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Abstract

Caring for children with autism place mothers at high risk for poor health outcomes and
compromises the health of all family members (e.g., Bristol, 1987; Hastings et al.,
2005a). Although poor outcomes prevail, some mothers do well despite their caregiving
challenges. While ample research exists on mothers’ supports and stress, virtually
nothing is known about their strengths. Emerging research suggests that parental self-
efficacy and empowerment may contribute to better outcomes in mothers of children with
autism. The purpose of the present study was to identify predictors of better outcomes in
mothers of children with autism. Relationships among child disruptive behaviour,
supports, self-efficacy, empowerment, maternal distress and positive perceptions of
parenting were examined using a postal survey design. Mothers (N = 114) of school-age
children with autism provided demographic information and completed various scales
(i.e., the Developmental Behaviour Checklist, Family Support, Difficult Behaviour Self-
Efficacy, Family Empowerment, Hospital Anxiety and Depression, Positive
Contribution). Overall, 35% of the variance was explained in maternal distress (i.e.,
anxiety and depression). After accounting for mothers’ age and child disruptive
behaviour, support and empowerment were subsumed by parental self-efficacy in
predicting lower levels of maternal distress. Collectively, 17% of the variance was
explained in mothers’ positive perceptions of parenting. Self-efficacy partially mediated
the moderate effect of disruptive behaviour on mothers’ distress and fully mediated the
small effect of disruptive behaviour on mothers’ positive perceptions of parenting. Thus,
parental self-efficacy for managing children’s difficult behaviour is very promising for
preserving mothers’ health. While discussion focuses on outstanding issues to be
addressed, the findings suggest that tailoring formal services to enhance parental efficacy,
rather than providing support and consultation services alone, would be more in line with
mothers’ needs and possibly improve both children’s and families’ outcomes.
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Chapter 1 Introduction

For many years researchers have sought to understand the challenges of parenting
children with autistic spectrum disorders, thus exposing the extraordinarily high care
demands that this complex and life-long disorder places on families and, in particular,
mothers (Bristol, 1979; 1987; Gray, 2006; Hastings et al., 2005a; Koegel et al., 1992).
Indeed, evidence indicates that mothers are at highest risk for poor health, and that their
poor health affects the health of all family members (Hastings et al., 2005). While poor
maternal outcomes are prevalent and related to parental perceptions of caregiving burden,
some mothers seem to cope well (Bristol, 1987). In an effort to understand how mothers
sustain their health, research has focused on supports and coping strategies that might
buffer mothers from poor outcomes (e.g., Bristol, 1987; Dunn, Burbine, Bowers, &
Tantleff-Dunn, 2001). These studies have provided a better understanding of mothers’
stressors and needs but only modest or inconsistent evidence for factors that lead to better
maternal outcomes (Boyd, 2002; Hastings & Beck, 2004; Hutchinson & Bryson, in
preparation). Thus, an outstanding and key question is why some mothers report poor
outcomes whereas others report good outcomes.

In an attempt to address this question, this thesis examines the relationships
among child disruptive behaviour, support, parental self-efficacy, empowerment, and
maternal distress and well-being (i.e., both maternal anxiety and depression and positive
perceptions related to parenting a child with autistic spectrum disorder). The primary
aims of this study were to identify the types of supports and parental strengths that might
be associated with and possibly mediate the relationship between autism-related stressors

and maternal outcomes. For this purpose, a survey of mothers raising school-age children



with autistic spectrum disorders was conducted, employing McCubbin and Patterson’s
(1983) ABCX model of parental adjustment but also including a strengths-based
approach (hereafter referred to as the Strengths-based ABCX model). Thus, the present
study is theoretically guided by a Strengths-based ABCX model of adjustment which
assumes that mothers experience better outcomes when they view their children’s
difficult behaviour as manageable, perceive their supports as helpful, and are confident in
managing their family life and children’s service needs.

The dissertation begins with a brief description of the nature of autistic spectrum
disorders and its relationship with maternal and family pathology. This is followed by a
review of the evidence on family support, maternal self-efficacy and empowerment.
Next, these constructs are discussed with regard to their utility in extending the ABCX
model to include maternal strengths and positive outcomes. I then describe the method
and results of the present study, and conclude with a discussion of the findings, and by
highlighting questions for further research.

Autistic Spectrum Disorders

The Autistic Spectrum Disorders (ASDs) are a group of related, chronic
conditions that include Autism, Pervasive Developmental Disorders-Not Otherwise
Specified and Asperger syndrome (American Psychiatric Association [APA], 2000).
These disorders are characterized by impairments in communication, social interaction,
and a tendency to engage in restricted and repetitive behaviours and routines (APA,
2000). In each of these domains, symptoms vary in presentation and severity across the
spectrum. While the signs of autistic spectrum disorders become increasingly more

evident to parents within the first and second year of development, most children are not



diagnosed until they are 4 years of age or older (Center for Disease Control [CDC], 2010;
Landa & Garrett-Mayer, 2006). Prevalence of the ASDs is one in 100-150 individuals,
and males are four times more likely to have ASD than females (CDC, 2010; Kogan et
al., 2009). ASD symptoms not only vary with the developmental levels of those affected
but also in severity. Therefore, although improvements can be realized through treatment
and education, most individuals with ASD will need some form of ongoing support to
cope with their daily communication, social and behavioural challenges (Howlin, 1998).
In ASD, communication deficits may be apparent in language delays, repetitive
use of language (e.g., echolalia), and a lack of functional communication skills (Loucas et
al., 2008). The social deficits include a lack of eye contact, difficulty sharing interests
with others, and a lack of emotional reciprocity. Affected individuals also have a high
need for routine, display a restricted range of interests, and engage in repetitive behaviors
(Charman & Baird, 2002). In addition to the core diagnostic features, ASD’s may co-
occur with sensory processing deficits (e.g., hyper- and hypo-sensitivities), chronic
medical conditions (e.g., epilepsy) and known genetic disorders such as tuberous
sclerosis and Fragile X syndrome (Baranek, David, Poe, Stone, & Watson, 2006;
Kielinen, Rantala, Timonen, Linna, & Moilanen, 2004). Individually, each one of these
difficulties can be challenging, but collectively they place a high demand on parents.
Parents may feel overwhelmed by their children’s developmental deficits, and their
related sensory and/or medical conditions, particularly when families envision a poor
prognosis and related long-term support needs (Midence & O’Neill, 1999; Gray, 2006).
Thus, much research has been devoted to understanding the particular effects of ASD on

parental and family adjustment. This literature typically refers to autistic spectrum



disorders as autism (e.g., Bebko, Konstantareas, & Springer, 1987; Donenberg & Baker,
1993; Hastings et al., 2005a; Howlin & Moore, 1997). Thus, hereafter the term “autism”
will be used to represent the spectrum of autistic disorders.

Autistic Spectrum Disorder as a Stressor

In the early years and as children mature, parents are likely to express serious
concerns about autistic symptoms (e.g., communication, social skills, narrow interests)
and difficult behaviours (e.g., tantrums and physical aggression; Howlin & Moore, 1997).
In order to address key parental concerns, several studies have been conducted to
determine whether autistic symptoms or characteristics are differentially predictive of
maternal stress, anxiety or depression.

In the first of a series of studies designed to understand which characteristics of
autism are most stressful for parents, Bebko et al. (1987) compared clinicians’ and
parents’ ratings of the severity of children’s autistic symptoms, and their relationship
with parental stress. Independent of the children’s ages (range: 6 to 18 year-olds, with no
mean reported), both groups rated the cognitive and communication impairments as most
severe. Specifically, parents of both younger and older children were most concerned
with social deficits and communication difficulties. These symptoms were related to high
stress levels in both mothers and fathers of younger children. Mothers of older children
reported lower stress levels than parents of younger children. In contrast, fathers’ stress
levels remained high and comparable to those of parents with younger children. Bebko et
al. (1987) suggested that low stress in mothers of older children was an indication of their

acceptance of their children’s condition, whereas high stress in fathers might reflect the



realization that their older children with communication and social deficits would require
long-term care.

Further evidence for autism-related stress in parents was found by Konstantareas
and Homatidis (1989). They compared clinicians’ and parents’ ratings of symptom
severity in young children (M = 6.9 years; range = 2.4 to 12.7 year-olds) with parents’
self-reports of stress. Both clinicians and parents rated impaired verbal communication,
uneven cognitive function, and lack of social skills as the most severe symptoms.
Mothers’ and fathers’ stress scores were not significantly different but both were high
and positively related to children’s autistic symptoms. While parents’ stress levels were
similar, they were differentially related to their children’s behaviour. Mothers’ stress
scores were predicted by their children’s self-stimulatory behaviour, visual
preoccupations and inappropriate affect, while fathers’ stress scores were predicted by
their children’s lack of verbal communication and anxiety reactions. Thus, the findings
indicate that different aspects of children’s behaviour were more stressful for mothers
than for fathers.

Donenberg and Baker (1993) conducted the first study to compare the behavioural
profiles of young children for their effect on family functioning. For this purpose they
surveyed mothers of young children (range = 3.5 to 6 year-olds) with three behavioural
profiles (i.e., children with autism vs. typically developing with externalizing behavior
vs. typically developing without externalizing behaviour). Stress scores for mothers of
children with autism and mothers of children with externalizing behaviour were
indistinguishable, but both were significantly higher than those for mothers of typically

developing children without externalizing behaviour. These findings suggest that



syndrome-specific characteristics may not be the most salient predictor of stress in
mothers of children with autism. Instead, maternal perceptions of children’s externalizing
behaviour regardless of the disorder may be a better predictor of maternal stress.

In a mainly descriptive study of families with children who have autism,
Sharpley, Bitsika, and Efremidis (1997) examined parents’ perceptions of their parenting
confidence, stress, anxiety and depression. Over half of parents rated their daily stress as
high to very high. Over one quarter of parents reported anxiety in the high to severe
range, and 19% of parents reported depression ranging from moderate to severe. Mothers
reported significantly higher levels of anxiety and depression than fathers. Parents ranked
their children’s behavioural difficulties as the most challenging aspect of parenting
children with autism. Although most parents believed that they had the ability to manage
their child’s behavior, most were stretched beyond their limits and over half felt they
were unable to cope. Taken together, the findings show that difficult behaviour is very
stressful for parents, and that high levels of daily stress may lead to high levels of anxiety
and depression, particularly in mothers. However, parents who believed they could
manage their child’s behaviour and also received assistance from caregivers whom they
perceived as having a "clear understanding of the child's difficulties and needs" reported
lower levels of stress, anxiety and depression (Sharpley et al., 1997).

Based on the studies reviewed here, children’s autistic symptoms (e.g.,
communication and repetitive behaviour) were found to be stressful for parents
(Donenberg & Baker, 1993; Konstantareas & Homatidis, 1989; Sharpley et al., 1997).
However when children’s autistic characteristics were compared, difficult externalizing

behaviours were the most stressful for mothers (Konstantareas & Homatidis, 1989;



Sharpley et al., 1997). Indeed, difficult child behaviour may be particularly
overwhelming and thus critical to include when examining maternal health outcomes.
While raising children with autism has a profound effect on parents’ stress, it seems to
have a greater impact on mothers’ health. Thus, investigators have compared the effects
of parenting children with autism to parenting children with other types of disabilities and
have examined whether these effects vary for maternal or paternal roles.
Distress in Mothers of Children with Autism

Stress in parents and particularly in mothers of children with autism is well
established (Bristol, 1979; 1984; Hastings & Beck, 2004; Holroyd, Brown, Wikler, &
Simmons, 1975). Early research indicated that parents of children with autism have more
family-related difficulties and higher stress levels than parents of children with
developmental delay alone or psychiatric disorders (Holroyd & McArthur, 1976).
However, some authors have suggested that caregiving for a child with any type of
disability is predictive of distress in mothers; whereas others assert that raising a child
with autism is particularly stressful and has a high negative impact on mothers’ health,
especially for mothers of children with autism (Orr, Cameron, & Day, 1991; Quine &
Pahl, 1991). In response to these findings, the first studies of families were designed to
understand how raising children with autism differentially affects parental health, the
extent to which family function is affected, and whether the effects differ from those on
other families (e.g., Gray & Holden, 1992; Moes, Koegel, Schreibman, & Loos, 1992;
Rodrigue, Morgan, & Geftken, 1990).

Several studies have focused on whether maternal caregiving experiences differ

according to the developmental or medical condition in question. Bouma and Schweitzer



(1990) examined stress in mothers of children with autism, cerebral palsy, and those who
are typically developing. They found that caring for a child with autism had the most
detrimental effect on mothers’ levels of stress. Further, Dumas, Wolf, Fisman, and
Culligan (1991) examined the influence of the type of disability on stress and depression
in parents of children with autism, behaviour disorders, Down syndrome, and typical
development. Mothers of children with autism and those with behaviour disorders
reported higher levels of parenting stress and depression, higher than fathers of children
with autism or mothers and fathers of children with Down syndrome or typical
development. This effect was particularly strong for mothers of younger children (i.e.,
under 7 years). Taken together, these findings suggest that the role of caregiving for
children with autism and those with behaviour disorders have a more negative effect on
maternal mental health than other developmental or chronic health conditions. Of
particular interest was that mothers of children with autism experienced higher levels of
stress and depression than fathers who live in the same household (Dumas et al., 1991;
Moes et al., 1992). These findings led researchers to examine mothers’ and fathers’
parental roles and to compare the health of parents in families of children with autism.
In the first of two studies designed specifically to compare the roles of mothers
and fathers of children with autism, Gray and Holden (1992) found that mothers
identified themselves as primary caregivers, whether they worked full-time as
homemakers or part- or full-time outside the home. In contrast, none of the fathers
identified themselves as primary caregivers and all fathers worked full-time outside the
home. Findings indicated that mothers were more likely than fathers to feel responsible

for “maintaining family integration” and had higher levels of anxiety and depression.



Gray and Holden (1992) concluded that mothers’ primary and more intense caregiving
roles place them at higher risk for poor health.

As predicted, Moes et al. (1992) also found that mothers of children with autism
were at greater risk for stress and depression than fathers. Indeed, mothers’ levels of
stress were higher than fathers’, and mothers’ depression scores were more than twice as
high as those found in fathers. Again, mothers reported primary responsibility for both
the day-to-day care of their children with autism and for other family members,
regardless of whether they worked outside the home part- or full-time. In contrast to
mothers, fathers’ contributions to the family were not related to daily care but were
mainly in the form of wages earned outside the home. Also consistent with the findings
of Gray and Holden (1992), mothers were responsible for “maintaining family
integration”. Moes et al. (1992) interpreted these findings as evidence that mothers are at
greatest risk for stress and depression for two reasons. First, they speculate that when
family difficulties arise, mothers who cope by maintaining family cooperation may feel
solely responsible and blame themselves for their children’s and families’ unresolved
problems (Moes et al., 1992). Second, and in agreement with others (Gray & Holden,
1992; Gray, 1994), Moes et al. (1992) also presume that for fathers, working outside the
home may provide a form of daily respite from caregiving stressors.

In summary, a large body of evidence indicates that mothers of children with
autism are at risk for clinically high levels of stress, anxiety, and depression related to
their caregiving roles (Gray & Holden, 1994; Hastings et al., 2005a: Sharpley et al.,
1997). Mothers have reported high stress profiles related to raising a child with autism,

regardless of their cultural or geographic location, their child’s age or level of functioning



(Koegel et al., 1992). Findings indicate that mothers of children with autism experience
higher levels of distress than fathers of children with autism and mothers of children with
Down syndrome, cerebral palsy, or those who are typically developing (Bouma &
Schweitzer, 1990; Dumas et al., 1991; Gray & Holden, 1992; Gray, 1994; Moes et al.,
1992). Collectively, the evidence supports the conclusion that the nature of autism places
higher demands on primary caregivers. It is possible that caring for children with autism
is more difficult and intense because of the core deficits in communication, socialization
and behavioural flexibility, and in particular, because of the high levels of associated
disruptive behaviour (Donenberg & Baker, 1993). These findings have lead researchers
to focus on social supports that might buffer the negative effects of caring for a child with
autism.
Supports

For mothers and families, support has been defined as a coping resource
consisting of multiple forms (i.e., instrumental, emotional, and informational), from both
informal and formal sources (Bristol, 1979; Dunst, Trivette, & Cross, 1986). Informal
support refers to unpaid assistance from immediate and extended family, friends,
neighbours and other parents with a child with a disability (Bristol, 1979). Formal
support refers to community, education and health services that are government-funded
or private fee-for-service arrangements (Bristol, 1979). In one of the early studies on
social support, Bristol (1987) found that mothers’ perceptions of helpful informal support
predicted happier marriages and enhanced their parenting practices, but did not protect
them from depression. Unexpectedly, formal support had no effect on any of the

outcomes, including maternal depression. Given that mothers, children with autism, and
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their families have high needs, it seems unlikely that there is no source of formal support
that is helpful to them. Thus, since the publication of Bristol’s findings many studies have
examined support and its relationship with children’s symptom severity and maternal
distress.

In a follow-up to Bristol’s (1987) early work, Konstantareas and Homatidis
(1989) looked specifically at the number of supports that were available and the degree to
which supports were either helpful or aggravating for parents of children with autism.
Particular attention was paid to spousal support and whether parents desired additional
support from their spouse. Support was defined in terms of social and community agents
(i.e., spouses, in-laws, friends, neighbours, workplace, church, parent groups, schools,
doctors and social agencies). Findings indicated that mothers’ higher stress levels were
related to having children with greater symptom severity (e.g., non-verbal, self-abusive,
and hyper-irritable) and to unhelpful support. Mothers reported high aggravation with all
sources of support, especially spousal support. Indeed, 55% of mothers and only 7% of
fathers desired additional support from their spouse. Mothers thought that fathers should
provide additional support in the form of relief from caregiving, shared disciplining, and
more involvement in daily chores. Generally, mothers valued accessible support and, in
particular, sharing caregiving responsibilities with others in their homes. Importantly,
mothers of children with hyper-irritability were least likely to receive support that they
perceived as helpful.

In a conceptually related study, Hastings and Johnson (2001) examined informal
and formal support, together with children’s behavioral problems, parental coping

strategies and perceptions of their children’s early intervention program, as predictors of
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family problems and depression in the main caregiver (92% were mothers). When all of
these factors were examined together, parents who coped by actively pursuing support
and positively reframing their challenges experienced lower levels of depression. Parents
who actually received helpful informal support and positively reframed their challenges
experienced fewer parenting and family problems. Consistent with Bristol’s (1987)
findings, formal support had no effect on parent outcomes. Rather, parents’ who sought
support to cope with their stressors had lower levels of depression, whereas parents’ who
received helpful informal support reported fewer marital and family problems.

Similar findings have been reported by Dunn et al. (2001). They examined
stressors, supports, locus of control, and coping styles as potential moderators of social
isolation, spousal relationship problems and depression in parents of children with
autism. Findings indicated that parents who coped by actively pursuing social support
and positively reframing their challenges, rather than trying to escape or avoid their
problems, reported fewer spousal relationship problems. Moreover, receiving social
support moderated the relationship between parents’ life stressors and their experiences
of social isolation. Consistent with the findings of Bristol (1987) and Hastings and
Johnson (2001), receiving informal or formal support had no relationship with parental
depression.

To gain an in-depth understanding of the factors associated with mothers’ social
support, satisfaction with services and psychological health, Bromley, Hare, Davison, and
Emerson (2004) conducted structured interviews with 68 mothers of children with
autism. Over half of the mothers screened positive for possible psychiatric “caseness”.

Mothers with poor psychological health received less informal support and were more
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likely to have children with high levels of behavioural disturbance. Despite the
relationship of children’s disruptive behaviour with maternal health, only mothers of
children with greater language delay and aloof behaviour received helpful formal support.
In contrast, access to formal support was not related to any child or family characteristic.
Taken together, these findings indicate that mothers of children with disruptive behaviour
were least likely to receive either helpful informal or formal support (Bromley et al.,
2004).

In summary, there is evidence that informal support has had limited benefit and
formal support has had no benefit for mothers’ mental health (Bristol, 1987; Bromley et
al., 2004; Dunn et al., 2001; Hastings & Johnson, 2001). Findings consistently show that
formal support has not been helpful, or has even aggravated mothers’ distress (Bristol,
1987; Bromley et al., 2004; Hastings & Johnson, 2001; Konstantareas & Homatidis,
1989). Instead, helpful informal support, as perceived by mothers, is more likely to
positively influence maternal stress levels, spousal relationships and family adjustment,
but not maternal depression (Hastings & Johnson, 2001; Dunn et al., 2001). Taken
together, authors suggest that some mothers may use informal and formal supports to
help their children and family, risking their own poor mental health (Bristol, 1979; 1987;
Moes et al., 1992). Mothers may be at higher risk for distress if they use their support for
their family, perceive their lives as unmanageable, and cope in unhealthy ways. Indeed,
mothers’ coping strategies may undermine the support efforts of those trying to directly
help them, especially if mothers feel solely responsible, overwhelmed and/or blame

themselves for their child’s condition (Bristol & Schopler, 1983; Moes et al., 1992).
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Perceptions of the Stressor and Coping

In conceptualizing the ABCX model of family adjustment, McCubbin and
Patterson (1983) argued that in addition to supports, parents’ perceptions of crisis and
their coping strategies may also play a role in adjustment. Broadly, the ABCX model
assumes that family members cope with stressors interdependently to manage child-
related and other stressor demands (A), and that support from within and beyond family
resources (B) is garnered to understand and manage the child’s chronic condition (C) in
an attempt to create balance in parents’ and family function (X). Applying the ABCX
model to study adjustment in families of children with autism, Bristol (1987) was among
the first to examine the roles of maternal perceptions of caregiving burden, support, self-
blame and coping strategies in protecting maternal health. Bristol found that mothers’
support and coping resources had no relationship with their health; instead, mothers’
coping strategies appeared to positively relate to their families’ adjustment.

Maternal perceptions of stressors, supports, and coping strategies were also
examined by Orr et al. (1991). They employed structural equation modeling to test the
applicability of the ABCX model in explaining adjustment in families of children with
disabilities. Results failed to provide support for the particular linear pattern of the ABCX
model (i.e., stressors — resources — perceptions/coping — outcomes) but instead
suggested an ACBX pattern of stressors (i.e., stressors — perceptions/coping —
resources — outcomes). While these findings indicate that maternal perceptions of the
stressor were more predictive of maternal outcomes than the actual stressors, only a few
studies have shown that coping is directly related to mothers’ distress. Studies have

shown that mothers who cope by actively pursuing social support and positively
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reframing their challenges report lower levels of depression (Dunn et al., 2001; Hastings
& Johnson, 2001; Hastings et al., 2005a). Thus, it appears that mothers who cope by
positively managing their challenges and resources well may experience better outcomes.

As previously reviewed, for children with the most severe behavioural difficulties,
support may be unavailable or insufficient in helping mothers (Bromley et al., 2004).
Therefore, instead of relying on support from others, mothers may need to rely on their
own strengths — self-efficacy to manage their child’s behaviour and empowerment to
garner resources (Hastings & Brown, 2002; Nachshen & Minnes, 2005). While no studies
have employed the ABCX model to examine the role of maternal self-efficacy and
empowerment, emerging evidence suggests that these strengths may relate to lower levels
of distress in mothers with children who have autism (Hastings & Brown, 2002;
Nachshen & Minnes, 2005). Of particular interest is which maternal strengths are
important for raising a child with autism who has severe behavioural difficulties, and
whether these may buffer mothers from stress, anxiety or depression.
Maternal Strengths

In research with families of children with developmental disorders and/or
behavioural difficulties, but not autism, parents’ self-efficacy and empowerment have
been shown to be related to better family support and adjustment (Brookman-Frazee,
Stahmer, Baker-Ericzen, & Tsai, 2006; Graves & Shelton, 2007; Hudson et al., 2003; Jex,
Bliese, Buzzell, & Primeau, 2001; Koren et al., 1992; Nachshen & Minnes, 2005;
Sofronoff & Farbotko, 2002). Although self-efficacy is a well-established construct in the
psychology literature, very few studies have investigated self-efficacy in mothers of

children with autism and virtually nothing is known about their empowerment (e.g.,
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Hastings & Brown, 2002; Diamond, 2005). The potential value of self-efficacy and
empowerment for enhancing health in mothers of children with autism is considered
below.

Self-efficacy. Bandura (1982) defines self-efficacy as the expectation that one is
able to successfully perform the actions required for particular situations. Bandura (1997)
contends that what people do is predicted by their belief and confidence in their skills
rather than by their actual abilities. Therefore, applying the construct to the role of
parenting a child with autism, mothers with self-efficacy would believe they have the
knowledge, skills and confidence to manage their children’s behaviour. Given the
complexity of these difficult behaviours, most behavioural strategies require “try and try
again” approaches and mothers’ efforts may have limited or variable effects on the
behaviour. Fortunately, a mother’s motivation to keep trying may be better predicted by
her self-efficacy beliefs than by her prior successes (Pajares, 2002). Thus, parental
efficacy may influence mothers’ motivation for managing difficult behaviour even when
their success is inconsistent, allowing them to feel more positive about their parenting.
However, for mothers of children with autism and highly disruptive behaviour, parental
self-efficacy for managing difficult behaviour may not have any effect on parenting
practices or maternal health in the absence of real skills and knowledge.

In one of the first studies of maternal self-efficacy in mothers of children with
autism, Rodrigue et al. (1990) examined the differential impact of parenting a child with
autism or Down syndrome or a typically developing child on mothers’ marital and family
adjustment. Mothers’ self-efficacy was measured using Gibaud-Wallston and

Wandersman’s (1978) Parenting Sense of Competence Scale. This scale defines self-
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efficacy as the extent to which parents perceive they have the requisite knowledge and
skills to raise their children and the perceived value of their parenting role. Findings
indicated that mothers of children with autism believed they had less knowledge and
fewer skills for parenting, and placed less value on parenthood than the other groups.
They also experienced less family flexibility and marital satisfaction. Further, mothers of
children with autism and those with Down syndrome reported more family planning,
caretaker, and family burden than mothers of typically developing children. These
findings were taken as evidence that mothers have particular difficulty coping with the
multiple and complex parenting skills required in raising a child with autism (Rodrigue et
al., 1990). Higher rates of information-seeking coupled with lower parenting skills
suggested to the authors that mothers of children with autism lack parenting efficacy and
are struggling to understand their child’s condition.

Hastings and Brown (2002) also examined self-efficacy in mothers and fathers of
children with autism to determine whether self-efficacy might mediate the effect of child
behaviour problems on parents’ anxiety and depression. Self-efficacy, measured by a
questionnaire developed by the authors (i.e., The Difficult Behaviour Self-Efficacy
Scale), was defined as parents’ perceptions of their skills, knowledge, and confidence in
managing their children’s difficult behaviour problems. The child’s classroom teacher
provided an independent measure of child behaviour problems. Findings indicate that
self-efficacy mediated the effect of child behaviour problems on mothers’ anxiety and
depression, whereas self-efficacy moderated the effect of child behaviour problems on
fathers’ anxiety. Thus, parental self-efficacy for managing difficult behaviour may be a

critical factor in lowering distress in mothers and fathers of children with autism.
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In an attempt to identify critical predictors of self-efficacy in mothers of children
with autism, Kuhn and Carter (2006) examined the associations between maternal self-
efficacy and potentially related cognitions (i.e., autism knowledge, maternal agency,
guilt, stress and depression). Mothers’ self-efficacy was measured using the Maternal
Efficacy Scale, which assesses perceived efficacy for understanding, communicating with
and comforting their children (Teti & Gelfand, 1991). Kuhn and Carter (2006) also
proposed the concept of maternal agency. Conceptually distinct from self-efficacy,
maternal agency was defined as “the extent to which a mother assumes an active role in
her child’s development, engages in interactions with her child, and persists in identifying
strategies that minimize maladaptive child behaviors and maximize adaptive behaviors”
(Kuhn & Carter, 2006, pp. 565). After controlling for time since diagnosis and the
presence of a second child with a disability, maternal agency, guilt, stress and depression
each explained some variance in maternal self-efficacy. Mothers’ knowledge about
autism was not associated with their self-efficacy. In the final model, mothers with higher
levels of self-efficacy reported having only one child with a disability, a longer time since
diagnosis, less parenting stress and guilt about not doing enough and, most critically,
higher levels of agency for engaging in activities to promote child development (Kuhn &
Carter, 2006).

Taken together, these results suggest that parenting efficacy is likely to have a
direct and positive effect on mothers’ health. Of particular interest is that each study
defined parental self-efficacy somewhat differently. For example, Rodrigue et al. (1990)
defined self-efficacy as parental knowledge, skills and perceived value of their parenting

role. In contrast, Hastings and Brown (2002) defined self-efficacy as parents’ beliefs
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about their ability to specifically manage difficult child behaviour. Kuhn and Carter
(2006) defined parental self-efficacy as a mother’s perceived efficacy in understanding,
communicating with and comforting their child. While all the definitions have subtle
differences, they also have one factor in common, that is, mothers’ perceptions of how
they effectively interact with their child. However, some children with autism have
idiosyncratic communication and/or behaviours that are difficult for parents to interpret.
Thus, for some mothers acquiring or sustaining parenting efficacy may depend on their
level of empowerment for managing their home environment, accessing resources, and
working with available autism services. While very few studies have examined parental
self-efficacy, none have attempted to disentangle the relationship between self-efficacy
and empowerment. Next, the few studies that have examined empowerment in parents of
children with disabilities will be reviewed.

Empowerment. In general, empowerment is ““...an intentional, ongoing process ...
through which people lacking an equal share of valued resources gain greater access to
and control over those resources” (Cornell Empowerment Group, 1989). For parents of
children with disabilities, Nachshen (2005) defines empowerment as having specific
knowledge about their children’s disability and based on this knowledge, having the
ability to confidently act and exert control over their home environment and available
resources. While empowerment may involve some aspects of parental self-efficacy (i.e.,
parents’ perceptions of the parent-child relationship), it also has a broader focus on
managing family resources and advocating for services. For parents of children with
disabilities, empowerment is useful in managing day-to-day family life, in navigating the

service system, and in advocating for or advising on services governed by
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community/political organizations (Koren et al, 1992). In addition, empowerment is
expressed through parents’ attitudes, knowledge and behaviours (Koren et al., 1992).
However, whether and the extent to which empowerment is related to maternal health and
well-being are still largely unknown, particularly in mothers of children with autism.

Although few studies have examined empowerment in parents of children with a
disability, evidence from families of children with behavioural disorders (e.g.,
oppositional defiant disorder and attention deficit / hyperactivity disorder) indicates that
parental empowerment predicts better family functioning and lower parental stress
(Scheel & Rieckmann, 1998). Moreover, studies with parents of children with autism and
other developmental disabilities have shown that mothers with perceived empowerment
in their family life and with their child’s service providers also report less stress and
better family adjustment (Diamond, 2005; Nachshen & Minnes, 2005). These findings
suggest that mother’s perceptions of their family and service empowerment may be an
important predictor of their better health outcomes.

The few studies conducted on parental self-efficacy and empowerment in mothers
have focused on the individual effects of these variables. None have examined the
relationship between empowerment and parental efficacy or their combined effects on
adjustment in mothers of children with autism. Research is needed to empirically
disentangle the relationship of parental empowerment with parental self-efficacy. It is
also unclear whether maternal empowerment and self-efficacy influence mothers’ use of
formal or informal support, or whether collectively they change the negative relationship
between children’s difficult behaviour and mothers’ health. While these factors have not

been examined together, it is possible that mothers may need a constellation of helpful
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supports, parental coping, self-efficacy and empowerment to help them to function well
and even thrive -- in spite of their high caregiving demands. Some advocates claim that
“thriving” parents become knowledgeable about autism, do not retreat or become
intimidated but instead embrace autism as a challenge that needs to be understood
(Akerley, 1975). Specifically, thriving parents advocate for their child, for their family,
and for themselves. Indeed, thriving parents confidently manage their child’s condition,
understand how to access and use support, and negotiate well with professionals
(Turnbull & Turnbull, 2006). Parents with these skills and strengths may also have
positive perceptions of their parenting roles (Akerley, 1975; Turnbull & Turnbull, 1978).
Positive Perceptions of Parenting

Although mothers of children with autism report a myriad of challenges
associated with children’s difficult behaviour, not all report clinically high levels of
stress, depression and anxiety (Bristol, 1987; Konstantareas & Homatidis, 1989; Hastings
et al., 2005a). Rather, some report that parenting a child with a disability positively
transforms their lives (Behr & Murphy, 1993; Hastings et al., 2005b; Scorgie & Sobsey,
2000: Scorgie, Wilgosh, & Sobsey, 2004; Turnbull & Turnbull, 1978). To further explore
these positive parental experiences, Behr, Murphy, and Summers (1992) employed
McCubbin and Patterson’s (1983) ABCX model and Taylor’s (1983) Cognitive
Adaptation theory to examine successful outcomes in 1200 families of children with
developmental disability. The ABCX model presupposes that the extent to which families
adapt after experiencing a crisis depends on the support or coping resources they have to
meet stressor demands, whereas Taylor’s (1983) Cognitive Adaptation theory assumes

that positive perceptions arise as an adaptive response to a significant threat. Thus,
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parents of children with disabilities may develop positive perceptions when they construe
positive meaning, and gain a sense of self-efficacy from their parenting roles. In support
of both of these theories, Behr et al. (1992) found that in addition to garnering resources
to fend off stress and a sense of burden, parents also reported that raising a child with a
disability positively enriched their lives (hereafter, “positive perceptions of parenting”).
Parents reported that their children were sources of happiness and family strength, and
that they had greater parenting efficacy from overcoming challenges, and a greater sense
of life’s purpose. Taken together, these findings suggest that some parents develop
positive personal outcomes from parenting children with disability (Behr et al., 1992;
Behr & Murphy, 1993).

Although the process of achieving positive perceptions of parenting remains
unclear, positive perceptions from caregiving are commonly reported by mothers and
other primary caregivers who provide intensely demanding care (e.g., of newborns
discharged from intensive care, Affleck, Tennen, & Rowe, 1991; of loved ones with
AIDS, Folkman, Moskowitz, Ozer, & Park, 1997; or of family members with cancer,
Kim, Schulz, & Carver, 2007). The construct has several labels, including sense-making
and benefit-finding (Pakenham, Sofronoff, & Samios, 2004), stress-related growth (Park
et al., 1996), post-traumatic growth (Tedeschi et al., 1998) and benefit-reminding
(Tennen & Affleck, 2002). For mothers of children with autism, among the outstanding
questions are: how do positive perceptions of parenting develop, and what are the factors
that underlie their development?

Taylor and Brown (1988) suggest that the development of positive perceptions

may be explained by the cognitive adaptation theory of positive illusions, which contends
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that individuals mildly and positively distort stressful situations. Similarly, Hastings and
Taunt (2002) suggest that mothers of children with autism may develop positive
perceptions by mildly and positively distorting their caregiving demands. Interestingly,
some findings indicate that mothers’ reports of positive perceptions are unrelated to the
severity of child-related stressors (e.g., difficult behaviour, poor adaptive skills, and
autism symptoms; Hastings et al, 2005b; Lloyd & Hastings, 2008). These findings
suggest that reframing the stressor more positively may be a significant pathway to
developing positive perceptions, although it remains untested in mothers of children with
autism. However, parents managing high disruptive behaviour may not be able to think
positively about their caregiving, particularly in the absence of real skills to actively
manage their children’s disruptive behaviour. These parents may be challenged by
feedback from social networks such as family members or teachers who try to negatively
shift their perceptions. Although unexamined in mothers of children with autism, a more
likely predictor of positive perceptions of parenting may be parenting efficacy rather than
positively reframing the experience.

Recent evidence indicates that mothers of children with intellectual disability who
believed they could manage their child’s difficult behaviour were more likely to report
positive perceptions of caregiving (Lloyd & Hastings, 2009). Lloyd and Hastings (2009)
contend that mothers who are not able to understand and manage their children’s difficult
behaviour may view the behaviour as threatening and difficult to overcome. These
findings suggest that parental efficacy, specifically self-efficacy for managing difficult
behaviour, may be a promising predictor of mothers’ positive perceptions of their child

with autism and may buffer them from anxiety and depression (Hastings et al., 2005b;
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Lloyd & Hastings, 2008). The authors acknowledge that an inherent limitation of all
studies that employ correlational designs is that the direction of the effect is unknown. It
is also reasonable to assume that mothers with positive perceptions and lower distress are
better prepared to manage their children’s difficult behaviour than mothers with high
distress (Lloyd & Hastings, 2008).

Theoretically, positive perceptions of parenting may develop as part of an
adaptive process in response to a significant stressor. This process includes attributing
positive meaning to the stressor, achieving control over the stressor, and enhancing one’s
self-esteem in managing the stressor (Taylor, 1983; Taylor & Armor, 1996). Although
the concept of positive perceptions of parenting has been well-documented in
developmental and intellectual disability research (e.g., Behr et al., 1992), research on
positive perceptions related to raising children with autism is scant. Future research needs
to examine whether maternal strengths such as self-efficacy and empowerment are
predictive of parental positive perceptions in mothers of children with autism.
Strengths-based ABCX Model of Maternal Adjustment

McCubbin and Patterson (1983) argue that parents and, in particular, mothers
require a constellation of factors to adapt to raising a child with a chronic condition. In
support of this assumption, Bristol found that several factors in the ABCX model (i.e.,
stressors, supports, coping, and self-blame) collectively explained 53% of the variance in
depression for mothers of children with autism. Further support for a multi-factor
approach was found for mothers raising children with various disabilities. Indeed,
Saloviita, Itdlinna, and Leinonen (2003) found that the ABCX model (notably, severity of

children’s adaptive behaviour, marital relationship, social support, coping strategies, and
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appraisal of stressors as a catastrophe) accounted for 70% of the variance in maternal
stress. As expected, Pakenham, Samios, and Sofronoff (2005) also found for mothers of
children with Asperger syndrome that the ABCX model (notably, severity of children’s
behaviour, pile-up of stressor demands, social support, coping strategies, and appraisal of
stressors) significantly predicted adjustment, accounting for the variance in maternal
social adjustment (61%), depression (58%), anxiety (54%), and subjective health status
(38%). Collectively, these findings show that despite employing different definitions and
measures of the constructs, a multi-factor model (e.g., the ABCX model) accounts for a
significant portion of the variance in maternal stress, anxiety, and depression. While it is
clear that no single factor can account for mothers’ health, little is known about how
more positive predictors such as parental self-efficacy and empowerment might influence
the ABCX model’s utility for predicting parental and family outcomes.

As reviewed above, children’s disruptive behaviour, support, appraisal of
stressors and coping strategies are known to influence mothers’ outcomes. Drawing on
the findings of studies that have focused on these constructs individually (vs. collectively,
as in a model), children’s disruptive behaviour is highly related to maternal distress.
There is also evidence that mothers who cope by seeking social support and those who
receive informal support are less stressed (Dunn et al., 2002; Bromley et al., 2004).
However, all of this research employed cross-sectional and correlational designs. Thus, it
is difficult to determine whether mothers who were less stressed were better able to seek
and receive support or whether coping and support buffered maternal stress. Regardless,
neither coping nor support was sufficiently helpful in reducing maternal anxiety or

depression. These disappointing findings have lead authors to claim that external sources
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of support alone may be insufficient and that mothers may also need to possess self-
efficacy and empowerment to experience better outcomes (Hastings & Brown, 2002;
Nachshen & Minnes, 2005). While parental self-efficacy has been shown to buffer
mothers of children with autism from anxiety and depression (Hastings & Brown, 2002),
there are no comparable data on the effects of parental empowerment. Moreover, self-
efficacy and empowerment have not been examined together, or in combination with
either informal or formal supports. A better understanding of these strengths may
elucidate how mothers experience more positive outcomes.

A major concern that emerges from reviewing the studies on maternal outcomes is
the way in which outcomes have been conceptualized. Most of the studies define
maternal outcomes in terms of maternal distress (i.e., stress, anxiety or depression), such
that higher levels of distress are poor outcomes and lower levels of distress are better
outcomes. Some authors suggest that better outcomes may be more than an absence of
pathology (i.e., lower distress) but also include the presence of parents’ positive
perceptions (Behr et al., 1992; Hastings & Taunt, 2002; Perry, 2004; Scorgie & Sobsey,
2000). Consistent with this, recent findings indicate that mothers’ positive perceptions of
parenting are related to mothers’ positive affect, unrelated to their perceptions of difficult
child behaviour, and negatively related to anxiety and depression (Hastings et al., 2005a;
Hastings et al., 2005b). Thus, in addition to examining maternal distress, more research is
needed to understand the role of positive perceptions in mothers of children with autism.

In summary, evidence reviewed here suggests that mothers’ positive perception of
parenting is an important outcome. It is also important to examine whether a relationship

exists among maternal supports, mothers’ abilities to manage children’s difficult
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behavior, and their positive perceptions of parenting. There is a need for research
designed to consider the contribution of strengths-based predictors, both individually and
collectively, for their effects on both mothers’ positive perceptions of raising their
children with autism and on their own mental health. These outstanding questions herald
the need for a paradigm shift when examining predictors of better maternal outcomes.
Proponents of positive psychology principles argue for a conceptual shift to more positive
predictors -- from a focus on perceptions of crisis to a focus on parental self-efficacy and
empowerment -- and for a shift to more positive outcomes -- from a focus on maternal
distress and burden to a focus on maternal well-being and parents’ positive perceptions
(King et al., 2005; Scorgie & Sobsey, 2000).
Present Study

The present research addresses the knowledge gaps found in the reviewed
research literature, in an attempt to better understand supports and strengths that optimize
positive outcomes and minimize negative outcomes in mothers of children with autism.
To date, very little of the research in autism has adopted positive psychology principles,
which assume that maternal adaptation is more than coping with stressors and garnering
support, and includes parenting efficacy and empowerment to manage the stressors.
While evidence suggests that good maternal health is important for families, most of the
studies conducted thus far have defined better outcomes as lesser degrees of pathology
rather than higher degrees of well-being (Bayat, 2007; Hastings et al., 2005b; Walsh,
2003). Thus, the present study extends previous research by examining the associations
among stressors and strength-based predictors and their relationships with maternal

distress and well-being. For this purpose, the Strengths-based ABCX model of maternal
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adjustment was used as a framework in which children’s disruptive behaviour, informal
and formal supports, parental self-efficacy and empowerment were included as predictors
of mothers’ positive perceptions of parenting and maternal distress (i.e., anxiety and
depression). Of particular interest were the potential roles of self-efficacy and
empowerment in meditating the relationship between children’s disruptive behavior and
maternal outcomes. The three main objectives of the study were to examine:

1. Whether demographic characteristics (i.e., mothers’ or children’s age) are related to
maternal distress and positive perceptions of parenting.

2. The relationships among the predictor variables (i.e., children’s disruptive behavior,
supports, empowerment and self-efficacy) and the outcome variables (i.e., maternal
distress and positive perceptions of parenting).

3. The potential mediating effects of mothers’ strengths (i.e., self-efficacy and
empowerment) on the relationship between child disruptive behavior and mothers’
outcomes (i.e., maternal distress and positive perceptions of parenting).

These objectives were achieved by employing a postal survey design. Mothers (n
= 114) of children with autism (aged 4-21 years) provided demographic information and
completed various questionnaires. The following specific hypotheses were postulated.

For Objective 1, it was predicted that younger mothers would report higher
distress and lower positive perceptions of parenting than older mothers.

For Objective 2, it was predicted that when examined sequentially, children’s
disruptive behavior, informal and formal support, parental self-efficacy, family and
service empowerment would all contribute significantly to the prediction of maternal

distress. In addition, it was predicted that when examined sequentially, children’s
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disruptive behavior, informal and formal support, parental self-efficacy, family and
service empowerment would all contribute significantly to the prediction of mothers’
positive perceptions of parenting.

For Objective 3, the primary prediction was that the relationship between ratings
of children’s disruptive behaviour and maternal distress would be mediated by maternal
reports of parental efficacy. It was also expected that the relationship between ratings of
children’s disruptive behaviour and positive perceptions of parenting would be mediated
by maternal reports of parental efficacy. The secondary prediction was that the
relationship between ratings of children’s disruptive behaviour and maternal distress
would be mediated by maternal reports of family empowerment. It was also expected that
the relationship between ratings of children’s disruptive behaviour and positive

perceptions of parenting would be mediated by maternal reports of service empowerment.
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Chapter 2 Method
Participants

Responding to invitations that were sent out through local autism societies (see
Appendix A), 246 families contacted the principal investigator and expressed interest in
the study (please see the procedure section below for more detail on the recruitment
method). Of these interested participants, 204 met the criteria for participating in the
study (i.e., had a child aged 4 - 21 years with an Autistic Spectrum Disorder who lived in
the family home), and they were mailed survey packages. Of the 204 who met criteria,
137 participants returned the survey package, for a response rate of 67%. Of the 137
responders, 15 were removed because they were fathers (vs. mothers), and 8 mothers
were removed due to incomplete data (n = 3), their children were outside the criterion age
range for the study (n = 4), or their questionnaire scores were extreme outliers (n = 1),
yielding a final sample of 114 mothers.

Demographic descriptions of the 114 mothers who participated in this study are
presented in Table 1. The mothers’ mean age was 41.9 years, ranging from 28 to 67
years. Most of the mothers were married (86.8%) and Caucasian (98.2%). A majority of
the participants reported having a college diploma (47.3%) or a university degree
(39.5%), while 13.2% had a high school diploma. Mothers’ employment status ranged
from stay-at-home caregivers (33.4%) to part-time (21%) and full-time work (45.6%).
For the total sample, 23.7% had a family income of less than $40,000, 26.3% between
$40,001 and $70,000, and 47.4% greater than $70,000. Based on the Hollingshead Index

(1975), all families were of middle to upper-middle socioeconomic status (SES). Based
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on the data collected from the Hollingshead Index, it was also confirmed that the sample
in this study conformed to what is typically found in survey research (Fowler, 2009).
The demographic descriptions of the children are presented in Table 2. The
children’s mean age was 10.9 years, ranging from 3 to 21 years (i.e., 10.5% were 3- to 4-
year-olds; 78.9% were 5- to 18-year-olds; 10.5% were 19- to 21-year-olds). As expected,
most of the children were male (84.2%), resulting in a male-to-female ratio of 5.3:1
(APA, 2000). The demographic questionnaire included all of the possible Autistic
Spectrum Disorder (ASD) diagnoses. Mothers reported that 77.2% of the children had a
diagnosis of autism/ASD, 4.4% had Pervasive Developmental Disorder (PDD), 3.5% had
Pervasive Developmental Disorder — Not Otherwise Specified (PDD-NOS) and 14.9%
had a diagnosis of Asperger syndrome. The main purpose of this study was to examine
the outcomes of mothers of children with any form of autism, thus these diagnoses were

combined to test the hypotheses.
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Table 1

Mother Demographics (N = 114)

Variable N

%

M (SD; Range)

Age 113

Marital Status

Single 15

Spouse/Partner 99
Ethnicity

White/Caucasian 112

South Asian 1

African Canadian 1
Education

High School 15

College 54

University 45
Employment

At-home 34

Part-time 24

Full-time 52

Family Income

< §$40,000 27
$40,001 - $70,000 30
> $70,000 54

13.2
86.8

98.2

13.2
473
39.5

334
21.0
45.6

23.7
26.3
47.4

41.9 years
(7.4; 28 — 67 years)
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Table 2

Child Demographics (N = 114)

Variable N % M (SD; Range)
Age 114 10.9 years
(5.1; 3 - 21 years)

Gender

Male 96 84.2

Female 18 15.8
Diagnosis

Autism/ASD 114 100

Procedure

Mothers listed in the databases of regional ASD Societies in Nova Scotia, New
Brunswick, and Prince Edward Island were sent letters and emails informing them of the
study with an invitation to contact the researcher (see Appendix A). Mothers who chose
to participate in the study contacted the researcher by email or, in two cases, by
telephone. They were informed that participation would take approximately 35 minutes
of their time and that assistance was available for filling out the questionnaires. One
mother requested assistance but later declined to participate in the study because her child
was home sick. Interested mothers were mailed a survey package. To maintain
participants’ confidentiality, a code was assigned to each survey questionnaire. The
packages also included detailed instructions regarding participation. For example,
mothers were asked to complete a series of questionnaires (for an outline of survey
measures and key variables, see Table 3). Mothers were encouraged to complete the

survey in one sitting and to answer with their initial reaction. When the survey was
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completed, the mothers were asked to mail back the questionnaires in a postage-paid

envelope. In accordance with current ethical guidelines for research in which

questionnaires are mailed, participants were not required to sign and return an informed

consent form. Employing Dillman’s (2000) tailored design method for increasing survey

response rates, non-responders were sent an email reminder after two weeks and 4 weeks,

and a reminder in the mail after 6 weeks.

Table 3

Strengths-based ABCX Model Variables and Survey Measures

Variables Measures
Demographics Demographic questionnaire
Stressor: A

Child disruptive behavior
Resources: B

Helpful informal support

Helpful formal support
Perception of strengths: C

Self-efficacy

Family empowerment

Service empowerment
Adjustment outcome: X

Maternal distress

Positive perceptions of parenting

Developmental Behaviour Checklist

Family Support Scale (includes subscales

for Informal and Formal Support)b

Difficult Behaviour Self-Efficacy Scale®
Family Empowerment Scale (included

subscales for Family and Service)d

Hospital Anxiety and Depression Scale®

Positive Contribution Scale’

“Einfeld & Tonge (1995); "Dunst, Jenkins, & Trivette (1994); “Hastings & Brown (2002); ‘Koren,
DeChillo, & Friesen (1992); *Zigmond & Snaith (1983); ‘Behr, Murphy, & Summers, (1992).
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Measures of the Strengths-based ABCX Model

Demographics. A survey demographic questionnaire was used to collect data on
mothers’ age, marital status, level of education and income, as well as children’s age,
gender, diagnosis or description of disability (Corkum, 2008; see Appendix B). For the
purposes of analyses, the Hollingshead Four Factor Index was used to calculate
socioeconomic status (SES) by weighting education and occupation scores to obtain a
single score for each participant and spouse (range 8 to 66) that reflected one of five
levels of social status (1 representing unskilled service workers through to 5 representing
professionals).

Stressor (4)

Children’s Difficult Behaviour. The Developmental Behaviour Checklist —
Primary Carer Version (DBC-P; Einfeld & Tonge, 1995; 2002) was developed
specifically for children with intellectual disabilities. Item selection was based on
behavioral and emotional symptoms described in case files of children and adolescents
with developmental disabilities. The DBC-P has 96-items and includes six subscales for
disruptive, self-absorbed (i.e., aloof), communication disturbance, anxiety, autistic and
antisocial behavior. The DBC-P has good internal consistency (o = .94), good to high
inter-rater reliability (» = 0.60 — 0.83; Einfeld & Tonge, 2002; Hastings, Brown, Mount,
& Cormack, 2001) and test-retest reliability (» = 0.73 — 0.83; Einfeld & Tonge, 2002).
Based on evidence that disruptive behaviour is the most predictive factor for mothers’
stress, depression and anxiety (Bebko et al., 1987; Donenberg & Baker, 1993;

Konstantareas & Homatidis, 1989; Sharpley et al., 1997), the DBC-P disruptive
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behaviour subscale score was used in this study. Due to copyright restrictions the DBC-P
questionnaire is not included in the appendices.
Resources (B)

Informal and Formal support. The Family Support Scale (FSS; Dunst, Jenkins, &
Trivette, 1984; 1994) assesses the helpfulness of various supports in raising children with
disabilities (see Appendix C). The FSS has18 items and five subscales for support
received from partner/spouse, informal relationships, formal relationships, social
organizations, and professional services. Ratings are made on a five-point Likert scale
ranging from Not at All Helpful to Extremely Helpful. The FSS has good internal
consistency (o = 0.77) and test—retest reliability (» = 0.91). This study used McConachie
and Waring’s (1997) revised scoring procedure, which employs a mean score for the
helpfulness of both informal support and professional services (hereafter, formal
support), rather than a combined total.

Perception of Strengths (C)

Self-Efficacy. Difficult Behaviour Self-Efficacy Scale (Hastings & Brown, 2002).
This scale was developed to measure self-efficacy for managing difficult behaviour in
children with ASD (Hastings & Brown, 2002; see Appendix D). The measure is based on
the assumption that child variables, including child behavior problems and caregiving
demands, are related to parental self-efficacy and predictive of parental health (e.g.,
Heller, 1993). Thus the scale measures parents’ perceptions of their ability to manage
problematic child behavior. The questionnaire has five items and each item is rated on a
7-point scale. A total score is derived by summing the ratings on the five items. In a study

of 46 parents the scale demonstrated acceptable internal consistency, with a Cronbach’s
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alpha of 0.94 for mothers and 0.92 for fathers (Hastings & Brown, 2002). The total score
of the five items was used in this study.

Empowerment. The Family Empowerment Scale (FES; Koren et al., 1992) is a
questionnaire that measures parents’ sense of empowerment, defined as confidence in
their knowledge and/or actions within the family, service system and community/political
domains (see Appendix E). The questionnaire measures attitudes, knowledge, and
behaviours in three subscales: (i) Family, (ii) Service System, and (iii)) Community/
Political. The FSS has 34 items, each rated on a five-point Likert scale ranging from “not
true at all” to “very true”. Scoring involves summing responses from items within the
Family (12 items), Service System (12 items), and Community/Political (10 items)
categories to yield three sub-scores. In 440 parents of children with emotional and
behavioral disorders, each of the three subscales were found to have adequate internal
consistency (Family: a = 0.88; Service system: o = 0.87; Community/Political: o = 0.88)
and test—retest reliability (n = 107 over 3-4 weeks) was adequate for each of the three
subscales (Family, » = 0.83; Service System, » = 0.77; Community/Political, » = 0.85;
Koren et al., 1992). In the present study the Family empowerment and Service System
empowerment sub-scale scores were used. This decision was based on the results from
studies with parents of children with autism and other developmental disabilities which
showed that maternal perceptions of Family empowerment and Service empowerment
(vs. Community/Political empowerment) were significantly related to their stress or well-

being (Diamond, 2005; Nachshen & Minnes, 2005).
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Adjustment Outcome (X)

Maternal Distress. The Hospital Anxiety and Depression Scale (HADS; Zigmond
& Snaith, 1983) was used to measure mothers’ distress (i.e., anxiety and depression). The
HADS has 14 items, with seven items assessing depression and seven items assessing
anxiety. Each item is rated on a four-point scale (0-3), with scores ranging from 0 to 21
for anxiety and 0 to 21 for depression. An analysis of scores on the two subscales has
indicated that a score of 0 to 7 on either subscale is within the normal range, and that a
score of 11 or higher indicates probable presence (‘caseness') of either depression or
anxiety disorder (Zigmond & Snaith, 1983). The two subscales were found to have
adequate internal consistency (depression: a = 0.89; anxiety: o = 0.86) in a study of
mothers of children with autism (Hastings & Brown, 2002). Hastings and Brown also
reported that the depression and anxiety subscales were moderately and positively related
(r =.62). Although evidence suggests that the HADS conveys two clinically meaningful
subscales for anxiety and depression, Herrman (1997) in his review of 200 studies,
reported the subscales had a mean correlation of .63 from 18 separate studies (n = 8§160).
These findings suggest that it would be reasonable to combine the scores from the
Anxiety and Depression subscales to obtain a total score as a measure of general
psychological distress (Crawford, Henry, Crombie, & Taylor, 2001; Herrman, 1997). For
the purpose of this study, the total HADS score was used as a global measure of maternal
distress. Due to copyright restrictions the HADS questionnaire was not included in the
appendices.

Positive Perceptions of Parenting. Kansas Inventory of Parental Perceptions

Positive Contributions Scale (KIPP-PC: Behr et al., 1992; see Appendix F). This scale
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measures parents’ beliefs that their child with a disability has positive characteristics
(e.g., kind and loving, provides unexpected pleasures), has had a positive impact on their
lives (e.g., has enhanced their social network, provided a different perspective on life)
and on the other family members (e.g., brings the family together, improves family
members’ understanding of other people). The questionnaire has 50 items and nine
subscales derived from a large-scale study of parents (n = 1262) of children with
disabilities (Behr et al., 1992). The KIPP-PC was found to have adequate internal
consistency (o = 0.77) and test-retest reliability (» = 0.56; Behr et al., 1992). In a study of
200 parents of children with disabilities, Hastings, Beck and Hill (2005) reported that the
total score for this scale had a high level of internal consistency, with Cronbach’s alpha
0f 0.92 for mothers and 0.94 for fathers. The KIPP-PC total score (summed ratings across
all 50 items) was used in this study to measure mothers’ positive perceptions of
parenting.
Data Analyses

Power Analysis. Estimation of the power needed to detect the hypothesized
effects for this study was based on Cohen’s (1988) formula for determining adequate
sample size when employing multiple regression analysis. With 6 predictor variables,
assuming a medium effect size of .15 and an alpha level of .05, it was determined that a
minimum sample of 97 participants was required for sufficient power to detect the
hypothesized effects (Algina & Olejnik, 2003). With a sample of 114 participants and 6
predictor variables, this study had sufficient power to test the hypotheses.

Data Analyses Overview. Preliminary exploratory analyses were conducted prior

to testing the hypotheses (note: all analyses were conducted using SPSS 15, SPSS Inc.,
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Chicago, Il.). The variables were systematically examined for data entry errors, missing
values, and violations of assumptions for conducting multivariate analysis (i.e., outliers,
non-normality, non-linearity, multicollinearity and heteroskedasticity; Tabachnick &
Fidell, 2007). Bivariate correlation analyses among predictor variables were conducted to
identify associations and collinearity. This was followed by descriptive analyses of
predictor and outcome variables. Bivariate correlation analyses of demographic and
outcome variables were conducted to identify demographic covariates for subsequent
analyses. Finally, Pearson’s product-moment correlations, multiple regression, and

mediator analyses were employed to test the main hypotheses.
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Chapter 3 Results
Preliminary Exploratory Analysis

Missing Data Analysis. Frequency and descriptive analyses were conducted to
detect missing and erroneous data points. All scores were within the expected range and
no data entry errors were detected in the data set. A missing value analysis was conducted
to determine the amount and pattern of missing data (i.e., non-random vs. random,;
McKnight, McKnight, Sidani, & Figueredo, 2007; Rubin, 1976). A pattern of non-
random missing data was found for three participants (i.e., 2 participants did not complete
one full page of the Positive Contribution scale and 1 participant did not complete one
full page of the HADS). These three participants were removed based on McKnight et
al.’s recommendations for managing non-random missing data. A random pattern for
missing data were found in 3.5% of the participants, ranging from 1 item to 3 items per
scale, which represented less than 10% of the total items on any given scale. Because
these missing data had a random pattern they were managed by substituting the sample’s
mean score for that missing scale item (Rubin, 1976).

Exploratory Descriptive, Correlation and Regression Analysis. Data were
examined for violations of assumptions for conducting multivariate analysis (i.e., outliers,
non-normality, non-linearity, multicollinearity and heteroskedasticity; Tabachnick &
Fidell, 2007). Normality was assessed for each variable. Three variables (i.e., child
disruptive behaviour, formal support, and family empowerment) had significant
Kolmogorov-Smirnov tests and visual inspection revealed skewed histograms and
boxplot distributions. To confirm the nature of the non-normality, the means and standard

deviations for each of these variables were converted into z-scores and compared with the
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critical values on the z distribution (Field, 2005). Child disruptive behaviour and formal
support had moderate positive skews and a square root transformation improved the
normality of these variables. Family empowerment had a mild negative skew without
transformation and a positive skew with transformation. In cases like these, Tabachnick
and Fidell (2007) recommend that the variable is not suitable for transformation and thus
family empowerment was not transformed.

Correlations among the predictor variables were examined for collinearity (see
Table 4). None of the correlations among the variables exceeded Tabachnick and Fidell’s
(2007) criterion for excluding variables in multivariate analysis (bivariate correlations
greater than .90). Multicollinearity was examined for each of the multiple regressions and
none of the variance inflation factors (VIF), condition indices and variance proportions
indicated multicollinearity. Using Mahalonobis distances, no cases were identified as
unduly influential on the regression parameters (Tabachnick & Fidell). Cook’s distance
scores indicated that no cases were influential outliers (Cook’s distance < 1). A visual
examination of the residual scatterplots for the two dependent variables (i.e., maternal
distress and mothers’ positive perceptions of parenting) also confirmed that the
assumptions for multivariate analyses were met (i.e., normality, linearity, and
homoscedasticity between the predicted dependent variable scores and errors of
prediction). However, after conducting the multivariate analysis for maternal distress, a
suppression effect was found for service empowerment. A visual inspection of the partial
regression plot revealed one case was a multivariate outlier and had high leverage, low
discrepancy, and moderate influence. Thus, this case was only removed for the

multivariate analyses of maternal distress.

42



Table 4

Correlations among Predictor Variables (N = 114)

Predictor Variables 2 3 4 5 6
1. Disruptive behaviour -.12 .03 -20%% 17 -.05
2. Helpful informal support J7Hx 34%x 35k 22%
3. Helpful formal support 10 24% 26%*
4. Self-efficacy .63%* 30%*
5. Family empowerment S4x®

6. Service empowerment

*p <.05.*%* p<.01.

Main Analyses

Descriptive Analyses. The Strengths-based ABCX model was used as a
conceptual framework for reporting the variables of interest. Thus, the stressor (4) was
child disruptive behaviour, resources (B) were informal and formal supports, perceptions
of strengths (C) were self-efficacy and empowerment, and adjustment outcomes (X) were
maternal distress and positive perceptions of parenting. Means, standard deviations, range
of scores and Cronbach’s alpha values for the variables are presented in Table 5.

The stressor (A) variable of children’s disruptive behaviour (Developmental
Behaviour Checklist, disruptive behaviour subscale; Einfeld & Tonge, 2002) had a mean
score of 16.44 (SD = 8.89). Without data on children’s intellectual level, the percentiles
for the severity of disruptive behaviour could not be precisely interpreted. However
compared to normative data, an average score of 16.44 would place individuals with a
mild intellectual disability above the 54™ percentile for severity of disruptive behaviour,
with moderate intellectual disability above the 60™ percentile for severity, and with

43



severe intellectual disability above the 72 ™ percentile for severity of disruptive
behaviour, all of which are above the clinical cut-off for psychiatric caseness (Einfeld &
Tonge, 2002).

Resources (B) such as helpful informal support and helpful formal support
(Family Support Scale, Dunst; Jenkins, & Trivette, 1994) had mean scores of 1.91 (SD =
.74) and 1.77 (SD = .99), respectively. Cronbach’s alpha values were acceptable for both
helpful informal and formal support (i.e., .79 and .85, respectively). Thus on average
mothers reported informal and formal supports ranged from “not at all helpful” to
“sometimes helpful”.

Perception of parental strengths (C) included self-efficacy (Difficult Behaviour
Self-efficacy Scale; Hastings & Brown, 2002) and empowerment (Family Empowerment
Scale; Koren et al., 1992). Self-efficacy for managing disruptive behaviour had an
acceptable Cronbach’s alpha value of .88 and a mean score of 21.73 (SD = 4.92)
indicating on average a mid-range sense of self-efficacy. Family empowerment had an
acceptable Cronbach’s alpha value of .91 and a mean score of 46.13 (SD = 7.32), which
indicated that on average mothers felt empowered to manage her family-life “sometimes”
to “often”. Service empowerment had an acceptable Cronbach’s alpha value of .87 and a
mean score of 48.30 (SD = 7.12), indicating that on average mothers “often” felt
empowered while case managing services for their child with ASD.

Adjustment (X) included maternal distress and positive perceptions of parenting,
which were measured by the Hospital Anxiety and Depression Scale (HADS; Zigmond &
Snaith, 1983) and the Kansas Inventory of Positive Contribution Scale (Behr et al., 1992),

respectively. The total score for maternal distress had an acceptable Cronbach’s alpha
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value of .87 and a mean score of 16.38 (SD = 7.31). Using the cut-off score of 11 for
caseness, the anxiety and depression subscales of the HADS indicated that 70.2% of
mothers were in the clinical range for anxiety and 36% of mothers were in the clinical
range for depression. Positive perceptions of parenting had an acceptable Cronbach’s
alpha value of .93 and the mean score was 140.39 (SD = 18.78) out of a possible range of
0 to 200.

Table 5

Variable Means (SD) and Range (N = 114)

Range
Variable M (SD) Potential Actual
Disruptive behaviour 16.44 (8.89) 0-47 3-44
Helpful informal support 1.91 (.74) 0-5 .36-3.89
Helpful formal support 1.77 (.99) 0-5 0-4.5
Parenting self-efficacy 21.73 (4.92) 0-35 9-33
Family empowerment 46.13 (7.32) 0-60 30-60
Service empowerment 48.30 (7.12) 0-60 31-60
Maternal distress 16.38 (7.31) 0-42 3-36
Positive perceptions 140.39 (18.78) 0-200 98-190

Correlation Analyses of Demographics with Predictor and Outcome Variables.
Correlation analyses were conducted to identify significant associations between the
demographic variables and the predictor and outcome variables (see Tables 6 and 7).
Pearson’s product-moment correlations were used for continuous demographic variables
(i.e., maternal and child age). Pearson’s chi-square tests for independence were used for

ordinal demographic variables (i.e., education, occupation, and family income).
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Only two significant correlations were found between maternal demographics and
predictor/outcome variables. Mothers’ level of education was negatively associated with
children’s disruptive behaviour (» = -.27, p < .01) and mothers’ age was negatively
associated with distress (» = -.24, p <.05). Thus, mothers with higher levels of education
reported lower levels of disruptive child behaviour, and older mothers reported lower
levels of anxiety and depression. Only one significant correlation was found between
child demographics and predictor/outcome variables. Children’s age was negatively
associated with the helpfulness of formal support (» = -.20, p < .05). Thus, mothers of
younger children received more helpful formal support.

Table 6

Correlations between Demographic and Predictor Variables (N = 114)

Helpful Empowerment

Disruptive  Informal Formal Self-

Behaviour  Support Support  efficacy Family Service
Maternal Age -.03 -.01 -.05 .05 A5 A
Education =27 17 .09 A1 13 18
Occupation A3 -.07 -.01 .16 .09 -.09
Family Income -.13 A3 14 .01 -.03 .04
Child Age -.00 -.07 -.20%* .04 14 12

*p<.05.**p<.01
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Table 7

Correlations between Demographic and Outcome Variables (N = 114)

Maternal Distress Positive Perceptions of

Parenting
Maternal Age -.24% -.07
Maternal Education -.07 -.04
Maternal Occupation -.07 -.01
Family Income -.14 -.13
Child Age -.17 -.04

*p <.05. **p < .01

Correlations of Predictor and Outcome Variables. Pearson’s product-moment
correlation analyses were conducted to examine the zero order associations between the
predictor and outcome variables (see Table 8). The stressor, disruptive child behaviour
had a significant and positive association with distress (» = .35, p <.001) and a negative
association with positive perceptions of parenting that approached significance (r = -.16,
p <.09).

Three of the six strengths-based predictors (i.e., informal supports, self-efficacy,
and empowerment) were associated with both maternal distress and positive perceptions
of parenting. For mothers, helpfulness of informal support, self-efficacy for managing
disruptive behaviour, and empowerment were negatively associated with maternal
distress (r=-.27, p < .01; r=-.46, p < .01; and r = -.38, p < .01, respectively) and
positively associated with positive perceptions of parenting (r = .28, p < .01; r=.37,p <
.01; and = .38, p <.01, respectively). Thus, when the predictors were examined

individually, higher levels of disruptive child behaviour were related to higher maternal
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distress. In contrast, mothers with higher levels of helpful informal support, self-efficacy,
and family empowerment had lower levels of maternal distress and higher levels of
parental positive perceptions.

Table 8

Correlations for Predictor and Outcome Variables (N = 114)

Maternal Distress Positive Perceptions of

Parenting
Disruptive behaviour 35k -.16%*
Helpful informal support =27 28%*
Helpful formal support -.15 A1
Self-efficacy -46%* J37**
Family empowerment -.38%* J38**
Service empowerment -.04 17

*p <.09. ¥*p < .01. ***p <.001.

Hierarchical Multiple Regression Analyses: Overview. To examine the
applicability of a strengths-based ABCX model for explaining adjustment in mothers of
children with autism, two separate analyses were conducted, one for each of the criterion
variables: maternal distress and positive perceptions of parenting. Adhering to the
strengths-based ABCX model, the predictor variables were entered into the regression
equation in 4 blocks in the following order: 1) disruptive child behaviour (stressor), 2)
informal support and formal support (support/resources), 3) self-efficacy for managing
child behaviour (maternal strength) and 4) family empowerment and service
empowerment (maternal strength).

Hierarchical Multiple Regression Analysis: Maternal Distress. Maternal age was

entered into the model first because it was identified as a demographic covariate with
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distress (see Table 5 above). When entered, maternal age made a significant contribution
to predicting distress (3 = -.24, p <.001), accounting for 6.6% of the variance (¥ (1, 110)
=17.78, p < .05) indicating that older mothers report lower levels of distress. After
controlling for the effects of maternal age, disruptive child behaviour was entered into the
second block of the model and made a significant unique contribution to predicting
maternal distress (f = .34, p <.0001), accounting for an additional 11.8% of the variance
(F (2, 109)=17.78, p <.0001). Specifically, higher levels of disruptive child behaviour
were related to higher levels of maternal distress.

Informal and formal supports were entered into the third block of the model.
Informal support alone made a significant unique contribution to predicting maternal
distress (B =-.19, p = .03) and formal support made a non-significant contribution (3 = -
.09, p > .05), while both forms of support accounted for an additional 6.3% of the
variance (£ (4, 107) =8.77, p <.0001). Thus, helpful informal support was related to
lower levels of maternal distress.

Self-efficacy was entered into the fourth block of the model and made a
significant unique contribution to predicting maternal distress (f =-.37, <.0001),
accounting for an additional 9.6% of the variance (F (5, 106) = 11.03, p <.0001).
Specifically, higher levels of self-efficacy were related to lower levels of maternal
distress.

Family empowerment and service empowerment were entered in the final and
fifth block of the model. Service empowerment alone made a significant unique

contribution to predicting maternal distress (f = .24, p = .01) and family empowerment

made a nonsignificant contribution (B = -.12, p > .05), while both forms of empowerment
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accounted for an additional 4% of the variance (F (7, 104) =9.19, p <.0001). Notably
and in contrast to expectations, higher levels of service empowerment were related to
higher levels of maternal distress. Supplementary analyses were conducted to investigate
this unexpected result. A partial regression plot was constructed which showed the effect
of adding service empowerment to the model when all of the other predictors were in the
model (see Figure 1). As indicated by the X in Figure 1, the data point (i.e., case) in the
far upper right side represented an outlying case that had high leverage, low discrepancy,
and moderate influence on the model. Once this case was removed from the model,
service empowerment was only marginally significant (p = .053).

Figure 1. Partial Regression Plot

20-]
o
Lo 0
o
4 0
Em . o @o °
— [+]
] o o 2o
S Do °dg § 5 o0 2
g o © 000 O w Byo00
6 04 0P o © g o
- o@ o] 8 0 OO
"] & 90 o
o o S oW "o
a
= o [s] ° o OO
(-8
8 ol 90 o o
o ° oo 3
Q
20

Empowerment Service

With the multivariate outlier removed, the final model accounted for 35% of the variance
in maternal distress (see Table 9). Significant predictors were Maternal Age (B =-.24, p =
.01), Disruptive Child Behaviour (f = .23, p = .01), and Self-efficacy (f =-.37, p =.001).
In summary, supports and empowerment did not significantly contribute to the final
model; instead higher levels of maternal distress were predicted by maternal age and
disruptive child behaviour while lower levels of maternal distress were predicted by

maternal self-efficacy for managing children’s disruptive behaviour.
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Hierarchical Multiple Regression Analysis: Positive Perceptions of Parenting. No
demographic variables were related to mothers’ positive perceptions, thus disruptive
child behaviour was entered into the model first; its contribution was not significant (p =
.10) and accounted for 2.4% of the variance in positive perceptions of parenting (¥ (1,
111)=2.7, p =.10). Next, informal and formal supports were entered into the second
block of the model. Informal support alone made a significant unique contribution to
predicting positive perceptions of parenting ( = .25, p =.01), accounting for 6.4% of the
variance (F (4, 107) =8.77, p <.05). Thus, helpful informal support was related to higher
levels of positive perceptions of parenting. Self-efficacy was entered into the third block
of the model and made a significant unique contribution to predicting positive
perceptions of parenting (f = .32, p =.01), accounting for an additional 8.5% of the
variance (F (4, 108) = 5.64, p <.0001). Specifically, higher levels of self-efficacy were
related to higher levels of positive perceptions of parenting. Family and service
empowerment entered in the fourth block of the model. Neither made a significant
contribution to predicting positive perceptions of parenting.

The final model accounted for a total of 17% of the variance in positive
perceptions of parenting (see Table 10). Once all of the predictors had entered the model,
only self-efficacy (B = .32, p <.05) significantly contributed to positive perceptions of
parenting. In summary, disruptive child behaviour, support, and empowerment did not
contribute to the model instead, mothers with higher levels of self-efficacy for managing

their children’s behaviour reported more positive perceptions of parenting.
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Mediation Analyses: Maternal Distress. A mediator variable can explain how or why a
predictor variable affects the outcome. Thus, Baron and Kenny’s (1986) criteria for
testing mediation requires that a mediating variable is related to both the predictor and
outcome variables and also accounts, either fully or partially, for the relationship between
them. First employing hierarchical regression, a significant relationship was established
between the predictor, disruptive child behavior, and the outcome variable, maternal
distress (B = .35, p <.001). Second, a relationship was established between the mediator,
self-efficacy, and the outcome, maternal distress (B = -.46, p <.001). Third, a relationship
was established between the predictor, disruptive child behavior, and the mediator, self-
efficacy (f =-.29, p <.001). In the fourth regression analysis, the mediator (i.e., self-
efficacy) reduced the strength of the relationship between the predictor, child disruptive
behavior, and the outcome, maternal distress (i.e., from f =.35, p <.001 to B =.24,p <
.01; see Table 11).

The Sobel test was conducted to test whether the mediating effect of self-efficacy
on the relationship between disruptive child behaviour and maternal distress was
significant (Preacher & Hayes, 2004). Self-efficacy was found to partially mediate the
effect of child disruptive behaviour on mothers’ distress, as shown by the significant
reduction in the strength of the relationship between child disruptive behaviour and
maternal distress (i.e., self-efficacy had an estimated indirect effect of B =.11,z=2.62, p

<.01; see Figure 2).
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Table 11

Summary of Hierarchical Regression for the Mediating Effect of Self-efficacy on the
Relationship between Disruptive Child Behaviour and Maternal Distress

Model Predictor B SE B B R’ AR? Sobel (z)

1 Disruptive Behaviour 2.29 .58  35%** 12 A2

2 Disruptive Behaviour 1.55 .56  .24**

Self-efficacy -58 13 -39%Fx 26 .14 2.62%*

**p <01, *** p < .001.

Figure 2.

Partial Mediating Effect of Self-efficacy on the Relationship between Disruptive Child
Behaviour and Maternal Distress

Disruptive Child R Maternal Distress
Behaviour -
24%*
-29%%? -39
- 46%**
Self-efficacy

Notes: * Sobel result: B=.11,z=2.62, p <.01.
*p < 05 %%p < 01, ¥*¥p < 001,
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Mediation Analyses: Positive Perceptions of Parenting. Unlike maternal distress,
there is very little research on the factors that predict positive perceptions of parenting.
With limited evidence for formulating hypotheses, an exploratory approach was adopted
to examine whether self-efficacy had a mediating effect on the relationship between
disruptive child behaviour and positive perceptions of parenting. Self-efficacy did not
fully meet the criteria outlined by Baron and Kenny (1986) for conducting mediation
analysis, but because there was a trend, it was decided to proceed with an exploratory
analysis (see Table 4). Employing hierarchical regression analyses, disruptive child
behavior was related to self-efficacy (f = -.29, p <.001) and positive perceptions of
parenting (B =-.16, p = .09). Self-efficacy was also related to positive perceptions of
parenting (f = .37, p <.0001). Next, to test for mediation, the variable disruptive child
behaviour was entered into the first block, and self-efficacy was entered into the second
block along with disruptive child behaviour as predictors of positive perceptions of
parenting. Self-efficacy was found to mediate the small effect of child disruptive
behaviour on mothers’ sense of positive perceptions of parenting (i.e., from f =-.16, p <
.09 to B =-.06, p > .05; see Table 12).

The Sobel test was conducted and self-efficacy was found to fully mediate the
small effect of child disruptive behaviour on positive parental perceptions, as shown by
the significant reduction in the strength of the relationship between child disruptive
behaviour and mothers’ positive perceptions of parenting (i.e., self-efficacy had an

estimated indirect effect of B =-.10, z=-2.48, p < .01; see Figure 3).
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Table 12.

Summary of Hierarchical Regression for the Mediating Effect of Self-efficacy
on the Relationship between Disruptive Child Behaviour and Positive

Perceptions of Parenting

Model Predictor B SEB B R*> AR’ Sobel (z)

1 Disruptive Behaviour -2.68 1.57 -.16* .02 .02

2 Disruptive Behaviour -93  1.55 -.06

Self-efficacy 1.36 35 36%%* 14 A2 -2.48%*
< .09. *%p < 01. *** p< 001.

Figure 3.

Mediating Effect of Self-efficacy on the Relationship between Disruptive Child
Behaviour and Positive Perceptions of Parenting

Disruptive Child Positive Perceptions of
Behaviour " Parenting
-05*°
-.16*
-29%? 36%H*?
Self-efficacy

Notes: * Sobel result: B =-.10,z=-2.48, p < .01.
*p <.09. ¥*p < .01. *¥**p < .001.

Summary of Findings. Consistent with predictions for Objective 1, younger
mothers did report higher distress. Contrary to predictions, mothers’ age was not related

to positive perceptions of parenting.
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As predicted for Objective 2, the strengths-based ABCX model explained 35% of
the variance in maternal distress. After controlling for the effect of mothers’ age and the
significant contribution of higher levels of disruptive child behaviour (4 stressor), the
contribution of supports (B resources) were secondary to the effects of higher levels of
self-efficacy for managing disruptive behaviour (C perception of maternal strengths) in
predicting lower levels of distress (X outcome) in mothers. Contrary to expectations,
family and service empowerment (C perception of maternal strengths) did not contribute
significantly to the final model for maternal distress.

Also predicted for Objective 2, the strengths-based ABCX model explained 17%
of the variance in positive perceptions of parenting. Among all of the predictors and
contrary to predictions, only self-efficacy (C perception of maternal strengths)
significantly contributed in the final model. Thus, the contribution of disruptive child
behaviour (4 stressor), support (B resources) and empowerment (C perception of
maternal strengths) were secondary to the effects of higher levels of self-efficacy for
managing disruptive behaviour (C perception of maternal strengths) in predicting higher
levels of positive perceptions of parenting (X outcome) in mothers.

Consistent with the first hypothesis for Objective 3, self-efficacy was found to
partially mediate the effect of child disruptive behaviour on mothers’ distress. Prior to
entering self-efficacy into the model, disruptive child behaviour explained 35% of the
variance in maternal distress. After entering the model, self-efficacy explained 14% of
the variance between disruptive child behaviour and maternal distress, leaving 23%

unexplained. Thus, self-efficacy (C perception of maternal strengths) does partially
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mediate the relationship between disruptive child behaviour (4 stressor) and distress (X
outcome) in mothers.

Consistent with the second hypotheses for Objective 3, self-efficacy was found to
mediate the very small effect of child disruptive behaviour on mothers’ positive
perceptions of parenting. Prior to entering self-efficacy into the model, disruptive child
behaviour explained 16% of the variance in positive perceptions of parenting. After
entering the model, self-efficacy explained 11% of the variance between disruptive child
behaviour and positive perceptions of parenting, leaving 5% unexplained. Thus, self-
efficacy (C perception of maternal strengths) fully mediates the relationship between
disruptive child behaviour (4 stressor) and positive perceptions of parenting (X outcome)
in mothers.

Contrary to the third prediction for Objective 3, family and service empowerment
failed to mediate the relationship between disruptive child behaviour (4 stressor) and
distress (X outcome) in mothers. Family and service empowerment also failed to mediate
the relationship between disruptive child behaviour (4 stressor) and positive perceptions

of parenting (X outcome) in mothers.
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Chapter 4 Discussion

The present study is the first to examine a strengths-based framework for
predicting better outcomes in mothers of children with autism. Specifically, the ABCX
model of family adjustment to stress and crises (McCubbin & Patterson, 1983) was
adapted to include both maternal strengths and positive outcomes. Employing a survey
design, 114 mothers of school-age children with autism provided the details of their
children’s difficult behaviour, family and formal supports, their own self-efficacy,
empowerment, distress and positive perceptions of parenting. The primary purpose of this
study was to discover whether there were individual factors or patterns of factors that
would predict better outcomes in mothers of children with autism. After accounting for
all of the predictors (see details below), mothers with higher perceived self-efficacy
experienced less maternal distress and more positive perceptions of parenting. In
addition, maternal self-efficacy weakened the strong relationship between children’s
disruptive behaviour and mothers’ perceptions of distress. Finally, mothers’ perceptions
of parental self-efficacy reduced the small but negative effect of children’s disruptive
behaviour on mothers’ positive perceptions of parenting. Taken together, these findings
indicate that the main predictor of better outcomes in mothers of children with autism
was their self-confidence and self-reliance (i.e., perceived self-efficacy) rather than
relying on external supports alone.

In the present study, questions were addressed first for the outcome of maternal
distress and, secondly for the outcome of positive parental perceptions. For each of these
outcomes, I will discuss the direct and unique influences that child disruptive behaviour,

supports, self-efficacy and empowerment have on maternal health. This will be followed
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by a discussion of the mediating effects of parental self-efficacy on maternal outcomes.
Finally, the limitations of the study and the possible clinical implications and directions
for future research will be outlined.

Before examining the main predictors of maternal outcomes, the influences of
demographic characteristics were considered for their possible effects on mothers’
outcome. As expected, and in agreement with others (Bebko et al., 1987; Dumas et al.,
1991), younger mothers were more likely to experience higher levels of maternal distress.
Evidence of higher levels of distress in younger mothers is inconsistent with claims that
mothers may burn out from their caregiving over time (Gray, 2006; Holmes & Carr,
1991). Rather, these findings provide support for McCubbin and Patterson’s (1983)
ABCX Model for Family Adaptation which suggests instead that mothers adjust over
time. Higher maternal distress may also be related to a more recent diagnosis of autism.
A new diagnosis of autism represents a difficult period of adjustment for mothers and all
members of the family (Nissenbaum, Tollefson, & Reese, 2002). Therefore, it is possible
that higher distress in younger mothers may be explained by their grief and inexperience
with parenting a child with autism.

Family theorists also propose that mothers who are distressed may not feel
positive about their parenting and may view their children as the source of their distress
(McCubbin & Patterson, 1984). However, in the present study, while younger mothers
were likely to be more distressed, there was no age difference for mothers’ positive
perceptions of parenting. These findings indicate that mothers may have positive
perceptions about their parenting even if they are vulnerable to distress. Each of these

adjustment outcomes, first maternal distress and second positive perceptions, will be
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discussed in relationship to factors that are thought to influence better health in mothers
of children with autism.
Outcome: Maternal Distress

The present study examined several questions that were premised on the
assumption that children with autism have highly difficult behaviours which strongly
relate to mothers’ distress. The mothers who participated in this study indicated that their
children’s behaviours were highly disruptive and as such, were comparable to other
studies conducted with children with autism (e.g., Brereton, Tonge, & Einfeld, 2006;
Tonge & Einfeld, 2003). Brereton and colleagues suggest that these levels of highly
disruptive behaviour are “well-above the clinical cut-off point for psychiatric caseness”
and significantly higher than those found in children with intellectual disability.
Certainly, difficult behaviour is challenging for everyone in the child’s life, but has
shown to be especially stressful for mothers (Hastings et al., 2005).

Indeed, the majority of mothers in the present study had clinically high levels of
distress. These distress levels were comparable to levels found in other mothers raising
children with autism (Hastings et al., 2005) and to clinical populations (Snaith &
Zigmond, 1994), placing them at the 84" percentile for distress in the general population
(Crawford, Henry, Crombie, & Taylor, 2001). As predicted, mothers’ distress was
strongly related to their children’s difficult behaviour. Also hypothesized and found was
that younger mothers were more distressed than older mothers, thus providing some
evidence for maternal adjustment over time and raising the question of what factors

might contribute to this adjustment.
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One of the main contributions of this study was the evaluation of a strengths-
based model to examine mothers’ stressors, supports, and strengths in relationship to
maternal outcomes. Building on the ABCX model which proposes that families garner
resources to cope with stressors associated with raising a child with a disability, the
strengths-based model proposes that mothers experience better outcomes when they
garner resources, gain self-efficacy, and become empowered to raise their child with
autism. It was hypothesized that these factors would individually influence maternal
health. All of the factors were related with the exception of mothers’ formal supports and
service empowerment. Findings suggested that mothers with higher distress were more
likely to be younger and have children with more difficult behaviour. Mothers with less
distress had helpful family support, an average understanding of how to manage their
child’s difficult behaviour, and believed they could manage their families’ needs. In the
present study these factors were also examined together to determine their unique
contributions to maternal distress.

The main correlates of maternal distress were mothers’ age, children’s difficult
behaviour, informal support, self-efficacy and empowerment. Although unrelated to
maternal distress, formal support and service empowerment were also entered into the
model to account for their relationships with these main correlates (see Table 4 above).
Most of the factors contributed to maternal distress, accounting for 35% of the variance,
with the exception of family and service empowerment. After controlling for mothers’
age, only children’s disruptive behaviour, a negative predictor, and parental self-efficacy,
a positive predictor, explained a significant, moderate amount of the variance in mothers’

distress. Contrary to expectations, support and empowerment were subsumed by parental
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self-efficacy. Thus when considering a strengths-based approach for understanding
maternal distress, the present findings suggest that enhancing mothers’ ability to manage
their children’s condition may be more health-promoting than relying on external
supports alone.

Support. Consistent with expectations, formal services were not helpful for
maternal distress and informal supports were only somewhat helpful. While the average
mother described both informal and formal support as only “somewhat helpful”, the
range of helpfulness differed for informal supports and formal supports. Indeed, mothers’
perceptions of informal supports ranged from “not at all helpful” to “generally helpful”,
while their perceptions of formal supports ranged from “not available” to “very helpful”.
As discussed above, the benefits of both forms of support were secondary to maternal
self-efficacy. Considered together, these findings may point to the conditions under
which supports are truly helpful.

In a recent study focusing on respite support, mothers indicated that support must
benefit their children before it could be of benefit to them (Hutchinson et al., 2010).
Moreover, mothers believe that support providers must be competent in managing their
child’s condition to be truly helpful (Sharpley et al., 1997). Mothers may perceive
support as helpful when it is provided by those who understand their children’s needs and
when they perceive it as beneficial for their child. Perhaps when these two conditions are
met mothers might also benefit from support. In contrast, mothers who perceive their
supports as incompetent or not in-line their children’s needs may jeopardize their own
health to meet their children’s needs. Thus, informal support may be available to mothers

but it may not be perceived as helpful when family and other community members lack
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the expertise to properly care for or enrich the lives of children with autism. This may
indicate that support from those with expertise should be more helpful.

Consistent with the findings of others (e.g., Bromley et al., 2004), all types of
formal support played a minor role in buffering maternal distress, even though mothers of
younger children reported receiving more helpful formal support. A common assumption
is that formal service providers possess the expertise that could be helpful to families. But
the helpfulness of these formal services was unrelated to children’s difficult behaviour
and failed to impact maternal distress. So although it was expected that formal support
would not affect maternal distress based on the findings of others (e.g., Bromley et al.,
2004; Hastings & Johnson, 2001) it bears some discussion, particularly since the children
in this study had highly difficult behaviour and mothers were highly distressed. These
circumstances would suggest that these mothers and their children needed helpful formal
services but received none that were sufficiently effective. This raises several concerns
about the effectiveness of service delivery for mothers and their children with autism. For
example, Hutchinson et al. (2010) found that services were not available when mothers
needed them (i.e., timing of service) or that the available formal supports did not target
children’s difficult behaviour or maternal distress (i.e., nature of service). In clinical,
educational, and social systems of care, practitioners often suggest that parents need to be
empowered to access services and support (Naschen & Minnes, 2005). However in the
present study, despite younger children receiving more helpful formal support than older
children, the helpfulness of formal supports had no relationship with children’s disruptive
behaviour or maternal distress even when mothers were empowered for garnering formal

support.
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Empowerment. Given that this study was among the first to examine
empowerment in families of children with autism, there were no specific hypotheses
related to this constuct. Consistent with Diamond’s (2005) findings, mothers in the
present study often felt empowered in managing their families’ daily life and in their
ability to garner services. Although empowerment was related to maternal distress it
became nonsignificant when it was collectively examined with other buffering strengths
(e.g., support and self-efficacy). However, it is important to note that both family and
service empowerment shared variance with these other strengths. Indeed, mothers’ sense
of empowerment in their family and service environment shared a positive relationship
with both informal and formal support and self-efficacy for managing behaviour. As
noted in the Introduction, of particular interest was the relationship between family
empowerment and self-efficacy. As proposed, they were strongly related (» = .63),
suggesting that they are overlapping constructs. While related, they both buffered
maternal distress at the univariate level (family empowerment, » = -.38; self-efficacy, » =
-.46) but only self-efficacy emerged as a buffer of maternal distress when this shared
relationship was accounted for. This finding may reflect the way in which family
empowerment and maternal self-efficacy were defined in this study.

In the present study, family empowerment was broadly defined as mothers’
perceptions of their ability to manage daily family life and parenting responsibilities.
Maternal self-efficacy was more narrowly defined than family empowerment and as such
focused exclusively on mothers’ perceptions of their skills, knowledge, and confidence
for managing their children’s difficult behaviour. The results indicate that the main

difference between these constructs is that family empowerment shares no relationship
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with children’s difficult behaviour while self-efficacy was moderately related. As defined
in the present study, family empowerment only relates to maternal distress, while parental
self-efficacy relates to both children’s difficult behaviour and maternal distress.

Finally, although mothers believed they were empowered to access services, they
reported very low rates of helpful formal support. In this situation, mothers may feel
distress when they believe that they know how to access services but find none that are
helpful. Indeed, mothers reported that the helpfulness of formal services ranged from “not
available” to “very helpful”. This finding raises an important question that requires
further exploration. Is it possible when services are not available that mothers with higher
levels of service empowerment experience increased levels of maternal distress?

Self-efficacy. In the present study, mothers had, on average, a mid-range sense of
self-efficacy. These findings were comparable to those found in the first study of parental
self-efficacy in mothers of children with autism (Hastings & Brown, 2002). At the
univariate level, parental self-efficacy for managing children’s difficult behaviour
positively influenced most aspects of mothers’ lives. For example, mothers’ self-efficacy
was negatively related to their children’s difficult behaviour, positively related to their
helpful informal support and perceptions of family and service empowerment, and most
importantly predictive of lower levels of maternal distress. The only factor with which
maternal self-efficacy had no relationship was mothers’ helpful formal support. This
finding was surprising but it may be a reflection of the formal service system in which
this study was conducted. Indeed, there was no relationship between the availability or
helpfulness of formal services and the severity of children’s difficult behaviour. Thus it

makes sense that a formal service system that is either unavailable or does not
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specifically address children’s difficult behaviour would also be unrelated to mothers’
self-efficacy for managing children’s difficult behaviour.

When examined collectively with children’s difficult behaviour, maternal support
and empowerment, self-efficacy was the predominant predictor of lower maternal
distress. As hypothesized, and consistent with the finding of Hastings and Brown (2002),
self-efficacy was the only factor that mediated the relationship between disruptive child
behaviour and mothers’ distress. Taken together, the findings support the main
assumption in this study, that children’s disruptive behaviour is very stressful for mothers
but self-efficacy in the form of knowledge, skills, and confidence to manage children’s
behaviour (vs. empowerment for managing families’ resources) buffers maternal
distress.

Outcome: Positive Parental Perceptions

With so little known about mothers’ positive parental perceptions, the present
study tested several hypotheses but employed an exploratory approach to examining its
relationship with children’s difficult behaviour, mothers’ supports, self-efficacy, and
empowerment. The findings indicate that some mothers in this study experienced positive
perceptions of their parenting role. These levels of positive perceptions were consistent
with those found in other studies of mothers with autism (Hastings, Beck, & Hill, 2005).
Hastings et al. (2005) found that levels as high as these were strongly and positively
related to mothers’ positive affect. Consistent with Hastings et al. (2005) mothers’
positive parental perceptions had no relationship with maternal anxiety and only a modest
relationship with maternal depression. Moreover, children’s mean level of difficult

behaviour was high and comparable to other studies (e.g., Tonge & Einfeld, 2003) but
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only a modest relationship was found with mothers’ positive parental perceptions. Taken
together, these findings suggest that positive parental perceptions are present in spite of
child difficulties and are relatively independent of maternal distress, thus supporting the
views of previous scholars (Behr et al., 1992; Hastings & Taunt, 2002; Hastings et al.,
2005; Perry, 2004).

The present study attempted to examine the factors that might explain mothers’
positive parental perceptions. While individually helpful informal support, self-efficacy,
and family empowerment were related to mothers’ positive perceptions, in the final
model family empowerment did not significantly add to the prediction. Moreover, the
final model for mothers’ positive parental perceptions included informal and formal
support but neither was significant when mothers’ self-efficacy was present. In addition,
there was a small relationship between children’s disruptive behaviour and mothers’
positive perceptions, which was mediated by maternal self-efficacy. Given the novelty of
these findings, each factor will be briefly discussed in the context of this study and the
current literature.

Support. Similar to maternal distress, it was anticipated that informal services
would contribute to mothers’ positive perceptions. However, it was hypothesized that
formal support would not. Consistent with the findings for maternal distress, mothers’
perceptions of helpful informal supports were related to their positive perceptions of
parenting, but again the benefit of support was subsumed by maternal self-efficacy. These
findings suggest that supportive external sources may not be as important for mothers’
positive perceptions, as their sense of self-efficacy for managing their child’s behaviour.

Many suggest that helpful support from family and friends buffers mothers from distress
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and convey an underlying assumption that support promotes well-being (e.g., Boyd,
2002; Dunst et al., 1994). However, in the present study, no source of support was
sufficiently helpful, while mothers’ own self-efficacy (e.g., confidence, knowledge, and
skills) was helpful. For mothers, this may suggest that a lack of confidence in the ability
of support providers may also reduce its perceived helpfulness (Sharpley et al., 1997).
Although it was not examined in this study, the perceived competence of support
providers may influence more positive perceptions rather than the perceived helpfulness
of support. For example, support providers who blend into families’ routines and mirror
families’ values may promote positive perceptions in mothers. In addition, support that is
sufficiently competent to normalize families’ lives, by blending into families’ routines
and mirroring the families’ values, may also influence mothers’ positive perceptions of
parenting. This suggests that if available, home-based care delivered by competent
paraprofessionals may be very helpful to families. However, in the present study no
formal supports were sufficiently available or helpful to influence mothers’ positive
perceptions of parenting.

Based on the literature, it was anticipated and found that formal supports did not
influence mothers’ positive perceptions of parenting (see Scorgie, Wilgosh, & Sobsey,
2004; Turnbull & Turnbull, 1978). These findings may point to the conditions under
which formal supports are received and found to be helpful. In a recent study, mothers
identified several systemic reasons why formal supports were not perceived as helpful
(e.g., out-dated service delivery models and service delivery ideologies, and insufficient
access; Hutchinson et al., 2010). Consistent with Dunst et al. (1994) and King et al.

(2005), Hutchinson et al. (2010) suggest that children’s formal services should be family-
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centered (i.e., consider and include all family members) rather than child-centered (i.e.,
focusing on the child’s needs in isolation of the families’ needs). However, adopting a
family-centered approach may complicate service delivery by exponentially increasing
clinicians’ caseload (e.g., considering the well-being of one individual vs. all family
members). In addition, practitioners trained for pediatrics may not be trained for
addressing adult depression. Further, when resources are finite, family-centered care may
not seem feasible, particularly for those providers who have not been trained to deliver
service in this way. Family-centered care requires professionals to change their focus
from treating the individual with autism to include the family living with autism. Thus
targets for treatment would explicitly include both child and parent outcomes.

Armstrong and Shevellar (2002) also have suggested that the guiding ideologies
of formal services may influence whether they are helpful for promoting well-being.
Applying these ideologies to services for children with autism and their mothers, it is
important to reflect on the requirements for medical, social, and education models that
deliver such services. For example, assessment and treatment services may be based on
the medical model of disease which requires families to demonstrate their child’s severity
to gain access. Respite and community services may be based on the charity model of
neediness where families must demonstrate poverty. While all children are entitled to an
education, this model of service focuses on the learning needs of the majority rather than
on the unique needs of children with autism. Thus, parents must highlight their children’s
cognitive deficits to access specialized educational services. To access services in any of
these models of formal support, parents must be aware of the criteria for each service and

must be willing to outline their deficiencies to receive services. After parents determine
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which services they need, what the criteria are for access, and expose their deficiencies to
gain access, they are likely to be placed on a wait list (Law et al., 2003). Thus services
may not be available when children or mothers need them because of finite public
resources (Hutchinson et al., 2010). In these circumstances, families must meet the
criterion of being in crisis — that is having the highest needs, enduring these needs for a
long period of time, showing that they have exhausted all of their personal resources, and
demonstrating that they cannot function one more day in their current situation
(Hutchinson et al., 2010). All of these experiences may be detrimental to mothers’
positive perceptions of parenting, especially if they believe their child is the only reason
for their stressors, rather than understanding that it is the fractured system of care that
creates these experiences (Turnbull & Turnbull, 2006). In the present study, the
helpfulness of formal supports had no relationship with mothers’ positive perceptions of
raising a child with autism.

Empowerment. 1t was expected that family and service empowerment would be
related to mothers’ positive perceptions of parenting. Family empowerment did influence
mothers’ positive perceptions of parenting; however, service empowerment had no
influence. This finding was not surprising given the low helpfulness of formal support. In
contrast, mothers’ empowerment for helping their families contributed to positive
perceptions of parenting, although it was subsumed by their perceptions of parental self-
efficacy. Thus mothers’ confidence in their ability to manage family resources does
influence their well-being but it is their confidence in managing their children’s

behaviour that relates to their positive perceptions of parenting.
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Self-efficacy. When examining parental self-efficacy in the strengths-based model,
with child behaviour, support and empowerment, only self-efficacy was significant in the
final model. Moreover, only parental self-efficacy accounted for the small relationship
between mothers’ reports of their child’s difficult behaviour and positive perceptions of
their parenting. Together, these findings were consistent with those of Lloyd and
Hastings (2009) in mothers of children with intellectual disability. Lloyd and Hastings
(2009) suggest that mothers with low self-efficacy may feel threatened and overwhelmed
by their children’s difficult behaviour, and may therefore experience negative perceptions
of parenting. Indeed, mothers with higher self-efficacy may feel confident when
managing difficult behaviour and the experience of overcoming these challenges
contributes to a sense of competence, allowing them to perceive parenting more
positively. These arguments concur with Taylor’s (1983) Cognitive Adaptation theory.
This theory proposes that facing and overcoming a challenging life event inspires
individuals to construe positive meaning from the experience. Thus, applying this theory
to mothers of children with autism would suggest that mothers who believe they can
successfully manage highly disruptive behaviour (i.e., self-efficacy) may also construe
positive meaning from their parenting and experience positive perceptions of parenting.
Summary of Findings

In summary, when examining the impact of children’s difficult behaviour on
mothers’ distress and positive perceptions of parenting, mothers’ informal support from
family and community members, and perceived empowerment for managing their family
resources are important for enhancing their well-being. However, empowerment and

support were subsumed by mothers’ self-efficacy for managing their child’s disruptive
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behaviour. The final strengths-based model predicted both lower distress and positive
perceptions of parenting including the stressor (i.e., disruptive child behaviour), support
(i.e., mainly informal) and the strength of parental self-efficacy. Therefore, if service
providers want to help children with autism and their mothers they should focus on
enhancing parental self-efficacy. Based on the findings from this study — service
providers should offer support but most importantly they should do so by teaching
mothers how to manage their children’s difficult behaviour. Finally, these findings will
be discussed in the context of the limitations of the study and directions for future
research, and ending with conclusions and implications for practice.
Limitations

The current study has a few limitations that warrant discussion. First, the
participants in this study may represent a biased sample. Adhering to Dillman’s (2000)
protocol for reducing bias in survey research, the sample was drawn from the
membership lists of autism societies and their support groups. Although untested, it is
possible that mothers who are members of autism societies may require more support
than those who are not, or they may have poorer mental health. However it is also
possible that mothers who belong to autism societies may feel more empowered or hold
similar values for understanding autism. Thus, given the possible range of maternal
profiles, no conclusions can be drawn as to whether inviting participants from autism
societies is a legitimate source of bias.

Another potential source for sample bias may arise from employing a pen and
paper survey design. The choice to use a questionnaire survey may have excluded parents

who are less literate or those who have less time due to parenting children with higher
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needs. To mitigate this effect, mothers were offered the choice of completing their survey
by phone. Only one parent requested this option but later declined. This study also
suffered from a limitation common to studies conducted with families of individuals with
autism, that is, under-representation of single mothers and racially/culturally diverse
families. Future researchers may want to broaden sampling procedures, by inviting
participants from autism societies, clinical settings and/or schools and by considering
ways to engage under-studied groups.

Second, the study relied exclusively on mothers’ self-reports and as such, the
limitations and strengths inherent in self-report data. All of the measures depended on
mothers reporting their children’s behaviour and diagnosis, their helpful support, self-
efficacy, and empowerment, as well as their mental health. It is possible that mothers
may have under-reported their situations, either because they coped by reframing their
situation or because they had a need to portray a more well-adapted child. It is also
possible that mothers who were highly distressed might over-report their children’s
behaviour. While multiple informants (i.e., parent, teacher, or clinician) may provide
disparate ratings about child behaviour, this may not suggest that mothers’ reports are
inaccurate. Indeed, reports from multiple informants may only suggest that children’s
behaviour is different across settings (Achenbach, McConaughy, & Howell, 1987). In
addition, cross-informant ratings of children’s disruptive behaviour may only reflect the
different roles each informant has in the child’s life. Thus, engaging multiple informants
may provide a more complete picture of children’s behaviour rather than discounting the
validity of parents’ reports (Achenbach et al., 1987). Moreover, subjective reports are the

only way of gaining mothers’ perceptions of their circumstances. Rather than striving for
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an objective measure, Achenbach, Krukowski, Dumenci, and Ivanova (2005) argue that
subjective reports are useful when examining participants’ perceptions and are more
accurate for measuring global psycho-social functioning than using objective measures.
Future research might compare and/or use both participant self-report and clinical
observation measures to determine whether they provide complementary or additional
findings.

Third, an inherent limitation in all cross-sectional survey research is that the data
are correlational and drawn from one point in time thus precluding conclusions about the
direction of effects or causality more generally. For example, it is not known whether
child behaviour causes distress in parents or whether distress would be evident regardless
of their parenting roles. Moreover, it was not clear how mothers used their supports.
Instead of using their supports for themselves, mothers may have used their support for
their children’s benefit and as an effect, jeopardized their own health. In contrast, mothers
might use their supports to develop a sense of parental self-efficacy. Therefore, future
research might be conducted longitudinally to provide a clearer picture of directionality,
the adaptation process and development of self-efficacy in mothers.

Directions for Future Research

Future research might build on the current research in several ways, some of
which have been noted above. Suggestions include employing different research methods
and analyses as well as adding or enhancing constructs within the strengths-based model.
As reviewed above, a common limitation in research with families of children with
autism and in other types of family research is an under-representation of fathers, single

parents and parents from diverse socio-economic backgrounds and cultures (Bromley et
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al., 2004). In subsequent studies, researchers might diversify their recruitment strategies
by inviting participants from a variety of settings to broaden the representation of the
sample. Moreover, additional efforts should be made to recruit fathers, single mothers
and parents from racially diverse families. Both quantitative and qualitative methods
might be employed to combine mothers’ self-report with personal interviews to
understand the complex nature of parenting children with autism. A longitudinal design
might strengthen our understanding of how mothers adapt over time (Gray, 2006).
Further, the questions asked in this research are well-suited to structural equation
modeling (SEM) analysis. SEM allows the examination of theoretically predicted
relationships between the variables of interest and the latent variables underlying the
constructs. Such analyses could be used to test the direction of effects and examine the
relationships among the constructs to test the strengths-based model proposed in the
present study.

Conceptually, future research might extend the strengths-based model to include
other stressors or mothers’ coping. Life stressors other than child-related stressors have
been shown to account for a portion of the variance in maternal outcomes (e.g., Bristol,
1987). Positive coping in the form of reframing, seeking social support, and problem-
focused coping have all been shown to be helpful for maternal adjustment (Hastings et
al., 2005; Hutchinson & Bryson, in preparation). While the present study found that
parental self-efficacy in managing difficult behaviour contributed to maternal well-being,
an extension of this construct might include parental self-efficacy for teaching new
behaviour. Drawing from positive behavioural support principles, a natural extension of

the current construct would be to include parents’ beliefs about their ability to teach their
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children new skills that might serve as a functional replacement for disruptive behaviour.
Lastly, given that empowerment is commonly thought of as an important part of
successfully parenting a child with autism, it may be fruitful to examine this construct in
various systems of care. In the present study, the helpfulness of formal services was low.
A comparison of parental empowerment from different regions that receive less and more
helpful formal services might shed more light on the benefit of empowerment.

Finally, based on the present finding that self-efficacy enhances maternal
outcomes, future research might focus on the development and evaluation of educational
programs designed to enhance self-efficacy in mothers of children with autism.
Educational programs might enhance parental self-efficacy by teaching parents how to
manage their children’s difficult behaviour (cf. Coolican, 2009). Evidence provided here
of a positive relationship between maternal self-efficacy and helpful support also raises
the possibility that it will be important to provide direct programming to children affected
by autism.

Such programming would ideally be family and community-centered, including mothers,
fathers, and paraprofessionals, to optimize the generalization of child skills to home and
community settings. The intervention would target parents’ skill development for both
managing disruptive behaviour and teaching replacement behaviours. Of particular
interest is whether such a service would be perceived as helpful for families and enhance
self-efficacy in parents? Thus, a more applied extension of the present research would be
to use an experimental design to examine whether a causal relationship exists between

self-efficacy and better maternal outcomes.
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Conclusions and Implications for Practice

The present study extends the research literature on mothers of children with
autism in a number of ways. First, the current study has provided preliminary evidence
for a strengths-based model for predicting better maternal outcomes. Second, this was the
first study to examine and an attempt to disentangle parental self-efficacy and
empowerment in the context of other factors known to influence maternal outcomes (i.e.,
children’s disruptive behaviour and informal support). Building on previous research
(e.g., Hastings & Brown, 2002; Hastings et al., 2005), these findings provide
professionals with a specific focus (e.g., positive behavioural strategies and parental self-
efficacy) for parent training programs and for others involved in the care and education of
children with autism. Indeed, providing parents of children with autism, or other types of
behavioural or developmental disorders, with education and training might enhance
parents’ confidence and self-efficacy for improving their parenting practices and their
child’s development. Moreover, teaching parents skills to manage their child’s behaviour
early on may prevent disruptive behaviour from occurring or if disruptive behaviour does
occur, parents will feel less threatened and more confident to meet the challenge of
disruptive behaviour in their child. Finally, the findings suggest that increasing mothers’
self-efficacy may be very promising for preserving and promoting mothers’ health. This
is a critical finding, given that our families are often competing with the aging
population, for health and long-term care services. Supporting parents of children and
adults with autism to provide care longer will be a primary concern for policy-makers in
the next decades. Thus, the present findings point to a key area of strength for parents of

children with autism, self-efficacy for managing the difficult behaviour associated with
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autism. In a climate of finite resources, parental self-efficacy is a construct that deserves

serious attention and further consideration in future research.
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Appendix A. Recruitment Letter to Parents

Re: Creating Solutions for Families of Children and Youth with Autism Spectrum
Disorder

Dear Parent/Caregiver:

My name is Paula Hutchinson and | am a PhD student at Dalhousie University working with
Dr. Susan Bryson at the IWK Health Centre. As a parent of a child with autism and as a
researcher, | have been working in partnership with other parents, community groups, and
government agencies to look closely at the issue of support and respite for families of
children and adults with Autism Spectrum Disorder. We would like to know more about
children’s needs, parents’ coping strategies, and the kinds of supports that families use and
need. We intend to use this research to provide information that is relevant for service
providers and other decision-makers about these important issues.

| invite you and your partner to assist me by filling out the enclosed questionnaires. This will
take about 35 minutes. Please know that you do not have to provide this information and
that it is your personal choice to fill out the questionnaires. | would like to reassure you
that your information will be kept confidential. The information will be stored using
identification numbers on a secure computer at the IWK Health Centre. The results from
this research will form the basis of my doctoral work and will be published in newsletters
and journals, presented at conferences, and used for educational purposes. Neither you nor
your child will be identified in any publication or presentation.

If you need assistance or have any questions, please contact Paula Hutchinson at 470-7275,
paula.hutchinson@iwk.nshealth.ca. If you have any questions at any time during or after the
study about research in general, you may contact the Research Office of the IWK Health
Centre at (902) 470-8765, Monday to Friday between 9 a.m. and 5 p.m.

On behalf of the Autism Research Centre, we would like to thank you for your time and
participation.

Paula Hutchinson, MA, PhD Candidate Dr. Susan Bryson
Autism Research Centre Autism Research Centre
IWK Health Centre/Dalhousie University IWK Health Centre/

Dalhousie University
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Appendix B. Demographic Questionnaire
Child’s Date of Birth: _~ / / Gender of Child: [J Male [1 Female
Day Month  Year
Child’s Diagnosis:
[1  Autism or Autistic Disorder (ASD)
Asperger Syndrome
Attention Deficit Disorder (ADD)
Attention Deficit Hyperactivity Disorder (ADHD)
Cerebral Palsy
Developmental Delay
Down Syndrome
Fetal Alcohol Spectrum Disorder (FASD)
Fragile X
Muscular Dystrophy
Neurodevelopmental Disorder/Syndrome
Pervasive Developmental Disorder (PDD)
Pervasive Developmental Disorder — Not Otherwise Specified (PDD-NOS)
Spina Bifida
Other (Please Specify)

I e R

[

What is your relationship to this child?

[l Biological Mother

[l Adoptive Mother

[l Step Mother

[J  Foster Mother

[J  Other (please specify):

What is your current spouse or partner’s relationship to your child?
I am a single parent (No spouse or partner)
Biological Father
Adoptive Father
Step Father
Foster Father
Other (please specify):

O

I B

What is your age?

What is your spouse or partner’s age?

Which Statistics Canada category best describes your ethnic or cultural heritage?
[1 White/Caucasian

[J  Chinese

[J  South Asian (e.g., East Indian, Pakistani, Punjabi, Sri Lankan)

[J Black (e.g., African, Haitian, Jamaican, Somali)

[J Native/Aboriginal People (North American Indian, Metis or Inuit/Eskimo)
[J  Arab/West Asian (e.g., Armenian, Egyptian, Iranian, Lebanese, Moroccan)
[ Filipino

[J  South East Asian (e.g., Cambodian, Indonesian, Laotian, Vietnamese)

[J Latin-American

[J Japanese

[ Korean

[1  Other (Please Specify)
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What is your level of education? Check all that apply.

0

I I A A |

Less than High School (Highest grade completed: )
High School Diploma

Some Community College

Community College Diploma

Some University

University Degree

What is your spouse or partner’s level of education? [ Not applicable

[

Oooood

Less than High School

High School Diploma

Some Community College
Community College Diploma
Some University

University Degree

What is your occupation? Check all that apply.
1 I work outside the home: [] Part-time [] Full-time
(1 Stay at home parent
[ Student
1 Not Employed outside the Home

What is your spouse or partner’s occupation? Check all that apply. [1 Not applicable

[l He/she works outside the home: [] Part-time [ Full-time
[J Stay at home parent

[ Student

[J Not Employed outside the Home

What is your family’s approximate total annual income (before taxes). Please check only one box.
up to $20,000

$20,001 to $30,000
$30,001 to $40,000
$40,001 to $50,000
$50,001 to $60,000
$60,001 to $70,000
more than $70,000
Please describe the children currently living in your home. What are their ages and do they have any
difficulties?

O

O0o0oo0oo

d

Sex | Date of Diagnosis Learning Behaviour Speech
Birth Problem? Problem? Problem?

Medical
Problem?

/

/

/

/

/

/

/

12. If you would like to have a copy of the collective results from this research, please provide your address
below so that we can mail the results to you.

Thank you very much for your time!
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Appendix C. Family Support Scale

Listed below are people and groups that often times are helpful to families raising a child with special needs.
This questionnaire asks you to indicate how helpful each source is to your family. Please circle the response that
best describes how helpful the sources have been to your family during the past 3 to 6 months. If a source of
help has not been available to your family during this period of time, circle the NA response (Not Available).

How helpful each of the

il?)lllloivr:itrlllge III’E;SSE)Z@H o Not Not at all Sometimes  Generally Very Extremely
months? Available Helpful Helpful Helpful Helpful Helpful
1. Our Parents NA 1 2 3 4 5
2. Our Relatives NA 1 2 3 4 5
3. Partner/Spouse NA 1 2 3 4 5
4. Our other children NA 1 2 3 4 5
5. Friends NA 1 2 3 4 5
6. Neighbours NA 1 2 3 4 5
7. Other parents NA 1 2 3 4 5
8. Co-workers NA 1 2 3 4 5
9. Parent Groups NA 1 2 3 4 5
10. Social Groups NA 1 2 3 4 5
. FOaiglar?iisa?on NA ! 2 3 4 >
12. Early Intervention NA 1 2 3 4 5
13. School/day program NA 1 2 3 4 5
14. After-school program NA 1 2 3 4 5
15. Respite workers NA 1 2 3 4 5
16. Physician NA 1 2 3 4 5
17. Psychologist NA 1 2 3 4 5
Wil 2 s 4 s
19. Social Workers NA 1 2 3 4 5
20. glgggiasttional NA 1 5 3 4 5

Adapted From: C.J. Dunst, C.M. Trivette, and A.G. Deal (1988). Enabling and empowering families: Principles and
guidelines for practice. Cambridge, MA Brookline Books.
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Appendix D. Difficult Behaviour Self-Efficacy Scale (Hastings & Brown, 2002)

Below are several questions that ask about your responses to challenging/difficult
behaviours displayed by your child with an Autism Spectrum Disorder (ASD). Please
read each question, and place a circle around the number on the scale that reflects your
own views. If your views are described best by the end points of the scale, please circle
either number 1 or number 7. If your views are somewhere in between the two end
points, please select a position on the scale that reflects where you feel your views should
be placed. Please select a response for each of the questions.

How confident are you in dealing with the challenging behaviours of your child with
ASD?

1 2 3 4 5 6 7

Not at all Very confident
confident

How difficult do you find it to deal with the challenging behaviours of your child with
ASD?

1 2 3 4 5 6 7
Very difficult Not at all difficult

Do you feel that the way you deal with the challenging behaviours of your child with
ASD has a positive effect?

1 2 3 4 5 6 7

Has no positive Has a very
effect at all positive effect

Are you with the way in which you deal with the challenging behaviours of your child
with ASD?

1 2 3 4 5 6 7

Not satisfied Very
at all satisfied

Do you feel in control of the challenging behaviours of your child with ASD?

1 2 3 4 5 6 7

Not in control Very much
at all in control
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Appendix E. Family Empowerment Scale (Koren, DeChillo, & Friesen, 1993)

These questions ask about several areas of your life: your family, your child’s services, and your
community. The questions include many different activities that parents may or may not do. For
questions that do not apply to you, please answer “Never”. Also, we know that other people may
be involved in caring for and making decisions about your child, but please answer the questions
by thinking of your own situation. Feel free to write any additional comments at the end.

Some- Very
ABOUT YOUR FAMILY Never | Seldom | .- = | Often | S
1. When problems arise with my child, I handle them
1 2 3 4 5
pretty well.
2.1 feel confident in my ability to help my child grow
1 2 3 4 5
and develop.
3. I know what to do when problems arise with my child. 1 2 3 4 5
4.1 feel my family life is under control. 1 2 3 4 5
5.Tam able to get information to help better understand
. 1 2 3 4 5
my child.
6. I believe I can solve problems with my child when
1 2 3 4 5
they happen.
7. 1 believe I can solve problems in my family, I am able 1 ) 3 4 5
to ask for help from others.
8. I make efforts to learn new ways to help my child
1 2 3 4 5
grow and develop.
9. When dealing with my child, I focus on the good
. 1 2 3 4 5
things as well as the problems.
10. When faced with a problem involving my child, I 1 ) 3 4 5
decide what to do and then do it.
11. I have a good understanding of my child’s disorder. 1 2 3 4 5
12. 1 feel I am a good parent. 1 2 3 4 5

© 1993 Family Empowerment Scale, Koren, DeChillo, & Friesen, Regional Research Institute, Portland State
University, P.O. Box 751, Portland, OR 97207-0751 (I:\StaffGSSW\RRI\R&T\Dissemination\FES
Empowerment\Current FES Documents\A COMPLETE VERSION -df.doc)
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, Some- Ve
ABOUT YOUR CHILD’S SERVICES Never | Seldom | . = | Often Oft;);
13. 1 feel that I have a right to approve all services my
; . 1 2 3 4 5
child receives.
14. I know the steps to take when I am concerned by
s . . 1 2 3 4 5
child is receiving poor services.
15. I make sure that professionals understand my
- . . 1 2 3 4 5
opinions about what services my child needs.
16. I am able to make good decisions about what
. . 1 2 3 4 5
services my child needs.
17. T am able to work with agencies and professionals 1 > 3 4 5
to decide what services my child needs.
18. I make sure I stay in regular contact with
. > . . 1 2 3 4 5
professionals who are providing services to my child.
19. My opinion is just as important as professionals’
L0 i . . 1 2 3 4 5
opinions in deciding what services my child needs.
20. I tell professionals what I think about services 1 > 3 4 5
being provided to my child.
21. I know what services my child needs. 1 2 3 4 5
22. When necessary, | take the initiative in looking for
. ; . 1 2 3 4 5
services for my child and family.
23. I have a good understanding of the service system
- . 1 2 3 4 5
that my child is involved in.
24. Professionals should ask me what services I want
. 1 2 3 4 5
for my child.

© 1993 Family Empowerment Scale, Koren, DeChillo, & Friesen, Regional Research Institute, Portland State
University, P.O. Box 751, Portland, OR 97207-0751 (I:\StaffGSSW\RRI\R& T\Dissemination\FES
Empowerment\Current FES Documents\A COMPLETE VERSION -df.doc)
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Appendix F. Kansas Inventory of Parental Perceptions

Many Parents who have a child with special needs believe that their child has had a special effect on them and on others.

What effect do you believe your child with a disability has had on you and on other family members?

Directions: There are four sections: A, B, C, and D. Each section begins with a sentence. The sentence at the top of Part A is:
MY CHILD IS: All the statements in Part A complete this sentence. The blank space after the word “child” is
there to remind you to think only of your child with special needs when you answer each statement. Read each statement
carefully and circle the one response that best describes how much you agree or disagree with each statement.

Part A. Circle only one response for each statement. Strongly . Strongly
. Disagree Agree
MY CHILD 1IS: Dlsagree Agree
1. the reason | attend religious services more frequently. SD D A SA
2. why | met some of my best friends. SD D A SA
3. the reason my life has better structure. SD D A SA
4. why | am a more responsible person. SD D A SA
5. the reason I've learned to control my temper. SD D A SA
6. responsible for my learning patience. SD D A SA
7. responsible for my increased awareness of people with special needs. SD D A SA
8. fun to be around. SD D A SA
9. the reason | am more realistic about my job. SD D A SA
10.res_pon5|ble for my being more aware and concerned for the future of sD D A SA
mankind.
11. kind and loving. SD D A SA
r11126. helpful to other family members, which saves time and energy for SD D A SA
13. a source of pride because of his/her artistic accomplishments. SD D A SA
Part B. Circle only one response for each statement. Strong
Strongly Disagree Agree 1
I CONSIDER MY CHILD TO BE: Disagree 1sag g y
Agree
14. what gives me common ground with other parents. SD D A SA
15. helpful without having to be asked. SD D A SA
16. responsible for my increased sensitivity to people. SD D A SA
17. what gives our family a sense of continuity - a sense of history SD D A SA
18. the reason | am more productive. SD D A SA
19. an advantage to my career. SD D A SA
20. the reason | budget my time better. SD D A SA
21. the reason | am able to cope better with stress and problems. SD D A SA
22. very affectionate. SD D A SA
23. what makes me realize the importance of planning for my family's sD D A SA
future.
24. able to use good judgment. SD D A SA
25. a great help around the house. SD D A SA
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Part C. Circle only one response for each statement. . Stron
Strongly Disagre Agree I
THE PRESENCE OF MY CHILD : Disagree e 9 Ag y
gree
26. is an inspiration to improve my job skills. SD D A SA
27. helps me understand people who are different. SD D A SA
28. is a source of pride because of his/her achievements. SD D A SA
29. cheers me up. SD D A SA
30. confirms my faith in God. SD D A SA
31. gives a new perspective to my job. SD D A SA
32. renews my interest in participating in different activities. SD D A SA
33. is very uplifting. SD D A SA
34. is a reminder that all children, including those with special needs, sD D A SA
need to be loved.
35. is a reminder that everyone has a purpose in life. SD D A SA
36. makes us more in charge of ourselves as a family. SD D A SA
37. helps me take things as they come. SD D A SA
Part D. Circle only one response for each statement. . Stron
Strongly Disagre Agree I
BECAUSE OF MY CHILD : Disagree e 9 Ag y
gree
38. my circle of friends has grown larger. SD D A SA
39. | have someone who shares responsibility for doing several tasks sD D A SA
around the house.
40. my social life has expanded by bringing me into contact with other sD D A SA
parents.
41. | am more compassionate. SD D A SA
42. | learned about mental retardation. SD D A SA
43. my family is more understanding about special problems. SD D A SA
44. | am grateful for each day. SD D A SA
45. our family has become closer. SD D A SA
46. | am more sensitive to family issues. SD D A SA
47. | have learned to adjust to things | cannot change. SD D A SA
48. my othe_r children have learned to be aware of people's needs and sD D A SA
their feelings.
49. | have many unexpected pleasures. SD D A SA
50. I am more accepting of things. SD D A SA
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