@s). The theory proposes that these
four concepts interact with each other. Singlyamnbined, these concepts predicts a family
quality of life outcome, which then produces newilg strengths, needs, and priorities that
re-enter the model as new input resulting in aiooous feedback loop throughout the life

cycle of the family.

The unified theory of family quality of life is cqutex because families are complex
(Zuna et al., 2010). However, the authors recogihiaeno single study could test the broad
scope of the theory and recommend using the overaydamily quality of life theory as a
framework for middle-range theories that can bediaed into testable variables.
Researchers are encouraged to validate the propels¢idnships of the family quality of life
theory and to investigate family quality of liferczepts that are amenable to change (Zuna et
al., 2010).

Two of the propositions of the theory are that wdilial family member concepts (i.e.
demographics, characteristics and beliefs) andlyamnit concepts (e.g. family dynamics and
characteristics) serve as direct predictors of fiamquality of life. Individual family member

concepts refer to the demographics of the indiifiua basic traits such as age, gender), the
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characteristics of the individual (i.e. multidimensal traits such as child behaviour, parent
depression) and beliefs of the individual (e.g.rteaning of a child’s disability for the
family). Family unit concepts refer to family chateristics (i.e. traits or descriptors of the
family as a whole, such as family income, familgesand family form) and family dynamics

(i.e. aspects of interactions and ongoing relatigpgssbetween two or more family members).

When investigating how dynamic family unit conceipttuence family quality of
life, family routines may be considered as a wafptus on processes within the family
(Fiese et al., 2002). Furthermore, family routiaes also considered to be amenable to
change (Spagnola & Fiese, 2007). Understandingfaovly routines relate to family quality
of life will add to the understanding of how famdynamics influence family quality of life.
Additionally, understanding the role of the moratistconcepts (such as the individual family
member demographics and family unit characterisingl how that influence family quality

of life will help guide to practitioners to supp@rdiverse range of families.

2.4. Family routines

Family routines is a dynamic family concept thadresent a way to focus on whole-
family processes which are embedded in the culamdlecological context of families’ lives
(Denham, 2002). Different types of family routireee distinguished by the concrete goals
they serve, such as preparing and eating a megétting a child ready for bed (Howe,
2002). Family routines involve family interactidmat are more closely descriptive of the
work of daily living and are defined as the obsélgarecurring behaviours which involve
several family members and which occur with prexditg regularity in the ongoing life of
families (Boyce et al., 1983; Howe, 2002). Therefdamily routines can be considered
episodic (i.e. having a clear beginning and an démalje temporal regularity with a cyclic
reoccurrence (i.e. daily or weekly reoccurrencedl bave internal regularity (i.e. following
the same or similar pattern whenever the routiren&cted).Daily routines are one important
way in which families retain some stability in th&amily life and to provide a sense of
identity, thus who they are (Fiese et al., 2002 Tanner in which families behave together
(the consistent healthy patterns of family uniemattion) is important to the functioning of
the family as a whole and to the development ofviddal family members (Black & Lobo,
2008; Dickstein, 2002).
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2.4.1. Ecocultural theory

Ecocultural theory focuses on families and theutires to explain the meanings and
variations in the development and well-being ofdriein and their families (Weisner, 1984).
Ecocultural theory suggests that all families adivconstruct family routines that are
compatible with their children's characteristicsl @onsistent with their family goals and
values, and that all families try to sustain thesdines (Gallimore, Weisner, Kaufman, &
Bernheimer, 1989; Weisner, 1984; Weisner, 2009nr&k and Weisner (2007) compared
sustaining daily routines to the “cloak of compe®sithat permits everyday social
interaction and functioning of familieBour processes are involved in sustaining family
routines, namely (@) fitting the routine to the fiyfa resources, (b) balancing varied family
interests and conflicts, (c) the meaningfulnesawfily activities with respect to goals and
values, and (d) providing stability and predictepibf the daily routine (Weisner, Matheson,
Coots, & Bernheimer, 2005; Weisner, 2002b). Ecaxalttheory suggests that family
routines that have better resource fit, less cciniihore meaningfulness, and enough
predictability are better for families, and provigieater well-being for the family (Weisner,
2009).

The predictability, or regularity of family routisevhich is required for sustaining
family routines, reflect a general characteristidamily organisation (Howe, 2002).
Predictable routines are associated with parentapetence, child health, parent-child
harmony, and academic achievement (Fiese et a2)2BQrthermore, predictable family
routines guides behaviour and an emotional clitfeesupports child development
(Spagnola & Fiese, 2007). Families with family iaas that offer a high level of
predictability and that is important for the entiaenily, indicated a more positive overall
well-being (McCubbin & McCubbin, 1988). This alignsth what Boyce et al. (1983)
proposed — that some degree of behavioural regularan almost universal characteristic of
families and that the phenomenon of family routimesy have a biological, developmental
foundation in an intrinsic human predisposition &ogvrhythmic activity.

However, frequent unexpected or uncontrollable ghaslaces a strain on family
routines and are likely to disrupt the routines i@ifer et al., 2005; Weisner, 2002a;
Worthman, 2010). Changes in the family routinetaafilies with children with
developmental disabilities are often required aheee is the realisation that the child will

require additional resources (Spagnola & Fiese72@ome families with strong sources of
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support and adequate information about their chitdndition will most likely be able to
smoothly establish and maintain their family roasnwhile other families might be
challenged by the competing demands on family ame: personal strains associated with
parenting a child with special needs (Spagnola&sé&j 2007). The effects of disability on
family routines are potentially twofold, on the dmend disability challenges existing
routines and, on the other hand, disability invoddgher need for routine in daily life
(Zisberg, Young, Schepp, & Zysberg, 2007).

2.4.2. Family routines of families raising a with a chilavith ASD

To understand the effect of ASD on family routini® researcher examined a recent
systematic review of the family routines in the o of chronic conditions (Crespo et al.,
2013). Seven of the 39 empirical studies includethe systematic review pertained
specifically to families of children with ASD. Thietails of these seven studies are presented
in Table 2.1. To provide an overview of the reskatane on the family routines of families
with a child with ASD, the studies are summarisecbading to their aims, participants, study

design, and most important findings.
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Studies Assessing the Family Routines in Familasiity a Child with ASD
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Author, year and
country of study

Aim of the study Study participants Study design

Mat important findings

1 Gray (1997)

2 Werner DeGrace
(2004)
Oklahoma, USA

3  Weiskop,
Richdale, and
Matthews (2005)
Melbourne,
Australia

4 Larson (2006)
USA

To examine the social ~ Parents of children A descriptive
Brisbane, Australia construction of normal  with ASD (high

gualitative research

family life among functioning or design with semi-
parents of children with  Aspergers) structured
ASD. (N = 53; 32 mothers interviews.

and 21 fathers).

To understand a family’s The family unit

of A qualitative

experiences negotiating children with severe phenomenological

the family’s daily life ASD

design using in-

and the meanings the (N =5 families). depth semi-

family ascribe to these
routines.

structured
interviews.

To evaluate a parent- Five children with A multiple baseline

training programme ASD, seven
using behavioural children with

across-participants
design.

principles to reduce sleepfragile X syndrome,
problems in children and their parents.

with ASD or fragile X
syndrome.

To determine how the  Mothers of a child A qualitative

propensity for with ASD
routinisation of children (N =9).
with ASD influence

participation in family

activities.

interpretive
interactionist
approach using in-
depth semi-
structured
interviews.

The families’ understanding of ‘normal’ family lifgas
linked to factors such as their ability to social{ge.g. going
shopping, dining in a restaurant, visiting friendbg
emotional quality of their interactions among famil
members, and the routines and rituals that congbthssr
perceptions of what normal families do.

Families with children with severe ASD experienced
difficulty engaging in daily activities that holagitive
meaning. The families rely on stringent patternsootines
that revolve around the child with ASD.

Sleep problems of children with ASD and fragile X
syndrome were reduced after behavioural intervantio
which included bedtime routines.

Family routines are essential building blocks farde
families and a regularity that supported the faiily
emotional environment. The order and structureaifyd
routines assisted to integrate the child with A8 family
activities. Mothers did experience challenges ivettaping
workable family routines when the systems of ASDbdree
prominent. Furthermore, developing routines reqlire
considerable skill and focus on orderliness ancethetions
of those family members participating. Succesgjutines
took time to develop and needed to be responsitieeto
child’s emotional and developmental needs and eraat
liveable family life for other family members.
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Author, year and
country of study

Aim of the study

Study participants Study design

Mat important findings

5 Schaaf, Toth-
Cohen, Johnson,
Qutten, and
Benevides (2011)
Philadelphia, USA

6 Rodger and
Umaibalan (2011)
Queensland,
Australia

7 Marquenie,
Rodger, Mangohig,
and Cronin (2011)
Queensland,
Australia

To explore the lived
experiences of how
sensory-related
behaviours of children
with ASD affected
family routines.

To determine how the
routines of families of
children with ASD
compare to the routines
of families with typically
developing children.

To describe the
experiences of
dinnertime and bedtime
routines and rituals in
Australian families with
a young child with ASD.

Parents of children A qualitative

with ASD phenomenological

(N =4, 3 mothers, 1 design using in-

father). depth semi-
structured
interviews.

Mothers of children A quantitative study
with ASD (n =12) using the Family
and mothers of Routines Inventory
typically and the Family
developing children Ritual

(n=10; N =22). Questionnaire.

Mothers of children A descriptive

with ASD (N = 14). qualitative research
design with semi-
structured
interviews.

The child’s sensory behaviours are one of the fadtat
limited family participation in work, family and ikure
activities. Furthermore, parents employed spesifiategies
to manage family routines in light of the childesnsory-
related behaviours.

The findings revealed higher means scores foraalbbles
for the families of typically developing childreHowever,

the only statistically significant difference wémt families
of children with ASD patrticipated in fewer vacation

Two overarching themes emerged, i.e. ‘centred ob’A®d
‘ASD alters meaning’. Mothers experienced dinnegtim
routines as unstructured and chaotic, whereasrbedti
routines contained some positive meaningful intiivas and
rituals.

© University of Pretoria

19



Chapter 2: Literature Review

As reported in Table 2.1, only two of the sever®s conducted were not qualitative
studies using semi-structured interviews. One gtaive study was an intervention study that
contained elements of bedtime routines (Weiskag.eP005), while the other was a study that
compared the family routines of families of childneith ASD to families of children with
typical development (Rodger & Umaibalan, 2011).

The findings highlights that families of childrentvVASD face unique challenges in
enacting family routines (Larson, 2006; Marquertialg 2011; Schaaf et al., 2011; Werner
DeGrace, 2004). Children with ASD might be overypdndent on routines, and highly sensitive
to changes in their environment. However, like famsiof typically developing children, the
families desire and work towards the positive muémgagement with their children in their
everyday routines (Downs, 2008; Gray, 1997; Lar2®6; Rodger & Umaibalan, 2011). These
findings are consistent with ecocultural theoryjahiposits that the central task of everyday
family life is the accommodations (i.e., intentibadjustments) that families make to sustain
their family routines. These accommodations caariyemarkable and mundane to those doing
them, yet promotive of the family’s well-being (Waer, 2009). When, and if, these families are
successful in the process of introducing necessaamges to family routines, the predictability
and meaningfulness of these routines provide aesainmastery over the difficulties via
achievement of positive adaptations (Boyd, McCd&tethi, 2014; Crespo et al., 2013).
Moreover, the ordinary, everyday experiences ofdhnaly influenced parents’ appraisal of the
normality, or abnormality, of their families (Gray997). This indicates that family routines can
potentially influence the meaning a family asciribéhe impact of ASD, which is discussed in
the next section.

2.5. Cognitive appraisal

Since the 1980s, researchers focussed on how ésnaidiapt to the potentially stressful
situation of having a child with a disability. lestd of blaming parents for most childhood
disabilities, or determining the detrimental andhdging effects of a child with a disability born
into a family, researchers investigated how fammielapt to the potentially stressful situation of
having a child with a disability (Ferguson, 200&jthin this context of stress, coping, and

adaptation, researchers have relied heavily otk of Rueben Hill (1949, 1958) who
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developed a theoretical model of stress thatliscggd in the family literature (Lavee,
Mccubbin, & Patterson, 1985; Malia, 2006; Pattergfl92a, 2002b). Hill's classic ABCX
model, describes a family crisis (X) as an intava@cbutcome of three factors: A, an initial
stressor event, combined with B, a family’s researor dealing with crises, and C, the family’s
definition of the stressor (i.e. appraisal of thaation). This conceptualisation allowed
researchers to recognise and interpret the suctesgfing strategies and positive adaptations

that families report (Ferguson, 2002).

2.5.1. Stress, appraisal, and coping

The process model of stress and coping (Folkmah,et986) is based in part on Hill’s
stress and coping theory, where importance is asditp the appraisal of a stressor, which
mediates the detrimental effects of stressors. {flggrappraisal is a process through which the
person evaluates whether a particular encountértivt environment is relevant to his or her
wellbeing (Folkman et al., 1986). Thus, copingiffuenced by the appraised characteristics of
the stressful context, including its controllalyiliThis model of stress and coping has been useful
in identifying concepts that are relevant in unterding families with children with disabilities
(Trute et al., 2007). The importance of cognitipprisal is particularly relevant for these
families, because unlike controllable situationevehthe source of stress can be reduced or
eliminated, low-control situations (i.e. the diagisoof ASD cannot be change) often requires

strategies where a person changes the self teefgituation.

In the context of childhood disability, positiveprpisal and negative appraisal of the
disability can coexist (Trute et al., 2007). Fammiembers can simultaneously define ASD as
having a positive impact or a negative impact enfmily. The way families interpret, define,
and understand caring for their child with ASD payimportant role in family functioning.
Trute, Hiebert-Murphy, and Levine (2007) found thategative appraisal of the impact of
childhood disability by fathers and mothers to sgaificant predictor of their longer-term
family well-being, while similar findings suggesiat a greater endorsement of negative
appraisals is associated with higher levels otpsipgical distress in the family system (Stuart
& McGrew, 2009). Conversely, a review done by Ndéyrnes and Dia (2008) highlighted the

importance of positive parental cognitive appratefahe impact of disability, and found that

21

© University of Pretoria



Chapter 2: Literature Review

families who could re-frame disability in a poséiway had better family adjustment. This
internal tension between positive and negativeapails is what Larson (1998) called the
paradox of disability. For example, on the one hlawdhg the child as he or she is, and on the
other hand wanting to erase the disability, oridgalith the incurability of the disability while
pursuing solutions. Larson concluded that by embggitis paradox of disability, mothers could
create a positive bias and regain a sense of dpwinech in turn renewed their optimism in

maternal work.

One way to lessen the detrimental effects of negatppraisals is to positively reappraise
a stressful situation. Positive reappraisal ref@isognitive strategies for reframing a situation t
see it in a positive light (Folkman & Moskowitz, ). Reframing a situation in which people
focus on the value of their efforts and appraisatipositively, may be especially important in
helping people sustain efforts, such as those gdoina person with a disability, over long
periods of time. An associated outcome of positeappraisal ipositive affec{Folkman &
Moskowitz, 2000). While negative affect goes hamtiand with chronic stress, increasing
empirical evidence shows that positive affect (exgrees of positive moods such as happiness
and joy) also occurs during chronic stress. Pastiffect promotes creativity and flexibility in
thinking and problem solving; facilitates the presiag of important information even if that
information is negative and may potentially damsegl-esteem; may serve as a buffer against
adverse physiological consequences of stress;nati@ icontext of chronic stress may also help
prevent clinical depression (Folkman & Moskowitd0B). These findings about positive affect
stress the important role of cognitive appraisak(five and negative appraisal), especially in the

context of families with a child with a disability.

2.5.2. Parents’ cognitive appraisal of the impact of ASD

To have a better understanding of the role thahitiwg appraisal plays in families
raising a child with ASD, a systematic search aiew process were carried out. The search
was conducted using Academic Search Complete, CINAHIournals, Family and Society
Studies Worldwide, Health Source: Nursing/Acadeiddion, Humanities Source, MasterFILE
Premier, MEDLINE, PsycINFO, and TOC Premier. Thiéofeing search terms were used:

cognitive appraisal and autis*. (The inclusionenia and exclusion criteria of the study-
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selection process are provided in Appendix A.) Wustration of the study-selection process for
reviewing the literature on cognitive appraisafarhilies raising a child with ASD is displayed

in Figure 2.1.

Search terms: Cognitive appraisal AND autis*

Records identified through database searching (19)

Recorgsiiaentiiiedi(29) Record identified through other sources (1)

Identification

v Magazine removed (1), books removed (3)
Articles screened through title

> screening (16)

£

8 J Articles excluded after title screening (9)

O

n

Articles screened through
abstract reading (7)

Articles excluded after abstract reading, with oeslisted:
- Focus on cognitive appraisal of the child with AGI)

> Jv - Focus on instrument development (1)

3 Full text articles assessed for

=3 L

= eligibility (5)
1 full text articles excluded, with reasons listed:

v - Cognitive appraisal not measured (1)

3 Articles included in scoping

3 review (4)

£

Figure 2.1Flow diagram of the study-selection process forewing the literature on the
cognitive appraisal of families raising a child kvASD.

As showed in Figure 2.1, 19 records were identififedugh the electronic search and one
record through a hand search. Four records wetladea because they did not fit the
publication type criteria. The remaining 16 jouradicles were all included in the screening
process. During the title screening process, egittles were excluded because they did not
focus on either cognitive appraisal or familiexbildren with ASD, and one duplicate was
removed. The abstract screening process resultddexg of a further two articles, one
focussed on the cognitive appraisal of the chilthwiSD, and not the family members, and the
other reported the development of an instrumenteéasure cognitive appraisal. The remaining
five full text studies were assessed to decideaftwere eligible to include in the review. One

study was excluded in this process because italifitrthe selection criteria (i.e. did not
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measure cognitive appraisal). The remaining foudiss included in the scoping review are
presented in Table 2.2. The four studies werecetl§i reviewed using elements of the Critical
Review Form for Quantitative Studies developedheyMcMaster University (Law et al., 1998).

Comments of the critical review of these studiesiacluded in Table 2.2.
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Studies Assessing the Cognitive Appraisal of ASD
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Author, year and
country of study

Aim of the study

Study population, N

Design and measurement of

- . The role of cognitive appraisal
cognitive appraisal

1. Fong (1991)
New Jersey, USA

2. Tunali and
Power (2002)
USA

To examine cognitive Mothers of
appraisals, and trying adolescents with
to explain differences ASD (N = 16).

in maternal
adaptation to the
presence of a child
with ASD in the
home.

v Purpose of the
study was clearly
stated and
background
information provided.

How mothers cope
with the stresses of
raising a child with
ASD compared to
mothers of typically
developing children.

\ Purpose of the
study was clearly
stated and
background
information provided.

VSample was
described in detail.

x Small sample size
limits generalisability
of results.

Mothers of children
with ASD (29) and
mothers of children
without ASD (29),
(N =58).

\Sample was
described in detail.

Mixed method design. High-stress mothers made more threatening
Measured cognitive appraisal ofappraisals and had a greater negative emotional
mothers by categorising their  reaction to experimental stimuli, as compared to- 10
response as irrelevant (e.g. he istress mothers. Low-stress mothers also made
just doing a task), benign (e.g. threatening appraisals, but were then more likely t
he looks happy), or threatening reappraise the situation in a more benign fashion.
(e.g. she’s going to have a This supported that emotional responses may relate
tantrum) after watching a more directly to the types of cognitive appraisals
videotape of adolescents with people make than to the objective characterisfics o
ASD engaged in a variety of  the stressors.

everyday activities.

\ Description of the study \ Results were reported in terms of statistical

design provided. Design is significance.

appropriate for addressing the + Clinical importance was reported.

study question. \ Conclusions were appropriate given the studies

\ Reliability and validity of methods and results. Limitations were acknowledged.
measurement and procedures

reported.

Mixed method design using The results indicated that mother’s respond to the

semi-structured interviews and uncontrollable stress of raising a child with ASP b

standardised questionnaires. redefining what constitutes the fulfilment of var®
human needs and/or find alternative ways to fulfil

them.
\ Description of the study \ Results were reported in terms of statistical
design provided. Design is significance.
appropriate for addressing the + Clinical importance was reported.
study question. \ Conclusions were appropriate given the studies
\ Reliability and validity of methods and results. The limitation of using self-
measurement reported. reports was acknowledged.
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Author, year and
country of study

Aim of the study

Study population, N

Design and measurement of
cognitive appraisal

The role of cognitive appraisal

3. Plant and
Sanders (2007)
South-East
Queensland,
Australia

4. Paynter, Riley,
Beamish, Davies,
and Milford (2013)
Queensland,
Australia

To examine the
predictors, mediators
and moderators of
parent stress in
families of preschool-
aged children with
developmental
disability.

v Purpose of the
study was clearly
stated and
background
information provided.

To understand the
factors underlying
family outcomes
when children with
ASD attend early
intervention, using
the ABCX model of
Family Adaptation.

v Purpose of the
study was clearly
stated and
background
information provided.

Families of children
with developmental
disabilities. Of these,
23.8% of the children
was diagnosed with
ASD (N =105, all
mothers).

VSample was
described in detail.
x Small sample size
restricted the use of
SEM analysis that
could determine
plausibility of the
hypothesised model.

Parents of children
aged 2.5 to 6 years
with ASD who were
attending an autism-
specific intervention
service (N =43; 18
fathers, 25 mothers).

VSample was
described in detail.
x Small sample size
restricted the use of
path analysis that
could determine
plausibility of the
ABCX model.

Quantitative survey design.
Measured the cognitive
appraisal of caregiving

Parents’ cognitive appraisal of care-giving
responsibilities had a mediating effect on the
relationship between the child’s level of disalilind

responsibilities using an adaptegbarent stress.

version of Ways of Coping
Checklist.

\ Description of the study
design provided. Design is
appropriate for addressing the
study question.

Quantitative survey design.
Measured the appraisal of ASD
with the Family Impact of
Childhood Disability Scale.

\ Description of the study
design provided.

\ Reliability and validity of
measurement and procedures
reported. Poor internal
consistency of two of the
instruments was acknowledged.

\ Results were reported in terms of statistical
significance.

\ Clinical importance was reported.

\ Conclusions were appropriate given the studies
methods and results. The limitation of using self-
reports was acknowledged.

The way families appraised caring for a child with
ASD also affected their outcomes. Having more
positive appraisals of caring for a child with ASRs
linked to better relationship quality, while negati
appraisals were correlated with higher parenting
stress and negative impact on the family. This
suggests that the impact of stressors (e.g., tevel
severity of ASD) is mediated by the way the stresso
is perceived by families.

\ Results were reported in terms of statistical
significance.

\ Clinical importance was reported.

\ Conclusions were appropriate given the studies
methods and results. Limitations were acknowledged.
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As summarised in Table 2.2., the critical reviewhaf studies revealed that the
participants were predominantly mothers, that gatively small sample sizes restricted to use
of more advanced statistical analysis such as Sl that the use of self-reports might be
susceptible to social desirability biases. Theséditions should be kept in mind when
interpreting the findings. However, the findings dupport the positive outcome of reappraising
a stressful situation (Fong, 1991) or redefinirggrassful situation (Tunali & Power, 2002). The
findings support the mediating role of cognitivgpegasal in the stress and coping process
(Paynter et al., 2013; Plant & Sanders, 2007). lhagg the findings support the theory that
positive appraisal relate to more positive outcofess. better relationship quality) and that

greater negative appraisal relate to greater negatitcomes (e.g. higher parenting stress).

2.6. Conceptual model of the study

The theoretical and empirical literature reviewedhiis chapter provided an overview of
the study constructs (i.e. family quality of lifemily routines, and cognitive appraisal of a
childhood disability). It explained the plausibjlibf the relationships between these constructs.
The propositions of the unified family quality dfiel theory, the theoretical underpinnings of
ecocultural theory, and supportive empirical firgfiroffered the theoretical link between the
regularity of family routines and family well-beiray family quality of life. The process model
of stress and coping, and the supportive findifganpirical studies indicate the mediating role
of cognitive appraisal. Based on these theoretiaateworks and supporting empirical findings,

the following conceptual model is proposed, asthated in Figure 2.2.
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~

Positive
appraisal of the
impact of ASD

Regularity of
family routines

Family quality
of life

Negative
appraisal of the
impact of ASD

b2

.

Figure 2.2The conceptual model of the study.

/

As illustrated in Figure 2.2, it is proposed thadre is a direct, positive relationship
between the regularity of a family’s routines ahélit perceived family quality of life (path c1).
This relationship is mediated by the parents’ cthgmiappraisal of the impact of ASD on the
family. Positive appraisal of the impact of ASD Mihave a partially, positive mediating effect
(path al, bl), while negative appraisal of ASD Wwdle a partially, negative mediating effect
(path a2, b2) on the direct relationship betweenrdyularity of family routines and family
quality of life. It is hypothesised that the positiappraisal and negative appraisal of the impact
of ASD will be separate constructs that can co-psguultaneously. And lastly, it is assumed
that these hypothetical constructs can be measpuraadtitatively in a reliable and valid manner.
The aim of this study is therefore to determinertiationship between the regularity of family
routines and family quality of life, as well as thetential mediating effect of positive and

negative appraisal of ASD on this relationshipfaimilies raising a child with ASD.

2.7. Summary

This chapter offered a critical review of the latire on family quality of life, family
routines, and the role of the meaning ascribepgotantially stressful situation in families raising
a child with a disability, and particularly thosélwa child with ASD. An overview of each
construct that underpins the study was providee.thkoretical and empirical literature was

reviewed to determine possible relationships betvibe constructs. The chapter concluded with
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the synthesised conceptualisation of a model uatriates the hypothesised relationships
between the regularity of family routines and fanguality of life, and the mediating effect of

positive and negative appraisal.
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CHAPTER 3
METHODOLOGY

3.1. Introduction

This chapter provides an overview of the methodplaged in the study. The aims of the
study are presented, followed by the research dedige selection criteria, recruitment and
sampling, and description of the participants hemtpresented. Materials used in the study are
described, focusing specifically on the selectiomcpss of existing instruments. Thereafter, the
pretesting of the survey booklet and the pilot gtisddescribed. Lastly, the main study is
described in terms of the ethical consideratioata dollection, and data preparation and

analysis.

3.2. Research aims

The main research aim was to determine the rekttiprbetween the regularity of family
routines and family quality of life, including tmeediating effect of parents’ cognitive appraisal
of the impact of ASD on this relationship, in fared raising a child with ASD. To fully explore

the main research aim, the following sub-aims vesldressed:

I. To develop a conceptual model, based on theoreamirical studies, of the
relationships between the regularity of family inas, cognitive appraisal of the impact
of ASD on the family, and family quality of lifeTfis will be the structural model.)

ii. To identify and select existing, quantitative instents with reported psychometric
properties, that measures the constructs ideniifi¢le conceptual model.

iii. To specify the measurement model for each selentsburing instrument.
V. To specify a full structural equation modeling (SEModel for the study by combining
the structural model of sub-aim (i) and the measerdg model of sub-aim (iii).

V. To measure and describe the regularity of familtines, the cognitive appraisal of the
impact of ASD on the family, and the family qualdylife in the study population.

Vi. To assess the influences of individual family mend®mmographics of the parent(s) and
child with ASD, and family unit characteristics the family quality of life.
Vi, To determine whether the hypothesised SEM modahissible when fitted to the data

collected. (The measurement model assessing thbtyalf the instruments will be
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assessed first, and the structural model assetdsrglationships between the constructs

will be assessed subsequently.)

3.3.  Research design

This study used a quantitative survey design. Suap@roaches are often used to assess
aspects of family functioning (Sabatelli & Bartl995) and is specifically suitable to confirm
the validity of instruments and to test the hypstbed linkages between constructs (Forza,
2002). The survey consisted of a hand-deliverdttaseninistered, paper-based survey.

First, a hand-delivered survey was preferred td suaveys because not all potential
participants have access to postal delivery, aadihh cost involved in this method of
distribution. Secondly, a self-administered surwag preferred to interview type surveys
because of the large sample size required anditteegeographical area covered. Additionally, a
self-administered survey was deemed more suitalilestich participants which would otherwise
be difficult to reach. Participants could compliéte questionnaire at their convenience, in their
homes and at their own pace. Thirdly, a paper-bagecy was preferred to an internet survey.
The justification was two-fold, (a) 64.8% of houskts in South Africa do not have access to the
internet (Statistics South Africa, 2012) , andtti® length of the survey would have been

problematic given the recommended briefness ofnietesurveys.

The disadvantage of using a survey design wasdtenpal low response rates from
people with low literacy levels, those who dislikating or those who have difficulty reading,
and that the queries of the participant cannotiddfied (Blair, Czaja, & Blair, 2014). The major
advantages were the larger number of familiesabald be reached with this design and that the
design was particularly suitable to measure théosexvable constructs of this study. Purposive
sampling was used to include families whose childnee receiving disability-related schooling
and intervention in Gauteng, a province in Southcaf The reason to include only one province
of South Africa (Gauteng) is because of the divgnd unequal access to early intervention
services and schooling for children with ASD fowamtoss the country’s nine provinces
(Statistics South Africa, 2014). Gauteng is thelsagprovince in South Africa, accounting for
only 1.5% of the land area, but highly urbanisexhtaining the country's largest city,
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Johannesburg, and its administrative capital, AeetAs of 2011, it has a population of nearly
12.3 million, making it the most populous provinreSouth Africa (Statistics South Africa,
2012) The province is divided into five municipalitieshree metropolitan municipalities (i.e.
City of Johannesburg, City of Tshwane, and Ekunhijll@nd two district municipalities (i.e.
Sedibeng and West Rand).

3.4. Participants
3.4.1. Selection criteria

The selection criteria for participants were (g@gaent or caregiver of (b) a child
diagnosed with ASD, (c) the child had to be yourthan nine years old, and (d) the child had to
attend disability-related schooling or interventg®rvices in Gauteng, and lastly (e) the parent or
caregiver had to be English literate to complegesif-administered survey. The following

sections discuss the justification and measurewfahie selection criterion.

First, a parent or primary caregiver was the seteotspondent, but were asked to think
about their family when completing the questioihée family” was defined as people who think
of themselves as part of the family, whether reldtg blood or marriage or not, and who support
and care for each other on a regular basis (Pestah, 2003). Respondents were reminded in
various sections of the survey to think about tfeinily when answering the questions. Thus,
although only one family member was the respondbatdata are directed particularly to issues

and concerns of the family unit (Brown et al., 2D06

Secondly, the diagnosis of the child with ASD wasdd on parental report. This method
was preferred because of the difficulties for sdamilies to get an official diagnosis of ASD for
their child, although their child is already attergla school or organisation for children with
ASD. To help disadvantaged families that are unabbdford a private assessment, some
organisations such as Autism South Africa offeA&D diagnostic assessment clinic one
Saturday morning each month. To control for posrg@mpling error, various structures was put
in place, namely (a) organisations that specifycaffer services for children with ASD was
contacted to assist with the recruitment of pgytats and (b) these organisations identified the
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children with ASD attending their school and ongfidered a survey packet to the identified

families.

Thirdly, children with ASD had to be 8;11 (yearspmths) or younger. The study
followed the age criteria set by UNESCO that defiearly childhood as the period from birth to
eight years old. The study specifically focusedammilies raising a young child. This is to
control for potential differences in the family tmes, the appraisal of the impact of ASD on the

family, and family quality of life in families witlolder children.

Finally, the required attendance of disability-tethschooling or intervention services
was based on the previous findings of Eskow g28ll1) who examined the differences in the
family quality of life of families of children witASD who were receiving disability-related
services and those on a waiting list. The familgliy of life of those receiving services was
reportedly higher than those families not yet reiogl services. To control for the effect of
services received only those families who are xéogidisability-related services were included

in this study.

3.4.2. Recruitment of participants and sampling

This study used non-probability, purposive sampimeghods to recruit participants.
There are currently no accurate statistics availablto the total number of children with
disabilities in South Africa (Proudlock, 2014; $tts South Africa, 2014). Similarly, there is
no reliable information on the total number of ongations who provide services for children
with ASD in Gauteng. Therefore, to access the spahulation, experienced fieldworkers of
Autism South Africa and the Association for Autisr@ped the researcher to identify
organisations in Gauteng that provides intervengind/or schooling for children with ASD,
under the age of nin€orty seven organisations were identified as jpbssiccess points to
recruit potential participants. Additionally, a svimall sampling technique was used to identify
additional organisations not identified by the tiiedworkers, resulting in a further eight
organisations. The total number of 55 organisatiwas contacted telephonically to inform them
about the nature and scope of the study. Afteritlitisl conversation, a request for permission to

conduct research was sent electronically. Eightéd¢ine 55 organisations did not have learners
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with ASD, or their learners with ASD were olderthaine years old, and two organisations did
not reply. That resulted in 35 organisations, ledah all five municipal districts of Gauteng that
assisted in this study. The organisations takingipaluded both public and private schools or
centres. Between the 35 organisations, 380 familere identified as potential participants.
Each of the 380 families received a survey paaKeihich 180 families completed and returned
the survey, resulting in a return rate of 47.37%féamilies who did not consent to participate in

the study returned a survey).

3.4.3. Description of participants

A description of the 180 participating familiesiovided by describing the individual
family member demographics (i.e. demographic inftran of the parent or caregiver who
completed the survey and demographic informatiaefchild with ASD) and family unit

characteristics (i.e. the family structure and foamd the family income).

Table 3.1 describes the demographics of the pargmimary caregiver in terms of their
relation to the child with ASD, ethnic backgroueducational background, and employment

status.

Table 3.1

Descriptive Demographics of the Parent or Primaigr€yiver

Description Results

Relation to the child with ASD 100+
(N=180)

907
Of the respondents, 68.33%(123) g0
were mothers, 15.56%(28) were
fathers, 13.89%(25) only stated that
they are the parent (not specifying
their role as father or mother), and
2.22% (4) were other biological
caregivers (aunts or grandmothers). a0

80—

507

Percentage

307

07 [13.9%)]

Mather Father Parert (not specified) Caregiver
Relation to child with ASD
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Description

Results

Ethnic background (n=177)

In terms of ethnicity, 66.10%(117)
of the respondents were
Black/African, 25.42%(45) were
White, 4.52%(8) were Indian/Asian,
and 3.95%(7) were Coloured.

These categories were selected
according to the categories used in
the national South African census
(Statistics South Africa, 2012).

Educational background (n=178)

As can be seen from the adjacent
graph, 8.99%(16) of respondents
indicated that they completed
Grade 11 or less, 17.42%(31)
completed Grade 12, 32.02%(57)
had a professional or vocational
diploma, 14.61%(26) had a
bachelor’s degree, and 26.97%(48)
had a postgraduate degree.

Employment Status (n=178)

In terms of employment status, the
majority, 69.10%(124) of the
respondents were working full-time.
There were 7.30%(13) that worked
part-time, while 8.43%(15) reported
that they were housewives. The
respondents that were not currently
working amount to 15.17%(26).

Percentage

1007

90—

80

Percentage

Black ‘White Indian or Asian Coloured

Ethnicity

100

Percentage

Grade 11 or less Grade 12 Diploma

Bachelor's degree Postgraduate degree
Education

|

Employed full-time Employed part-time Home executive /

Mot currently working
Housewife

Employment
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Table 3.1 illustrates that the majority of the @spents were mothers, with a black
ethnical background, had a tertiary education,vaece employed full-time. The next table,
Table 3.2 describes the demographics of the child ASD. The child’s age, level of severity of
ASD, and any co-occurring medical conditions oritalidal disabilities present (based on

parental report) are described.

Table 3.2
Descriptive Characteristics of the Child with ASD

Description Results

Age of the child with ASD

100
The age of the children with ASD
ranged from 3 to 8 years old, with an
average age of 5.80 years (SD = 50
1.38).

Of the total number of children with
ASD, 6.29%(11) were 3-year olds,
12.57%(22) were 4-year olds,

Percentage

21.14%(37) were 5- year olds, ac-]
25.14%(44) were 6 -year olds,
24.57%(43) were 7- year olds, and 7
10.29%(18) were 8 year olds. 20
o
0 3 3 5 B 7 ]

Age of child with ASD in years

Level of severity of ASD (based on
parental report) grouped by child’'s
gender o Lovel of

saeverit
of AS

From the total number of children with o Eerae

ASD involved in this study, Bsevere
80.90%(144) were boys and
19.10%(34) were girls.

50

407

In terms of severity of ASD:
38.41%(53) boys had a mild level of
ASD, 50%(69) boys had a moderate

307

Number of children

level of ASD, and 11.59%(16) boys
had a severe level of ASD. ™

Of the girls, 57.57%(19) had a
moderate level of ASD, with an equal

21.21%(7) described as having a mild o= Boys Gils
or severe level of ASD respectively. Gender
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Description Results

Co-occurring medical conditions
and/or additional disabilities
present (n =171)

1009

Co-occurring medical

O conditions fAdditional
disabilties present
Mo co-occurring medication

a0

Of the 60 children described as having 50| B coneitions ! Addiiona
a mild level of ASD, 6.67%(4) had co-
occurring medical conditions or 70

additional disabilities, while
93.33%(56) did not.

607

507

Of the 88 children described as having
a moderate level of ASD, 19.32%(17)

had co-occurring medical conditions or
additional disabilities, while 307
80.68%(71) did not.

Number of children

Of the 23 children described as having
a severe level of ASD, 30.43%(7) had
co-occurring medical conditions or 0-

Moderate Severe

additional disabilities, while Level of severity of ASD
69.57%(16) did not.

As displayed in Table 3.2, the average age of tiildren with ASD were 5.8 yearSD=
1.38) There were almost four times more boys thds. gccording to parental report, just more
than half of the children (51%) were describedasrig a moderate level of ASD, with 35%
described as having a mild level of ASD, and 14%cdbed as having a severe level of ASD.

The next section describes the characteristicBeofamily unit, as reported in Table 3.3.

Table 3.3
Descriptive Characteristics of the Family Unit
Description Results

FAMILY STRUCTURE

Other family members living in Other Family Members _Living in the Household

the household (N=180) (Grouped by family type, N=180)

i L . Two- One-

The adjacent table indicates the m':e?n”t‘)'gs parent parent Ein?aergnor Total

type of other family members living family family pramily

with the different family types. 12.78% 3.88% 1.11% 17.7%
Grandparents (n=23) (n=7) (n=2) (n=32)

Grandparents were present in o o

17.7%(32) of the participatin Other family 12.22% 7.78% 2.22% 22.22%

familigg. (%ther farFr)nIy members members (n=22) (n=14) (n=4) (n=40)

(e.g., uncle, niece, nephew) were Paid helper 9.44% 2.77% 0.56% 12.78%

as part of the
family

present in 22.22%(40) of the
families, and 12.78%(23) of
families indicated a paid helper as
part of the family household.

(n=17) (n=5) (n=1) (n=23)
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Description

Results

The mean age of family
members

Ages of fathers ranged from 29 to
59, with a mean of 39.78 (SD =
6.37). Ages of mothers ranged
from 23 to 59, with a mean of 36.70
(SD = 6.27). Ages of the oldest
child ranged from 3 to 31, with a
mean of 9.60 (SD = 6.03), and
ages of the youngest child ranged
from newborn to 8, with a mean of
4.40 (SD = 2.31). The ages of the
children with ASD ranged from 3 to
8 years old, with a mean age of
5.80 (SD = 1.38).

Number of children in the
household

Most families, 42,13%(75) had two
children in the household, followed
by 28.65%(51) of families who only
had one child, and 19.10%(34) who
had three children. The remaining
10.12%(18) had four of more
children living in the household.

The majority of families,
95.5%(171) had only one child with
ASD living in the household, while
4.5%(8) had two children with ASD
in the household. There were no
families reporting more than two
children with ASD living in the
household.

Family type (N=180)

Of the total number of participating
families, 75%(135) were two-parent
families, 20%(36) were one-parent
families, and 5%(9) were blended
or stepfamilies (two separate
families that merged into a new
family unit).

40

30+

Mean

209

100

a0

80—

Percentage

T T T T 1
Age of father Age of mother Age of the oldest Age of the youngest Age of child with
chilel chilel ASD

Age of family members

1 ———

100-

20—

80—

507

Percentage

40+

30

204

1 2 3 4 5 7 10 ki

Number of children in household

Two-parent family One-parent family Blended or stepfamily
Family type
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Table 3.3 illustrates the diversity of the partatipng families — that families takes many
shapes and forms, ranging from two-person bontEdge complex systems. It also describes the
people who are closely involved in the day-to-dégies of the household and identify those
who support and care for each other often, whettesr are related by blood, marriage, or close
personal relationship.

Families were asked to report their total montldysehold income according to five
income categories, and to consider what they thbdut this income, rating their appraisal from
(1) strugglingto (5)well off. Figure 3.1 illustrates both the families’ monthiyusehold income

according to the specified categories, and thelfeshappraisal of their monthly income.

W Struggling
207 [ .Just getting by
18 [ Doing okay
. IEI O Managing well
W el off
15 o,
E

Number of families

5—

T T T
<R4 500 R4 501- R12 501- R30 001- =R52 001
R12 500 R30 000 RS2 000
Monthly income

Figure 3.1Monthly household income and the families’ appahdf this income.

Figure 3.1 highlights the discrepancies betweeratteal household income and the way

families feel about their income. For each incomeegory, families indicated a diverse range of
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answers about how they feel about this income. kesrearning less than R4500 per month in
South Africa are considered poor families (Masemde Aardt, & Coetzee, 2011).

3.5. Materials

In addressing the research aims of this studyag mecessary to use valid and reliable
instruments that could measure the three constindisded in the conceptual model (i.e. the
regularity of family routines, cognitive appraisdlthe impact of ASD on the family, and family
quality of life). It was important to consider h@ach construct differed from other closely
related constructs and to ensure that the selecdgdments measure the constructs as defined
and conceptualised in this study. The measuringuments are discussed in the following
section in terms of the selection process, follolwg@ brief description and reported validity

and reliability results.

3.5.1. Measuring the regularity of family routines

A review of the literature on family routines arntlials identified eight instruments that
measure different aspects of family routines anals (Denham, 2003). Two of the eight
instruments focussed particularly on measuringeigelarity of family routines, or routine
frequency — (a) the Family Routine Inventory (Bewt al., 1983; Jensen, James, Boyce, &
Hartnett, 1983) and (b) the Family Times and Ragimdex (McCubbin & Tompson, 1991).
The Family Times and Routines Index is based orr#mily Routines Inventory, and examines
the extent to which a routine is true for a famélg,well as the degree the family views the
routine as important. This instrument was originaklected and used in the pilot study, but due
to the complexity of having two scales for eachdjjoa (i.e. the degree in which the routine is
true for the family and the importance of the rnajithe Family Routines Inventory was the

preferred instrument (see Section 3.6 for a disonss the pilot study outcomes).

The Family Routines Inventory measures 28 posisitrength-promoting family routines.
The 28 routines are divided into 10 routine categomamely Workday Routines, Weekend and
Leisure Time, Children’s Routines, Parent(s)’ Roes, Bedtime, Meals, Extended
Family/Friends, Leaving and Homecoming, DisciplinRoutines, and Chores. There are four

rating options for each routine, defver/almost nevgr2 (sometimes/1-2 times a wgek
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(mostly/3-5 times a wegland 4 &lways/almost every dayFrom this information a frequency
score is calculated by weighing each endorsedmelgy the frequency of its performance by the
family. Alwaysis assigned a weight of Biostlyis assigned a weight of 2ometimess assigned

a weight of 1, andlmost nevers assigned a weight of O (taken to mean thatayadoes take
part in this particular routine). This weighingesfdorsed routines by frequency of performance
results in a frequency score, which is reporteldetthe method of choice, based on both face
validity and temporal stability of the measure grmet al., 1983). The reliability of the Family
Routines Inventory focussed on temporal stabiiiyh a reported reliability correlation

coefficient of the frequency score of .79 (Jenstal., 1983).

3.5.2. Measuring the positive and negative appraisal oétimpact of ASD on the family

A systematic search was followed to identify instants that measure parental cognitive
appraisal of the impact of disability on the familyne search was conducted using Academic
Search Complete, CINAHL, E-Journals, Family andi&gcStudies Worldwide, Health Source:
Nursing/Academic Edition, Humanities Source, MdstieE Premier, MEDLINE, PsycINFO,
and TOC Premier. The following search terms wesglusognitive appraisal, impact, disab*,
measure*Six articles resulted from this systematic seangth only one article referring to an
instrument. The Family Impact of Childhood Disdilscale (FICD Scale) was the only
identified measure in the systematic search tresaes the subjective interpretation of parents
regarding the positive and negative impact of ¢tulad disability on the family (Trute et al.,
2007; Trute & Hiebert-Murphy, 2002).

The FICD Scale includes 10 positive and 10 negafuastions. There are four rating
options for each question fdt at al), 2 ¢o a mild degreg 3 (o a moderate degrgeand 4 (0 a
substantial degree Cronbach alpha’s of .89 for the negative sulesaald .81 for the positive
subscale are reported (Trute et al., 2007). Reaudt reported as a positive sub-score and a
negative sub-score. The FICD Scale is reporteetconceptually and empirically different from
a measure of overall family functioning and the tlwmensions of positive appraisal and
negative appraisal appear to be independent falforte & Hiebert-Murphy, 2002). Findings
by Trute and Hiebert-Murphy (2002) indicated thedre were no differences found between
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mothers and fathers in the appraisals of the impkitteir child’s developmental disability on

the family.

3.5.3. Measuring family quality of life

Areview of all the quantitative instruments thagamure family quality of life, family
well-being, and family satisfaction in the disatyifiield, healthcare field, and general family
field identified 16 instruments (Hu et al., 201The researcher used the findings from this
review, and evaluated the 16 identified instrumegiainst a set of selection criteria to select the
most appropriate measure for measuring family uafilife in this study. The specified
inclusion criteria were (a) the instrument shoudddna specific purpose to measure family
satisfaction of multiple domains identified as fngjuality of life in the literature, (b) the
instrument should focus on families of childrenhwdlisabilities, and (c) the instrument should
have reported validity and reliability results.gtiie 3.2 represents the schematic representation

of this selection process in identifying the filr@trument used in this study.

é 16 Instruments Instruments identified in a review of
.g Disability Field (5) | family quality of life instruments in the
-‘:g Healthcare Field (4) | disability, healthcare and family fields (Hu
9 Family Field (7) etal., 2011)
Selection criteria:

1. Specific purpose to Excluded (9)

measure family Focus on service providers and/or

satisfaction of the policies (2)
o multiple domains Focus on aspects of family functioning (5)
2 identified as family Focus on family support (1)
G quality of life. Focus on individual family member (1)
c
i)
E 2. Focus on families of Excluded (3)
e children with disabilities. Focus on medical conditions

3. Reported reliability and Excluded (3)

validity information. Reliability and validity not reported

v

2 Selected Instrument
© The Beach Center's
2 Family Quality of Life
n Scale

Figure 3.2Flow diagram of the Family Quality of Life instrumteselection process.
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As illustrated in Figure 3.2, 16 instruments welentified as measuring perspectives of
family quality of life, family well-being and famylsatisfaction. Nine instruments were excluded
because they did not focus on different domainstified as family quality of life. A further four
instruments were excluded since they did not fasutamilies of children with disabilities.

Three instruments were excluded because they didave reported validity and reliability
results. The remaining instrument that best fitghgose of this study washe Beach Center’s
Family Quality of Life Scal@QOL Scale).

The selected FQOL Scale was developed by researahtite Beach Center on Disability
at the University of Kansas in the United StateArokrica (Hoffman, Marquis, Poston,
Summers, & Turnbull, 2006; Park et al., 2003; Pogtbal., 2003; Verdugo, Cérdoba, & Gémez,
2005; Zuna, Selig, Summers, & Turnbull, 2009). H@OL Scale was primarily developed for
young families of children with disabilities living the United States of America. The
instrument is increasingly being adapted to usether countries such as Spain (Balcells-
Balcells, Giné, Guardia-Olmos, & Summers, 2011guvgo et al., 2005), in other contexts - such
as with families of typically developing childreBuna, Selig, Summers, & Turnbull, 2009), and
for families of children with specific disabilitieor example children with a hearing impairment
(Jackson, Wegner, & Turnbull, 2010), and childrathw®SD (Eskow et al., 2011).

The FQOL Scale consists of 25 questions. Theréa@ating options for each item, 1
(very dissatisfiey] 2 (dissatisfied, 3 (heutral), 4 (satisfied, and 5 Yery satisfiell Psychometric
analysis provided support for a five-factor solatior the 25 questions, namely Family
Interaction, Parenting, Emotional Well-Being, PlegdiMaterial Well-Being, and Disability-
Related Support (Hoffman et al., 2006). The intecoasistency of the overall FQOL Scale was
reported as a Cronbach coefficent alpha of .88.aljpleas for the subscales ranged from .74 to
.90 (Hoffman et al., 2006). The FQOL Scale has detrated concurrent validity with specified
subscales to other existing instruments (Hoffmaal.eR006) and confirmatory factor analysis
that indicated adequate fit of data obtained framifies of young children without disabilities to
the theoretical model of family quality of life (Ba et al., 2009). The scores of the five subscales
are added to obtain a total score, which is themegged into a single mean score. Permission
obtained to use the FQOL Scale is reported in AgpeB.
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3.5.4. Measuring family member demographics and family tiucharacteristics
Demographics of the parent and the child with A®D eharacteristics of the family unit
were included in the demographic section of theebooklet. The complete demographic

section including all the questions can be viewedppendix C.

3.5.5. Survey materials
After selection of the instruments, the survey make were designed. The survey
materials included permission letters to the org@ions, the final survey packet (cover letter

and survey booklet in an envelope), and a postcard.

3.5.5.1Permission letters

A permission letter was sent to organisations forin them about the nature of the study,
the selection criteria of the participants, whabipected from them if they are willing to assist,
and that they will have access to the results@fkthdy (see Appendix D). Organisations that
wanted to assist with the study had to fill in @gh a permission to recruit participants form

(see Appendix E).

3.5.5.2Survey packet

Using a self-administered questionnaire to colteta required that the survey
guestionnaire had to be totally self-explanatogytiBipants could look over the survey before
deciding whether or not to complete it, therefdread to be easy to understand and
straightforward to complete (Blair et al., 2014|lidan, 2007). The specific survey design
attempted to achieve two main objectives. Firsintoease the response rate (respondent-
friendly questionnaire design can improve respoates to modest degrees) and secondly, to
reduce or avoid measurement error (the best opmortior achieving clear responses to
guestions is to keep both the wording and the Vigzppearance of questions simple). The design
of the survey was based on specific design con¢Bfas et al., 2014; Dillman, 2007). This
included the following: The survey booklet was peshvertically in an A4 booklet format;
related questions were grouped together to incritaskegical order of questions; instructions

were included specifically where it applies; anseategories were vertically listed; and the
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cover page of the booklet used a simple and negitaphical design to create a positive first

impression.

The survey packet consisted of an envelope thatded an information letter and the
survey booklet. The cover letter informed the ggrtints about the nature of the study, giving
them sufficient information to make a reasonabilfgrimed judgement about whether they wish
to take part or not. The letter explained thatrtparticipation is voluntary, that their responses
will be kept confidential, that they (or their fdgiwill not be identified in any results,
publication or presentation arising from the stuahyl that they can withdraw with no negative

consequences. See Appendix F for an example afover letter.

3.5.5.3Thank you and reminder postcard
Additional materials included a thank you and reseinpostcard — thanking those
families who participated in the study, and remirgdihose who would still like to participate,

but have not yet. An example of the reminder padtcan be viewed in Appendix G.

3.6. Pretesting the survey booklet

To discover potential response problems the subeeklet was pretested (Blair et al.,
2014). The main aim was to identify all potentialisces of response error. After all questions
have been written and ordered, the booklet wagwead and critiqued by three different rounds
of expert reviews. Table 3.4 reports on the thesgerv rounds, the specific aims, participants

and procedures, recommendations and suggestechdapt
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Table 3.4

Pretesting the Survey Booklet: Aims, Participamd Brocedures, Recommendations, and Adaptations

Aim Participants and Procedures Recommendations Ad#tations
Round 1: Consultation with a statistician. More structuratiegories should be Formulate categories to determine the
To determine the face value of the used to determine the family family structure.
survey. structure. Allocate a number for each question.
To obtain an expert opinion about the Include numbers for all subsections o€reate categories for the monthly
format and order of the questions. questions. household income.
To identify potential problems with Provide categories for the monthly
data coding and analysis. household income.
Round 2: A week long online discussion with a Feedback obtained from this review The terminology referring to the
To determine if the survey panel of eight experts from the 2014 included the identification of traditional definition of parents and
instructions are meaningful and easy Ph.D. group at the Centre for grammar errors, identification of disability were changed to reflect a
to follow. Augmentative and Alternative guestions that were difficult to more current understanding of family
To determine if there are any Communication. The survey booklet understand, comments about outdateand disability. For exampleHaving
problems with the terminology used was send to the experts before hand,terminology used, instructions that a disabled child has led to an
in the questions. asking them to critically appraise the were not clear and overall feedback improved relationship with spouse
To determine if there are sufficient  survey during a weeklong online regarding the look and feel of the was changed toMy child with ASD
response categories for each questiodiscussion. Guiding questions were questionnaire. has led to an improved relationship
provided to ensure that all elements of with my partnet.
the survey were critically evaluated The length of the survey and the
(see Appendix H). complexity of having two rating Furthermore, the terminology
scales on the Family Times and referring to parents in the traditional
Routines Index measure were manner (i.e. a nuclear family with one
identified as potentially problematic working parent and one stay-at-home
issues. parent) were changed to reflect a

more current understanding of family.
For example family’ was changed to
“my family, “childrer’” was replaced
with “my childreri and “working
parent was changed toworking
family member(s)

Round 3: Parent expert reviewed the survey  Spelling and formatting errors were Errors were corrected.
To determine any errors or incorrect booklet to determine errors. identified.
terminology.
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As reported in Table 3.4, round one of the pratgstonsisted of a meeting with a
statistician, round two included a discussion aithexpert panel of eight people, and the last
round was done by a parent of a child with ASD.d®@mendations were incorporated before

printing the survey booklet for the pilot study.

3.7. Pilot study
A pilot study with a clear list of aims and objees can encourage methodological rigour

(Lancaster, Dodd, & Williamson, 2004), thereforefmission was requested and obtained to
conduct a pilot study at a school similar to thgamisations used in the main study. Seven
families were identified that fit the participamaction criteria. The survey packet and an
additional letter to explain the nature of the pdtudy, was handed out to each family.
Respondents were asked to complete the questiersnair additionally, to circle or indicate any
guestions that they found difficult to answer. Fofithe seven questionnaires were completed
and returned (resulting in a return rate of 57%e $pecific aims and procedures for the pilot

study, as well as the results and recommendatibtasned, are described in detail in Table 3.5.
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Pilot Study: Aims, Procedures, Results and Recormatiems

Aim

Procedures Results Recommendations

To determine the clarity of
the survey questions.

To identify potential
nonresponse questions.

To identify wrong answers
(i.e. questions that were
interpreted incorrectly).

To evaluate the data
collection procedures.

Participants were asked to  Of the four questionnaires returned, only Other respondents did not indicate any difficulty
circle questions that they one respondent circled five questions  in understanding these particular questions. Q20.9
found difficult to understand. (Q20.9, 20.10, 20.22 and Q.21.14, 21.17and 20.10 are included in the Family Times and
No other respondents indicated difficulty Routines Index, but not in the final Family
in understanding the questions. Routines Inventory used in the main study. No
changes were made to the other questions.

All nonresponse questions  The five questions identified as difficult None.
were identified in the returnedby the one participant (see above) had
guestionnaires. These missing data. Only one other question had
guestions were evaluated to missing data for one other participant

identify missing data and to  (Q.20.24).

determine if there was a

possible pattern indicating a

problem with the question.

The returned questionnaires Q2 was identified as potentially Changed in the layout of Q2 and include
were evaluated for wrong or problematic since each of the respondentid/mm/yyyy symbols in the answer block.
inconsistent information had a different response in terms of
given. providing the date of birth.

Q12. At what age was your child Changed in the question to how long ago was

diagnosed with ASD? Some respondentsyour child diagnosed with ASD, include yy/mm
answered in months, others in years.  symbols in the answer block.

The principal was asked for Feedback received included the A follow-up postcard (thanking those who
any procedural feedback that possibility of including 2 more contact  participated and also reminding those who have
might improve the return rate points with families. Thanking families not completed the questionnaire to do so) was

of the questionnaires. and reminding those who have not included in the data collection procedures.
participated to do so resulted in one morédditionally, a reminder to be sent out a few
guestionnaire returned. weeks later via the organisation’s existing

communication channel was also included. These
two additional points of contacts are supported in
survey methodology (Dillman, 2007).
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Aim Procedures Results Recommendations
To identify if there are Evaluate question responses Q7. Total household income was The response options for the total household
sufficient response to determine if response identified as not having enough responseéncome were increased to allow for 6 different
categories for all the options are sufficient for each categories because all the participants income categories. This is similar to a study done
questions. question, i.e. if there is answered similarly. by Wang et al. (2004) where they determined that
enough diversity in the family income is a significant predictor of family
participants’ responses. quality of life by using different income

categories. The 6 categories were based on an
2011 household income and expenditure patterns
report of South Africa (Masemola et al., 2011).

To evaluate the length of theldentify all redundant Redundant questions identified: The Family Times and Routines Index was
guestionnaire. guestions and evaluate ways Q1.2 Gender of the children. replaced with the Family Routines Inventory,
to shorten the time it takes to Q8. How many people are supported on which has fewer questions (28 compared to 32)
complete the questionnaire. this income? and its frequency scale is reported to be the

preferred scoring option. This change will result
The complexity of the two scales of the in 4 less questions, and also reduced the cognitive
FTRI should be re-evaluated because it load of respondents having to report on both the
extends the time it takes to complete the frequency and the importance of each routine.

guestionnaire. Each routine thus have only one scoring option,
not two.
To determine the Discuss age range of childrenlt was determined that children younger Changed the participant selection criteria to
appropriateness of the with ASD accessing services than 9 years old will increase the sampleincrease age range of children with ASD to 8;11
selection criteria in terms of with principal. size and still fit in with the aim of this (years;months).
the child’s age. study.
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In summary, the results of the pilot study inclugetbable recommendations that
increased the quality of the main data collecti@n,taking less time to complete the
guestionnaire, increasing the contact points wateptial participants, and extending the age
range of the child with ASD in the selection crigetio increase the sample size and still fit with
the aim of this study. These recommendations andgds were incorporated before the final
printing of the survey materials. The data col@ttprocedures were revised and finalised before

the main data collectiocommended.

3.8. Main study
The main study is discussed in terms of the etluoakiderations, data collection

procedures, and the data preparation and analgsisqures.

3.8.1. Ethical considerations

Before proceeding with the study, ethics approvesd obtained from the Research
Committee of the University of Pretoria's FaculfyHumanities (see Appendix I, Appendix J)
and the Gauteng Department of Education (see Appé&)dEthical considerations such as the
protection from harm, obtaining informed consemnbt@cting the privacy and confidentiality of
the participants, and minimising the potential mtisipretation and misuses of results were
addressed in the study. See Section 3.5.5 on sumag&grials for a description of the letters to

organisations and participants.

3.8.2. Data collection procedures

The first step was to identify organisations tretec for children with ASD (see the
Section 3.4.2 for a description of the recruitmgnuicess). Each organisation was contacted
telephonically to inform them about the study améxplain what will be required from them.
An e-mall referring to the telephonic conversatimgether with information letter (see
Appendix D) and a template for a permission lgigee Appendix E) were then sent out. Upon
approval from the identified organisations, theeegsh surveys were hand delivered to each
organisation. The principal or director then dimtited a survey packet to each family who fit the
participant selection criteria (see Section 3.4rlafdescription of the participant criteria). Each

family received an envelope that contained a ctatter (see Appendix F) and the survey
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booklet. After the respondents completed the suateytime and place convenient to them, they
returned it in a sealed envelope to the organisalio increase the points of contact with the
families, a postcard (see Appendix G) was sentatamilies after the first week, thanking those
who already participated and reminding those whibri@ responded. A second reminder was
then sent out through the organisations’ existie;ysichannels (newsletters, notes or e-mails) to
remind those who still wanted to participate. Afout three week’s time since the initial hand-
out, the researcher collected the completed quesdices at each organisation and thanked the

organisations for their support and participatioOnly one survey was completed per family.

3.8.3. Data preparation and data analysis procedures

Data were analysed using IBM SPSS Statistics er8iband AMOS version 22. First, a
codebook was developed for entering the data iR®SS(see Appendix L). Each completed
survey received a unique identification numbereAétll the data was entered into SPSS, steps
were taken to clean the data of errors. SPSS [pésges were used to run an initial check on the
data. Minimum and maximum values for each varialgee obtained and questions that have
data entered out of range were identified and ctete Mean imputation was used to deal with

missing data.

SEM techniques using the AMOS computer softwaréegysvere used to assess the fit
between the hypothesised SEM model and the ddtctad. SEM does not indicate a single
statistical technique, but instead it refers taraify of related procedures. It was introduced by
Joreskog in the 1960s and is one of the most gemeddvariate methods, combining the best of
factor analysis and multiple regression into alsificamework or set of procedures (Kline,
2011). The study constructs identified in the cqibgal model (i.e. regularity of family routines,
positive appraisal, negative appraisal, and faopilglity of life) cannot be measured directly.
Rather, these constructs are all variables (onfatenstructs), presumed to reflect a continuum
that is not directly observable. One of the mostre features of SEM is this idea of latent
factors that represent the core of what researaet@ns to measure (Hoyle & Smith, 1994).
Furthermore, SEM recognises prediction error irpethdent variable that is not perfectly
explained by a set of predictors, and measurenesttia a variable that is not completely

reliable. Using SEM allow the formulation of mulgghypotheses that can be tested in
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conjunction. In SEM, models are hypothesised thathe articulated verbally, visually depicted
and quantitatively assessed (lacobucci, Saldani2er&g, 2007; lacobucci, 2009). Since SEM

uses specific terminology and notations, a prelanyrexplanation of the terms and notations

will allow for a more clear explanation of the pess. The most frequent terminology and

notations that will be used in the next chaptetisplayed in Table 3.6.

Table 3.6
SEM Terminology and Notations
Terminology Symbol Definition

Full SEM model The full SEM model includes the measurement modelthe
structural model.

Measurement This is a part of SEM model that includes all rielas between the

model observed variables and the unobserved variabldatént
constructs). Confirmatory factor analysis estalgssthe patterns by
which each observed variable loads on an unobseeable.

Structural model This is a part of SEM model which includes thetielss between
latent constructs. A particular latent construat daectly or
indirectly influence changes in the values of dartaher latent
constructs in the model.

Observed variable v A measured variable is a variable that is direstbasured or

or measured
variable or

Unobserved
variable or latent
construct

Error term

Disturbance

Direct relationship/
Direct effect

Indirect
relationship /
Indirect effect

@

©
©

O—O

s o

observed, e.g., “Our family solves problems togéteeored on a
5-point Likert scale ranging from (Yerydissatisfiedo (5)very
satisfied

A latent construct can be defined as whatevenitkiple
indicators have in common with each other, e.gnjlfaquality of
life is considered a latent construct becausenhotibe measured
directly. Instead it is measured by multiple observariables.

Measurement error associated with an observedblaria

Residual error (or disturbance) in the predictibamunobserved
factor.

Direct effect is a directional relation betweertvariables, e.g.
the relationship between Regularity of Family Roes and
Family Quality of Life.

Indirect effect is the effect of an independeniafale on a
dependent variable through one or more interveaimgediating
variables (Baron & Kenny, 1986). For example, trediating or
indirect effect of positive and negative appramathe relationship
between the regularity of family routines and fangjuality of life.

In terms of SEM data analyses procedures, it igasstgd to use several fit statistics (or

fit indices) to assess the fit between the hypasleesmodel and the actual data collected
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(Schreiber, Nora, Stage, Barlow, & King, 2006). Theee fit indices used in this study are (a)

the ratio of the chi-squarg?] to its degrees of freedordfl andp-value, (b) the comparative fit

index (CFl) and (c) the root mean square erromppf@aximation (RMSEA). These indices, with

their acronyms and general rules for acceptable ékplained in Table 3.7.

Table 3.7

Summary of SEM Fit Indices

Explanation Acronym General rule for acceptable fit/ Notes

Absolute indexes:

Chi-square y2 or CMIN The smaller, the better.

Probability ofy? p Ideally, for a model that fits the data, tffevould not be significant
(p > 0.05). However, by itself this does not detemnivhether to
reject the model or retain it. Therefore, althoagbtatistically
significant model test statistic (p <. 05) doesvite preliminary
evidence against the model, other information aboadel-data
correspondence must be considered (Kline, 2011).

As sample size increasa3,increases and its correspondpgalue
declines (lacobucci, 2010). Therefgfewill almost always be
significant (indicating a poor fit) even with almiaeodest sample
sizes. As a result, the ratio gfto its degrees of freedom is used
(see below).

Degrees of freedom df The larger, the better. R§dge]

Ratio ofy? to degrees of ¥2 [df The model chi-square statistj@)(divided by the degrees of

freedom freedom is often used and demonstrates reasonilehé statistic
adjusted by its degrees of freedom does not ex8€e(Kline,
2011).

Akaike information criterion AlC This evaluation A1C values is used when two models with the
exact observed variables are compared, with smadleies
indicating better fit (Harlow, 2014).

Comparative fit index:

Comparative fit index CFlI CFP .95: excellent fit
CFI = .90 - .95: acceptable fit

Other indexes:

Root mean square error of RMSEA RMSEA = 0: exact / good fit

approximation (with [LO90; HI90] RMSEA < .05: close fit

confidence interval)

RMSEA < .06 to .08: fair fit
RMSEA < .10: acceptable fit
RMSEA > .10: poor fit, unacceptable (Harlow, 2014)

As noted in Table 3.7, one of the intricacies VBtM analysis is the sample size. It is

difficult to figure out the sufficient sample siabead of time by using exact equations because

there is no information beforehand about the strenfjthe relationships among the variables.

However, as noted by lacobucci (2010) the ruléhafitb to have a sample size of 200 or more
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(Kline, 2011) might be overly ambitious and thaéewith small sample sizes (e.g., 50 to 100)
SEM models can perform well if the variables at@be, the effects are strong, and the model
not overly complex. This is also true for simpledia¢éion SEM models that behaved statistically
regularly for small sample sizes (lacobucci et2007). This study’s medium sample size of 180

participants was therefore considered sufficientfmng SEM analysis.

Prior to testing the hypothesised model with SEM|iminary data analysis was
performed to make sure that the data met the aggumagor using SEM (Harlow, 2014). The
assumption of independence was met because a fangly member completed the research
guestionnaire only once. The assumption of norgalds then tested. The observed data was
assessed for univariate normality which can benditator of multivariate normality. The
preliminary analyses suggested that the assumgtinarmality did not appear to be violated,
except for one question on the Family Routine Itegn- “My children go to school on the
same days each wéekhich had a reported skewness of 4.93 and kwtos28.97. This could
be explained due to the selection criteria thatmiredq only families of children attending a
school on a regular basis to be included in theysflihis question item was therefore excluded
from further analyses. Since the assumption of atity'was not violated, the study used
maximum likelihood estimation which is not depertdemthe instruments and does not demand

an overly large sample size.

3.9.  Summary

This chapter described the methodology used istilngy. The research aims and design
was stipulated. The participants were discusseerins of the selection criteria, the recruitment
and sampling methods, and a rich description otttaFacteristics of the participating families
were provided. The study materials were reportetth avspecific focus on the selection process
of the instruments. The pretesting of the surveykbet and the pilot study with
recommendations for the main study were discudsasdly, the main study was described in
terms of the ethical considerations and data didlie@rocedures, followed by the procedures

used for the data preparation and analyses.
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CHAPTER 4
RESULTS

4.1. Introduction

This chapter reports the results of the studyseékematically presented in Figure 4.1, the
chapter commence with the specification of the S&dlel. Following recommended SEM
guidelines, the model-data fit assessment was thoiweo phases (the measurement model and
the structural model), and the results are repatedrdingly. The descriptive statistics of the
measuring instruments and influences of the denpbiggavariables on family quality of life are

reported amid the two phases.

4.2

NN SEM model /

4.3. Measurement model
4.3.1 Reliability of the measuring instruments
4.3.2 Validity (confirmatory factor analysis)

v

4.4 Descriptive statistics
4.4.1 Family Routines Inventory
4.4.2 Family Impact of Childhood Disability Scale
4.4.3 FQOL Scale

\ 4

v

4.5 Influences of demographic variables on familgldy of life

v

4.6 Structural model

A

Figure 4.1Schematic overview of the results chapter.

4.2. The full SEM model

The culmination of the conceptual model develoses Chapter 2, Figure 2.2) and the
measurement instruments selected (see Chaptect®r8.5) resulted in the full SEM model of
the study, which is specified in Figure 4.2. (Forexplanation of the SEM notation used in the

SEM model and subsequent SEM terminology see 3e8t&3.)
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As illustrated in Figure 4.2, a distinction is mdmgween the measurement model and
the structural model of the SEM model. The measargmmodel concerns the relations between
the unobserved latent constructs and their measamgables. For example, Positive Appraisal is
measured by P1 to P10 (thel0 questions on the B¢k that relates to the positive impact of
ASD on the family), while Negative Appraisal is rsaeed by N1 to N10 (the 10 questions on
the FICD Scale that relates to the negative impBA&SD on the family). Similarly, Family
Quiality of Life is measured by Q1 to Q25 (the 2®sfions on the FQOL Scale). Figure 4.2 also
shows that Family Quality of Life is conceptualisesia second-order latent construct. A second-
order latent construct is a construct whose indrsathemselves are latent constructs. The first-
order latent constructs of Family Quality of Lifeega) Family Interaction, (b) Parenting, (c)
Emotional Well-Being, (d) Physical/Material Well-iBg, and (e) Disability-related Support.
Regularity of Family Routines is also conceptualias a second-order latent construct, with (a)
Workday Routines, (b) Leisure Routines, (c) MeadtiRoutines, (d) Children Routines, (e)
Bedtime Routines, (f) Family and Friends Routireeg] (g) Leaving and Homecoming Routines
as the first-order latent constructs. Thus, the foain latent constructs (Regularity of Family
Routines, Positive Appraisal, Negative Appraisat] &amily Quality of Life) and how they are
measured represents the measurement model. Thusaitunodel concerns the relations among
these four main constructs — the direct relatignbletween Regularity of Family Routines and
Family Quality of Life, and the mediating relatidviyss of Positive Appraisal and Negative
Appraisal.

It is recommended to do SEM analysis in two phayeseparating the measurement
portion and the structural portion of the modemiEspecifications are present in the
measurement model it can be realised and addréssiethefore assessing the structure among
the latent constructs (Kline, 2011; Mueller & Haokp2008). Therefore, the model-data fit

assessment was done in two phases, and the nedtsed are done accordingly.

4.3. The measurement model
First, the reliability of the instruments was detered. Thereafter the validity of each

latent construct was assessed by using confirm#etgr analysis (CFA) techniques.
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4.3.1. Reliability

To determine the reliability of the measuring instents, the internal consistency was
assessed by calculating Cronbach’s alpha. Thieisnost common form of reliability because it
requires an assessment at a single point in tireesangle form, and it can be determine as long
as multiple items exists (Harlow, 2014). The caidinto should preferable be greater than or
equal to .70 - .80 (Field, 2013). As reported ibl&a.1, the Cronbach’s alpha for the overall
scales indicated good to excellent internal reliigh(.80 — 92). It is also recommended to

determine the internal consistency for each oftitescales of an instrument (Field, 2013).

Table 4.1
Reliability of Measuring Instruments
Instrument and Subscales Numb_er of a Interpretation/
questions Comment
Overall Family Routines Inventory 27 .798 Good
Overall FICD Scale 20 .799 Good
Overall FQOL Scale 25 .924 Excellent
Family Routines Inventory Subscales:
Workday Routines 8 .624 Acceptable
Leisure Routines 2 .555 Acceptable
Mealtime Routines 3 .592 Acceptable
Children Routines 4 .3982 Combine Children and Bedtime
Bedtime Routines 2 4362 Routines to increase reliability®
aChild Routines (combined) 6 .520 Acceptable
°Family and Friends Routines 2 .469° Keep as two separate variables®
Leaving and Homecoming Routines 3 .526 Acceptable
FICD Subscales:
Positive Appraisal 10 .786 Good
Negative Appraisal 10 .862 Good
FQOL Subscales:
Family Interaction 6 .861 Good
Parenting 6 .796 Good
Emotional Well-Being 4 .739 Good
Physical/Material Well-Being 5 .824 Good

Disability-related Support 4 .765 Good

a Children Routines and Bedtime Routines combingmléane domain of Child Routines.
° Family and Friend Routines were distinguishethasseparate variables (i.e. Communicating with ifam
Routines and Visiting Family and Friends Routines).

As reported in Table 4.1, the alphas for the twbviidual subscales of the FICD Scale

were good (.79 for the Positive Appraisal subseal@ .86 for the Negative Appraisal subscale).
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The alphas for the five individual subscales of BaiQuality of Life were also good (.74 to
.86). However, the five subscales of the Family tR@s Inventory were less optimal.
Specifically, the Children Routines (.40), BedtiReutines (.44) and Family and Friends
routines (.47) showed a suboptimal internal coanist. After analysing these routines
gualitatively, it was determined to combine thel@f@n Routines and Bedtime Routines (since
the bedtime routines questions were explicitlyteelao children) into one domain of Child
Routines. This resulted in a more acceptable nétiaboefficient of .52. The two Family and
Friends Routines were also analysed and distingdisls two separate measured variables (i.e.
Communicating with Family Routines and Visiting Fnand Friends Routines). After these
modifications, the individual subscales of the RgrRioutines Inventory ranged from .52 to .62,
which is acceptable, given the unobservable natiiiee latent construct and the small number
of items (Field, 2013)Based on the reliability results, the measuremedehfor the Regularity

of Family Routines was modified and treated acewigiin all further analyses.

4.3.2. Validity

Validity is the degree to which an instrument aateily measures what is supposed to
measure. Ensuring validity starts with a thorougbarstanding of what is to be measured. CFA
analysis is a confirmatory technique which anatysedimensional structure of a measuring
instrument — testing the structure proposed bydkearcher (as illustrated in the measurement
model of Figure 4.2) to verify whether the dataaofetd in the present study fitted the original
model. The CFA model-data fit values of each insent are reported, including model-fit
indices (assessing the goodness-of-fit), and tt®fdoadings (assessing the parameter
estimates). The factor loadings are examined fpriscance and effect size. The loadings can be
seen as correlational effect sizes in CFA andtesjmeted as small, medium, or large for values

of .1, .3, and .5 or more, respectively (Harlowl120

4.3.2.1Measurement modeling of the Regularity of FamilytRes

To confirm the validity of the construct of Regutaiof Family Routines two factor
structures were examined. Model 1 (a baseline on@dsional model with all 27 measured
variables loading onto a single factor of Reguwanit Family Routines) was compared to Model

2 (a second-order latent construct model of Regulaf Family Routines with five first-order
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latent variables and five measured variables).r€kalts of the model fit assessment for both

Model 1 and Model 2 are summarised in Table 4.2.

Table 4.2
Summary of the Fit Statistics of the Two ModeReagularity of Family Routines

Model p X? df X2 /df CFlI AIC RMSEA 90%ClI
1. One factor model <.001 665.891 324 2.055 515  827.891 .063 [.056;.070]
2. Second-order five
factor model and five <001  574.841 320 1.796 638 744.841 .055[.048;.062]

measured indicators

Note p = p-value.y? = chi-squarey?/df is the ratio of chi-square divided by the d=zy of freedom. CFI =
Comparative fit index. AIC Akaike information criteria. RMSEA = Root mean sguarror of approximation. ClI
= confidence interval.

As shown in Table 4.2, the Akaike information atidgAIC) index for Model 2 was
smaller than the AIC index for Model 1. This indexused when comparing different models
that have the same measured variables (such astth@snodels). The smaller value indicates a
better fit, therefore Model 2 was the best fittmgdel for the Regularity of Family Routines.
Although they? was relatively large and had a significpntalue, as is often the case with
moderate to large samples, ffa&lf indicated a reasonable fit, the CFI of .64 indida
suboptimal fit, while the RMSEA of .055 along wite 90% CI [.048, .062] revealed a close fit.

This indicated the model-data fit is not optimalt plausible.

Figure 4.3 illustrates the factor loadings (staddad regression weights) of the
measurement of the Regularity of Family Routinesaageptualise in Model 2. As observed in
Figure 4.3, the factor loadings of the five lateahstructs loading onto the Regularity of Family
Routines ranged from .49 for Workday Routines &f@ Leaving and Homecoming Routines.
The five measured variables loading onto the Retylaf Family Routines ranged from .32 for

Disciplinary Routines to .46 for Visiting Family dfrriends Routines.
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a Standard error was not estimated.

*p <.05. ** p < .001.
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As illustrated in Figure 4.3, the CFA of the Regiflaof Family Routines model showed
that all the hypothesised factor loadings weresiteally significant and sufficiently large. This
provided evidence of the construct of Regularityramily Routines being measured in a valid

manner.

4.3.2.2Measurement modeling of the Cognitive Appraisdaheflmpact of ASD

To confirm the validity of the latent constructssRive Appraisal and Negative Appraisal,
only model was considered because the relationdesstihe two subscales was expected to be a
zero, or low correlation — thus a one factor mada$ not considered. The Positive-Negative
model consisted of the 10 measured variables Igaatito Positive Appraisal, and the 10
measured variables loading onto Negative Appraidad. fit statistics for the Cognitive Appraisal
of the Impact of ASD model is reported in Table.4.3

Table 4.3
Summary of the Fit Statistics of the Cognitive Ajgal Model

Model P X2 df 2 Idf CFl RMSEA (90% Cl)
2‘(’32"’9 —Negative  _551 372530 169 2.204 806 .068 [.058-.077]

Note p = p-value.y? = chi-squarey?/df is the ratio of chi-square divided by the d=zy of freedom. CFl =
Comparative fit index. RMSEA = Root mean squarereof approximation. Cl = confidence interval.

As displayed in Table 4.3, the overall fit indiecdthe CFA analyses revealed the
hypothesised model for Cognitive Appraisal offeagplausible fit to the data. Although tjfe
was relatively large and had a significantalue, they?/df indicated a reasonable fit, the CFI of
.80 indicated a suboptimal fit, while the RMSEA 068 along with its 90% CI [.058, .077]
revealed a fair fit. This indicated the model-di#tés not optimal, but plausible.

As anticipated from the literature (Larson, 1998)t& & Hiebert-Murphy, 2002), there
was a not a statistically significant correlatiatveen Positive Appraisal and Negative
Appraisal; Pearsonig180) = .07p = .428). A low or no correlation indicates goodcdisiinant
validity between the two subscales and as a rabel, are treated as separate variables in the
structural model. Figure 4.4 illustrates the fadt@dings (standardised regression weights) of

Positive Appraisal and Negative Appraisal.
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*p <.05. **p <.001.

As illustrated in Figure 4.4, the measured varigldading onto Positive Appraisal (P1 to

and Negative Appraisal was measured in a valid @nn
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P10) ranged from .33 to .66. The measured variapesified to measure Negative Appraisal
(N1 to N10) ranged from .41 to .76. All the hypegised factor loadings were statistically

significant and sulfficiently large. This providedaence that the constructs of Positive Appraisal

63



Chapter 4: Results

4.3.2.3Measurement modeling of Family Quality of Life
To confirm the validity of the Family Quality of 1d construct, a second-order five factor
model was considered (Balcells-Balcells et al., 12@offman et al., 2006; Zuna et al., 2009).

The fit statistics for the Family Quality of Lifeadel are displayed in Table 4.4.

Table 4.4
Summary of the Fit Statistics of the Family Quabity.ife Model

Model P X2 df ¥2 Idf CFI RMSEA (90% CI)
ﬁl‘z‘g’er?d'order FQOL  _001 558660 270 2.069 852 064 [.056-.071]

Note p = p-value.y? = chi-squarey?/df is the ration of chi-square divided by the &g of freedom. CFl =
Comparative fit index. RMSEA = Root mean squarerenf approximation. Cl = confidence interval.

As reported in Table 4.4., the overall fit indicdghe CFA analysis revealed that the
hypothesised second-order Family Quality of Lifedelooffered a plausible fit to the data.
Although they? was relatively large and had a significpntalue, as is often the case with
moderate to large samples, ffa&lf indicated a reasonable fit, the CFI of .85 indida
suboptimal fit, while the RMSEA of .064 along wite 90% CI [.064, .071] revealed a fair fit.
The factor loadings (standardised regression wejgtitFamily Quality of Life as a second-

order latent construct model are illustrated inuiFég4.5.
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Figure 4.5 illustrates that the second-order FaQihality of Life model resulted in
strong factor loadings of the measured variab®$ {89). The standardized regression weights
of the regression of the five latent construct®dhe second-order Family Quality of Life
construct were for Family Interaction (.78), Pamam{.93), Emotional Well-Being (.80),
Physical/Material Well-Being (.75) and Disabilitgtated Support (.75). All the hypothesised
factor loadings were significant and sufficientyde, and similar to previous results (Hoffman
et al., 2006). This provided evidence that the tansof Family Quality of Life was measured
in a valid manner. This concluded the assessmeaheaheasurement model.

4.4. Descriptive statistics
4.4.1. Family Routines Inventory

The descriptive statistic8/A; SD) are reported for each measured variable, the five
subdomains, and the overall score of the FamilytiRes Inventory, as displayed in Table 4.5.
The frequency scores ranged from 0 (meaning tferhdy does not participate in this particular
routine) to 3 (meaning that a family participatédays or almost every day in this particular
routine).

Table 4.5
Frequency of Family Routines on the Family Routingentory (in order from highest to lowest

mean scores)

Key Description Mean SD
Measured variables:
R5 My children do the same things each morning as soon as they wake up. 2.40 0.847
R1  Parent(s) have some time each day for just talking with the children. 2.37 0.813
R15 My children have some time each day for playing alone. 2.32 0.817
R11 My family eats dinner at about the same time each night. 2.27 0.847
R2  Parent(s) have certain things they do every morning while getting ready to start 2.26 1.010
the day.
R23 We ch)e/zck in and out with each other when someone leaves or comes home. 223 0.994
R13 My family eats at least one meal together almost every day. 2.16 0.998
R26 Parent(s) have certain things we do each time our children get out of line. 214 0.872
R4  Working family member(s) take care of the children sometime almost every day. 2.12 1.012
R19 My children go to bed at the same time almost every night. 211 0.980
R18 My children have special things they do or ask for at bedtime (e.g. story, good- 2.08 1.100
night kisses, a drink of water).
R6  Parent(s) and children play together sometime each day. 2.03 0.825
66
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Key Description Mean SD

R3  Working family member(s) have a regular play time with the children after 1.91 0.848
coming home from work.

R25 My family has certain things we almost always do to greet the working family 1.89 1.131
member(s) at the end of the day.

R16 My child with ASD attends regular therapy appointments. 1.84 1.056

R21 Parent(s) talk to their own parent(s) regularly. 1.77 0.986

R17 Parent(s) do therapy activities with their child with ASD as suggested by 1.75 0.957
teachers, therapists, or other professionals.

R25 Working family member(s) come home from work at the same time each day. 1.72 1.046

R27 My children do regular household chores (e.g. caring for pets, picking up their 1.50 1.051
toys).

R10 Mz f)amily has a certain ‘family time’ each week when we do things together at 1.38 0914
home.

R12 At least some of my family members eat breakfast together almost every 1.31 1.047
morning.

R14 Parent(gs) read or tell stories to our children almost every day. 1.29 0.922

R7 My family does something together outside the home almost every day (e.g. 1.26 0.796
shopping, walking, etc.)

R8 My family has a ‘quiet time’ each evening when everyone talks or plays quietly. 1.21 0.984

R22 My family visits with our relatives or friends regularly. 1.02 0.744

R20 Parent(s) have a certain hobby or sport they do regularly. 0.95 0.938

R9 My family goes some place special together each week. 0.82 0.829
Subdomains:
Child Routines 221 0.625
Workday Routines 1.95 0.468
Leaving and Homecoming Routines 195 0.776
Mealtime Routines 1.92 0.712
Leisure Routines 1.10 0.732
Overall Regularity of Family Routines 1.84 0.398

Note.Regularity of routines was scored on a scale @fiiost neverto 3 @most every dgy

From the results reported in Table 4.5 it was deit@ed that the most frequent routine
reported was the children’s morning routine as sa®they wake up. The two least frequent
routines that scored less than 1 were parentshigaviregular hobby or sport, and the weekly
visit of a special place together as a family. $hbdomain with the highest frequency was Child

Routines, while Leisure Routines scored the lowest.

4.4.2. Family Impact of Childhood Disability Scale

Table 4.6 displays the descriptive statistids $D) of each measured variable and the
two subdomains of the FICD Scale. The scores rafrged 1 (ot at all) to 4 ¢o a substantial
degred. Ten questions (P1 to P10) measured the apprHisiad positive impact of ASD, and 10
guestions (N1 to N10) measured the appraisal ofdigative impact of ASD on the family.
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Table 4.6
Degree of Impact Ratings on the FICD Scale (in ofdam highest to lowest mean scores)
Key Description Mean SD
Measured variables:
N3 It has led to additional financial costs. 3.53 0.808
P5  This experience has helped my family to appreciate how every child has a 3.51 0.787
unique personality and special talents.
P8  The experience has made my family more aware of other people’s needs 3.42 0.785
and struggles which are based on a disability.
P7 My child’'s ASD has led to positive personal growth, or more strength in me 3.37 0.857
as a person and/or my family members.
P9  The experience has taught my family that there are many special pleasures 3.28 0.830
from my child with ASD.
N1 There have been increased time demands created in looking after the 3.23 0.901
needs of my child with ASD.
P6 My family has become more tolerant of differences in other people and 3.17 0.935
generally more accepting of physical or intellectual differences between
eople.
P4 'rl)'hepexperience has made my family come to terms with what should be 3.11 0.920
valued in life.
P10 Raising my child with ASD has made life more meaningful for my family. 3.06 0.993
N4 It has led to limitations in social contacts outside the home. 2.89 1.083
N7 It has led to a reduction in time I/we could spend with my/our friends. 2.74 1.119
P1  The experience has made my family more spiritual. 2.73 1.098
P2 My family members do more for each other than they do for themselves. 2.67 0.955
N10 Because of the circumstances of my child’s ASD, there has been a 2.57 1.192
postponement of major purchases.
N2  There has been an unwelcome disruption to “normal” family routines. 2.43 1.075
N8 My family experienced chronic stress. 2.36 1.117
P3 It has led to an improvement in my relationship with my partner. 2.25 1.111
N5  We had to postpone or cancel major holidays. 2.15 1.243
N9  The situation has led to tension with my partner. 2.02 1.084
N6  Because of the situation, I/we have hesitated to phone friends and 1.90 1.001
acquaintances.
Subdomains:
Positive Appraisal 3.06 0.540
Negative Appraisal 2.58 0.719

Note.Positive Appraisal and Negative Appraisal of th@att of ASD on the family was scored on a scalk (oiot
at all) to 4 to a substantial degrge

Table 4.6 illustrates that families’ reported theplication of additional financial costs as
the most substantial impact on the family. Secanithis was that family members appreciate
every child as having a unique personality andigp&dents because of having a child with
ASD in the family. The least substantial impact west families felt hesitant to phone friends

and acquaintances. Positive Appraisal reportedtaehimean score than Negative Appraisal.
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4.4.3. Family Quality of Life Scale
Table 4.7 displays the descriptive features ofiidevidual measured variables and the

subdomains of the FQOL Scale. The scores ranged Irfrery dissatisfiegto 5 {ery satisfiedl

Table 4.7

Satisfaction Ratings on the FQOL Scale (in ordenftighest to lowest mean scores)

Key Description Mean SD
Measured variables:
Q5 My family members show that they love and care for each other. 4,27 0.897
Q25 My family has good relationships with the people who provide services and 425 0.816
support to my child with ASD.
Q22 My child with ASD has support to accomplish goals at school. 4,21 0.887
Q18 My family gets medical care when needed. 4,18 1.058
Q1 My family enjoys spending time together. 4,16 0.842
Q23 My child with ASD has support to accomplish goals at home. 414 0.849
Q2 My family members talk openly with each other. 4.08 0.916
Q9 My family members teach the children how to get along with others. 4.07 0.864
Q17 My family feels safe at home, work, school and in our neighbourhood. 4,01 0.941
Q4 My family members support each other to accomplish goals. 3.95 1.088
Q18 My family members have transportation to get to the places they need to be. 3.89 1.276
Q7 My family members help the children learn to be independent. 3.89 0.836
Q10  Adults in my family teach the children to make good decisions. 3.86 0.929
Q8 My family members help the children with schoolwork and activities. 3.86 0.972
Q6 My family is able to handle life’'s ups and downs. 3.85 0.921

Q12  Adults in my family have time to take care of the individual needs of every child. 3.82 1.034
Q11  Adults in my family know other people in the children’s lives (friends, teachers). 3.81 0.963

Q20 My family gets dental care when needed. 3.79 1.130
Q3 Our family solves problems together. 3.77 1.039
Q19 My family has a way to take care of our expenses. 3.64 1.196
Q24 My child with ASD has support to make friends. 349 1.126
Q15 My family members have some time to pursue our own interests. 3.28 1.167
Q13 My family has the support we need to relieve stress. 3.28 1.134
Q14 My family members have friends or others who provide support. 3.21 1.187
Q16 My family has outside help available that we use to take care of the special 3.10 1.300
needs of all family members.
Subdomains:
Disability-related Support 4.03 0.715
Family Interaction 4.01 0.723
Physical/Material Well-Being 3.90 0.852
Parenting 3.89 0.657
Emotional Well-Being 3.22 0.906
Overall Family Quality of Life 3.83 0.610

Note.Family Quality of Life was scored on a scale df/éry dissatisfiedto 5 (ery satisfiejl
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Table 4.7 shows that families felt most satisfieat family members show that they love
and care for each other. Families also felt vetigBad with the relationship that they have with
the people who provide service and support for ttiaid with ASD. Families felt the least
satisfied with friends or others who provide suppand the outside help available to take care
of the special needs of all family members. Thedsafain of Disability-related Support scored

the highest satisfaction rating, while the subdonmiEmotional Well-Being scored the lowest.

In terms of the overall Family Quality of Life Seofthe summative score of the
subdomains), only one participant (0.56%) scored/éen 0.00 and 1.00€ry dissatisfied The
overall family quality of life satisfaction ratirfgr the remaining participants were as follows: 16
participants (8.94%) scored between 2. ®@derately dissatisfigdand 3.00r¢either satisfied
nor dissatisfied] 86 participants (48.04%) scored between Beitljer satisfied nor dissatisfigd
and 4.001fhoderately satisfigdand 76 participants (42.46%) scored betweerfMdalerately
satisfied and 5.0 Yery satisfie§l As reported in Table 4.7 the mean score foQkerall Family
Quality of Life score was 3.83D= 0.61).

4.5. Associations between demographic variables and FaiyiQuality of Life

Demographic variables were not included in theiarp8EM model but additional
analysis was conducted to investigate the poteetffietts of the demographic variables on
Family Quality of Life. Due to the nature of thenagegraphic variables different statistical tests
were done to assess potential effects. Independesits were used to compare the difference of
the Family Quality of Life of two groups (e.g., cparing the difference of the Family Quality of
Life between boys and girls with ASD. Secondly, -eveey ANOVA analysis was conducted to
determine the differences between the Family QuafiLife of several groups (this was only for
the four different employment groups). Lastly, Sp&an correlations were used to determine the
associations between continuous demographic vaggblg. the number of children in the

household) and Family Quality of Life.

The independertttest compares the means of two different groups. difference
between the two means tell you how the groupsrdifféhe p-value is less than .05 it means that

the groups are significantly different. The effsizte of the difference is calculated to discover
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whether the effect is important in practical terfisis is the Cohen’d value. Suggestions about
what constitutes a large or small effectds: 0.2 (small), 0.5 (medium) and 0.8 (large) (Fjeld
2013). The results of the independetdsts that assessed the difference of the Oveaatilly
Quiality of Life between groups are reported in €&biB.

Table 4.8
Independent t-tests to Compare the DifferenceBeoOverall Family Quality of Life between
Two Groups
Overall

Groups FQOL (M) SD M-M df t d
Individual demographics:
1. Boy with ASD .823 3.83 0.625 0.02 175 0.223 0.04
2. Girl with ASD 3.81 0.555
1. Additional disability or medical .297 3.72 0.620 -0.13 174  -1.045 0.21
condition present
2. No additional disability or 3.85 0.611
medical condition present
Family unit characteristics:
1. Father living with the family .009 3.89 0.592 0.28 177 2.63 0.46
2. Father not living with the family 3.61 0.630
1. Grandparent(s) living with the .661 3.79 0.683 -0.05 177 -0.44 0.08
family
2. Grandparent(s) not living with 3.84 0.595
the family
1. Other family member(s) living .163 3.71 0.641 -0.16 177 -1.40 0.24
with the family
2. Other family member(s) not 3.87 0.600
living with the family
1. Paid helper living with the 913 3.82 0.449 -0.01 177  -0.109 0.02
family
2. Paid helper not living with the 3.83 0.631
family
1. Father working .017 3.94 0.556 0.36 137 2.414 0.55
2. Father not working 3.58 0.663
1. Mother working 495 3.85 0.614 1.76 171 0.684 0.11
2. Mother not working 3.78 0.624
1. Two-parent family .002 3.91 0.576 0.36 168 3.218 0.55
2. One-parent family 3.55 0.661

Note.p = p-value,M = meanM-M = Difference in means between the two grotipst-test statisticdf = degrees of
freedom.d = Cohen’d (effect size). Statistically significant differeze(p < .05) and medium effect sizes in bold.

The results reported in Table 4.8 indicate thatiliasmwho had a father living with them
had a higher overall Family Quality of Lif&(= 3.89,SD= 0.592) compared to those families
who did not have a father preseit £ 3.61,SD= 0.630). This difference can be considered to
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have a medium effect sizd € 0.46). Families who had a working father hadghér overall
Family Quality of Life M = 3.94,SD= 0.556) compared to families who did not haveoakmng
father M = 3.58,SD = 0.663). This difference also indicates a medaffact @ = 0.55). Lastly,
two-parent families had a higher overall Family @yaf Life (M = 3.91,SD= 0.567)
compared to one-parent familied € 3.55,SD= 0.661). Again this is considered a medium
effect @ = 0.55). All these differences were statisticailynificant p < .05), whereas the

differences between other groups reported werstatstically significantg > .05).

For the one-way ANOVA analyses, the only demographriable assessed was the
parent’s employment status. The four different sypeemployment groups were compared to
determine if they indicated different overall Fayruality of Life scores. The groups were (a)
parents who work full-time, (b) parents who worktgame, (c) parents who are not currently
working, and (d) housewives. The analysis of var@gashowed that there was no significant
differences |§ = .107) between these group$3,172) = 2.01.

The third statistical test was to determine theatations between continuous
demographic variables and Family Quality of Liféelcorrelation coefficient is commonly used
as a measure of the size of an effect, and indicheedirection of the effect. A positive
correlation coefficient indicates a positive radaship, while a negative correlation coefficient
indicates a negative relationship. Values of aroddndicates a small effect, values around .30

indicates a medium effect, and values around .8i@ates a large effect (Field, 2013).

Table 4.9 report the correlations between individiaily member demographics and
Family Quality of Life — the parent demographicggaf father, age of mother, and educational
background) and demographics of the child with A88e and level of severity of ASD) with
Family Quality of Life. Additionally, the correlatns between the family unit characteristics and
Family Quality of Life were assessed (the familgame, and the family structure — the age of
the oldest child, the age of the youngest child, #@we number of children in the household).
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Table 4.9
Spearman Correlations between Individual Family MenmDemographics and Family Unit

Characteristics, and Family Quality of Life

Physical/ Disability -

Family Parenting Emotior]al Material related Overall

Interaction Well-Being Well-Being Support FQOL
Individual demographics:
Parent
Age of father .052 193" .028 .140 -.025 11
Age of mother .030 167 -.061 .090 -.066 .026
Educational background .069 204" 130 402" 128 256"
Child with ASD
Age .076 .109 .083 -.034 .003 .072
Level of severity of ASD -.243" -.134 271" -.142 -.198" -.236"
Family unit characteristics:
Family income
Monthly family income .039 122 120 515" 181 266"
Appraisal of this income 198" 287" 327" 589" 319" 445"
Family structure
Age of oldest child -.031 .077 -.034 -.168" -.102 -.054
Age of youngest child -.085 -.040 -.018 -.164 -.114 -111
Number of children -.013 .089 .022 -.091 -.098 -.029

Note FQOL = Family Quality of Life. Correlations in labindicate a medium effect (>.30) or large effee60).
*p<.05. *p<.01.

As reported in Table 4.9, only the appraisal offémaily income showed a statistically
significant, medium effect with Overall Family Quglof Life. Parent’s educational background,
family income, and appraisal of the monthly incashewed significant medium to large effects
with the Physical/Material Well-Being domain. Apga of the monthly household income also
showed significant medium effects with the domahEmotional Well-Being and Disability-
related Support. (For an overview of the correlaibetween the demographic variables and the

Regularity of Family Routines, Positive AppraisatiadNegative Appraisal see Appendix L.)

4.6. The structural model

It was important to determine the correlations leemthe four latent constructs prior to
assessing the structural model. It is recommeniad ¢lationships between latent constructs in
the structural model should preferably be less #iayut |.70| to be able to justify that there are
distinct constructs that are not multicollinearcdirrelations are > .90 multicollinearity is most
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likely present. Table 4.10 shows the correlatiogtsvieen the Regularity of Family Routines,
Positive Appraisal, Negative Appraisal and the doaf Family Quality of Life.

Table 4.10
Correlations between Regularity of Family Routirféssitive Appraisal, Negative Appraisal,

and Family Quality of Life Domains

Regularity

of Positive  Negative Overall Family Parentin Emotional
Family ~ Appraisal Appraisal FQOL Interaction 9 Well-Being
Routines

Physical/  Disability-
Material related
Well-Being  Support

Regularity of - - . o oo}
Family Routines - .199* -.146  .439*** .392 .449 .363 .250 .299
Positive wx - -
Appraisal = .081  .254*** 312 .295 113 .059 .234
Negative ) - . i ot ) . ) N
Appraisal - -.336%** -.296 -.218 475 .156 .269

Note FQOL = Family Quality of Life. Correlations in labindicates a medium effect (>.30) to large effecb0).
*p<.05.* p<.01. ***p<.001.

As indicated in Table 4.10, no problems relatethtdticollinearity were found, and each
significant correlation between the variables wathe expected direction. (Appendix M reports
the correlations between all the latent constru@ise next step was to assess the structural

model.

The structural model of this study can be descrdmed multiple mediation model
because it includes not only one, but two mediafices Positive Appraisal and Negative
Appraisal). As recommended by Preacher and Hay88]2the multiple mediators were tested
in a single-step multiple mediation model, inste&tivo separate single mediator models. The
weak correlation between Positive Appraisal anddtigg Appraisal (Pearson'$180) = .07p =
.428) further motivated testing the multiple meiatmodel in one step (Preacher & Hayes,
2008). First, the multiple mediation model was ased in terms of how well the collected data
fitted with the hypothesised model. The resultthef analysis are reported in Table 4.11.

74

© University of Pretoria



Chapter 4: Results

Table 4.11
Summary of Fit Statistics for the Multiple Mediatiblodel

Model 3 P X2 df ¥ Idf CFI RMSEA (90% Cl)
Multiple <001  1149.284 589 1.951 726 1060 [.055: .065]

mediation model

Note p = p-value.y? = chi-squarey?/df is the ration of chi-square divided by the &g of freedom. CFl =
Comparative fit index. RMSEA = Root mean squarereof approximation. Cl = confidence interval.

As displayed in Table 4.11, the overall fit indicdshe SEM analyses revealed that the
hypothesised model offered a suboptimal, but pkdedit to the data. Although th@ was
relatively large and had a significgmt/alue, theg?/df indicated a reasonable fit, the CFI of .73
indicated a suboptimal fit, while the RMSEA of .0élong with its 90% CI [.055, .065] revealed

a fair fit.

Secondly, a mediation analysis was performed usiag@aron and Kenny (1986) causal
steps approach to determine whether mediation sctlsing this approach, the researcher first
asks whether the paths defining a specific indiedfeict are significant. If either of the paths for
a hypothesised indirect effect through the mediatiariable is not statistically significant, the
mediating variable is deemed not to be a medikigure 4.6 illustrates the calculated path
coefficients of the indirect effect (path al&bl grath a2&b?2), and the direct effect (path cl).
All the paths were found to be statistically sigzaht ¢ > .05). Both the unstandardised and

standardised path coefficients are reported inrEigub.
Positive
Appraisal

cl = .50%* (.840%)

Negative
Appraisal

Figure 4.6The direct effect (path c1) and indirect effectfpal.bl) + (path a2.b2) of the
multiple mediation model.

Note.Standardised regression weights in bold. Unstaiskddegression weights in brackets.
*p<.05.*p<.01.

al = .25* (.043%) bl = .24* (2.347%)

Family Quality
of Life

Regularity of
Family Routines

a2 = -.27* (-.092%)

b2 = -.25* (-1.217%)
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As illustrated in Figure 4.6, the direct effectReégularity of Family Routines in the
mediation model was significantly associated wiémiy Quality of Life,c = .84,p < .001. This
means that each increase in the frequency of FdRailtines predicted approximately an
increase of somewhat less than 1 point in Familgli@uof Life. The standardised regression

weight € = .50,p < .001) indicates that this is a large effect.

The path between the Regularity of Family Routized Positive Appraisal was
significant,c = 0.043,p < .05. Although this relationship is significatite standardised
coefficient indicates a relatively small effect .25,p < .05). This means that more frequent
Family Routines is associated with a somewhat milositive Appraisal. The relationship
between Positive Appraisal and Family Quality delwas also significant = 2.347 p < .05.

This means that an increase of Positive Appraiadléhcorresponding increase of approximately
2 points in Family Quality of Life. The standardiseegression weight (= .24,p < .05)

indicated a significant, but small effect.

Similarly, but in an opposite direction, the Regitjeof Family Routines was
significantly associated with Negative Appraisat .092,p < .05. This relation had a negative
direction, meaning that each increase in the frequef Family Routines resulted in a lower
Negative Appraisal of approximately 1 point. Altlgbuthis prediction is significanp(< .05), the
standardised regression weight indicates thaighassmall effect. Furthermore, the relationship
between Negative Appraisal and Family Quality delwas significant in a negative direction,
c=-1.217 p < .05. This means that for each increase in Negétppraisal, the Family Quality
of Life lowers with approximately 1 point. The stimdised regression weigltt £ -.25,p > .05)

indicated a significant, but small effect.

The second step in the evaluation of mediationtevaetermine whether the direct effect
(path ct in Figure 4.6) is smaller than the tottdat (path c in Figure 4.7). The total effect bét
Regularity of Family Routines on Family Qualitylafe is the sum of the direct effect and all
the indirect effects. The total effect of the Regity of Family Routines on Family Quality of
Life was significantc = 1.05,p < .001. Using the unstandardised regression weight05, it

means that each increase in the frequency of FdRailtines predicted approximately a 1 point
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increase in Family Quality of Life. The standardisegression weight(= .63,p < .001)
indicates that this is a large effect. Figure #usirates the path diagram of the total effect

between the Regularity of Family Routines and Fa@iliality of Life (path c).

¢ = .63** (1.05%) Family Quality

of Life

Regularity of
Family Routines

) 4

Figure 4.7The total effect (path c) of the multiple mediatimodel.
Note.Standardised regression weights in bold. Unstamskddegression weights in brackets.
* p<.05. ** p<.01.

Therefore, because the direct effect was lessttietotal effect when there are no
mediators (path ¢ > path c1) the findings of thelgtindicates that a pattern consistent with the
proposed mediation model has been obtained. Fuantrer the findings indicated that the direct
effect (path c1) declined, but remained significamdl clearly non-zero. This means that the
mediators (Positive Appraisal and Negative Apptaisartially accounted for the relation

between the Regularity of Family Routines and Fai@uiality of Life.

4.7. Summary

This chapter reported the study results. The specBEM model was assessed in two
phases, and the results of the measurement pautigthe structural portion was reported
accordingly. Results of the measurement portitated to the reliability and validity of the
measuring instruments. Descriptive results of @aehsuring instrument were reported, as well
as the influences of demographic variables on Be@uiality of Life. Finally, the results of the
structural portion of the model described the refeghip between the Regularity of Family
Routines and Family Quality of Life, and the pdntreediation effect of Positive and Negative

Appraisal on this relationship.
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CHAPTER 5
DISCUSSION

5.1. Introduction

In this chapter the results of the study are disedsn relation to the study aims. The
main aim of the study was to determine the relatigm between the regularity of family routines
and family quality of life, and to determine thedrating effect of cognitive appraisal on this
relationship. As illustrated in Figure 5.1, thediings of the measurement of each construct are
first discussed individually. Thereafter, the imfhces of individual family member
demographics and family unit characteristics ongghaity of a family’s life are interpreted.
Finally, the implications of the relationship beemethe regularity of family routines and family
quality of life, and the mediating effect of thepagisal of the impact of ASD on this relationship
is discussed. In each section, the findings ofghigly are compared to previous research that
support or contradict the findings, and importasrtdbutions and implications of the findings
are described.

-

5.2 The regularity
of family routines
in families raising a
child with ASD

5.3 Positive
appraisal of the
impact of ASD on
the family

5.6 The relationships
between the constructs

5.4 Family quality
of life in families
raising a child with
ASD

5.3 Negative
appraisal of the 5.5 The influences of

impact of ASD on individual family

|

the family i member demographics
' and family unit
! characteristics

Figure 5.1Schematic overview of the discussion chapter.
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5.2.  The regularity of family routines in families raising a child with ASD

The Family Routines Inventory measured 27 posistuesngth-promoting family
routines. The instrument was found to be reliable (80) and CFA analysis indicated that the
instrument was valid (see Section 4.3.2.1 for thé @sults). Families had to score the
frequency of each particular routine accordingotar fcategories. A weight was then assigned to
each category, which resulted in a frequency saairemean values ranging from 0 to 3 (see

Section 4.4.1 for the results of the Family Rowifreventory).

From the data gathered in this study, the ChildtlRes were the most frequent family
routines. This finding is similar to qualitativepaats from families raising a child with ASD,
who felt that the family routines revolve aroune thild with ASD (Marquenie et al., 2011,
Werner DeGrace, 2004). However, a previous studlydbmpared the family routines of
families of children with ASD to families of childn with typical development found that there
was no statistical significant differences in thexjuency of Child Routines between the families
(Marquenie et al., 2011). What is important to rietthat child routines can serve as building
blocks to integrate the child with ASD into famdgtivities. Family routines have the potential
to be excellent learning opportunities for childweith ASD, where learning and development
can take place in a natural environment (Dunst, blaffrivette, Raab, & Bruder, 2000). The
family’s routines can thus be considered an impdifisature for any planned intervention for
children with ASD and their families, where childi®capabilities can be strengthened and new
competencies can be promoted (Bruder, 2010; Hredey, & Spagnola, 2006; Kashinath,
Woods, & Goldstein, 2006; Wilcox & Woods, 2011; Vidsa& Goldstein, 2003; Woods &
Lindeman, 2008). As reported by Larson (200&gkes time to create successful routines, that
the routines need to be responsive to the childstmnal and developmental needs, and that
once the routines are in place, they smooth thefarayarticipation of children with ASD in

their family life.

A closer look at the data on family routines indésathat the least frequent family
routines were those routines that were outsidéatmdy home (e.g. going shopping, visiting
friends, going someplace special together, pareinigca hobby or sport), and the routines that

can potentially create opportunities for positiveaming and bonding (e.g. read or tell stories to
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the children, quiet time in the evening, family értogether at home). This indicates a potential
concern, since previous qualitative reports fromifi@s raising a child with ASD reflect that by
sharing leisure routines, opportunities of hapmneswoments of normalcy and moments of
control over one’s life were created (Downs, 20@8j)dence from Gray (1997) also suggest that
ordinary, everyday activities such as going shappind visiting friends made the family feel

“normal”.

The findings on the family routines in this studyderscore the importance of getting to
know families and what they do and a daily baser(Beimer & Weisner, 2007). Some families
might be able to adapt positively by making accomations to sustain their family routines
successfully, even with the potential challengs®asated with ASD. Other families might
struggle to create and maintain meaningful fanolytines. It is therefore important to further
investigate the participation of the child with A@Dthe family routines and to explore the
accommodations and adaptations families make aie@nd sustain meaningful routines in their

homes and communities.

5.3. Positive and negative appraisal of the impact of A3 on the family

The cognitive appraisal of parents was measurgtd¥ICD Scale. This instrument was
found to be both reliabler(= .80) and valid (see Section 4.3.2.2). Ten gaestmeasured the
positive appraisal and 10 questions measured tijaine appraisal of the impact of ASD on the
family (see Section 4.4.2 for results of the FICEaI8).

Similar to reported findings by Trute et al. (20@nAd Trute and Hiebert-Murphy (2002),
there was a non-significant correlation betweerntResAppraisal and Negative Appraisal. This
indicated that these two constructs were indeedsurgay different elements of cognitive
appraisal of the impact of ASD. This result supp@ntson’s (1998) term ‘the paradox of
disability’, where positive and negative appraisddsut disability can co-exist in families of
children with disabilities.

The data gathered on the impact of ASD on the famdicates that parents rated the
degree of the positive family impact of ASD higliean the degree of the negative family
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impact. This means that families reported thatpihgtive impacts of ASD had a more
substantial impact on the family than the negaitiveact of ASD on the family. This finding
provides further evidence that the experience arfefpting stress is not the sole experience for
parents of children diagnosed with ASD (Hayes & &at 2013) and that families can
simultaneously experience and appreciate the pesffects of ASD. When examining the data,
it is interesting to note that seven of the 10 baglranking items in terms of the degree of impact
were positive appraisals. This indicates a somewiffarent perspective to what is frequently
reported in the literature about the negative imp&&SD on the family (Hayes & Watson,

2013; Karst & Van Hecke, 2012). The findings abibt positive impacts of ASD therefore adds
to the small, but existing body of positive outcanier families raising a child with ASD (Bayat,
2007; Little & Clark, 2006; Phelps, McCammon, Wuems& Golden, 2009). This emphasises
the need for researchers to not only focus on égative implications of ASD on the family
system, but to keep a balanced approach when desegrch on families with a child with a
ASD.

As mentioned before in the literature review, ASot exclusively clinically defined,
but also defined by the experiences of familiehinitheir socio-cultural context (Skinner &
Weisner, 2007). The meaning a family ascribe tesakdlity reflect to some degree the larger
context of social attitudes and historical readitrg@thin which that interpretation emerges
(Ferguson, 2002). Currently, controversies exigarding the causes of ASD, appropriate
treatment strategies and the desirability of agivedreatment as opposed to social policies
focused on accommodation and acceptance (Karstnéecke, 2012; Silverman, 2008). There
is a tension in the field between thinking abouDA& a devastating neurological condition, or a
disorder that emerges only within the context ofedical and social system that makes people
with ASD appear deviant (Silverman, 2008). Theszedal attitudes in terms of “fixing” or
“acceptance” influence the way families define ASDerefore it is important for researchers
and practitioners to reflect on their own interptiein of disability and ASD to positively support

families in constructing their own meaning of ASD.
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5.4. The family quality of life in families raising a child with ASD

The FQOL Scale measured family perceptions abaut satisfaction with five different
domains of family quality of life, i.e. Family Intaction, Parenting, Physical/Material Well-
Being, Emotional Well-Being and Disability-relat&dipport. The results of the analysis of the
instrument’s reliability ¢ = .92) indicated excellent internal consistendye TFA results
indicated that the instrument is valid, but, aswall methods, the CFA results can only be
generalised to the extent that they analysed tady's sample. However, both the reliability and
validity findings provide further evidence aboug¢ ttmiversal property of the family quality of
life construct (Balcells-Balcells et al., 2011; ¥ago et al., 2005) and, preliminary evidence
about the suitability of the FQOL Scale in the $oAifrican context.

The data obtained about the families’ quality t& Indicated that they were most
satisfied that their family members show that tleeae and care for each other, and least satisfied
with the outside help available to take care ofrtheds of all family members (see Section 4.4.3
for the results of the FQOL Scale). In terms ofghbdomains, families were most satisfied with

the disability-related support, and least satiséibdut their emotional well-being.

A closer look at the findings of disability-relatedpport indicated that families felt
mostly satisfied about their relationship with gegvice providers who support their child with
ASD and the support that their child with ASD re@si at school. However, families were less
satisfied with the support for their child to acqaish goals at home and to make friends. This
indicates a discrepancy between the support avai&lschool and the support available at home
and in the community. This reveal that the curfeatis of intervention services is on the child
with ASD in the school environment, and emphaisenteed for family-centred intervention
services that will result in supportive environnsetiitat facilitate participation in all areas of the
child’s life. It is well established that particiipan plays a significant role in child development
(Axelsson, Granlund, & Wilder, 2013; Dunst et 2D01).

The low satisfaction of families’ emotional wellibg in this study is particularly
concerning. This finding is similar to other stugltbat also used the FQOL Scale. A study done

in Maryland, U.S. with 228 families with a youngldhwith ASD who were receiving disability-
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related services reported a similar trend with éomatl well-being scoring the lowest of the
domains (Eskow et al., 2011). Similarly, a study.80 families with a young child with a
disability (including ASD) who were also receiviagrly intervention in a one Midwestern U.S.
State (Summers et al., 2007) noted the same fisdiFigrdly, a study of 107 families of a child
with a disability (including ASD) who were receigmlisability-related services reported the
emotional well-being as the domain with the lowssgisfaction foboth mothers and fathers
(Wang et al., 2006). What is particularly concegiig that the Maryland study compared
families of children with ASD who were receivingdbility services to families who were
awaiting services, and found the satisfaction efémotional well-being of the families who
were not receiving services to be even lower thasd receiving services. This indicates a key
area to focus on, both for practitioners and redeas. Services targeting the emotional well-
being of families need to be developed or modifeedyell as further research efforts undertaken
to understand how to best support these familiésrms of their emotional well-being.
Moreover, the potential vulnerability of familiestrreceiving any disability-related support or

services should not be taken lightly.

The relatively high mean of the satisfaction wiimily quality of life M = 3.83,SD=
0.61) in this study is in contrast to other studiethe impact of ASD on families which use
outcome measures such as stress or depressions(Blayatson, 2013). The present study found
that the overall family quality of life satisfactioating for 43% of the participants was between
4.0 ("moderately satisfied”) and 5.0 (“very saesfi), while 48% of the participants was
between 3.0 (“neither satisfied nor dissatisfieatifl 4.00 (“moderately satisfied”). However, the
family quality of life construct is specifically oeeptualised to be more balanced than measures
of purely negative impacts such as stress and s&ipre(Poston 2003). The FQOL Scale does
allow for the expression of the negative emotiomgdacts in the Emotional Well-being subscale,
as discussed in the previous section. Thereforefidanterpretation of the overall mean
satisfaction rating of family quality of life shalbe considered. Also note that the family quality
of life framework aims to understand and suppartifi@s. Using a single family quality of life
score (such as the mean satisfaction score) waldenhelpful to identify strengths and

weaknesses in the different areas of familiesdigReark et al., 2003).
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5.5. The influence of individual family member demographcs and family unit

characteristics on family quality of life

The way families were defined in this study allowkd researcher to have a broader
understanding of the people who are closely inwbivethe day-to-day affairs of the household.
Families reported other extended family membersi&s grandparents, nieces, nephews, aunts,
and siblings), close friends, and paid helpersaatsqf their family. This reflects the uniqueness
of families in South Africa and underscores theam@nce of defining family broad enough to

include the diversity of family members.

The diversity of families underpins the need toenstand how different individual
family member demographics (e.g., the parent aadhiid with ASD) and the family unit
characteristics (e.g. the family income and farsttyicture) affect a family’s quality of life.
Demographics and characteristics tend to be metdtyc or unchanging concepts. However, an
understanding of the influences of these concapfamily quality of life can help inform
service providers to appropriately deal with a dieerange of families. The outcome is to

enhance the family quality of life for all typesfamilies.

5.5.1. The influence of individual family member demograjus

The following section summarises the most importiaaings in this study about the
influence of parent’s demographics on the famigasisfaction about their quality of life:

(a) There were differences in the overall familyaliy of life for the different
employment groups (i.e. parents who were employédifne reported the highest family
quality of life, while parents who were not curdgnworking reported the lowest family quality
of life). Although these differences were not stadally significant, it might still be an importan
consideration for practitioners. Previous findimgdicated that some parents put their career on
hold to look after their child with ASD (Bayat, ZD0 Similarly, it is reported that families with
children with disabilities sometimes make speaficommodations regarding their employment,
for example changing to a lower-paying job thaedtli more scheduling flexibility, going from
full-time to part-time work, stopping work outsitlee home altogether, or purposefully finding a

job with family-centred policies (Maul & Singer, @9).

84

© University of Pretoria



Chapter 5: Discussion

(b) There was an association between the age eh{zsafa mother or a father) and how
satisfied they felt about their parenting. Thisoasstion was statistically significant, however, it
is considered to be a small effect. For practitieneemphasises the importance of using a
family systems perspective that recognises theclitdes and stages of families. Younger parents
might feel less confident and satisfied with tharenting and might need some support, while
older parents might feel more confident and sa&tikWwith their parenting.

(c) The educational background of the parent hiabie associations with the
satisfaction of parenting, physical/material weditig, and overall family quality of life domains.
The association with the physical/material welldgeindicated a medium effect, while the other
associations showed a small effect. Again, thissses the importance of getting to know the

family, and finding out about their strengths areeds in various aspects of their family life.

In terms of the influences of demographics of thié&dowith ASD on the family quality of
life, the following was noted:

(a) The age of the child; the gender of the chaldhaving a co-occurring medical
condition or an additional disability present, lmedreliable associations with the family’s quality
of life.

(b) The level of the severity of ASD (as reportgdlte family) had reliable associations
with how satisfied families felt about their familyteraction, emotional well-being, disability-
related support, and their overall family qualifylite. These findings were similar to a previous
study that found the severity of a child’s disdbito be a significant predictor of family quality
of life, both for fathers and mothers (Wang et2004). Although the associations found in this
study are considered to have statistically smédictd, it has important practical implications.
The level of severity of the child’s ASD was basadparental report. This highlights the
importance of finding out how families perceive taeel of their child’s disability. Perceiving
the child to have a severe level of disability bane a negative effect on the family’s quality of
life. This reflects the changing context of childdadisability, where the nature and severity of
disability is not only a product of underlying meali conditions, but also a function of the
demands, expectations, and social roles that emldssume in their daily lives (Halfon,
Houtrow, Larson, & Newacheck, 2012).
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5.5.2. The influence of family unit characteristics

The study investigated whether the family income #re family structure had any
associations with how satisfied families felt abtheir family quality of life. In terms of the
family income, the data yielded that the monthiyilg income had a reliable, large effect on the
families’ material well-being. The monthly familggome also showed reliable associations with
the disability-related support and overall familyadjty of life domains, although these
associations are considered to be small effecessd findings are similar to a previous study
(Wang et al., 2004). However, in the current stuldyas the family’s appraisal of this income
that was the more interesting finding. How familiel about their monthly income (struggling,
just getting by, doing okay, managing well, or waf) showed reliable relationships with the
family’s emotional well-being, material well-beindjsability-related support and overall family
quality of life. The strengths of these associaitanged from medium associations (i.e.
emotional well-being and disability-related supptotstrong associations (i.e. material well-
being and overall family quality of life). Suppantj data from the FICD Scale in this study
indicate that families rated the negative impaadditional financial cost as the most substantial

family impact of ASD.

The findings about the effects of the family incoamel how families appraise this
income provide further evidence that the finansiflation of the family is a crucial area to
consider when helping children with ASD and thaimflies. This is particularly relevant in the
South African context. The Social Assistance Acsamended in 2004 to remove the restriction
that only children with “severe” disabilities requig permanent “home” care are eligible for a
Care Dependency Grant. This was to also includditsof children with mild to moderate
disabilities in need of care and support serviesvever, investigations found that the families
of children with mild to moderate disabilities at#l being economically excluded from the
Care Dependency Grant (Proudlock, 2014). Pressutéé effective implementation of this Act
is therefore paramount for families raising a chith ASD in South Africa. Receiving the Care

Dependency Grant can decrease the economic stresaggling families.

When investigating the family structure of the sémjt is noted that there was a wide

range of diverse family systems — ranging from peoson bonds to large complex family
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systems that include grandparents, extended faandlypaid helpers. Interestingly, the number of
children in the household, having grandparent(®tloer family or friends living with the family,
having a paid helper included in the family, or #ges of the youngest or the oldest children had
no statistically significant effect on the familysiality of life. However, this does not mean that
these concepts do not have any practical influeandbe family’s quality of life. A further
investigation into how the family structure influes a family’s quality of life is needed. The
structural family unit characteristics that did icate a reliable effect on the family quality déli
were the following:

(a) Families who had a father living with them fzadigher overall family quality of life
compared to those families who did not have a fgthesent.

(b) Families who had a working father had a highesrall family quality of life
compared to families who did not have a workingpéat while a working mother did not indicate
a significant difference.

(c) Two-parent families had a higher overall fangjlyality of life compared to one-parent
families. These findings show the broad range dfofs that influence a family’s quality of life
and as noted before, should primarily be used byceeproviders to facilitate an optimal family

quality of life for families with different charastistics.

The above mentioned findings have important impilbices for the South African context.
To begin with, the proportion of fathers who arsextt but living increased from 41.6 percent to
47.4 percent between 1996 and 2010 (Department@éSDevelopment, 2012). This is a
common and increasing phenomenon affecting famiie®ntemporary South Africa. Secondly,
among the major causes of poverty in South Afigca lack of income. Employment creation has
not transpired at the anticipated rate and manplpeare still unskilled. This inability of many
people to secure employment has led to familiemdgadditional burdens due to limited or no
income to secure their family livelihood. The sttaa continues to place a huge dependency
burden on families. And thirdly, more than 40 petaaf all households in South Africa are
headed by a single parent. In analysis of the citeniatics of single parents in urban areas noted
that the single parents were mostly African, fenzald between the ages of 25 and 34
(Department of Social Development, 2012). Thesditfigs paint a picture of the very real issues

that many families are dealing with apart fromiraggheir child with ASD.
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5.6. The relationship between family routines, cognitiveappraisal of the impact of ASD

on the family, and family quality of life

The question under discussion in this section istixdr there is a positive relationship
between the regularity of a family’s routines aathily quality of life, and whether the positive
and negative appraisal of the impact of ASD onfémaily mediates this relationship. The results
from this study provide evidence of the positiviatienship between the regularity of family
routines and family quality of life, and that thesgtive and negative appraisal of the impact of
ASD acts as partial mediators on this relationgbge Section 4.6.1 for the results of the

multiple mediation model).

As illustrated in Figure 5.2, the findings sugg#stt more regular or frequent family
routines (i.e. a rhythmic family life) are strongBlated with a higher satisfaction level of the
family’s quality of life. Additionally, how familis perceive the impact of ASD influence this
relationship. This means that a more rhythmic fgiifié is also related to a greater positive
appraisal of the impact of ASD, which in turn, ésated to a higher satisfaction level of the
family’s quality of life. Similarly, but in an opite direction, a more rhythmic family life is
related with lesser negative appraisal of the imp&ASD on the family, which in turn is related

to a higher satisfaction level of the family’s gtabf life.

-

~

Greater positive
appraisal of the
impact of ASD on
the family

Increased
satisfaction with
the family’s quality
of life

More regular or
frequent family
routines

Lesser negative
appraisal of the
impact of ASD on
the family

\_ /

Figure 5.2The relationship between regular family routined gamily quality of life, and the
mediation effect of positive and negative apprai$ahe impact of ASD on the family.
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The next section will focus on the implicationgloé relationship between the regularity
of family routines and family quality of life, arsibsequently discuss the implications of the

partial mediation effect of positive and negatippisal of the impact of ASD.

5.6.1. The implications of the relationship between regulamily routines and the

satisfaction of family quality of life

The evidence about the positive relationship betvibe regularity of family routines and
family quality of life support a proposition of eadtural theory, which proposes that the
predictability or sustainability of family routin@sdicates a higher quality daily family routine
and should enhance family well-being (Weisner, 200®reover, the findings also provide
supportive evidence for one of the propositionthefunified family quality of life theory — that
a dynamic family unit concept directly influencespoedicts family quality of life (Zuna et al.,
2010).

The positive relationship between the regularityamhily routines and family quality of
life observed in this study has important implioas. On the basis of the evidence, it seems fair
to suggest that what families do together on aleedpasis have an important influence on how
satisfied they feel about their quality of life.&hmportance of creating and maintaining regular
family routines implies that any supportive intamtien to help a child with ASD should not
intervene with the existing resources and capaslitequired to sustain the family routines.
Furthermore, it underscores the importance of supypothe families who are struggling to

maintain regular family routines.

This means that practitioners should have a gooenstanding of the everyday lives of
the families that they are helping. There are werimols available that can guide practitioners in
conversing with families about their family routsmd-or example, the Ecocultural Family
Interview (Weisner, 2011), the Routines-based m¢evr (McWilliam, Casey, & Sims, 2009), or
the Family Routines Inventory (Jensen et al., 1988 in this study. These conversations can
illicit areas of family strengths (e.g. routinestlare going well and are meaningful to the family
members) and areas of family needs and concemgus@atines that are difficult to create and

maintain, challenges associated with the charatiesiof ASD).
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Families create routines that are compatible wigirtchildren's unique characteristics
(Larson, 2006; Schaaf et al., 2011) and that ansistent with their own family goals and
values. An assessment of the family’s routines thayefore be a manner to plan and deliver
culturally sensitive interventions that are meafhuhgnd relevant to families (Zisberg et al.,
2007). This is especially important in the multtashl South African context, where a family’s
daily routines may not necessarily require manghefactivities that preoccupy families in other
countries (Weisner, 2002a, 2009). Therefore itpartant for practitioners to use a family-
centred approach that allow families to be thendte decision-makers when considering
suggestions for intervention and support of thamify routines. Intervention strategies should
facilitate the family’s sense of competence andidence, and not interfere with the successful

maintenance of family routines.

There are different approaches to helping famdresite and maintain successful
routines. Spagnola and Fiese (2007) provide soipéuh@leas for practitioners and suggest that
when practitioners plan to educate families abbetitportance of routines, they have to
guestion why there has been a lack of organisatidime first place. The authors suggest using
the four R’s of intervention, namely remediatioedefinition, realignment, and reeducation.
Realignment is a form of routine intervention watetl when there is conflict in the family over
the relative importance of a routine. This happghen members of the family disagree about
treatment parameters, which that can lead to desmgents about how to carry out daily routines.
Helping families to realign their routines is arpiontant aspect of early intervention, as they are
often disrupted by the high demands of raisingilal etith a disability. The authors further note
that reeduction might be the most difficult intemtien to implement. In this situation, families

have little or no history with creating and susitagnroutines on a daily basis.

5.6.2. The implications of the partial mediation effect abgnitive appraisal of the impact of
ASD on the family
The finding that positive and negative appraisal@artial mediators of the relationship
between the regularity of family routines on famalyality of life provide further evidence of the
mediating role of cognitive appraisal (FolkmanletE86). The results support the postulation

that the cognitive appraisal or the meaning asdrtbea crisis event or challenge, influences the
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outcome of the event. The findings are similartteeo studies that detected the mediation effect
of cognitive appraisal in families raising a chiith ASD (Paynter et al., 2013; Plant & Sanders,
2007). Conversely, the mediating effect of cogeitappraisal is different than the postulation of
the unified family quality of life theory. The uret family quality of life theory proposes that

the beliefs of individual family members (such las meaning ascribe to the impact of a child’s
disability) are a direct predictor of family qualiof life (Zuna et al., 2010). Results of this stud
provide supporting evidence of “beliefs” as a madg@variable, rather than a direct predictor of
family quality of life. The developers of this thrg acknowledge that a larger theory is currently
presented than what is supported by research ddtthat very limited research exists that
utilised beliefs as a variable (Zuna et al., 20T0grefore, further research on the influence of
cognitive appraisal on family quality of life inrfalies raising a child with a disability is
necessary.

When examining the relationship between the regulaf family routines and cognitive
appraisal (i.e. positive and negative appraisaé findings of this study provides quantitative
evidence to support the qualitative findings of Y5{E997). Daily routines were associated with
the way families appraise the influence of ASD lo& thormality” of their family. Subsequently,
when looking at the relationship between cognitippraisal (i.e. positive and negative
appraisal) and family quality of life, the finding$this study are supported by previous
findings. A study by Neely-Barnes and Dia (2008)rfd that positive appraisal lead to better
family functioning, while Stuart and McGrew (20d8und that negative appraisal to be

associated with higher levels of psychologicalrdiss in the family system.

A closer look at the data indicates an almost sindbservance of the partial mediating
effect of positive appraisal and negative apprafaart from the directionality of the
relationships, almost similar strengths were obesgim the mediating effects (i.e. the regression
weights of all the indirect effects were almostitamin strength). This finding is interesting
because it can be inferred that increasing thdipesippraisal of the impact of ASD will have a
similar effect as decreasing the negative appraistile impact of ASD. This reflects what
Larson (1998) suggested, that by embracing thedparaf disability — by balancing negative
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appraisal and positive appraisal, parents aretalykgain a sense of control of the situation of
taking care of a child with a disability.

Realising the potential of the positive appraigadh8D implies that intervention efforts
should aim to support families in making more pesithelpful appraisals. Positive reappraisal,
or reframing a situation to see it in a positiyghti (Folkman & Moskowitz, 2000) is associated
with positive emotions, or positive affect. Givifagnilies the opportunity to reflect on
potentially positive outcomes of ASD might helprthto realise some of the positive impacts of
ASD in their own family. The FICD Scale used instBtudy provides a way for families to
reflect on positive outcomes of ASD such as aneapation of the uniqueness of individuals, an
increase awareness of the struggles of others, tol@mnce of the differences between people,
or the special pleasures from their child with A3B.suggested by Paynter et al. (2013) it might
also be helpful to expose families to other familigth more positive appraisals. By interacting
with other families that interpret the impact of B&s a positive event, families might be able to
reflect more positively and redefine their mearn@SD (Tunali & Power, 2002). Those
families who are struggling with stress and theatieg impacts of ASD might benefit from
cognitive behaviour therapy to assist them in rafrg the meaning of ASD (Larson, 1998).
Supporting emotion-focused coping strategies isialuA longitudinal study done by Gray
(2006) found parents’ coping strategies changed tawe. As the children with ASD got older,
parents used primarily more emotion-focused coptrategies and fewer parents cope through

reliance on service providers and other copingesgias previously used.

As Zuna et al. (2010) explains that similar to parfirst language for referring to an
individual with a disability, families who have aember with a disability are a family first — a
family that seeks similar aspects from life as#iler families. Families want to have access and
enjoy the benefits of their communities, live isate home and neighbourhood, experience the
full range of emotions in life, and remain emotiltyygohysically and financially strong. The
findings from this study indicate both the positivand the negatives that families experience
when raising a child with ASD. Giving families thieance to reflect on and report on the
positive impact of ASD, and not only the negatingact, provides for a more balanced

interpretation of how these families function (Towi et al., 2007).
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The concept of family quality of life has been met®d throughout the thesis as a
multidimensional construct that focus on the wifalaily and provides a way to explore various
aspects of family life when raising a child with BSThe outcome of family quality of life is to
enhance the well-being of young children with dikts and their family so that they can
function optimally within their home and commun{Brown, Schalock, & Brown, 2009;
Turnbull, Summers, Lee, & Kyzar, 2007; Wang & Brq#009). As noted by Seligman and
Darling (2007) -All families need a little help from time to time. $h$ a normal aspect of
family life and is met by most families in informahys, with the help of family and friends.
However, sometimes families’ capabilities and infat support systems are insufficient to
address their concerns, and professional helgisned. Viewing the family as a complex and
interactive social system lies at the heart of dhssussion. What families ‘need’ are increasingly
defined by families themselves rather than by iraners. Having a better understanding of the
dynamics of family life, the families’ beliefs, atideir quality of life will guide practitioners to

provide family-centred support that enhance thdityuaf life of all members of the family.

5.7.  Summary

This chapter discussed and interpreted the resitte study. The results of each study
construct were first interpreted and discussedviddally. Thereafter, the influence of
individual family member demographics and familytwharacteristics on family quality of life
were interpreted and discussed. Subsequentlyethgonships between the study constructs
were discussed by first discussing the relationbbigveen the regularity of family routines and
family quality of life, and secondly, by discussithge mediating effects of positive and negative
appraisal on this relationship. The study concludéh the importance of a family quality of life

outcome when families have a child with ASD.
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CHAPTER 6
CONCLUSION

6.1. Introduction

This chapter concludes the study. A summary ofitbet important findings is provided.
Secondly, the clinical implications of the studg @iscussed. The study is then evaluated in
terms of its strengths and limitations. The chaptercludes with the recommendations for future
research.

6.2. Summary of the findings

In attempting to find out more about families whie eaising a child with ASD, the study
looked at three different aspects of family funciig — the regularity of a family’s everyday
routines, the meaning ascribed to the impact of A&Bhe family, and the family’s quality of
life. The study questioned whether the family quyadif life of families raising a child with ASD
is affected by the regularity of their family rougis and whether this effect on family quality of
life is mediated by the positive and negative ajgataf the impact of ASD on the family. When
the four constructs were placed in a multiple m@gollamodel to determine possible mediation
effects, the results indicate that there was @sitive relationship between the regularity of
family routines and family quality of life, (b) théhe positive appraisal of the impact of ASD on
the family acts as a partial mediator (in a positivrection) on this relationship, and (c) that the
negative appraisal of the impact of ASD on the famacts as a partial mediator (in a negative

direction) on this relationship. Other significaantributions of the study are:

To begin with, the results of the measurement wiilfaquality of life in the South
African context indicated that this unobservablastouct was measured in an acceptable reliable
and valid manner. This finding provides furtherdmnce of the universal property of family
quality of life across different countries and aodts. The preliminary evidence supports the
suitability of using the FQOL Scale in the Southiédn context.

Secondly, the results of this research supporidibe that the rhythm or regularity of a

family’s routines has a positive relationship whibw satisfied families feel about their quality of
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life. Correlation is a necessary (but not suffitjerondition for claiming that two variables are
causally related (lacobucci et al., 2007). Althotigl findings of this study cannot suggest, or
imply, any causal effect between the regularitjaohily routines and family quality of life, it
does provide supporting evidence to the idea tietegularity of family routines is an important
factor contributing to a family’s quality of lif@nd that the creation and maintenance of regular

family routines might serve as a protective faatdiamilies raising a child with ASD.

Thirdly, it was found that the meaning a family rdses to the impact of ASD (positively
and negatively) intervenes in a partial mannerhenrelationship between what families do (i.e.
the regularity of their family routines) and thetame of how they feel about their family
quality of life. Evidence of the mediating effedttbe cognitive appraisal of a potentially
stressful situation supports the idea that how liaminterpret a stressful situation (i.e. the
meaning they ascribe to a situation, whether pagitior negatively) does affect the outcome of

the situation.

Finally, the study proposed the utility of adopteamily systems perspective, where
each family member influences and is influencedheybigger system. The study also proposed
that ASD represents more than a clinical diagnmsifamilies — it permeates the way families
function in their home and in their community. Aslicated by the findings, raising a child with
ASD does not automatically imply that families havkess optimal family quality of life. By
assessing the cognitive appraisal of the impagtSd, a more balanced approached in
portraying the impact of ASD was achieved, contiitmyto the small body of positive findings
of the impact of ASD. Secondly, by assessing thalfes quality of life, a more balanced

portrayal of the satisfaction and needs in vardusains of family life were achieved.

6.3. Clinical implications

An important implication for service providers et it is indeed possible to make a
difference for strengthening families who are ragsa child with ASD by understanding the
importance of their family routines. This study sleadl that what families do together on a daily
basis is related to how satisfied they feel abloeirtquality of life. This indicates that service

providers should respect the uniqueness of eactyfamoutines, and be cautious of
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recommending interventions that negative interferigls the regularity of existing family
routines. It also means that there should be aegreaphasis on supporting families who are

struggling to create and maintain their family moas during difficult times.

The finding that the meaning families’ ascribetie tmpact ASD (both positive and
negative) partially mediate the effect of the regity of family routines on the families’ quality
of life affirms the contention that by enhancing fiositive family meaning of ASD and
decreasing the negative family meaning of ASD wliilmately enhance the family’s quality of
life. Service providers are encouraged to exantiee bwn interpretation of ASD in order to
positively support families in constructing the ifgnmeaning of their child’s ASD. Service
providers can help families to redefine the familganing of ASD more positively, while still
acknowledging and supporting the negative impaicsS® on the family.

The findings of the FQOL Scale in this study dentiatied that family quality of life
measures can also be used as a needs assessrhanhatomgram level in the South African
context. Practitioners can use the family-friendistruments that measure family quality of life
collaboratively with families. Using family qualityf life as an intervention outcome aims to
support young children with ASD and their familibsi it also provides a way for professionals
to think about and work toward what brings satistacand joy to families that they serve. The
family quality of life instruments can be use tedliss the areas of strengths for the family and
their needs. Family needs can then be furtheripged and help and support provided

accordingly.

6.4. Evaluation of the study
6.4.1. Strengths

The study proposed a family systems perspectiveuaad a broad definition to define
family. The study also approached the investigatibfamilies raising a child with ASD in a
balanced manner — by examining both the positivereagative aspects of the impact of ASD, as
well as examining the multifaceted construct of ifgmquality of life. Most importantly, it
focused on family-level constructs that are amem&bthange, such as the frequency of family

routines, and the meaning families’ ascribe toitgact of ASD. This allowed the researcher to
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do family-focused ASD research that not only addhé theoretical knowledge in the family
sciences, but also has a practical applicatioeteice providers, and ultimately, to families
raising a child with ASD.

The survey methodology employed in this study afldvior a large number of families to
participate in this study. Previous studies thaésgtigated the family routines of families raising
a child with ASD were mostly qualitative studieswsmall sample sizes, which limited
generalisability. Similarly, studies that investigihthe cognitive appraisal of ASD also had
relatively small sample sizes. Furthermore, théigpating families came from all of the
municipal districts of the Gauteng province in $oéifrica, while the disability-related services
that the child with ASD received included both palaind private institutions. This increases the
external validity to families who are raising aldhwith ASD that are receiving intervention

services in Gauteng.

Using SEM allowed the researcher to test the mlatiips between multiple latent
variables. SEM analysis recognised the predictioor én a dependent variable that is not
perfectly explained by a set of predictors, as welthe measurement error in variables that are
not completely reliable. Although the data obtaimethis study does not allow for any causal
attributions to be made, the hypothesised multipdeliation model was shown to be plausible

given theory and the empirical findings.

6.4.2. Limitations

The data for this study was collected from familsd® are receiving disability-related
services and support. This creates some limitatidisability-related services and support plays
an important role in how families perceive themfly quality of life (Eskow et al., 2011;
Summers et al., 2007). Data for this study wasetioee specifically collected from families who
did receive disability-related support and serviteis therefore extremely important not to draw
conclusions of this study beyond the study popaitato families who are not receiving

disability-related services and support, as thasglfes might show different results.
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Secondly, one of the participant criteria was tieapondents had to be English literate.
This resulted in a sample where more than 90 peafeéhe respondents had an education of
Grade 12 or more. Although education levels aresimging, as of 2011 there were still 10.4
percent of persons aged 15 or older in Gautengnatichooling or the highest level of
education less than Grade 7. English is also mobtbst prevalent home language — most people
in Gauteng speak isiZulu, followed by Afrikaanss&#o, and then English. Amongst the other
home languages are isiXhosa, Sepedi, Setwana bhadsof\gain, it emphasise the cautious
interpretation of the findings and to not draw dasmns of this study beyond the study

population.

Thirdly, there is a discrepancy between the statedof analysis (i.e. the family) and the
respondent (i.e. the parent or primary caregiviris is one of the most apparent weaknesses in
family research (Hu et al., 2011). This study diésct the family perceptions of quality of life as
viewed by the one of the primary caregivers whea@ets a proxy for the whole family. Although
it is desirable that all family members responthtr individual perceptions of family quality of
life, the responses from the primary caregiver mase readily obtained, and reflects the issues
that the carer is dealing with in relation to thenfly. Although in this study the child’s mother
was the most common respondent, the data is ietexgpspecifically to family issues and family
concerns (Brown et al., 2006). Previous resultelsggested that both mothers and fathers

have similar perspectives of their family qualifflite (Wang et al., 2006).

6.5. Recommendations for further research
Recommendation for future research stemming framdtudy is as follows:

» To explore the facilitating factors and possiblerieas that influences the regularity of
family routines in families raising a child with A5 It fell beyond the scope of this study to
examine the meaningfulness families ascribe tolfarautines or the specific accommodations
families make to sustain their family routines. Exmg these aspects in a qualitative study
might indicate additional protective mechanismslaed in the daily lives of families. The
supporting evidence of this study about the impm#eof regular family routines in family
functioning highlights the need to have a bettetasstanding of the barriers and facilitators of

families that might influence the regularity ofaafily’s routines.
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» The lower satisfaction scores of the emotional Abelhg of families raising a child with
ASD identified a key area for researchers. Funtesearch efforts to explore how to best support
these families in terms of their emotional well#imeare needed. Additionally, the emotional
well-being of families not receiving any disabittglated support or services should be
investigated as well as the strategies to suppese families. Having a better understanding of
the emotional needs of these families and theegjied to support these families will help to

enhance the overall family quality of life of thefaenilies.

» The finding of this study about the mediating rofehe “beliefs” of family members is
different to the current conceptualisation in thmily quality of life field. The unified family
quality of life theory proposes the way family mesnddefine the impact of disability on the
family (i.e. “beliefs”) to be a direct predictor tEmily quality of life. However, the developers of
this theory acknowledge the lack of empirical datahis proposition. Therefore, future research
should investigate the role of cognitive appra&sal how that influences family quality of life in
families of children with a disability.

6.6. Summary

The current chapter presented conclusions regatdengesults of the study. The most
important contributions of the findings were higfhiied. Clinical implications of the results were
also discussed, with reference to family routiriles,cognitive appraisal of ASD, and the
measurement of family quality of life. The strergyind limitations of the study were presented.
Lastly, recommendations were made as to how figiwrdies could further expand our
knowledge on the family routines, and how to enleahe family quality of life of families
raising a child with ASD.
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Appendix A

Appendix A

Inclusion and Exclusion Criteria:

Studies that Investigated the Cognitive Appraisal bASD

Inclusion criteria

Exclusion criteria

Population

Outcome

Design

Publication
type and date

Families or family members of
children with ASD.

Cognitive appraisal of the parent
or adult family member.

All study designs.

Articles published as full texts in
peer review articles.

Families with a child with a
different type of disability.

Cognitive appraisal of the child
with ASD. Studies that focus on
instrument development.

No exclusions on type of study
design.

Abstracts, conference papers,
theses, books and other grey
literature. Published in languages
other than English.
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Appendix B
Appendix B
Permission to use the Beach Center’s FQOL Scale
liezl schlebusch
From: Summers, Jean AnnF
Sent: 19 September 2011 02:
Subject: : Request for too
Attachments: Eskow Summers Waiver Article 1 JPPID March 2011.pdf, FQOL JMF 2006.pdf; KS Impact
Study.pdf; Zuna Confirmatory Analysis FQOL.pdf; Zuna et al., 2009- FQOL-Mvg frm Meas to

Applic.pdf

Thank you for your interest in our Beach Center Family Quality of Life Scale. | am attaching the scale along with a few
articles about its development and application.

You have our permission to use the scale free of charge as long as you appropriately reference the authors. Also, if you
decide to use the scale in a research study, we would very much appreciate receiving a copy of your final report, so that
we may continue tracking applications of our instruments.

Good luck in your work.
Jean Ann Summers, Ph.D.

Research Professor
Beach Center on Disability
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Appendix C

Demographic Section of the Survey Booklet

This survey is about your life together as a FAMILY. Think of your family when you answer the
questions. For this study, your family is those people living in the same household who support and
care for each other on a daily basis and who think of themselves as part of your family. They may, or
may not, be related by blood or marriage.

A. About you, your family and your child diagnosed with autism spectrum

disorder (ASD)

First | want to ask you a few questions about yourself and your family. Remember, your
answers will be kept confidential and only reported as a group, not as individuals or families.

1. What is your relation to the child with ASD in your family?

(e.g. mother, father, grandparent)

2. Who are the people living in your household? Please check all that apply.

21. [ ] Father Year of birth Working? []Yes [ No
2.2. [ ] Mother Year of birth Working? []Yes [ No
2.3. The number of children in your household

2.4, [ 1 Grandparent(s) living in your household

2.5. [ 1 Any other family members living in your household, please specify

3. What is the date of birth of your oldest child?
3.1.

4. What is the date of birth of your youngest child?
41.
4.2. [] Ionly have 1 child

5. Which one best describes your family type?

5.1. [ 1 Two-parent family - two parents and child(ren)
5.2. [ 1 One-parent family - one parent and child(ren)
3.3. [ ] Blended or stepfamily - two separate families merging into one new family unit
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6. What is the highest level of education that you completed?

6.1.
6.2.
6.3.
6.4.
6.5.
6.6.

HEnn .

Grade 11 or less
Grade 12
Diploma
Undergraduate degree
Postgraduate degree
Other, please specify

Appendix C

7. What is your employment status?

71.
7.2.
7.3.
74.
1.5.

HEmn.

Employed full-time
Employed part-time / Casual
Not currently working

Home executive / Housewife

Other, please specify

8. What is your ethnic background?

8.1.
8.2.
8.3.
8.4.
8.5.
8.6.

HEnn .

Black

Coloured

Indian or Asian
White

| don’t wish to say
Other, please specify

9. What is your family’s total household income per month?

9.1.
9.2.
9.3.
94.
9.5.
9.6.

HEnn .

Less than R4500 per month

Between R4 501 and R12 500 per month
Between R12 501 and R30 000 per month
Between R30 001 and R52 000 per month
Between R52 001 and R70 000 per month
More than R70 001 per month

10. When you think of the total income of your family, do you consider your family to be...

10.1.
10.2.
10.3.
10.4.
10.5.

HEmn.

Struggling
Just getting by
Doing okay

Managing well with some extra money left over at the end of the month

Well off

© University of Pretoria
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Do you have more than one child diagnosed with autism spectrum disorder?
11.1. [ ] No
11.2. [ ] Yes.If yes, how many children?

Now we would like to know a bit more about your child diagnosed with ASD. If you have more

than one child with ASD, please consider the one who has the most impact on your family life.

12.

13.

14.

15.

16.

17.

18.

What is his/her gender?

12.1. ] Boy
122, ] Gir

What is his/her date of birth?

How long ago was he/she diagnosed with ASD?

Does he/she have any additional disabilities or medical conditions beside ASD?
15.1. [ ] No

15.2. [ ] Yes, please specify

How would you describe the level of his/her disorder?
16.1. [ ] Mild

16.2. [ ] Moderate

16.3. [] Severe

How many hours of schooling, intervention and/or therapy does he/she receive per week?
total hours per week

Can you think of any life events (positive or negative) that your family experienced over the
past year? Life events are significant events which occur throughout life. These can be any
major event such as the birth of a child, getting married, getting a new job, losing a close
family member or friend, or getting divorced.
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Appendix D
Letter to Organisations to Request Permission for
Recruitment of Participants

&

UNIVERSITEIT VAN PRETORIA

UNIVERSITY OF PRETORIA

oy 'UNIBESITHI YA PRETORIA

Fac ulty of Humanities

REQUEST FOR PERMISSION TO CONDUCT RESEARCH
Date

Organisation's address

Daar Mr. or Ms

My name is Liezl Schiebuech and | am currently undertaking my doctorate in Early Childheod
Intervention through the Centre for Augmentative and Alternative Communication at the University of
Pretaria. | am writing 10 request permission 10 conduct a research study at your arganisation.

Research topic - Families raising a young child with Autism Spectrum Disorder: Determining
the relationship between family routines and family quality of life,

The purpose of my research is 1o find out more about the guality of family life when families raise a
young child diagnosed with Autism Spectrum Disorder (ASD). Specifically, | want to have a better
understanding of how cveryday family routines influence the family’s wellbeing. The study aims to use
the construct of family routines to offer a positive approach to examine family quality of life. The
outcame of my study will help infarm service providers how to provide better sup port and services for
these families.

Who are the participants for this study?
| hope that your organisation will alow me to recrut potential padicipants to take part in the study,
The criteria for participants are as follows:

1. The parent/main caregiver of a child diagnosed with ASD,

2. The child has to be elght years old or younger (thus, under ),

What will the participants have to do?
Fotential paricipants will receive a survey packel — an envelope containing an infonmation letter and a
questionnaire. They wil be asked to complete the survey at a place and time which is convenicnt for

them. To complete the que stionnaire will take approxim ately 20 minutas.

Cartre for Augmental & and Allemadve Communication (CAAT) FacFaka: <27 85 540 0844

Senrum v Aarwulionde en Al asows Kommniase |54 8K)

Tet « 12 &0 001

Communication Pathology Building
Universify of Preforia, Lynnwood Road
PRETORLA, Q002

Requbic of South Afica

dincia samuds g ae 78

AR 30, D B0 T
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Appendix D

Page 2 of 2

Participation in this research is completely voluntary and all responses wil be treated
canfidentially, Participants will not be identfied in any results, publications or presentations
arising from this study. Furthermore, no costs will be incurred by either your organisation or the
individual participants.

What will be expected of you as an arganisation/institution?
Upon the favourable permission of your organisation, the follawing will be expected:
1. To identify children diagnosed with ASD who are eight years old or younger.

2. To distribute the survey packet (provided by the researcher) to the identified families.
3. To receive the completed guestionnaires from paricipating families.

4. To safely keep the collected questionnaires for the researcher to collect at a prearranged
date.

Will you have access to the research results?

| am happy to share the results from this study with your organisation. If you are interested to
receive afree copy the results, please inform me. Aternatively, you are welcome to arrange for
a feedback session in the form of a presentation should you prefer that.

Thank you far your time and consideration in this matter. | look forward to y our faveurable reply.
If you have any further questions, you are welcome to contact me or my supervisor (see contact
details below).

Sincerely,

Ljﬂ LJIi-h.:;I_L! ~ i |

Liezl Schlebusch Dr Kletia Samuels
Doctoral Student Supervisor, Centre for AAC
University of Pretoria Univers ity of Pretora

Cantre for Augmentalve sd Allematve Carmmunicatm {CAAC)

Senirum vir Aanwulende en Aematews Kormmunikashe [S4AK) FanfFass: +27 86 510 0%1

C icaon Patnciogy Buikding Tet + 7 12 &0 0
Univarsity of Preforia, Lynmwood Road

PRETORIA, 0002 e samuds g ac za
Regublc of Souh Afica WA, (30, UD. 30,28

126

© University of Pretoria



Appendix E

Appendix E

Reply Form: Permisson to Recruit Participants

To whom it may concern
On behalf of (name

of school), I am writing to formally indicate our awareness of the research proposed
by Ms. Schlebusch, a Ph.D. student at the University of Pretoria. We are aware that
she intends to conduct her research by means of a self-administered survey handed
out to the parents/main caregivers of children - eight years old or younger and
diagnosed with Autism Spectrum Disorder. | am also aware that the parents/main
caregivers will be informed about all aspects of the study, specifically about their

voluntary participation and the confidential treatment of all information.

| grant her permission to conduct her research at our organization.

The number of children in our organisation/institution that are eight years old

or younger, diagnosed with ASD are

If you have any questions or concerns, please feel free to contact me.

Sincerely,

Signature

Name

Date

Institution
stamp/
Letterhead
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Appendix F
Cover Letter of the Survey Booklet

UNIVERSITEIT VAN PRETORIA
UNIVERSITY OF PRETORIA
YUNIBESITHI YA PRETORIA

Faculty of Humanities

Qs

Invitation to participate in a research study entitled:
“Families raising a young child with Autism Spectrum Disorder:
Determining the relationship between family routines and family quality of life”

Dear Parent or Caregiver

My name is Liezl Schlebusch and | am currently undertaking my doctorate in Early Childhood
Intervention through the Centre for Augmentative and Alternative Communication at the University of
Pretoria.

The purpose of my research study is to find out more about the quality of family life when families raise
a young child diagnosed with Autism Spectrum Disorder (ASD). Specifically, | want to have a better
understanding of how everyday routines influence the family’s well-being. The results from my study will
help to inform service providers, like therapists who work with your child, about how to provide better
supports and services to families. | will share the results and practical outcomes of my study with
various professional organisations, early intervention centres and support groups who are helping
families of children diagnosed with ASD. | will also share the results of the study with you, should you
prefer so.

If you are a parent or main caregiver of a child (eight years old or younger, diagnosed with ASD), you
are cordially invited to participate in this study. Your participation is completely voluntary. All your
responses will be kept confidential, which means that you or your family will not be identified in any
results, publication or presentation arising from this study. You may also choose to withdraw from this
study at any time without any negative consequences.

If you are willing to participate, please complete the survey questionnaire included in this packet. To
complete the survey will require approximately 20 minutes of your time. Please return the completed
questionnaire in the envelope provided to your child’s educator/therapist as soon as possible, or at the
latest before Tuesday, the 23 of September 2014.

Finally, please know that | understand the many demands on your time and that | truly appreciate your
help. Please contact myself or my supervisor if you have any questions. | thank you for your time and
hope you will consider this request favourably.

Sincerely,

ol

Liezl Schlebusch

rAlecia Samuels

Doctoral Student Supervisor, Centre for AAC
University of Pretoria University of Pretoria
Centre for Augmentative and Alternative Communication (CAAC) F .
; " A ax/Faks: +27 86 510 0841
Sentrum vir Aanvullende en Alternatiewe Kommunikasie (SAAK) Tl +97 12 420 2001

Communication Pathology Building
University of Pretoria, Lynnwood Road

PRETORIA, 0002 alecia.samuels@up.ac.za
Republic of South Africa WWww.caac.up.ac.za
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Appendix G

Thank you and Reminder Postcard

Thank you for completing the Family Research Survey that | have recently sent you.
| truly appreciate your participation in this research study.

Sincerely,

UNIVERSITEIT VAN PRETORIA
Doctoral Student UNIVERSITY OF PRETORIA
University of Pretoria YUNIBESITHI YA PRETORIA

(contact details) Faculty of Humanities

If you have not had a chance to complete the survey yet, you are still welcome to do

so before Wednesday, the (date). If you have any questions or need another copy of the
questionnaire, please call / send a SMS to (number).
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Appendix H

Pretesting the Survey Booklet —Questions for the $end Review Round

Thank you for your time to review the survey questionnaire. Below are a few questions about

the survey questionnaire. Your expert opinion about these matters is very much appreciated.

1.

Does the questionnaire create a positive impression that motivates you to respond?
Why?

Are the instructions meaningful and easy to follow?

Are the questions organised in a logical order? Would you change the order of any of
the questions?

Are all questions worded in a clear, concise and unambiguous manner? If not, which
questions are unclear?

Are there any words in the questionnaire that respondents might not understand?
Are the response choices appropriate for each question?

Do you think respondents will know or be able to recall the necessary information to
answer the questions?

Any other comments or suggestions that might help to improve the quality of the
questionnaire?
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Appendix |
Ethics Approval Obtained from the Ethics Committeeof the
Faculty of Humanities of the University of Pretoria

UNIVERSITEIT VAN PRETORIA
UNIVERSITY OF PRETORIA
YA PRETORIA
"*g G YUNIBESITHI
‘ Faculty of Humanities
Research Ethics Committee
10 July 2014

Dear Prof Bornman

Project: Determining the relationship between family routines and
quality of life in families with children with Autism Spectrum
Disorder (ASD)

Researcher: L Schebusch

Department: Centre for Augmentative and Alternative Communication

Reference number: 28524960

Thank you for your response to the Committee’s communication of 30 October 2012.

| am pleased to inform you that the above application was approved by the Research
Ethics Committee at an ad hoc meeting on 9 July 2014. Data collection may therefore
commence.

Please note that this approval is based on the assumption that the research will be carried
out along the lines laid out in the proposal. Should the actual research depart significantly
from the proposed research, it will be necessary to apply for a new research approval and
ethical clearance.

The Committee requests you to convey this approval to the researcher.

We wish you success with the project.

Sincerely

T

Prof Karen Harris

Acting Chair: Postgraduate Committee &
Research Ethics Committee

Faculty of Humanities

UNIVERSITY OF PRETORIA
e-mail:Karen.harris@up.ac.za

Research Ethics Committes Members: Dr L Blokland;Prof Prof M-H Coetzee; Dr JEH Grobler, Prof KL Harris (Acting Chair); Ms H Klopper; Dr C
Panebianco-Warrens; Dr Charles Puttergill, Prof GM Spies; Dr'Y Sples; Prof E Taljard, Dr P Wood
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UNIVERSITEIT VAN PRETORIA
UNIVERSITY OF PRETORIA
YUNIBESITHI YA PRETORIA
Faculty of Humanities

Our Ref: 28524960
17 July 2014

Mrs L Schlebusch
PO Box 18605
NOORDBRUG
2522

Dear Mrs Schlebusch

TITLE REGISTRATION : FIELD OF STUDY - PhD AUGMENTATIVE AND ALTERNATIVE
COMMUNICATION

| have pleasure in informing you that the following has been approved:

TITLE: Familles raising a child with Autism Spectrum Disorder: Determining the
relationship between family routines and family quality of life

SUPERVISOR: Dr AE Samuels
CO-SUPERVISOR: Dr S Dada

PLEASE TAKE NOTE OF THE FOLLOWING INFORMATION AS WELL AS THE ATTACHED
REQUIREMENTS.

p PERIOD:
(a) You must be enrolled as a student for at least one academic year before submission of your
thesis.

(b) Your enrolment as a student must be renewed annually before 31 March, until you have
complied with all the requirements for the degree. You will only be liable to have supervision If
you provide a proof of registration to your supervisor.

2 NOTIFICATION BEFORE SUBMISSION:
You are required to notify me at least three months in advance of your intention to submit your thesis

for examination.

3. APPROVAL FOR SUBMISSION:
On completion of your thesis enough copies for each examiner as well as the prescribed examination
enrolment form which includes a statement by your promoter that he/she approves of the submission of
your thesis, as well as a statement signed by you, must be submitted to Student Administration.

4. DATE OF EXAMINATION:
If your doctoral examination is to take place after the submission of your thesis, please inform me of

the date of the examination.

Yours sincerely

e T

for DEAN: FACULTY OF HUMANITIES
Information Technology Building 2- Tel: +27 (0)12 4202959 Email: jana,bezuldenhout@up.ac.za
F Student Adrv 1 Fax: +27 (0)12 4202698 Website: www.up.ac.za
University of Pretorla
Private Bag X20, Hatfield 0028
Republic of South Africa
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Permission Obtained from the Gauteng Department oEducation

GAUTENG PROVINCE

, Department: Education
3 REPUBLIC OF SOUTH AFRICA

For administrative use:
Reference no: D2015 / 239

GDE RESEARCH APPROVAL LETTER

Date: 30 July 2014

Validity of Research Approval: | 30 July 2014 to 3 October 2014

Name of Researcher: Schlebusch L.

Address of Researcher: P.O. Box 19605

Noordbrug

2522

Telephone Number:

Email address:

Families raising a young child diagnosed with
Autism Spectrum Disorder: Determining the
relationship between family routines and family
quality of life

Number and type of schools: FOUR LSEN Schools

Gauteng West; Johannesburg Central and
Tshwane South

Research Topic:

District/s/HO

Re: Approval in Respect of Request to Conduct Research

This letter serves to indicate that approval is hereby granted to the above-mentioned
researcher to proceed with research in respect of the study indicated above. The onus rests
with the researcher to negofiate appropriate and relevant time schedules with the school/s
and/or offices involved to conduct the research. A separate copy of this letter must be
presented to both the School (both Principal and SGB) and the DistricttHead Office Senior
Manager confirming that permission has been granted for the research to be conducted.
tlclle.gli
Qa;éo o7 z/
The following conditions apply to GDE research. The researcher may proceed with the
above study subject to the conditions listed below being met. Approval may be
withdrawn should any of the conditions listed below be flouted: A

Making education a societal priotity

Office of the Director: Knowledge Management and Research
9™ Floor, 111 Commissicner Street, Johannesburg, 2001
P.O. Box 7710, Johannesburg, 2000 Tel: (011) 355 0506
Email: David.Makhado@gauteng.gov.za
Website: www.education.gpg.gov.za
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1. The District/Head Office Senior Managet/s concerned must be presented with a copy of this
letter that would indicate that the said researcher/s has/have been granted permission from the
Gauteng Department of Education to conduct the research study.

2. The District/Head Office Senior Manager/s must be approached separately, and in writing, for
permission to involve District/Head Office Officials in the project.

3. A copy of this letter must be forwarded to the school principal and the chairperson of the School
Governing Body (SGB) that would indicate that the researcher/s have been granted permission
from the Gauteng Department of Education to conduct the research study.

4. A letter / document that outlines the purpose of the research and the anticipated outcomes of
such research must be made available to the principals, SGBs and District/Head Office Senior
Managers of the schools and districts/offices concerned, respectively.

5. The Researcher will make every effort obtain the goodwill and co-operation of all the GDE
officials, principals, and chairpersons of the SGBs, teachers and learners involved. Persons who
offer their co-operation will not receive additional remuneration from the Department while those
that opt not to participate will not be penalised in any way.

6. Research may only be conducted after school hours so that the normal school programme is not
interrupted. The Principal (if at a school) and/or Director (if at a districtthead office) must be
consulted about an appropriate time when the researcher/s may carry out their research at the
sites that they manage.

Z Research may only commence from the second week of February and must be concluded before
the beginning of the last quarter of the academic year. If incomplete, an amended Research
Approval letter may be requested to conduct research in the following year.

8. items 6 and 7 will not apply to any research effort being undertaken on behalf of the GDE. Such
research will have been commissioned and be paid for by the Gauteng Department of Education.

9. It is the researcher’s responsibility to obtain written parental consent of all learners that are
expected fo participate in the study.

10.  The researcher is responsible for supplying and utilising his/her own research resources, such as
stationery, photocopies, transport, faxes and telephones and should not depend on the goodwill
of the institutions and/or the offices visited for supplying such resources.

11.  The names of the GDE officials, schools, principals, parents, teachers and learners that
participate in the study may not appear in the research report without the written consent of each
of these individuals and/or organisations.

12, On completion of the study the researcher/s must supply the Director: Knowiledge Management
& Research with one Hard Cover bound and an electronic copy of the research.

13, The researcher may be expected to provide short presentations on the purpose, findings and
recommendations of his/her research to both GDE officials and the schools concerned.

14. Should the researcher have been involved with research at a school and/or a district/head office
level, the Director concerned must also be supplied with a brief summary of the purpose, findings
and recommendations of the research study.

The Gauteng Department of Education wishes you well in this important undertaking and looks
forward to examining the findings of your research study.

Kind regards
Gl
Dr David Makhado

Director: Education Research and Knowledge Management

‘ o7/ 3/
DATE: ?O/Q,/ ................................ 5

Making education a societal priority

Office of the Director: Knowledge Management and Research

9" Floor, 111 Commissioner Street, Johannesburg, 2001
P.O. Box 7710, Johannesburg, 2000 Tel: (011) 355 0506
Email: David.Makhado@gauteng.gov.za
Website: www.education.gpg.gov.za
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Appendix L

CODEBOOK: Families' perspectives on raising their child with Autism Spectrum Disorder

Nr Question Name Description Instructions Value Label

1 PartID  Participants ID Assign your own identification nrs (start at 1)

2 Site Survey site Enter the number that corresponds to one of the categories

3 Date Questionnaire received Enter the date the survey was received - dd.mm.yyyy

4 Results Email address Enter the email address

5 1 REL Relation Enter the number that corresponds to one of the categories 1 Father
2 Mother
3 Caregiver
4 Parent
5 Both parents

6 21 FH Father present in household Enter the number that corresponds to yes or no 1 Yes
2 No

7 22 MH Mother present in household Enter the number that corresponds to yes or no 1 Yes
2 No

8 23 NRC Number of children Enter the number of children

9 24 GPH Grandparents present in household Enter the number that corresponds to yes or no 1 Yes
2 No

10 25 OFH Other family present in household Enter the number that corresponds to yes or no 1 Yes
2 No

PH Paid helper present in household Enter the number that corresponds to yes or no 1 Yes

2 No

11 241 DoBF  Age of father Enter year of birth

12 22 DoBM  Age of mother Enter year of birth

13 21 FWO Father working Enter the number that corresponds to yes or no 1 Yes
2 No

0 Father not present in household
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Question Name  Description Instructions Value Label

2.2 MWO  Mother working Enter the number that corresponds to yes or no 1 Yes

2 No

0 Mother not present in household
3 DoBOC  Age oldest child Enter date of birth - dd.mm.yyyy
4 DoBYC  Age youngest child Enter date of birth - dd.mm.yyyy
5 FTYPE Family type Enter the number that corresponds to one of the categories Two-parent family
One-parent family
Step-family
Grade 11 or less
Grade 12
Diploma
Undergraduate degree
Postgraduate degree
Employed full-time
Employed part-time
Not currently working
Home executive / housewife
Black
Coloured
Indian or Asian
White
[ don't wish to say
Less than R4500
R4501-R12500
R12501-R30000
R30001-R52000
R52001-R70000
R70001+
Struggling
Just getting by
Doing okay

6 EDU Respondent education level Enter the number that corresponds to one of the categories

7 EMPL  Respondent employment status Enter the number that corresponds to one of the categories

8 ETH Respondent ethnicity Enter the number that corresponds to one of the categories

9 FIN Family income Enter the number that corresponds to one of the categories

10 SIN Subjective family income Enter the number that corresponds to one of the categories

W N 0 OB WON 20PN - B ON-_2O PR LON - WD~
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Nr Question Name  Description Instructions Value Label
4 Managing well with some extra
5  Well off
23 11 ASDCh  Number of children with ASD Enter the number of children with ASD in family
24 12 ChGEN  Gender of child with ASD Enter the number that corresponds to boy or girl 1 Boy
2 Girl
25 13 DoBASD Age of child with ASD Enter date of birth - dd.mm.yyyy
26 14 TIME  Time since diagnoses Enter time in months only 0 awaiting diagnosis
27 15 ChADD1 Additional disability Enter the number that corresponds to yes or no 1 Yes
2 No
28 15 ChADD2 Specify additional disabilities Enter description of additional disabilities
29 16 LEV Level of severity of ASD Enter the number that corresponds to one of the categories Mild
2 Moderate
3 Severe
30 17 HRS Hours of services per week Enter the amount of hours
31 18 SLE Significant life events Enter description of life events
32 191 N1 Increased time demands Enter the number that corresponds to one of the categories 1 Notatall
33 19.2 N2 Disruptionof family routines 2 Toamild degree
34 193 P1 More spiritual 3 Toamoderate degree
35 194 N3 Additional financial costs 4 To asubstantial degree
36 195 P2 Do more for each other
37 19.6 P3 Improved relationship with partner
38 197 N4 Limitations in social contacts
39 198 P4 What to value in life
40 199 P5 Appreciate uniqueness
41 19.10 N5 Cancel/postpone holidays
42 19.11 N6 Hestitation to phone friends
43 1912 P6 Tolerant of differences
44 1913 N7 Decreased time for friends
45 1914 P7 Positive growth
46 19.15 N8 Chronic stress
47 19.16 P8 Awareness of disability
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Nr Question Name  Description Instructions Value Label

48 19.17 N9 Tension with partner

49 19.18 N10 Cancel major purchases

50 19.19 P9 Special pleasures from child

51 19.20 P10 Life is more meaningful

52 201 RWD1  Talking to children Enter the number that corresponds to one of the categories 1 Never/almost never
53 20.2 RWD2  Parents morning 2 Sometimes / 1-2 times a week
54 20.3 RWD3  Working parent playtime 3 Mostly / 3-5 times a week
55 204 RWD4  Working parent caretaking 4 Always / almost every day
5 20.5 RWD5  Children's mornings

57 20.6 RWD6  Family play

58 20.7 RWD7  Outside activity

59 20.8 RWD8  Evening quiet time

60 20.9 RL1 Go to special place each week

61 20.10 RL2 Family time at home

62 20.11 RC1 Read or tell stories

63 20.12 RC2 Children play alone

64 20.13 RC3 Therapy appointments

65 20.14 RC4 School on the same days

66 20.15 RC5 Therapy activities at home

67 20.16 RP1 Parent hobby/sport

68 20.17 RB1 Children bedtime routine

69 20.18 RB2 Go to bed same time at night

70 20.19 RM1 Dinner at the same time

71 20.20 RM2 Breakfast together

72 20.21 RM3 One meal together

73 20.22 RF1 Parents talk to their parents

74 20.23 RF2 Visit relatives or friends

75 20.24 RLC1  Check in and out

76 20.25 RLC2  Home from work same time

77 20.26 RLC3  Greet working family

78 20.27 RD1 Discipline
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Nr Question Name  Description Instructions Value Label
79 20.28 RCC1  Children household chores
80 211 QF1 Enjoy spending time together Enter the number that corresponds to one of the categories 1 very dissatisfied
81 212 QP1 Teach children independence 2 dissatisfied
82 213 QE1 Support to relieve stress 3 neutral
83 214 QE2 Suportive friends 4 satisfied
84 215 QP2 Help with schoolwork 5 very satisfied
85 216 Qm1 Transportation
86 21.7 QF2 Talk openly
87 218 QP3 Teach children to get along
88 219 QE3 Time for own interests
89 21.10 QF3 Solves problems together
90 21.11 QF4 Support to accomplish goals
91 2112 QF5 Love and care for each other
92 2113 QE4 Qutside help available
93 21.14 QP4 Teach children good decisions
94 21.15 Qm2 Medical care
95 21.16 QM3 Take care of expenses
96 21.17 QP5 Know people in children's lives
97 21.18 QF6 Handlelife's ups and downs
98 21.19 QP6 Take care of individual needs of children
99 21.2 Qm4 Dental care
100 21.21 QM5 Feels safe
101 21.22 QD1 ASD support at school
102 21.23 QD2 ASD support at home
103 21.24 QD3 ASD support to make friends
104 21.25 QD4 Good relationships with service providers 1 very dissatisfied
105 22 0Q Overall family quality of life Enter the number that corresponds to one of the categories 2 dissatisfied

3 neutral

4 satisfied

5  very satisfied

The End
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Correlations between Demographic Variables, Appraial of the Impact of ASD on the Family, and Family Rutines

Age of the Appraisal Level of
Number of  Age of Age of  Age of the youngest Financial  financial Age of child Time since severity of
children father mother oldest child child Education income income with ASD  diagnosis ASD

Negative Appraisal -.031 .042 110 -.075 .050 .108 .095 -113 -.162" .015 426"
Positive Appraisal .040 117 061 .138 .038 -.003 -.067 -.030 .021 .026 .054
Workday Routines -.101 -.006 -.011 -.101 -.040 .029 -.060 .053 -.007 .003 -.090
Leisure Routines -.009 .041 -.058 -.109 -.110 .062 .059 .120 .039 .019 -.030
Child Routines .054 119 .078 -.043 -.103 120 164" 156" .034 .085 -.168"
Parent Routines .030 -.086 -.088 -.046 -.008 A71 .107 .189" .062 .059 .045
Mealtime Routines 248" .023 .043 162" -.055 -162" 275" -.213" 021 .070 -.074
Leaving & Homecoming -013 021 061 -.044 045 059 156" 085 055 016 -.060
Routines
Disciplinary Routines .101 -.090 -112 .002 -.007 .039 .060 .002 -.080 074 .002
Child Chore Routines 181 .059 071 .150 .032 -.011 -.100 -.112 .096 -.010 -136
Talking to Own Parents -.109 -.135 -.065 -157 -.169 .043 .057 .126 -.103 -.007 .054
Visiting Family and -.190° -.005 -.085 -.089 027 -.039 -.070 115 203" 056 -.120
Friends Routines
Regularity of Family 033 011 013 -.062 -.089 072 .052 .081 072 .083 -111
Routines
*p < 0.5. ** p < .01.
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Appendix N
Correlations between All the Latent Constructs
1 2 3 4 5 6 7 8 9 10 11 12 13 14 15 16 17 18 19
1 Workday Routines -
2 Leis_ure and Weekend D5k )
routines
3 Child Routines 444" 2637 -
4 Parent(s) Routines 198" 342" 225" -
5 Mealtime Routines 2260 .152° 218" -.014 -
6 Talking to Own Parents .191° .114 .163° .039 .113 -
7 Visiting Family and 202" 342" 088 214" 147 3200 -
Friends Routines
8 h%?%’;”c%ran’i‘:g Routines 351 217" 278" 128 240" 2947 293" -
9 Disciplinary Routines 128 120 .207° .116 .236° .267 .180 .249" -
10 Child Chores Routines ~ .173" 179" .183" 221" .233" .101 .208" .254 .238" -
11 Family Interaction 3007 2197 182" 139 .105 .264" .372" 360" .184" .190° -
12 Parenting 2767 198" 3147 3087 .113 .306 .306 .284" .256 .307 .659 -
13 Emotional Well-being ~ .257" 259" .204" 322" 114 .156 .441" 241" .145 240" 578" 587 -
14 Egi)r’fg:ca'/ Material Well- - 164" 156" 177° 064 -070 .139 .221" 332" .101 .075 528" 502" .485" -
gfsggy're'ated 241" 123 2417 2007 -071 .150° .252" 194" 176" .248" 456" 615" .449" 571" -
16 Negative Appraisal -138 -.146 -.045 -.166 -.125 -.113-244" -071 -079 -.070-296 -.218" -475 -.156 -.269 -
17 Positive Appraisal 263" 069 .120 .032 -.039 .155 .129 .061 .165 .222" .312" 295" 113 .059 .234" .081 -
Sgg;:]a:sty of Family 735" 486" 730" 373" 494" 375" 419" 617" 392" 412" 302" 449" 363" 250" 299" -146 .199" -
19 Overall Family Quality  5gg+ 535" 575" 251" 056 265" .399" 353" 215" 258" 829" 847" 760" 783" 736" -336" .254" 439" -

of Life

*p < 0.5. % p < .0L.
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