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Abstract

Parents of children raising a child with a disability, including Autism Spectrum
Disorder (ASD), often report higher levels of stress than parents of typically
developing (TD) children. Much research focuses on the psychological impact of
caring for a child with additional needs, with little providing a more inclusive insight
into the overall effect on parental functioning. The current study used multiple self-
report measures to explore stress, parental sense of competence, social support
and hope in parents raising a TD child compared to those raising a child with a
disability or ASD. Results showed significant differences between the groups.
Parents raising a child with ASD reported the highest level of stress, and
alongside parents raising a child with a disability, had significantly higher levels
than parents raising a TD child. Additionally, parents of children with a disability
and ASD had significantly lower perceived parental competence, social support
and hope than parents of TD children. Further variations between the groups were
discussed. The results highlighted that raising a child with a disability or ASD is a
unique and variable experience, shaped by a body of factors that need to be
reviewed comprehensively to support positive parental adjustment. Implications

and suggestions for future research were also discussed.
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Parental Wellbeing: Stress, Parental Sense of Competence, Social Support

and Hope in parents of children with and without Autism Spectrum Disorder.

As defined in the Equality Act (2010), “a person has a disability if they have
a physical or mental impairment and the impairment has a substantial and long-
term adverse effect on their ability to carry out normal day-to-day activities”.
Parents of persons with a disability, historically and across continents, are notably
the most consistent fundamental component in the support, education and
development of their children (World Health Organisation, 2012). Since the late
1980’s research has recognised this, creating a shift from understanding disabled
children as individuals to an increasing interest on the family as a whole (Kandel &
Merrick, 2007; Shelton, Jeppson & Johnson, 1987; Shivers & Kozimor, 2017; Yui
et al., 2016). Hence researchers and practitioners need to continually identify the
needs and requirements of the family to facilitate engagement and trust and
secure the provision of effective support (Kendall, Rodger & Palmer, 2010;
Orsmond & Seltzer, 2007; Smith, Cheater & Bekker, 2013). After all, following the
typical challenges that occur whilst raising a child, having a child with
developmental problems can produce additional difficulties for the parents who
take care of them (Feizi, Najmi, Salesi, Chorami & Hoyeidafar, 2014). The
literature is abundant with information on the impact of caring for and raising a
child with a disability (Bourke-Taylor, Pallant, Law & Howie, 2013; Cadwgan &
Goodwin, 2018; Estes et al., 2013; Feizi et al., 2014; Green, 2007; Hartley &
Shultz, 2015; llias, Cornish, Kummar, Park & Golden, 2018; Pelchat & Lefebvre,
2003). Thus, the purpose of this study was to explore a range of these issues and
in doing so, gain a more comprehensive understanding of the relationship
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between stress, parental sense of competence, social support and hope, in
parents raising children with a disability, including Autism Spectrum Disorder

(ASD).
Stress Levels in Parents raising a child with disabilities

Yamaoka et al (2015) conducted a large-scale Japanese study based on
pre-existing data and found significant associations between raising a child with a
disability and maternal psychological distress. Psychological distress was rated
higher for mothers who were primary caregivers as they reported greater activity
restriction, low social support and regular hospital visits. However, it should be
noted that Yamaoka et al. (2015) had limited information on maternal
characteristics or child diagnosis; factors that can influence the mental well-being
of parents (Feizi et al., 2014; Hartley & Shultz, 2015). For instance, Japanese
culture tends to lead mothers to prioritise family over work, with their parenting
style having previously focused on proactively predicting the needs of their child
(Kuczynski, 2003); a challenging skill when a child has one or multiple disabilities
(Gascoigne, 2014). If this was also the case for the mothers of Yamaoka et al’s
(2015) research, it may provide some explanation as to why they had a high score
of psychological distress, as their need to ‘solve’ behaviour problems could have
created additional pressures (Olin et al., 2010). The limited information on
maternal characteristics from the pre-existing data did not allow for further
clarification, hence some may argue its reliability, as it did not select information
that was fully suited to their objectives (Colepicolo, 2015). However, recently llias
et al (2018), reviewed 28 papers investigating parents raising a child with ASD in
non-Western cultures and concluded that there are important cultural differences
between countries that can impact the well-being of mothers raising a child with

11
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ASD, supporting Yamaoka et al’s (2015) research and outlining a need for

research across cultures for a complete understanding of this issue.

Furthermore, Padden and James (2017) used specific psychometric
measures and physiological assessments to examine anxiety and depression
levels and compare stress and anxiety between parents with typically developing
(TD) children and parents of children diagnosed with ASD. As a stress reaction is
characteristic to every person (Oken, Chamine & Wakeland, 2015), studying both
physiological and psychological constructs that may play a role in the evolution of
stress provides a more in-depth and reliable picture of comparison between the
two groups (Lazarus, 1999; Oken et al., 2015; Padden & James, 2017). In line
with the literature in this area (Feizi et al., 2014; Hartley & Shultz, 2015; Yamaoka
et al., 2015), Padden and James (2017) concluded that parents of children
diagnosed with ASD rated themselves higher in stress and anxiety than did
parents of TD children. Therefore, substantiating the claim that caring for a child

with disabilities can negatively impact parental wellbeing.

However, Padden and James (2017) issue that caution should be taken
interpreting self-reported stress from parents, arguing issues of potential bias in
studies such as Yamaoka et al's (2015). This is because Padden and James’
(2017) physiological assessments found that parents of children with ASD and
parents of TD children both fell within the normotensive range of physiological
measures, opposite findings compared to their psychometric measurements.
Whilst this is acknowledged, changes in physiological features due to stress is not
reflected the same across all individuals (Alberdi, Aztiria & Basarab, 2016;
Mariotti, 2015) and the psychological effects of stress can persist far longer than
its acute effect on physiology (Plarre et al., 2011). Thus, relying on physiological

12
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symptoms as a single measure of parental stress may not accurately represent
stress and anxiety levels, as adaptive physiological processes only occur for the
body to regain homeostasis and return to normal once this has happened (Stults-
Kolehmainen & Sinha, 2014). Though, this could indicate that there are mediating
variables influencing both the long and short-term effect of stress in parents who
have children with disabilities, warranting further investigation to allow for further

insight into the matter.

Parental Sense of Competence

It has been argued that parental sense of competence (PSOC) can impact
stress levels in parents raising a child with a disability and ASD (Angley, Divney,
Magriples & Kershaw, 2015; Craig et al., 2016; Katkic, Morovic & Kovacic, 2017,
Mash & Johnston, 1983; Ozturk, Riccadonna & Venuti, 2014). PSOC is defined by
the perceived self-efficacy and satisfaction of parents; how they regard their ability
to adjust and adapt to their parenting role to positively influence the development
of their child (Belsky, Robins & Gamble, 1984; Katkic et al., 2017; Vukusic, 2018).
Accordingly, Mash and Johnston (1983) stated that parents who have a child with
a developmental disability (DD) report higher stress which could negatively impact
their parental competence. This relates to Padden and James’ (2017) research, as
PSOC may be an influencing variable in the relationship between stress and

parents raising a child with a disability.

Ozturk et al (2014) studied 90 parents of children with ASD using self-report
measures. They looked at self-perceptions of the parenting role, to investigate
how this related to parental stress. Higher levels of depression and psychological

problems were reported by mothers when they perceived lower satisfaction
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adapting to their caregiving role, yet fathers expressed lower levels of depression
and psychological symptoms the more they thought that they interacted with their
child in a structured and mannerly way. Though, overall, they found that mothers
reported higher levels of depression and stress than fathers. This is not unusual
considering that historically and cross-culturally mothers are considered as
primary caregivers, which requires them to possess the physical and
psychological resources to support the development of their child (Howard, Martin,
Berlin & Brooks-Gunn, 2011; Oliveira, 2018; Raley, Bianchi & Wang, 2012). Even
for mothers raising a typically developing child, this societal expectation for women
to take more managerial responsibilities in the parental role can cause uncertainty
in their parenting abilities (Leskosek, 2011; Mintz, 2015; Scharp & Thomas, 2017).
Hence, this may provide some explanation for Ozturk et al’'s (2014) findings, as a
limitation of their research was not including a comparison group (parents with
typically developing children). Therefore, it was not possible to compare whether
the stress and lower perceived parental competence reported by mothers was due
to raising a child with ASD or because gendered expectations elicited feelings of

increased managerial responsibilities.

On the other hand, Katkic et al (2017) found that mothers raising children
with a DD reported lower levels of stress than mothers with TD children, and that
mothers who reported lower stress levels tended to report higher levels of PSOC.
They studied 33 mothers raising children with a DD and 38 mothers raising TD
children using self-report measures. Their data revealed higher self-perceived
parenting efficacy from mothers who had children with a DD than mothers with TD
children. Interestingly, this contrasts with a lot of the literature discussing PSOC in

mothers of children with a DD (Bourke-Taylor et al., 2013; Craig et al., 2016; Estes
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et al., Feizi et al., 2014; Ozturk et al., 2014). However, Katkic et al (2017) failed to
describe their inclusion criterion for what they the defined as a DD within their
study. As the term DD is used to describe a broad range of issues (Robinson &
Neece, 2014; Scott, Mihalopoulos, Erskine, Roberts & Rahman, 2016), without
clarification it is not understood whether they included parents of children with
physical, psychological, behavioural, genetic or a combination of each DD. This is
important as many studies have revealed differences in maternal well-being and
perceived parental competence across distinct sub-types of DDs (Pelchat &
Lefebvre, 2003; McStay, Trembath & Dissanayake, 2015; Robinson & Neece,
2014; Smith & Cheater, 2013). Thus, limiting the validity and reliability of their
concluding results as diagnosis and severity of a child’s DD can exacerbate or

mitigate the PSOC of parents (Findler, Jacoby & Gabis, 2016; Green, 2007).

Despite the contrast between the prior studies, they did indicate that stress
is related to PSOC (Katkic et al., 2017; Ozturk et al., 2014), though, it could be
argued that PSOC is associated with stress in a bidirectional style (Katkic et al.,
2017). However, it is necessary to further explore this relationship for a better
understanding. Additionally, Katkic et al's (2017) study has been supported by
some research, suggesting that there may be alternative explanations as to why
some parents of children with a DD fare better than parents of TD children
(Dieleman et al., 2018; Findler et al., 2016; Hartley & Shultz, 2015; McStay et al.,
2015). In relation to this, their research also found that support quality appeared to
moderate the relationship between having a child with a DD, PSOC and stress
(Katkic et al., 2017). They found marital satisfaction to be a significant protective
factor against maternal stress. This could possibly be because marital quality in

Western countries has been argued to be a foundation of either stress or support
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for parental responsibility (Hartley, Seltzer, Barker & Greenberg, 2014; Robinson
& Neece, 2014). Thus, in this case, it might suggest that stable and supportive
relationships lessened the stress experienced by mothers of children with a DD
and consequently increased their sense of parental competence (Hartley et al.,
2014; McStay et al., 2015; Robinson & Neece, 2014). Therefore, highlighting an
importance of investigating social support to understanding the impact of raising a

child with a DD.

Social Support

An issue within this area of the literature is related to how best define social
support (Williams, Barclay & Schmied, 2004). Despite many researchers
acknowledging that it involves at least two people in a relationship transaction, the
nature of it is still yet to made clear (Lin, Ye, & Ensel, 1999; Wang, 2014; Williams
et al., 2004; Zimet, Dahlem, Zimet & Farley, 1988). For example, Lin et al (1999)
stated that social support can have a structural property i.e. being part of a
community or social network, or a functional property i.e. being instrumental or
expressive. More recently, Wang (2014) suggested that social support was the
care or help that an individual can perceive, notice or accept from other bodies.
There are numerous hypotheses within the literature that have been explored with
regard to social support (Lin et al., 1999; Wang, 2014; Williams et al., 2004; Zimet
et al., 1988), and whilst these provide valuable information on the construct, it also
presents a challenge for research if they do not provide a sufficient and
operational definition within their study, to allow valid testing of a single dimension
(Sarason & Sarason, 2009). Therefore, for this research, the definition previously
stated by Wang (2014) was used. This is because, a feature of his definition
includes how individuals ‘perceive’ support and the literature has suggested that

16
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parents who perceive high-quality support have more positive outcomes (McStay

et al., 2015; Robinson & Neece, 2014; Zimet et al, 1988).

It is argued that consistent, good quality social support can mediate the
association between stress and happiness for parents, with limited or poor quality
social support thought to increase their susceptibility to psychological and
emotional distress (Cadwgan & Goodwin, 2018; Dieleman, Moyson, De Pauw,
Prinzie & Soenens, 2018; Findler et al., 2016; Kiami & Goodgold, 2017; Slattery,
McMahon & Gallagher, 2017 Weiss et al., 2013). For instance, Findler et al (2016)
asked 191 mothers of children with various disabilities to fill out six questionnaires.
After analyses, they found that social support accounted for 7% of the variance
between levels of maternal happiness and the type of disability their child had.
Although not particularly high, it should be noted that the literature has not
determined a distinct score for what is an acceptable minimum variance in this
type of research (Abdi, Williams & Valentin, 2013; Field, 2013; Yong & Pearce,
2013). Thus, what is understood from this is that of the mothers raising a child with
a disability, those who reported higher levels of social support also tended to
report higher levels of happiness. Therefore, it could be argued that social support
is a mediating variable that can increase the positive adjustment of parents raising
a child with a disability (Cadwgan & Goodwin, 2018; Dieleman et al., 2018; Findler
et al., 2016; Slattery et al., 2017). What is also interesting, is that this relationship
was also found to be influenced by levels of stress, as parents with higher stress
levels reported lower happiness (Findler et al., 2016). This suggests that whilst
social support can explain a proportion of the variance between maternal
happiness, this was more so the case if mothers reported lower levels of stress. A

possible explanation for this may be because when people experience higher
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levels of stress they are less trusting and more apprehensive, making it difficult for
them to rely on others and hence they perceive that they receive lower levels of
support (Aneshensel, 2013; Rueger & Malecki, 2011). This is supported by a
plethora of research indicating that parents of children with a disability that report
lower levels of stress also tend to report higher levels of perceived social support
(Cadwgan & Goodwin, 2018; Dieleman et al., 2018; McStay et al., 2015; Pelchat &
Lefebvre, 2003; Robinson & Neece, 2015); indicating that both factors can
influence parental happiness and the family as a whole (Findler et al., 2016;
Hartley & Shultz, 2015; Jennings, Stagg, Connors & Ross, 1995; Shivers &

Kozimor, 2017).

Further, using qualitative methods, Dieleman et al (2018) interviewed 15
parents of children with ASD and found that social support was not characterised
by a static and expected behaviour, but rather that it could be divided into sub-
themes which each encompassed a different purpose. For example, relational
support related to providing love and affection, whilst competence support related
to planning and structuring. Referring back, this is not something that Findler et al
(2016) incorporated into their study as they used a standardised measurement
tool to examine social support as a whole. Whilst they did obtain a high
Cronbach’s alpha (.93) from their cohort, demonstrating good reliability (Cozby &
Bates, 2012), it could be possible that the questions relating to social support did
not include options relating to each type of support, which can limit and restrict the
responses of participants (Cozby & Bates, 2012; Hyman, Lamb & Bulmer, 2006).
Therefore, this could suggest that quantitative methods alone may not sufficiently
investigate the influence of social support if it does not provide separate options to

explain and corroborate the different attributes of support (llias et al., 2018;
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McKim, 2017). Though, Dieleman et al’'s (2018) qualitative research does support
quantitative data, indicating that high-quality social support can decrease the
impact of stress and negative psychological symptoms for parents raising a child
with additional needs, and that inclusive multifaceted support can also promote
positive adjustment behaviours (Findler et al., 2016; Hartley & Shultz, 2015;

Hodgetts, McConnell, Zwaigenbaum & Nicholas, 2016; Jennings et al., 1995).

In another investigation, Hartley and Shultz (2015) found that both mothers
and fathers of children with ASD were at a higher risk for poor psychological
wellbeing than parents of children without ASD. Their mixed methods approach
revealed that both mothers and fathers differed in what they felt their support
needs were and how best those needs were met. Mothers appeared to report
higher numbers of support needs than did fathers. This higher number of support
needs disclosed by mothers could partly reflect a larger role in childcare, whilst the
lower number of support needs of fathers may be explained by a lesser
involvement in intervention services (Howard et al., 2011; Oliveira, 2018; Phares,
Fields & Binite, 2006 Raley et al., 2012). Hartley & Shultz (2015) demonstrated
that parents raising a child with a disability displayed lower psychological
wellbeing scores than those raising a TD child (Findler et al., 2016; McStay et al.,
2015; Robinson & Neece, 2014) and perceived support and how it was actioned
differently, consequently supporting Dieleman et al’s (2018) notion that social
support is a multifaceted concept. Therefore, it is argued that future research
needs to acknowledge this prior to investigating the impact of social support, to

fully understand its influence on parents of children with disabilities.
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Hope

There is an abundance of evidence demonstrating the negative impact of
raising a child with a disability on parental mental health (Dieleman et al., 2018;
Findler et al., 2016; Hartley & Shultz, 2015; Katkic et al., 2017; McStay et al.,
2015; Padden & James, 2017; Pelchat & Lefebvre, 2003; Robinson & Neece,
2014; Smith & Cheater, 2013; Yamaoka et al., 2015). However, limited research
has explored what parents may learn or gain from this experience, or about the
beneficial aspects of their caregiving role (Cless, Nelson Goff & Durtschi, 2018;
Schwartz & Hadar, 2007). Beyond stress levels and psychological burden, it is
also important to consider parental attitude as a factor that could buffer adversity
(Cless et al., 2018). One way this could be done is by looking at hope. Snyder
(2002) defined hope as “a positive motivational state that is based on an
interactively derived sense of successful agency (goal-directed energy) and
pathways (planning to meet goals)” (p. 250). Research has suggested that hope is
related to adaptive coping, facilitating the process of adaption and positive
psychological outcomes (Cless et al., 2018; Illum, Bonderup & Gradel, 2018; King
et al., 2006; Ogston, Mackintosh & Myers, 2011; Reif, Bugos, Giarelli, Bernhardt &
Spinner, 2017; Schwartz & Hadar, 2007; Snyder, 2002). This is possibly because
individuals with high levels of hope are flexible thinkers, motivated to mentally
prepare plausible alternate routes to recover from unfavourable circumstances
(Snyder, 2002). This type of versatile thinking could support parents that are

raising a child with a disability to overcome difficult situations that they might face.

Of the extensive research that has explored the wellbeing of parents raising
a child with a disability, only a small number of studies have looked at the
influence of hope on psychological health (Cless et al., 2018; Ogston et al., 2011).
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In Ogston et al’s (2011) study, 259 mothers of children with down’s syndrome (DS)
or ASD were assessed on measures of hope and worry. They found that mothers
who reported higher hope also reported lower worry, but that overall, mothers of
children with ASD had lower levels of hope and greater worry than mothers of
children with DS. This could be explained in terms of prognosis. For instance, with
DS, on the whole, parents are aware of the possible trajectories of their child’s
developmental outcomes (Cless et al., 2018). On the other hand, regarding ASD
there is no dependable method to predict a child’s developmental outcomes; some
children with ASD make considerable progress whilst others do not (King et al.,
2006; Ogston et al., 2011). Hence, after receiving a prognosis for their child it is
natural for parents to worry, especially if they cannot discern the impact this will
have, which may negatively affect their ability to plan and achieve their goals; a

previously discussed principle of hope (Snyder, 2002).

Cless et al (2018) found that hope was positively correlated with dyadic
adjustment and coping in a sample of 351 mothers raising a child with DS.
Mothers with higher levels of hope appeared to adjust better than those with lower
levels of hope. Hope appeared to be a protective factor against psychological
distress for mothers of children with disabilities (Cless et al., 2018; Ogston et al.,
2011). This is supported by a qualitative study by King et al (2006), who looked at
families of children with ASD and DS. They shared the importance of hope to
adapt over time and gain a sense of empowerment over their situation.
Interestingly, they also noted that families were given hope when they perceived
receiving appropriate social support; including stories of successful experiences.
This suggests that whilst hope can impact the psychological wellbeing of parents

of children with a disability, social support also plays a part in this relationship; a
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partial mediation (Hayes, 2017). Whilst providing valuable information on the role
of hope in parental wellbeing, the emphasis on DS amongst many of the
aforementioned studies limits how this data could be generalised to parents of
children with different disabilities (Cless et al., 2018; King et al., 2006; Ogston et
al., 2011). This is because, parents of children with DS are said to have an
“advantage” over parents of children with other intellectual disabilities, as DS is a
genetic disorder which predisposes children to specific aetiology-related
behaviour, which can lessen parental stress and allow for greater parenting
rewards (Esbensen & Seltzer, 2011; Mitchell, Hauser-Cram & Crossman, 2015).
Thus, as hope is recognised as a significant factor in the adjustment of parents of
children with a disability, further investigation is needed to understand how it may

contribute to psychological wellbeing.

The present study

In sum, research has studied the impact of raising a child with a disability
on parental mental health. However, a vast amount of the research has focused
on the negative effects, such as parental stress and burden (Dieleman et al.,
2018; Findler et al., 2016; Hartley & Shultz, 2015; Katkic et al., 2017; McStay et
al., 2015; Padden & James, 2017; Pelchat & Lefebvre, 2003; Robinson & Neece,
2014; Smith & Cheater, 2013; Yamaoka et al., 2015). The present study sought to
investigate a more inclusive profile of parents raising children with a disability,
combining multiple domains that have been studied separately within the
literature. Accordingly, guided by the literature in this area, the current study had
five hypotheses: (1) Parents raising a child with a disability, including ASD, would
report higher levels of stress than parents raising a TD child. (2) Parents raising a
child with a disability or ASD would report lower levels of parental competence
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than parents raising a TD child. (3) Parents raising a child with a disability or ASD
would perceive receiving less social support than parents raising a TD child. (4)
There would be a difference in hope levels between parents of TD children and
parents of children with disabilities, including ASD (5) There would be a predictive
effect of social support, parental sense of competence, hope and parental type on

parental stress levels.

Method

Participants

Initially, there were 209 participants recruited using a volunteer sample;
however, some cells had large amounts of missing data and were necessarily
removed, leaving a total of 184 participants remaining. The age range across
participants varied from 22 to 85 and the mean age of participants was 39.36 (SD
= 10.45). An inclusion criterion for this study was that participants must be aged
18 or over. This is because, participants aged under 18 with children are classed
as teen parents, and research has found that teen parents, even of typically
developing children have been shown to face additional problems when raising a
child (Cook & Cameron, 2017; Stiles, 2008). The sample contained both male and
female participants, with 20 fathers and 164 mothers. The participants were split
as follows: 127 participants were parents of children with a disability and 57
participants were parents of TD children. As recruitment took place online, there
was a wide range of socioeconomic backgrounds across individuals. Ethical

approval was given by the University of Chester Psychology Department Ethics
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Committee (see Appendix A). Furthermore, each participant was treated in
accordance with the BPS ethical guidelines (The British Psychological Society.,
2010), for example informed consent was obtained prior to the start of the study

and individuals were informed of their right to withdraw.

Measures

An online questionnaire was used to collect data, which contained five
sections. The first section was a demographics component containing questions
that described the participant, such as sex and age, and additional information
relating to their current situation regarding home life and children. The subsequent
four sections included assessment scales for stress, parenting sense of

competence, social support and levels of hope.

The perceived stress scale (PSS) (Cohen, Kamarck & Mermelstein,
1983). A 10-item five-point self-report measure used to assess parental stress
levels. Each participant was asked to rate ten statements based on how they best
described their current circumstances in the present moment. To provide an
example, one statement used in this scale: “In the last month, how often have you
felt nervous and stressed?” would be rated from “0 = Never” to “4 = Very often”.
The total score was calculated by combining the scores of each question, after
reverse scoring any negative questions, with higher scores indicating increased
stress. The PSS has been implemented globally to assess levels of stress with
successful application being noted on numerous occasions, indicating that the
scale is efficiently unidimensional when assessing parental stress (Masa’Deh,

Bawadi, Saifan & AbuRuz., 2015) and across diverse population samples
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(Denovan, Degnall, Dhingra & Grogan., 2017; Lee, 2012; Wu & Amtmann., 2013).
Focusing on reliability, a scale is deemed to be internally consistent if it scores
between .70 and .95 in a Cronbach’s alpha test (Field., 2013; Tavakol & Dennick,
2011). In the sample of the current study, the scale received a Cronbach’s alpha

of .71, demonstrating a good level of internal consistency.

The parenting sense of competence scale (PSOS) (Gibaud-Wallston &
Wandersman, 1978, cited in Johnston & Mash, 1989). A 17-item self-report
measure used to examine participant beliefs of their own ability in the parenting
role on two dimensions: satisfaction and efficacy. In terms of satisfaction, the
questions relate to parental anxiety, frustration and motivation, whilst questions
surrounding efficacy examines competence, capability and problem-solving in a
parental role. Participants were asked to rate each statement on how it best
relates to their life from “1 = strongly disagree” to “6 = strongly agree”. One
example of a positively scored item: “Being a parent is manageable and any
problems are easily solved”. Negatively worded questions were reverse scored
before totalling. For this research, the measure was used as an overall parenting
sense of competence score, thus a total score was calculated, and higher scores
related to higher feelings of parental competency (Gibaud-Wallston &
Wandersman., 1978, cited in Johnston & Mash., 1989). Historically, the PSOS has
had great success generalising across populations (Karp, Lutenbacher &
Wallston., 2015; Ohan, Leung & Johnston., 2000), highlighting its sufficient
convergent and discriminant validity (Hurley, Huscroft-D’Angelo, Trout, Griffith &
Epstein., 2014) and it has also received recognition for its gender applicability

when administered individually to mothers and fathers (Trahan & Cheung., 2016).
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Within the current sample, the scale was also found to have a high level of validity

as determined by a Cronbach’s alpha of .75.

The adult dispositional hope scale (AHS) (Snyder et al., 1991). A 12-
item self-report scale used to measure cognitive levels of hope. According to
Snyder et al (1991), hope is defined as a positive motivational state which is
based on specific ways of thinking; pathway thinking, which highlights perceived
ability to create routes towards achieving personal goals, and agency thinking,
which is the perception of one’s own ability to generate and nurture the use of
these routes. Four items from the scale make up the agency or “goal directed”
subscale, four items construct the pathways or “planning to accomplish goals”
subscale and the remaining four items are filler questions. Participants were asked
to rate each statement as it currently related to them on an eight-point Likert-type
scale ranging from “1= definitely false” to “8= definitely true”. Previously, the scale
has fared well in translation and validation amongst different countries, samples
(Ekas, Pruitt & McKay, 2016; Espinoza, Molinari, Etchemendy, Herrero, Botella &
Rivera., 2017; Oliver, Tomas, Montoro- Rodriguez., 2017) and methodologies
(Vernberg & Snyder., 2005). Hope was assessed overall and in terms of each
subscale, with higher scores indicating higher levels of hope. The overall
Cronbach’s alpha for the scale in the study sample was .87, a high score
indicating good reliability. This was calculated by summing the four items from the
pathway subscale and the four items from the agency subscale, to create an
overall hope score (Snyder et al., 1991). Additionally, high levels of internal
consistency were found in both the pathway subscale (a= .77) and the agency

subscale (a= .80). Hence, the scale was accepted as a reliable measure of hope.
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The multidimensional scale of perceived social support (MSPSS)
(Zimet, Dahlem, Zimet & Farley., 1988). A 12-item self-report scale that typically
assesses participant relationships with family, friends and a significant other. As
an assessment tool, this scale has demonstrated itself to be a solid and sensitive
researching instrument across vulnerable samples when discriminating between
sources of support and the impact that they have (Stewart, Umar, Tomenson &
Creed., 2014; Zimet et al., 1988). As stated, the MSPSS comprises of three sub-
scales, being ‘family’, ‘friends’ and ‘significant other’, though for this study these
subscales were adapted to assess ‘family’, 'significant other’ and ‘access to
services’. To reiterate, ‘access to services’ replaced the friends’ subscale of the
existing MPSPSS scale (see Appendix B). Amongst other reasons, this is because
research has stated that access to services is a beneficial resource, as
professional services can teach parents appropriate skills to support their child’s
developmental needs (Kaiser, Terry & Hancock, 2003). “Access to services”
related to the important rights of access to everyday support services that all
parents are entitled to, to ensure their everyday living quality is at its best possible
level (The Equality Act, 2010). This required adapting questions in the MSPSS
that related to the ‘friends’ subscale. For example, one question in the ‘friends’
subscale read “I have friends with whom | can share my joys and sorrows”.
However, the revised question in this instance read “| can easily access a support
service that | am able to share my feelings with”. The question overall was worded
differently though still focused on typical feelings that are experienced by parents.
A score for each subscale was created by summing all the relevant questions and
then all the responses were combined for a total support score. Higher scores

revealed higher perceived social support. High levels of internal consistency were
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found for all three subscales of the measure; significant other (a = .96), family (a=
.95) and access to services (a= .95). Social support as an overall concept also

revealed high internal consistency, as demonstrated by a Cronbach’s alpha of .93.

In addition to reliability analyses, a Principle Components Analysis (PCA)
was used to assess the validity of the four items relating to the subscale “access
to services”. Previously, the scale has shown good validity across different
population samples for all the original subscales; friends, family and significant
other (Stewart, Umar, Tomenson & Creed, 2014; Wang, Wan, Huang & Kong,
2017). Therefore, only the “access to services” subscale was tested as this was
used to replace the “friends” subscale. The Kaiser-Meyer-Olkin (KMO) test
indicated that the sample was adequate for PCA analysis, as KMO = .79, a
satisfactory value (Field, 2013; Pallant, 2016), and Bartlett’s test shown a
necessary significant result (Field, 2013; Pallant, 2016). An initial analysis
revealed one factor had an eigenvalue over Kaiser’s criterion of 1 and explained
86.09% of the variance. The scree plot supported this finding and showed one
distinct inflexion that would justify retaining only one factor. As intended, these
four items appeared to measure only one factor. Table 1 below shows the factor
loadings. All items had factor loadings above .4, suggesting that each item

contributed well to one main factor (Fields, 2013; Yong & Pearce, 2013).

28



PARENTAL WELLBEING

Table 1: Factor Loadings of the 4 items in the “Access to Services” subscale of the MSPSS.

ltem number Factor Loading
6 92
7 .95
9 93
12 91
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Procedure

Following approval from the University of Chester Ethical committee a request
for participants was posted onto the social media site Facebook, as research has
suggested that this type of recruitment strategy is more time-effective than traditional
strategies and can also attract hard-to-reach populations (Kayrouz, Dear, Karin &
Titov., 2016; Whitaker, Stevelink & Fear., 2017). This involved posting onto specific
group pages dedicated to parents. Individuals who responded to this post were given
a link that would direct them to the first stages of the questionnaire. This included an
information sheet (see Appendix C), which described the research in more detail.
Following this, participants would move on to complete the assessment measures of
the questionnaire. Their continuation with the study acted as their consent to take
part. The average time needed to complete the study was 10-15 minutes. Once all
responses were submitted, participants were presented with a completion receipt,

containing a debrief form (see Appendix D).

After the data collection, it was necessary for some of the raw data to be
clarified to prepare it for analyses. For instance, the range of stated disabilities
between participants was quite wide. Of the parents of children with disabilities, 67
participants stated their child had a diagnosis of ASD and 60 participants listed a
range of other diagnosed disabilities for their children. Due to the diversity across
these additional disabilities, it was not possible to separate them into specific groups
for analysis. Therefore, it was decided that these participants would form a single
group labelled as “grouped conditions” for further analysis to be conducted. This
created three distinct groups: “ASD”, “Grouped Conditions” and “Comparison”. The
first group consisted of parents who stated that their child was diagnosed with

Autism Spectrum Disorder, including comorbid diagnoses (PCASD). The second
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group was created due to the diversity amongst diagnoses and was comprised of
parents with children who did not have ASD (PCGC). Finally, the “Comparison”

group consisted of parents with typically developing children.

Finally, once enough participant responses were obtained, the data was
transferred for analysis from Bristol Online Surveys to the statistical software SPSS.
There were separate data sheets for computing each hypothesis. Additionally, for the
final hypothesis, PCASD and PCGC were combined to make an overall group of
disabilities to analyse and were labelled 1, whilst parents of typically developing

children were labelled as 2.

Design and Analysis

The research carried out for this study was cross-sectional and between-
subjects in design. The dependent variable was stress. The independent variables
were hope, parental sense of competence, social support and parental type.
Statistical analyses were conducted to test all the hypotheses previously stated. This
included using a one-way ANOVA, with three levels (ASD, Grouped Conditions,
Control) to determine differences across groups. Though when indicated that the
assumption of homogeneity was not met, the Welch’s F-ratio was reported.
Following this, the data was analysed using Spearman’s correlation analysis and
hierarchical multiple regression to ascertain differences between the groups. The

alpha level was set at p<0.05.
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Results

The first analysis looked at differences in stress between PCASD, PCGC and
the comparison. First, the result of a Shapiro-Wilk (S-W) test showed that the sample
distribution of parents with typically developing children and PCGC were not
statistically significant from a normal distribution (SW= .98, n= 52, p=.62; SW= .98,
n= 49, p= .55, respectively). However, the scores of PCASD deviated from normality
(SW= .93, n=42, p=.01). Additionally, a Levene’s test revealed evidence for
significant deviation from homogeneity of variance between the groups F(2, 140) =
4.94, p< .01. Table 2 outlines the means (SD’s) for overall stress levels between
PCASD, PCGC and the Comparison. Further inspection revealed that PCASD
reported the highest stress, whilst parents of typically developing children reported
the lowest stress; this was found to be significant, Welch’s F(2, 89.12) = 12.68, p <
.001, w? = .41. Post hoc comparisons using the Games-Howell test indicated that
there was a significant difference reported between the scores of PCASD and the
comparison (p <.001), and between PCGC compared to the comparison group (p <
.01). No other comparisons were found. Specifically, these results suggested that
parents raising a child with a disability, regardless of the diagnosis, experienced

higher stress levels than parents raising a TD child.
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Table 2: Means (SD'’s) for stress, parenting sense of competence, support and hope
between parents of typically developing children, parents of children with ASD and

parents of children in grouped conditions.

ASD GC Comparison
Stress 34.64 (4.61) 32.57 (3.66) 29.19 (5.88)
PSOC 62.44 (9.59) 62.08 (8.31) 71.50 (11.08)

Social Support

51.19 (16.33)

50.16 (15.74)

62.25 (15.54)

Significant other  21.74 (6.67) 20.84 (6.79) 23.50 (5.63)
Family 17.53 (7.39) 18.56 (7.34) 21.65 (6.78)
Access to services 11.91 (7.50) 10.76 (6.05) 17.10 (6.47)
Hope 40.33 (9.21) 38.10 (12.32) 44.85 (8.63)
Agency 18.84 (5.63) 17.64 (7.00) 21.77 (5.20)
Pathway 21.49 (5.11) 20.46 (5.94) 23.08 (4.22)

In a similar manner, hypothesis two stated that parents raising a child with a
disability, including those whose children have ASD, would report lower levels of
perceived parental competence than parents raising a TD child. The result of the S-
W test showed that the sample distribution of the comparison group and PCASD
were not statistically significant from a normal distribution, though PCGC deviated
from normality (SW = .97, n=52,p=.27;SW=.97,n=41,p=.43; SW=.95n=
49, p = .04, respectively). Additionally, the Levene’s test also revealed evidence for

significant deviation from homogeneity of variance across the three groups, F(2, 139)
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= 3.57, p< .05). There was a significant effect of parental type on parental sense of
competence scores at the p < .001 level for the three conditions, Welch's F(2, 89.82)
=13.27, p < .001, w? = .40. Post hoc Games-Howell tests revealed significant
differences between PCASD and the comparison (p < .001) and between PCGC and
the comparison (p < .001). The results, as shown in Table 2, suggested that there
was higher perceived parental sense of competence in parents raising a typically

developing child compared to PCASD and PCGC.

The next goal of the current study was to determine the perception of social
support for parents raising a child with a disability and parents raising a TD child.
The S-W test showed that the sample distribution of parents of TD children deviated
from normality (SW = .93, n = 52, p <.01), though PCASD (SW = .98, n =43, p =.75)
and PCGC (SW = .98, n = 50, p = .55) were not statistically significant from a normal
distribution. The Levene’s test revealed no evidence for significant deviation from
homogeneity of variance, F(2, 142) = .16, p = .85. This was also the case for each
support subscale; “significant other” (F(2, 142) = 1.01, p = .37), “family” (F(2, 142) =
1.39, p = .25) and “access to services” (F(2, 142) = 2.42, p = .09). The ANOVA
revealed that the comparison group perceived higher levels of overall social support
than did PCASD and PCGC, which was found to be significant, F(2,142) = 9.01, p <
.001, n? = .11. Post hoc Tukey tests showed that the mean score of the comparison
group was significantly differently than the score for PCASD (p <.01) and PCGC (p
=.001). The results indicated that parents of typically developing children reported
higher levels of perceived social support than did PCASD and PCGC. There were no

other significant comparisons found.

For the “significant other” subscale, the S-W test showed that the scores from
the comparison group, PCASD and PCGC all deviated from normality (SW = .79, n =
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52, p <.001; SW = .84, n =43, p <.001; SW = .89, n = 50, p <.001, respectively).
The mean scores of the groups suggested that the comparison group perceived
higher levels of social support from a significant other than PCASD and PCGC. This
difference was not found to be significant, F(2, 142) = 2.31, p = .10, n? = .03, hence

no further post hoc tests were run.

The second investigated subscale of social support was “family”. The S-W
test again showed that the scores from the comparison group (SW =.83,n =52, p <
.001), PCASD (SW = .92, n =43, p<.01) and PCGC (SW = .92, n =50, p <.01)
were statistically significant from a normal distribution, indicating that all groups
deviated from normality. The results of the ANOVA found significant differences
between the groups, F(2, 142) = 4.38, p < .05, n? = .06. Inspection of the means
indicated that PCASD perceived the lowest amount of familial support and the
comparison perceived the most support. Further post hoc Tukey tests found a
significant difference between the comparison group and PCASD (p < .05),
suggesting that PCASD perceived significantly lower familial support than the

comparison group. No other comparisons were found.

Finally, the last subscale of social support was “Access to Services”. The
sample distribution of the comparison group was not statistically significant from a
normal distribution (SW= .97, n = 52, p = .26), though the distribution of PCASD (SW
=.88,n=43, p<.001) and PCGC (SW = .90, n = 50, p = .001) significantly deviated
from normality. The ANOVA investigated differences between the groups, and
revealed that the means differed significantly, F(2, 142) = 13.04, p < .001, n? = .16.
This, alongside the mean scores, indicated that PCGC perceived the lowest amount
of support from accessing services, though they were very closely followed by
PCASD. Post hoc Tukey tests found significant differences between the comparison
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and PCASD (p = .001), and between the comparison and PCGC (p < .001).
Therefore, suggesting that the comparison group perceived that they received

significantly higher levels of support from services than PCASD and PCGC.

The fourth hypothesis stated that there would be a difference in hope levels
between parents of TD children and parents of children with disabilities. The S-W
test for the sample distribution of the comparison group (SW = .96, n= 52, p=.06),
PCASD (SW = .97, n =43, p= .42) and PCGC (SW = .98, n = 50, p= .69) was not
found to be statistically significant from a normal distribution. Though, the Levene’s
test revealed evidence for deviation from homogeneity of variance, F(2, 142) = 5.33,
p < .01. Nevertheless, the effect of parental type on hope levels was found to be
significant, Welch’s F(2, 91.67) = 5.99, p < .01, w? = .25. The data revealed parents
in the comparison group reported the highest amount of hope, whilst PCGC reported
the least. Post hoc Games-Howell tests found that the comparison group had

significantly higher hope levels than PCGC (p <.01) and PCASD (p < .05).

For the “agency” subscale, the S-W found that PCASD (SW = .96, n =43, p =
.15), PCGC (SW = .97, n = 50, p = .32) and the comparison group (SW = .97, n = 52,
p = .20) all met the assumption of normality. Additionally, a Levene’s test
demonstrated no evidence for deviation from homogeneity of variance, F(2, 142) =
2.86, p = .06. Analyses revealed a significant effect of parental type on agency hope,
F(2, 142) = 6.38, p < .01, n?=.08. Parents of TD children had the highest score of
agency hope, followed by PCASD, and PCGC reported the lowest. Post hoc Tukey
tests found that the comparison group had significantly higher levels of agency hope

than PCASD (p = .05) and PCGC (p < .01).
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Finally, the “pathway” subscale of hope was investigated. The S-W test
showed that the sample distribution of the comparison group deviated from normality
(SW =.94, n =52, p <.01), though PCASD (SW = .98, n =43, p = .69) and PCGC
(SW = .98, n = 50, p = .69) were not statistically significant from a normal distribution.
The Levene’s test did indicate evidence from homogeneity of variance, F(2, 142) =
4.33, p = .02. The analysis found that the comparison group reported higher pathway
hope than PCASD and PCGC; a finding that was statistically significant, F (2, 90.32)
= 3.56, p < .05, w? = .17. Post hoc Games-Howell tests revealed that the comparison

group had significantly higher pathway hope scores than PCGC (p < .05).

The final hypothesis stated that there would be a predictive effect of social
support, PSOC, hope and parental type on parental stress levels. To do this, PCGC
and PCASD were combined to form one “parental type” group, to compare parents
of children with disabilities (including ASD) to the comparison group. Parental type
referred to each group in the analysis: the comparison group and parents of children
with a disability (inclusive of ASD). Bivariate correlational analyses were conducted
to investigate the relationship between stress, perceived support from a significant
other, family and access to services, parental sense of competence, agency hope,
pathway hope and parental type. To clarify, subscales of social support and hope

were used for a more in-depth analysis. The results are illustrated in Table 3.
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Table 3: Spearman’s correlation of variables under examination (N in brackets).

Stress Sig Other  Family Services PSOC Agency Pathway Parental Type
(182) (182) (182) (182) (177) (182) (181) (182)
Stress -7 -.32%* -.22%* - 47 -.38** -31** -.39**
Sig Other B7** 25" 25" 21 22** 9%
Family 37 .26™* 25" 16* 25"
Services 27" 18* A2 33
PSOC 48** 48** .36™*
Agency 67 28%*
Pathway 20

Parental Type

Key: *Correlation is significant at the 0.05 level, **Correlation is significant at the .01 level.
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A Spearman’s rank-order correlation was run to determine the relationship
between the variables. There was a significant negative relationship between stress
and parental type. This indicated that raising a child with a disability, including ASD,
was related to high levels of stress. Similarly, there were significant negative
relationships between stress and perceived support from a significant other, family
and access to services, parental sense of competence, agency hope and pathway
hope. Increased levels of stress appeared to be related to decreased levels of

parental sense of competence, hope and perceived social support.

Following this, a hierarchical multiple regression analysis was conducted to
test whether any variables could predict stress. The assumptions to run a multiple
regression were all met (see Appendix E). The criterion variable was stress and the
predictor variables, in order of entry were perceived support from a significant other,
family support, access to services, parental sense of competence (PSOC), agency
hope, pathway hope and parental type. The results from the analysis are shown in

Table 4.
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Table 4: Summary of a hierarchical multiple regression: perceived support, parental sense of competence, hope and parental type

as predictors of stress.

Model B (p) Adj R sq F(p) R2A FA(p)

Step 1 10 7.64 (<.001) 12

Significant Other .07 (.46)

Family Support -.32 (<.01)

Access to Services -12 (\14)

Step 2 .32 21.23 (<.001) 21 54.81 (<.001)
Significant Other 14 (.08)

Family Support -.28 (<.01)

Access to Services -.01 (.98)

PSOC -.50 (<.001)

Step 3 .33 15.66 (<.001) .03 3.36 (.04)
Significant Other 16 (.05)

Family Support -.26 (<.01)

Access to Services -.01 (.88)
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PSOC

Agency Hope
Pathway Hope
Step 4

Significant Other
Family Support
Access to Services
PSOC

Agency Hope
Pathway Hope

Parental Type

-41 (<.001)
-17 (.05)

-02 (.82)

15 (.05)
-.25 (<.01)
04 (.58)
-.36 (<.001)
-14 (12)
-.03 (.69)

-22 (<.01)

37

15.69 (<.001)

.04

10.55 (<.01)
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The regression at step one was found to be statistically significant (F(3, 172) =
7.64, p <.001), indicating that perceived support from a significant other, family and
access to services were good predictors of parental stress. The direction of the
regression indicated that lower perceived familial support and limited access to
services predicted higher reported stress, though interestingly, higher perceived
support from a significant other appeared to predict higher stress. When looked at
individually, family support appeared to significantly predict parental stress, though
support from a significant other and access to services were not found to be
significant predictors. Despite this, together these variables were able to significantly
predict 10% of the variance between the comparison group and parents of children

with a disability.

At step two, parental sense of competence was added into the regression. As
an individual predictor, PSOC was shown to significantly predict parental stress (p <
.001). The direction indicated that higher levels of PSOC predicted lower levels of
stress. The inclusion of PSOC at this step increased the percentage of variance
predicted in stress levels to 32%, which was also deemed significant (F(4, 171) =

21.23, p <.001).

Following this, the hope subscales (agency and pathway) were added into the
regression. It appeared that stress levels were not significantly predicted by agency
or pathway hope as individual predictors. However, the direction did suggest that
lower levels of reported agency and pathway could predict higher levels of stress.
The inclusion of these variables at this step increased the percentage of variance

predicted to 33%, this was found to be significant (F(6, 169) = 15.66, p < .001).
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Finally, at step four parental type was included in the regression analysis. As
previously stated “parental type” related either to raising a child with a disability,
inclusive of ASD, or raising a TD child. The direction indicated that raising a child
with a disability was a significant predictor of higher reported stress. Following the
inclusion of parental type at this step, it appeared that higher perceived access to
services actually predicted higher stress in parents, though this was not a significant
change. Of all the variables, agency hope, pathway hope, perceived support from a
significant other and access to services were not found to be significant individual
predictors of the reported parental stress. On the other hand, PSOC, perceived
familial support and parental type were all significant individual predictors of stress.
Interestingly, the strongest predictor of stress within this sample was PSOC
suggesting that, overall, low levels of perceived parental competence could predict
higher levels of stress. This was closely followed by parental type and then family
support. At this stage, the variables together explained 37% of the variance in stress

scores, which was found to be significant (F(7, 168) = 15.69, p <.001).

Discussion

The main aim of the current study was to investigate whether there were any
differences between parents raising a TD child and parents raising a child with a
disability or ASD regarding their parenting stress. Additional analyses were also
conducted to explore the potential effects raising a child with a disability can have on
parental sense of competence, perceived social support and hope. Firstly,
hypothesis one which stated that parents raising a child with a disability, including

ASD, would report higher levels of stress than parents raising a TD child, was
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accepted. The second hypothesis was also supported, finding that PCASD and
PCGC reported lower levels of parental competence than parents raising a TD child.
Hypothesis three was also supported as PCASD and PCGC reported significantly
lower perceived support, overall and in each subscale, when compared to the
comparison. Hypothesis four found that parents of TD children reported higher levels
of hope than did PCASD and PCGC, both overall and in each subscale of hope and
was therefore supported. Finally, a multiple regression revealed that whilst parental
type, PSOC and perceived familial support were significant predictors of reported
stress in parents, levels of hope, perceived support from a significant other and
access to services were not able to significantly predict stress. Therefore, hypothesis
five that stated there to be a predictive effect of parental type, PSOC, social support

and hope on parental stress levels, was partially supported.

Stress Levels in Parents raising a child with disabilities

Large amounts of research have documented that parents of children with
disabilities face additional challenges and are more susceptible to stress than
parents of TD children, indicating that the relationship between these two variables
has remained a consistent and prominent issue (Bourke-Taylor et al., 2013;
Cadwgan & Goodwin, 2018; Estes et al., 2013; Feizi et al., 2014; Green, 2007,
Hartley & Shultz, 2015; Padden & James, 2017; Pelchat & Lefebvre, 2003; Yamaoka
et al., 2015). Specifically, the current findings expanded on previous research by
separating child disability to look more clearly at ASD when compared to grouped
conditions as well as TD children. Parents of children with ASD and GC both
reported significantly higher levels of stress than the comparison group. Thus, the
results from the present study support past research, in that raising a child with a
disability is negatively associated with parental stress levels (Bourke-Taylor et al.,
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2013; Cadwgan & Goodwin, 2018; Estes et al., 2013; Green, 2007; Hartley & Shultz,
2015; Padden & James, 2017; Pelchat & Lefebvre, 2003; Yamaoka et al., 2015).
This disputes Katkic et al’'s (2017) findings that parents of TD children reported
higher amounts of stress than did parents of children with DD. Interestingly, such
conflicting findings could be explained by distinctions between parental perception. It
is possible that parents of children with a disability perceived their stress levels
differently to parents of TD children, as their experiences may have created
opportunities for them to identify adaptive coping strategies for stress (Hartley &
Schultz, 2015; Padden & James, 2017). Therefore, the contrasting findings between
the current study and Katkic et al's (2017) study may be explained in terms of
external variables, as neither study discussed investigating whether any parents had
found and implemented effective coping techniques to control their stress levels.
Hence, future research would benefit from investigating the impact of positive coping

strategies to fully understand the how they support parenting challenges.

Additionally, to the best of our knowledge, there are only a minimal amount of
single studies that compare parental stress when raising a child with autism against
parents of children with a variety of disabilities, though much of this research
indicated that PCASD reported significantly more stress than PCGC (Dumas, Wolf,
Fisman & Culligan, 1991; Valicenti-McDermott et al., 2014). Within the current study,
the direction of the scores between PCASD and PCGC concurs with previous
literature, suggesting that PCASD experience greater levels of parenting stress than
do parents of children with other disabilities, though this was not found to be
significant. However, non-significant result should be evaluated cautiously, as it
could be explained by the capacity of the measure. Whilst the PSS (Cohen et al.,

1983) is an efficient and popular measure to assess stress levels across samples
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(Denovan et al., 2017; Lee, 2012; Masa’Deh et al., 2015; Wu & Amtmann., 2013), it
was only used to determine the perceived stress of parents within the last month of
their life, which does not account for differences in life circumstances. For instance,
more recent research has shown that parenting a child with a disability, inclusive of
ASD, creates all-encompassing situations, stating that whilst there are stressful
circumstances for these parents their experiences also elicit personal growth and
confidence (Cless et al., 2018; Green, 2007; Schwartz & Hadar, 2007). As previously
stated, confidence in parenting has been associated with lower stress in parents of
children with disabilities (Katkic et al., 2017; Ozturk et al., 2014). Therefore, the
results from the measure may vary dependent on the time that it was issued; if
parents had been dealing with their child’s disability for a considerable amount of
time this would more likely lessen parental stress, as they may be more
knowledgeable and confident in caring for their child (Katkic et al., 2017; Ozturk et
al., 2014). Thus, it is possible that using the measure across numerous time-points

would yield different, significant results in future studies.

Parental sense of competence (PSOC)

The second goal of this study was to investigate the relationship between
raising a child with a disability and perceived parental sense of competence. The
results demonstrated that both PCASD and PCGC differed significantly from the
comparison, suggesting that parents raising a TD child tended to have higher levels
of overall PSOC. These findings are congruent with previous research that has found
low self-perceived parental sense of competence in parents caring for a child with a
disability, inclusive of ASD (Craig et al., 2016; Ozturk et al., 2014). Lower perceived
parental efficacy in parents of children with a disability can be a result of responding
to the behavioural needs of their child, as these are often more challenging than a
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typically developing child, which can cause considerable stress and produce
additional difficulties for parents when trying to fulfil their role (Craig et al., 2016).
This relates to the findings of Ozturk et al (2014) who found that parents who
reported greater stress in caring for their child with a disability also reported lower
levels of perceived parental competence. Though, the nature of this and previous
studies have not clarified whether it is the PSOC that influences the stress of
parents, or whether parental stress impacts PSOC; it could be that this relationship is
indeed bidirectional, as suggested earlier in this study (Katkic et al., 2017).
Nonetheless, the results of the current study do reveal that both PCASD and PCGC
reported lower levels of PSOC and higher levels of stress than the comparison,
though further exploration would be needed to understand the complex relationship
between these variables. However, these findings combined with the previous
literature indicate that professional bodies would benefit from addressing issues in
both PSOC and parental stress to more effectively support parents raising a child

with any disability (Craig et al., 2016; Ozturk et al., 2014; Stuttard et al., 2016).

Much of the prior literature in this area tends to focus on comparing outcomes
of parents raising a child with a disability to parents raising a TD child (Craig et al.,
2016; Hartley & Shultz, 2015; Katkic et al., 2017; Padden & James, 2017). Thus, for
further investigation the current study compared PSOC scores of PCASD against
PCGC, to inform the literature about differences in PSOC when comparing ASD to
other disabilities. This revealed extremely little difference between the mean scores
of PCASD and PCGC, which was not found to be significant. This is interesting
because the characteristics of ASD, compared to other disabilities, tend to differ
dramatically amongst diagnosis which can limit parents’ ability to prepare for their

experience (Padden & James, 2017). Thus, it may be possible that the current data
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may be a result of small sample size, or that the parental sense of competence
amongst PCASD compared to parents of children with other disabilities needs to be
explored using more sophisticated and intricate techniques. Accordingly, this
prompts cause for further research in this area, possibly incorporating qualitative
methods to elaborate on questions that are more general, therefore allowing
differences to be identified between PCASD and parents of children with other

disabilities.

Social Support

There is a lot of discussion in the literature about the role of social support for
parents raising a child with a disability, though much of it highlights that the
perception of social support is a resource that can encourage them adjust to and
accept their circumstances (Cadwgan & Goodwin, 2018; Dieleman et al., 2018;
Findler et al., 2016; Slattery et al., 2017). The current study found that PCGC
perceived the lowest amount of social support, followed by PCASD, which
significantly differed from the comparison group who reported the highest perceived
support. Research has suggested that parents reporting higher levels of perceived
social support also tend to report higher levels of happiness and lower levels of
stress (Findler et al., 2016; Katkic et al., 2017), yet within this sample PCASD
reported the highest levels of stress, despite reporting higher levels of perceived
social support than PCGC. An explanation for this could be the amount of social
support received by parents relative to when it is needed. Research has shown that
whilst social support can be perceived as available to respondents, when this is
compared to measuring instances of received social support there is a discrepancy
(Melrose, Brown & Wood, 2015). This may be because the type of support parents
actually require is not what is available to them, though their perceived support
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system is of high-quality (Hartley & Shultz, 2015; Kiami & Goodgold, 2017). Thus,
within the current study PCASD may have perceived more social support than
PCGC, but the support they received may not have been what was needed to better
their circumstances, causing increased levels of stress. Future research should look
at including assessments of received social support of PCASD and other disabilities,
as this could have implications with how to improve the efficiency of support systems

for these parents.

The next part of this research goal, regarding perceived support from a
significant other, showed no significant differences between PCASD, PCGC and the
comparison. This contrasts a vast amount of prior research, including the theoretical
model of parenting determinants which highlights spousal relationships as one of the
most important sources of support for parents (Belsky, 1984; Findler et al., 2016).
Recently, Dieleman et al (2018) stated that present-day support can be
characterised differently by individuals, in terms of relational support (love and
affection) or competence support (planning and structuring). If this is the case,
support from a significant other is not something that can be fully assessed using a
predetermined, rigid measure such as MSPSS, as it does not allow the respondent
to clarify the importance and type of support in relation to their life (Cozby & Bates,
2012; Hyman, Lamb & Bulmer, 2006). Therefore, this indicates that future studies
could develop this line of study by investigating the perception of available support
alongside the purpose of the support, in order to provide a comprehensive

understanding its influence.

Multiple family process frameworks emphasize that family support can
encourage parental adjustment and coping with stressors (Jones & Passey, 2005;
Segrin & Flora, 2011; Weiss et al., 2013; Weiss, Wingsiong & Lunsky, 2014).
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Research has shown that perceived family support can act as a resource to aid
parental hardiness when coping with their child’s diagnosis (Weiss et al., 2013). The
current study found that PCASD reported a significantly lower perception of familial
support compared to parents of TD children. Taken together, this could indicate that
PCASD adjust to their child’s diagnosis better when they consider their family as a
support system, though when compared to a comparison group they did not perceive
their family to be as great a resource. What is not fully understood is why PCASD
perceived their family as less of a support than parents of TD children. Hence further
research will be needed to explore this. However, it is proposed that until then,
professionals should appraise the family hardiness of PCASD and identify positive
elements to promote family resilience, as this could shape interventions used to
strengthen parental and familial well-being when caring for a child with ASD (Kiami &

Goodgold, 2017; Weiss et al., 2013; Weiss, Wingsiong & Lunsky, 2014).

The last part of this hypothesis, focusing on access to services, showed
significant differences between PCASD and PCGC when compared to parents
raising a TD child. To our knowledge, this is the first study to look at access to
services as an influential support resource for parental groups. In the current study,
both PCGC and PCASD reported perceiving significantly lower support from services
than the comparison, though PCGC perceived slightly lower support from accessing
services than PCASD. This could be explained in terms of the support service
resources, as services such as Cafcass, preschools and medical facilities are readily
available for parents raising a typically developing child (World Health Organisation,
2012), yet for parents of children with additional needs, access is more obtainable for
certain cohorts of children with a specific diagnosis, meaning that some children and

their parents are unable to access any service (Cantan & Bolger, 2017). Within this
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research, PCGC comprised parents of children with a variety of different disabilities
and as such, it is possible that a portion of these parents were included in the

beforementioned percentage of people who are unable to access any service.

In such case, a thought-provoking finding is that PCASD did not report much
higher scores than PCGC when compared to the comparison, yet in the last few
decades the diagnoses of ASD have become more frequent and prevalent, thus
arguing that many services should be adept in providing support for parents raising a
child with ASD (Neggers, 2014). Results from the current study suggested that this
may not be occurring, as PCASD reported significantly lower perceived support from
services than the comparison. This indicates that there are still considerable
challenges within support services that need to be addressed in order to successfully
meet the needs of parents raising a child with either a disability or ASD. Hence, to
support parents of children with a disability and ASD and protect their well-being,
multiagency working needs to occur and establish equal access to services that is
available for all parents, independent of their child’s diagnosis (Cadwgan & Goodwin,

2018).

Hope

Investigation into hypothesis four revealed that PCASD and PCGC reported
significantly lower levels of hope than parents of TD children. Whilst an understudied
area of the literature, this finding is one that is supported by other research,
illustrating that raising a child with a disability can influence the construct of hope in
parental functioning (Cless et al., 2018; Ogston et al., 2011). Ogston et al (2011)
found that PCASD reported the lowest levels of hope when compared to parents of

children with Down Syndrome (DS). As previously discussed, this could be related to
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the DS “advantage”, as the aetiology-related behaviour of DS children can lessen the
stress of their parents when compared to parents of children with other intellectual
disabilities (Mitchell, Hauser-Cram & Crossman, 2015). Additionally, PCASD may
report lower hope scores than other disabilities due to their diagnosis; as previous
research has stated that the understanding of ASD has been vague, both in society
and professionally (Hoefman et al., 2014; King et al., 2006; Ogston et al., 2011). Yet,
within the current study PCGC, which included diagnoses of DS, reported lower
levels of hope than PCASD and a significantly lower amount when compared to the
comparison. This contrasting finding may highlight a success of the decades-long
effort of researchers, parents and practitioners who have propelled the investigation
into ASD to shape practice and force society to better recognise ASD (Nordahl-

Hansen, Hart & Jien, 2018).

Additionally, there were significantly lower pathway hope scores from PCGC
and interestingly, significantly lower agency hope reported by PCGC and PCASD
than the comparison. These findings support those of other research that have
emphasised the impact of hope on parental wellbeing (Cless et al., 2018; lllum et al.,
2018; King et al., 2006; Ogston et al., 2011; Reif et al., 2017; Schwartz & Hadar,
2007; Snyder, 2002). This study revealed lower levels of agency and pathway hope
in parents of children with varying diagnoses when compared to the comparison.
This is important to note, as agency and pathway relate to one’s ability to plan and
achieve goals (Snyder, 2002), and when this function is significantly lower than
normal, it can impact multiple areas of psychological wellbeing (Cless et al., 2018;
Ogston et al., 2011). Therefore, suggesting that it may be helpful for professionals to
use hope as a resource when supporting parents of children with disabilities and

ASD, as it is a motivating and influential construct (Snyder, 2002) and as such,
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intervention that prompts parents to foster hope could increase positive outcomes for

both themselves and their children (Cless et al., 2018).

Predictor Variables

The final goal of this study was to investigate the difference in importance of
factors associated with parental stress, and from this, there were three statistically
significant predictors found. The first factor, and the strongest predictor of increased
stress levels was lower levels of PSOC. It is worth noting that these findings also
found a negative correlation between stress and PSOC, suggesting that those
parents who had low levels of perceived parenting competence were more likely to
report high levels of stress. This compliments prior research such as that of Ozturk et
al (2014), who revealed a relationship between self-perceptions of the parenting role
and anxiety. Taken together, these results indicated that parental well-being is
associated with how parents perceive their ability to adapt to the nurturing role and
support their child’s development (Katkic et al., 2017; Ozturk et al., 2014). It
suggests that the more satisfied parents feel with their caregiving knowledge and
practices, the less they report feelings of stress. Thus, this study has practical
implications as these findings argue that the diversity between parental style and
experience needs to be considered when implementing intervention programmes to

support parents of children with any additional needs.

The results also found negative correlations suggesting that raising a child
with a disability, low levels of support, and low levels of hope were all related to high
levels of stress. Further analysis illustrated that parental type was another significant
predictor of stress in parents. Although these results contrast some research (Katkic

et al., 2017), overall, they fall in line with many prior studies in this area, implying that
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there is an important relationship between raising a child with additional needs and
higher levels of stress (Bourke-Taylor et al., 2013; Estes et al., 2013; Feizi et al.,
2014; Padden & James, 2017; Yamaoka et al., 2015). Given the unexpected
challenges that occur when raising a child with a disability or ASD (Bourke-Taylor et
al., 2013; Cadwgan & Goodwin, 2018; Estes et al., 2013; Feizi et al., 2014; Green,
2007; Hartley & Shultz, 2015; Pelchat & Lefebvre, 2003), it is understandable that
this can present parents with additional and stressful difficulties. As previous results
in this study also revealed differences between the type of child disability on parental
stress, together these highlight the need to consider the diagnosis in further research

and in interventions that are aimed at reducing parental stress.

Furthermore, it is noteworthy that of all the components of support, only
familial support was found to be a significant predictor within this research. Higher
levels of perceived familial support significantly predicted lower levels of stress in
parents. This adds to the literature, as it argues that to fully understand social
support, it is necessary to provide individuals with a way to explain the different
attributes of support (Dieleman et al., 2018; Hartley & Shultz, 2015). The current
study did this by investigating social support from three perspectives and accordingly
revealed important differences between them. Thus, as the only significant predictor
of stress in terms of support was familial, it could be assumed that there is a specific
vulnerability for increased parental stress if familial support is perceived as absent.
This lays foundation for future research in this area, as knowledge into the different
attributes and sources of support for PCASD or other disabilities will allow
professionals to promote positive adjustment behaviours for parents with limited

support systems.
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Other predictors that were included in the regression were hope subscales
“agency” and “pathway” and support subscales “significant other” and “access to
services”, though these were not significantly associated with stress. However,
intriguingly, the initial data implied that limited access to services predicted higher
stress, though once parental type was added to the regression, this relationship
altered and suggested that increased access to services predicted higher stress.
This indicates that these variables intertwined with one another, as there were
changes in stress outcomes when variables were added or omitted, though how
these variables interact is not completely clear. Clear delineation of the support
services accessed by parents, such as the ease of gaining service support and the
time provided by professionals, will provide insightful knowledge into this complex

nature of this relationship; an important consideration for future research.

Additionally, these findings contrast prior research, as higher levels of hope
have been found to reduce levels of stress in parents raising a child with a disability
or ASD (Cless et al., 2018; Ogston et al., 2011), and higher perceived support from a
significant other has also been related to lower reported stress in parents (Belsky,
1984; Findler et al., 2016). In the current study, the trend indicated that lower levels
of hope in both subscales related to higher levels of reported stress, and higher
perceived support from a significant other related to higher reported stress, even if
this was not found at a significant level. However, this reported significance level
should not cause these results to be disregarded, as a non-significant finding does
not denote that there were no differences between the groups and can sometimes
simply reflect variation in the group mean (Gelman & Stern, 2006). It may be that the
quantitative nature of this research was too simplistic to study these variables; if the

predetermined answer choices were unclear and inaccurate this could have limited
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the responses of parents (Cozby & Bates, 2012; Hyman et al., 2006). Regardless,
the trend found in the current study indicated some interaction between access to
services, support from a significant other, hope and stress, and the inclusion of these
variables in research sheds new light onto the area by exploring the benefits of the
caregiving experience and the importance of external resources. Hence, they need
to be studied in further detail to form a comprehensive understanding of their impact

on the population.

Limitations and Future Direction

There are a few factors that need to be considered when interpreting the
results of the current study. Firstly, the cross-sectional design of this study prevented
the possibility of making any causal inferences. Thus, without acquiring prior
baseline data it is not possible to report whether the differences between group
stress levels were a direct result of raising a child with a disability or ASD, or whether
higher levels of stress were reported due to the influence of confounding variables.
To expand, stress is a dynamic construct and extraneous life-events and stressors,
such as bereavement, job loss, divorce etc. are all individual life differences that can
impact feelings of stress and coping (Padden & James, 2017; Segerstrom &
O’Connor, 2012). Further, people experience stress differently, as it is influenced by
their personality, temperament and their life stage (Segerstrom & O’Connor, 2012).
Consequently, there is some variability in the literature regarding the outcomes of
parents raising a child with a disability or ASD, and though much of this research
outlines the negative impact associated with these caregiving experiences (Feizi et
al., 2014; Green, 2007; Hartley & Shultz, 2015; Yamaoka et al., 2015), there is also
research arguing that after an adjustment period, these parents report similar
outcomes to those raising a TD child (Cless et al., 2018; Green, 2007; Katkic et al.,
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2017; Ogston et al., 2011). Therefore, the current research encourages future
studies to implement longitudinal methods of investigation, to understand the nature
of stress over time and gain valuable insight into the variation both between and
within parents raising a child with additional needs, which will have numerous

implications for family-wide support.

The second limitation of this work concerns the sample of the study. There is
research that has explored the differences between mothers and fathers raising a
child with ASD, outlining distinctions between them and how they are best supported
to protect their wellbeing (Hartley & Shultz, 2015). However, despite intention, the
current study was not able to investigate the differences between mothers and
fathers raising a child with additional needs, as the sample size was not large
enough. This is also a criticism of many previous investigations as fathers are less
researched in this area than mothers (Cless et al., 2018; Findler et al., 2016; Katkic
et al., 2017; Yamaoka et al., 2015). It is possible that cultural and structural biases
are still largely influential, causing fathers to perceive their main role as the family
breadwinner and so do not actively involve themselves with research issues
(Yogman & Garfield, 2016). To control for this, further studies need to seek out male
participants, to ensure that they are equally represented in research and gain a
better understanding of how they are affected, to inform intervention strategies of

how they can best support the family as a whole.

Additionally, some research suggests that some parents of children with ASD
tend to display elements of the broader autism phenotype (BAP) (Ingersoll & Wainer,
2014; Landry & Chouinard, 2016; Maxwell, Parish-Morris, Hsin, Bush & Schultz,
2013; Rubenstein & Chawla, 2018). BAP is a collection of milder autistic
characteristics that are suggested to be more common in families of individuals
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diagnosed with ASD (Rubenstein & Chawla, 2018). The current study did not
investigate this construct in PCASD which may have impacted the results that were
obtained. Research suggests that of parents raising a child with ASD, the presence
of BAP is more commonly found in a single parent and this may influence their
parental behaviours and generate additional stress for both themselves and their
partner (Maxwell et al., 2013; Sasson, Lam, Parlier, Daniels & Piven, 2013). Further,
it is argued that the presence of BAP characteristics in parents is moderately
positively associated with their child’s autism symptomology (Maxwell et al., 2013).
Therefore, future research needs to explore ASD and BAP separately if it is to
investigate the impact of raising a child with ASD comprehensively. Such knowledge
could inform professionals of how they can best support families of children with

ASD.

Conclusion

In accordance with the hypotheses, these results found that parents of
children with ASD reported the highest level of stress, though both PCASD and
PCGC reported significantly higher stress, lower perceived parental competence,
social support and hope than parents of typically developing children. Furthermore,
by exploring a wide range of variables in relation to raising a child with additional
needs, it was revealed that PSOC was the strongest predictor of parental stress.
This has implications for the way intervention services implement programmes to
support parents raising a child with a disability or ASD, as it highlights that the
relationship between stress and raising a child with a disability is not predetermined
and can be shaped by multiple other factors that need to be acknowledged. These
findings suggest that it is not enough for professionals to inform and consult with
parents, as they need to assist them through training, teaching and engagement to
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encourage confidence in their parenting practices. This should also be tailored to
each family’s needs, as these results highlight differences in stress when comparing
PCASD and PCGC, supporting research that indicates variability in the outcomes of
parents raising a child with a disability relating to diagnosis. This in turn will support
the mental well-being of all parents raising a child with additional needs and promote

positive adjustment.
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DEPARTMENT OF PSYCHOLOGY
APPLICATION TO

DEPARTMENTAL ETHICS _

COMMITTEE |

GLIDELINES HANDEOOW,
| UG AND PGT STUDENTS CAN ACCESS A COPY ON THEIR RELEVANT MOODLE PAGE.
PGR AND STAFF SHOULD CONTACT n.davies@chester.ac.uk or
I peychology_ ethics® chester.oc.uk |

‘ WHEN COMPLETING THE FORM PLEASE REFER TO THE DOP ETHICS PROCEDURAL

1. Working title of the study
Notes: The title showld be a single sentence
Parental wellbeing: Caring for a child with a disahility,

2. Applicant name and contact details

Nates: The primary applicant is the name of the person wha has overall responsibility for
the study. Include thelr appaintment or position held and their qualifications. For studies
where students analfor research assistonts will undertoke the research, the srimany

applicant is the student (UG, PGT, PGR) and supervisor Is the co-applicant.
Koy Keane, 1304] T chester ac uk

3. Co-applicants

Nates: List the narmes of oll researchers invelved in the study. Include thelr oppointment or
pasition held snd their gualifications

Linda O Neill, PhD

Senbor Lecturer in Payehology

Department of Psychology

University of Chesser

4. Start and end dates of the study

Neates: The title showld be o single sentence

Etvics fiorm b b submatted befoee 94 Febnmry 2001 8. Then the method and a compeehensive
literature review will be writien whils waiting for ethical approvel- and chis will continie mnoe
ethical spproval bas been gramied and dsta collestion stants. IF elbecs is approved, the start date for
dats collsction will be February 2008, It is axpected (bt the data collection will be camried oot up
1T Iul;-' 201H. Ader e dala bas been collected, data analysss will il'l'lTl-::di.Il;l:l:r star ard the stuly
shaukl be completed by Seplember 2018

5. Is this project subject to external funding?
Notes: Pliegse provide details af the funding body, grant opplicatian and PI.
This praject is not subject o extenal funding.

6. Briefly describe the purpose and rational of the research

=
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Notes: (Afaeimum 300 words).  In writing the rationale make sure tha
prapased is grounded in relevant itergture, and the hypatheses emerge fr
ressarch end are logically strictured.

Whilst thers are typical challenges 1Bt oecur whilse raising a child, having a child with
developmental or psychalogical problems can creste extra difficebties for parents who take care of
them (Feizi, Majmi, Salssi, Chorami & Hoveldafar, 2014), When childeen are diagnosed with lcag-
term limétative conditions, this can lead 10 increased siress |eveds ot only for chat child b also for
thesr farnily (Feizi et al, 2014). Caring for & child with special needs i$ am unexpecied experience
fior paremts and this can resdt in physicel problems, mental heali: prableme and fisincial burdens
(Bourke-Taylor, Pallant, Law and Howie, 20} Estes &t al. 2003, For instance, Yamzokn ef g
(2016) studied the relatianship between raising a chibd with disahilities and msternal psvchalogical
destress. They fourd that even for mothers who received consistent supipoet from thedr significan:
ather, there was a significan positive ssncistion between mising & child with disabilities gnd
psychalogical distress.

Previvus studies focusing on parents who bave children with disshilites have hooked &1 either
mental health or emoticnal starus (Estes et al, 2003, Feis e al, 2004). Thersfore, the current sudy
will aim to assess the relationship berween raising & child with disabilities ane the mental heatly of
parents compared to mothers of childeen withour disabslities. Furthermose, the current sbudy intemds
to Ipak at the role of support services on parcetal mental well-heing and whether they mediate the
impact that rasing a child with disabilities has an psychological wellbeing. Lasily, this study aims
10 Jook at the levels of hope in parents whi have a child with disabilities and parznis wis have
ypecally developing children o investigate whether this has &n ameliorstive affect an parcnial
will-heing,

7a. Describe the methods and procedures of the study

Notes: (Maximum 500 werds) Attoch any relevant material (questionnaires, supporting
information etc.} as oppendices and summarise them brigfly here {e.g. Cognitive Failures
Mhﬂnnﬂ:ﬂﬂmﬂwﬂﬂﬂuﬁlrmfmmmmﬁﬂwnwnfhwmrmgﬂm
slips). Do not merely st the names of measures and)/or their acronyms. fnclude
information about any interventions, interview schedules, duration, order and fréquency
af assessments. it should be clear exactly what will happen to participants. If this is o
rredia based shudy describe and Vst moteriols incluge Wirnks and sampating procedure.

Dt will be collected anline vi an onling quastiornaire [see appendix Al This will conmin a
demographics ssction; questions reganding sex and &ge eic, the Perceived Stress Scale [FS5]
(Cohen, Kamarck & Mermelsizin, 1983), the Parenting Sense of Campetence Scale [PS0S)
(Gibaud-Wallston & Wandersman, 1978, cited in Johrston & Mash, 198%) and The Adult
Dispesiticnal Hope Scale | AHS] (Snvder ef al, 12491} and the Mubidimensional Scale of Perosived
Sacial Suppom [MSPSS] (Zimet, 1988],

In particular the P55 was chosen as & methed 1o assess parental snsss, as it kg cansistently
reparied high levels of validity and reliability across populations (W & Amtrann, 2003). The
PSOS5 will be utilised as it has shown great general isability across samples and has been used not
only in research focusing on matermal sense of competence (Kanp, Luterhacher & Wallston, 2005)
but alsa 1o study papemal sense of competence (Dhan. Leung & Jodmavan, XHHE: something thar
will benefit the current rescarch, The PSOS measures percsived competence of parents an fwn
dimensions: satisfaction and efficacy (Gibawd-Wallston & Wandersman, 1978, cited in Johnstan &
Mash, |GE),

Thz AHS will be included within this study and panticipants will be ssked 1o relate thess guesLians
1o parenting a child with disabilities, as previous ressarch has tended ta focus on the negative jssues
that can arise when caring for a child with a disability, including ilnzss, pressure and
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maladjustment (Eande] & Merrick, 2007) Therefore, the current study' woald 1oz 1o busld upon
this and kighlight the possibility of pesitive funciioning that may alse ooour when caring for o chikd
with a disability,

Firally, the MEPSS will be wsed to assess the selationship between perceptions of social support
and wellbeing. The MEPSS 45 a 12-loem scale that wiually assesses relationships with family,
Eriends and a significant othier, A an assessment pool, this scale has been sheon oo be a selid
rescarch insirusment {Stewan, Umar, Tomenson & Creed, 2014; Zimet, Dahleon, Zimet & Farbey,
1958). For the purpos: af this study, this scale will stll address three sitacales of suppest, thiugh
these will instead be “family”, *significant other” and “access o services”. 5o, though o subscales
will remain the same, questions relating io ‘access io services' will replace the questions relating io
friends’ in this scale (see appendix A, &8 this is the factor noy sudy aimes o focus on.
Additionally, apcess wo services as opposed 1o suppom froe Friends has been reporied by panents
who have & child with disshilities. 49 8 more bepeficial resourse 1o them (Beresford. Rabies &
Shoper, 2007 This will be a simple change, for instamse ane of the typlcal MSPSS guestions
relating 1o “Frends' reads T have [rends with whom [ean share my joys snd sormows™. The sevised
question here will actmlly read *T can easily access a support service that [ am able o share my
fealings with", Thus. the question ovemll will be examining similar feelings though it will be
wiorded differently to investigatz an allemative subscals,

This stady will be a between-subjects desipn. The resulis will fiest be analysad wsing descriptive
ssfistics snd further analvses will melode correlation anslysis. hiorsrchies]l multiple regression and
iedialion analyiis uimg PROCESS (Hawes, 2013)

7b. Provide details of your contingency plan

Maotes: Pleags hriafly deseribe your contingency plan. (100 words)

A contingency plan Bas been discussed with supervisor. For mstance, as supervisor bas much
experience in this area, we have discussed the possibility of investizgating sibling wellbeing, m
place of parental wellheing, iF it is notl passible o gel enough participants for the ociginal ldea o
investigans the wellbeing of parents whio have children with disabilities. Sapervisor has sufficient
cxisting data available for this.

B. Provide details of the previous experience of the procedures by the
person conducting the study.
Notes: Say who will be undertoking the procedures involved and what training and/or

experience they hove. If supervision is necessory, indicate who will provide it
Supervisor has much experiance m this area and in sstisseal snalysis, and researcher also has

experience in statistical analysis,

9. Describe the ethical issues raised by this study and discuss the measures

taken to address them.
Notas: Describe any discamfort or incorventance that particlpants maoy expanance,
Inclwde infarmation ahout procedures that far same peaple could be physicolly stressful ar
might impact an the safety of participonts, e.g. interviews, probing questions, mofse levels,
wiswal stimwl, equipment; ar thot for some people could be psychologically stressful, e.q
rmoad induction procedures, fasks with high failure rate, please include your distress
protocel. iscuss any lssues of anomymity and confidentiolity as they relate to your study,
refer to ethcs handbook and guidonce notes of the end of the form. If animal bosed
Include ethical lsswes reloting to observation.
Pamicipants may I:-:p-ut unifer some peycholegical didgress as they are asked show their children
and some of these pasticipanis will have o child with o disability. This may causs some eemotional
discoenlion ar distress as thiy are recalling information sbout their lves, felaved vo tbear childeen,
ithat they may Fozl is o sensitive issue. Therefore, e panicipants will be infeemed prior o the stan
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af the shacy that they will be asked about the wellbemg of their child and themselves and thal if this
may cause amy distress wo them, they should discontinue with the study. They will alsa be informed
prioe to staming than if they do stant the study, they will be able (o stop 2% any time if they feel
uniabbe b cosnplete iL, at they wall be advised o continee clicking the “next’ buison at the bodom
of the page until they rench the debriefing sheet which will contain helplise numbers. Helpline
numbers will be given to the panticipant, if they feel they would lke o alk w someane. [n addition,
it will be emphasized that nonz of the survey should be considered as 4 diagrastic wal for the
partizipans, Om completion of the stady, inthe debriel section, patticipants will be informed again
of the nanare of the research, and additiosal helpline numbers will b provided in case af any
distress caused on completion of the study or at the debriefing stege.

Participasis will also be tald not b complet the questionnaire with any identifving information.,
this. My willl mt be able to be identifizd it amy time during or &fier compietion, Once the day has
boen completed, it will remain safsly on a singular USE stck, which will ressdes within a locked
draw unless in wse, Additicoally, no complessd goestionnaires will be amached o the dissenation,
omly the data analysis will be shown.

Participants will be informed that they will be shle to withdraw From the sudy at any time up ungil
the: completion and subsissian af their data, this s because their dats will be anonymows on
submisaion and 50 will nod be identifiable to remove it. They will be given an option to disconginge
il cach stage thraughout the study as they will be tald in the information sheet prior to stanting tha
if they feel they are unahle to contimue, they shoald not answer any more guestions and proceed Lo
the end of the guestionmaire i the debrief sheet which will contain any helpline mumbess they feed
they might need.

10.Describe the participants of the study.

Motes: Describe the groups of porticipants that will be recruited and the princips
eligibifity criterio ond imefigibility criterin. AMake clegr how many porticioonts you alan fo
recruit inte the study in total,

Panicapants will be invited (o0 take part if they have children, if they themselves ame aged over 18,
The under- | E exchusion is because tean parents, even of typically developing children, have becn
shawn 1o have sdditional problems when caring for a child (Garrison & Felice, 2008), that may bass
the results of this data. Thers will be no age limit for the age of their child, K is proposed that half
af the pariscipancs will be parents of typically developing chibdren and balf af the participants will
be parents wha have at least ome child with 2 diagrosed disshility will be a requirement. The stady
will b advertised v both males and females; motbers and fathers. I is estimated that there will be

i range of sociveconomic backgrounds among the individuals recroited.

11. Describe the participant recruitment procedures for the study.

Notes: Gives defails of how potential participants will be identified or recruited, please fist
ary sockol media platferms that you will use ond the message. include oll ather cavertising
materials (posters, emails, letters, verbal script etc.) as appendices and refer to therm as
apgroprigte, Describe any screening expmingtions. If it serves fo explaln the procedures
better, include as on appendix o flow chart and refer to it,

Farticipents will be recrusted using an o0pporiunity sample. To racrusl parbicipants online suppo
graup siles will be wtilised, soch as those found on Facebook. B is estimaied thar the skmple will
contxin mostly females, as males are less likely to seek o help and supgn (Pelehat, Lefebvre &
Perreaule, 303 ) A shont message (see Appenidix B will be posted on to suppan sites faiind oa
Facebook, e recrult participants, asking them w take parm io e study that will be linksd o them,
FEI'E-I.‘!I'FMEHH.I]H found enline only, amd mot o6 sceisl media site such as Facehonok, a misaags
will be pasted on discussion beards (see appendix C) asking for participants whi are willing o teke
part. They will be asked o email the attoched email address and if so will reseive an emal back
{see appendix D with some nformation and & link te the questisnsaine.
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12. Describe the procedures to obtain informed consent

Notes: Describe when consent will be obtoined. If consent is from adult participants, give
details af wha will boke consent and how it will be done, If pou plaa b seek Infarmed
consent from vulnerabie groups (e.0. people with learning difficwties, victims of erime),
say how you will enswre that consent Is valuntary and fully informed.

If you ore recruiting children or young adults (aged under 18 years) specifi the oge-range
af particigants sad deseribe the arrangements for seeking nformed congent frarm & person
with porental responsibiiity. If you intend o provide children wader 16 with information
abput the study ond seek agreement, outiine how this process will wary occording to their
ege and level of understanding.

Haow long will you allew patentiol participants to decide whether or not to toke part?
What arrangemenis hove been mode for people who might not odeguately wnderstong
verbal explangtions or written informaotion given in English, or who howe special
covmmunication needs?

If you ore nat shtaining corsent, sxplain why nat.

Informed consem will be gained from pamicipants before they stan the questioamaire. They will
read an information page thal describes the siudy and informes them of what they should do (see
appendix E). This information page will mform them to only tnke pard if they are able 1o fully
umderstand the imformation that they have read, They will also be todd that if they choose to
condinue with the study, this will be tken as consent to take pan in the study, There will be no fime
limiit an the whale study and they will have as misch time as they wish to decide whether they wane
b0 take part, They will also be informed that they are abbe t stop the shady at ary time and will be
given chances 1o discantinue with the sudy al any sage of the questionnalre. For example, the
information sheet read by pasticipants prior bo starting the guestionnaire will inform them that if
they o net wissh to comtimue, to refrain from answering any further questions and simply press the
"mext’ bumen s the bottom of the page wuntil they reach the debried shess,

13. Will consent be written?

Yes 05 No &

MNates: If pes, include @ congent form os on aapendic. if mo, daseribe and [ustly on
alternative procedure (verbal, elsctronic etc.) in the spoce below.

Guidance an how to draft Participant informotion sheet and Consent form can be fousd

an PS6001 Moodie space and in the Handbeak.

As this will b= an online shudy, a consent form will be providad to the participant as a singular
page. Participamts’ will be wold at the end of this consent Form that if they ¢lick naxt and continues
with the study, that chis will be taken s consend,

14. Describe the information given to participants. Indicate if and why any

information on procedures or purpose of the study will be withheld.
Notes: Include an information Sheet that sets out the purpose of the study and what will
be required of the porticipant as appendices and refar ba it ot approgricte, If ony
infarmation is to be withheld, justify this declsion. Mave than one information Sheet may

be necessarny.
Prrticiparis will be rold the purpase of the study an the information sheet. Mo infarmation will be
williheld (see appendix E).

15. Indicate if any personally identifiable information is to be made
available beyond the research team. (eg: a report to an organisation)
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Notes: If 5o, indicate to whom and describe how confidentiality and anonymity will be
maintained at all stages.

There will be no personally identifiable information made available beyoed the rescarch team. The
study will be complétely An0NYMCALE.

16. Describe any payments, expenses or other benefits and inducements

offered to participants.

Naotes: Give details. if it & monetary say how much, how it will be poid and on what basis
is the amount determined. Inaicate RPS crealts.

Thers will ba no paymends, capenses of induccments offered te paricipants.

17. Describe the Information about the investigation given to participants

at the end of the study.

Notes: Give details of debriefings, woys of alieviating any distress that might be couwsed by
the study and woys of dealing with any clirical problem that may arise relating (o the
facus of the study.

On completicon of the questionnaire participants will be dirscted 1o a debriefing form (see appendix
F. This will thank the pacticigants for taking part in the research and provide a brief sxplanation of
the: pupose af the stady and what it ineends to find, It will abso contain helpline nambers that
participants will be advised to contact if they feel thar their participation in the study has caused
them distress in amy way. Additionally, it will provide mformation on bow ta find out any of the
comcluding resule if they so wish.

18. Describe data security arrangements for during and after the study.
Notes: Digital data stored on o computer requires compliance with the Dota Protection
Act: indicate if you hove discussed this with your supervisar ond describe any speciol
circumstances that hove been identified from that discussion. Soy who will hove access to
participants’ personal data and for how long personol dote will be stored or occessed gfter
the study has ended.

All data will be colbected online and research materials will be stored on a single encrypesd
password-protected USH stick that will remain in a kocked drawer unless in use, Participants will
tnke part in the ressarch ananymously, 50 there will be no idemtifying information in any of the data
colkeciad. Once the degree has been awarded and the materials e o loager nvadad for e, all
data collectzd will he completely erased. However, if the paper is accepted for publication theo all
marerials will be kept for a further five years befoee they are erased

SIGNATURES OF THE RESEARCH TEAM
Notes: The primary opplicant and all co-mpplicants must sign and date the form. Scanned
or electronic signatures are acceptabie.
K. Keans
{ OGN0 8
|
{ LB O Meill
| 08MI2I1LE e
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ETHICS COMMITTEE DATE  22/02/2018

DATA COLLECTION IS NOT PERMISSABLE UNDER THE FOLLOWING 3 CONDITIONS. Please
addreds the Koues indicated.

& ACCEPTABLE SUBIECT TO SUBMISSION OF AMENDMENT FORM

kG and PG studants should discuss any recommandations with thelr supervison,

] ACCEPTABLE SUBIECT TO CONDITIONS OF CHAIR

. Resubmit application for full review after addressing the isswes described, ensuring you have
| indicated on the fromt page of the form that this s a resubmission,

O REVISE AND RESUBMIT

Resubmit application for full review ensuring you have indicated on the front page of
the form that this is a resubmission

90



PARENTAL WELLBEING

Beresford, B., Rahiee, P, & Skoper, P. (3HT) Cheteomes for Parenrs with Disalded Chuldren, Retrieved from:
hitpsiwwa york ac kst sprwipu befrworksfsu g 200700, pdi.

Boarks-Taylor, H., Pallane, 1F., Law, M., & Howse, L. (2012) Predicting mestal bealth among maothers of
achool-gped childne with developmental disbilities: the relative contribaticn of child, msernal and
covironmental factors, Ressarch in Developmennal Dischiliies, 7360 1732-1740.

Bt ekt oo TOL 1 6fndd 260 2.04 31 1.

Cohen, 5., Komarck, T., & Mermelstzin, . (1%85). A global messure of perceived stress, Jowmal of Hemli
and Sacial Bebavivar, 24(4), 383-396, Rewieved from:
hetpetiuwwes: pey e sdw!-scohendglobalmessE3, pdf,

Estes, A, Olson, E Sullivan, K., Greerson, 1. Winmter, 1., & Dawsan, G. (201 3). Parenting-relased stress and
pevchodogical distress in mothers of toddlers with autism spectrum disonders. Brofn Developmenr,
A5 133-138 hitps:Widoi.oeg' | 01016 braindey 2002, | 0004,

Feizi, A., Majmi. B, Salesi, A, Choramd, M., & Hoveldafar, B (2014 Parenting siress among mothers of
children with different physical. mental, and payehological probless. Sourmal of Setearch tn Mediool
Kelences : The Officim! Jowrnat of fefahae Dmiversity of Madical Seiences, 1903), 143-132,

Garrisan, W., & Felice, M. E, (2005} Adclzscence. In W, B, Caney, A, C. Crocker, W. L. Coleman, E. R.
Elins. & H. M. Feldan (Eds.), Developmenia! Fefavlowral peediarrics, (pp, 62-T3),
hutpesc ol org 10, DO SBITE-1 -4 160-3370-7.00005-7.

Hayes, A, F. (2013}, Inroduction i mediation, mederation and conditional process analysis: A regression
hased approach. fowmal of Educarion Meamremens, 51031, 135-357, 100111 | fedm, | 3050

Iohnsian, C, & Mash, E., T {1989), A messure of pareniing satesfaction and efficacy, Sowmal of (Tiniva
Child Peyehology, I8, 167-173. Retrieved from: hitpaihaww. bristal.se.uk'medis-
librarvisieazpadocumentaic-changs/ parenting-sense-of-compeerce-scale. pdi.

Kandel, I, & Memick, I, (2007}, The child with a disshility: Parental acceptance, management and coping.
The Sciengific World, 7, 1799-1808, 10, 1 100¢sw 20007 263,

Barp, 5 M., Lutznbacher, M. & Wallzon, K. A (2005). Evaluation of the parenting sense of competence scale
im adlbers of infants. Jourmal of Cfild amd Fomily Swalies, 24, 34T4-348 1. 10L10077% 108260 5=
DI&G-x.

Ohan. 1, L., Leung, D, W, & Johnston, C, (2000], The parenting sense of competencs seale; Evidence of &
Iz Factor strocture and validity, Cowrdio Sowru! of Befavioweal Schences, T340, 231-261.
10103 T RO08TE22.

Pelchat, D, Lefebyre, H., & Permeault, M. (2003), iferences and similargies between mathers” and athers”
experience of parenting a child with a disshility. Sowrmal of Child Health Care, 7id), 231 - 147,
higpsatichod orgf L0, | 1T 1 36T40A5000074001.

Sngder, O B, Hasris, O Anderson, J. B Holloran, 5. A Erving, Lo M., .. Sigmen, 52T, (1991} The will
and 1 ways: Development and validatzon of an midvvidual <dafferences measurz of kope. Journal of
Personality and Sccial Peycholagy, 60, 5T0-585. Retrieved from:
heip:fetzer, orgfsiestdefnulufiles imagessinrespdfselt fmensures PLRPOSE_MEANING-

AdultHopeScale.pdf.

Stewast, B. C., U'mar, E., Tomenson, B, Creed, F. (2014} Validaison of the mult-dimensional scsle of
porceived soclal suppart (MSPS55) and the relationship between social suppoct, imtimate partner
vinlence and amenatal depression in Malawi. BMC Pschigiry, J4{180). hitpsiideiorg’ 1001 1B6/1471-
EadX-14-180.

Wi 5 M. & Amimann, I3, (201 3). Psychometnc evaluation of the percelved siress scale in multipls sclerosis.
ESRN Rehabitingtion. Retrieved Janusry 15, 2008 From:
hrtpswanw hindawi comfjournalafism'201 360E35 6501

Yamaoks, Y., Tamiya, M., Izumida, M., Kawamura, A.. Takahashi. H., & Moguochi, H. (2016} The
rzlationship berseen rising a child with a disability and the menml health of mothers comparsd o
raiing a child withoam disabilsty in jepan. S5M-Popalanion Meednl, I, 542-548,
hiEps-/dod orgd 101 60 ssmph. 200 608,001

Zamet, G, I, Dahlem, M. W, Zimer, 5. G, & Farley, O, B {1988). The multidimensional scale of perceived
socinl suppor. fowma! of Personality Arsesvment, 5301, 30-41. Retrieved from:
hetped geimme L wixsi b oo mfmepas.

91



PARENTAL WELLBEING

Appendix A; Cusstions 1o make up questionnairs.
(Mate; These are only the questions thas will be wsed within the questionnaine for this study- when the
questionniaire has been crested, afl of the questions will have the sama foeemat)

Are you a binkogical mother? YeaMo

Are you a bintogical father? YesMo

What is your age?

e you mamesd? YeuMNo

Aure you in & relationship? YesMo

Aure: you emploved full-time? Yes™o

Are you emnployed pant-timeT YeaMo

Are you imerploved ? YesMNo

Herw: many children di you have?

Diois at lzast one of yiour children have  disabiliny?

IF yes:

What is the disgnogis of yaur child?

Wha is the severity of your child"s dingnosis? Profound- severe- modersie- mild
How many children without disabilikes do you kave? []

How many other children with disabdlsties do you have? []

[ this the same dizability &5 your child mentioned above? YesMNie

In the last month, how often have you felt nervous |H:'-r=r Very
and “stressed™? Ciften
1 i 3 4 3|
Tn the last month, haw often have you dealt Nerver Very |
suiomsiully with imitating |ifie hisshes? itz
i z 3 4 5
In the last moath, how often have you felt that you | Never Very
were effectively coping with important changes that | Often
WIS aeurming in your life? i i 3 4 5
Tn the: last month, baw aflen bave you fzll confident | Mever Very |
about your abdity ta handle vour personal Often
| problems? | 2 3 4 3
In the last month, hew eften hase you fel that Mever Yery
thiings were gomg your aay? CHtem
I 2 i 4 3
Im i |nst month, how afien have you faand chat Tawer Very
yau could ot cope with all the things you had to Often
da? | 2 3 4 3
in the last momth, how often have vou been able o | Never Wery
control irmitatons in your lide? CHfien
I 2 3 4 3
[n the last mondh. how often have you felt that you | Newer Very
were unable b control the impartant things in vour | Ofien
life? 1 A i ] 5
In the txst manth, haw ofien bave vou fall thal you | Never Yery
were on tap of things? Cifeen
§ 2 ] 4 5
| In the last month, how often have vou been upset Mever Vary
because of something thal Bippened unespectsdly? | Often
i X 1 4 3

92



PARENTAL WELLBEING

Appendiz A Questions Lo make up questionnairs,

(Mote; These are cnly the questions that will be wed within the questionnaine for this study- when the

questionmaire hax hesn crested, all of the guestions will have the same Format)

Are you a bicdogical mother? YeaNo
Are you a bicdogical father? Yes™No
What is your age?

Are you mamied? YesNo

Aure vou in 4 relstionship? YesMo
Are vou empheved full4ime? YesMNo
Are vou emnphoyed pan-time? Yea™o
Are you mmemploved? Yealo

Horn: many children di vouw have?
Dees at least one of your children have a disabilicy?
If yes:

What ks the disgnedis of your child?

Whst is the severity of your child's dingnosis? Profound- severe- moderste- mild

Hew many children without disabilities do you kave? []
How many other children with disabilities do you have? []

Ls this the same disability & wour child mentioned above? Yes/MNo

In the last month, how ofien heve you felt nervous |r¢mr Very
and “stresssd”? | Diften
| 2 i
In the: last month, bow ofien have vou dealt MNerver Very
sucosssfully with imritating life hassbes? Orfizn
i 2 5
In the last meeth, how often have you felr that you | Mever Vary
were effectively coping with important changes that | Often
Wi oteuring in your lifs? I 1 5
Tra the: Iast manth, bow aften have you fzlt confident | Never Very
ahout your abality ta handle your personal Oifien
| problems? e | r} 5
In the last menih, hew often have you fek that Mever Yiery
things wiere gomg your way? CHten
I i 5
[m the |nst monch. bow aften have yoo fouand chat et Very
v ol ot cope wigh all the things you had o Ofen
da? B 2 5
In the kst month, how often hase vau been abl= o | Mever Yery
wontrol irritations in your life? Cifen
I 2 3
In the last mionth., how often have you felt that you | Never Very
were unabilz o control the impartant things in your  Ofen
life? 1 7 5
In the last manth, how often bave vou felt that you | Never Very
were on tap af things? (dft=n
L 2 5
[n the last month, how often have vou been upsel Mever Very
because of something that Fappened unespectedly® | Often
I 2 5
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wihere [ can talk abhouwt my problems if 1 need 1o

Definitely False Definigely Tros

[ can think of many ways o ger out of 4 j[m | 2 3 4 3 8 T &
T eeergetically parsie my goals. I 2 i 4 : & 7 ]
1 fize] tired maost af the time. 11 i 3 i 5 &6 7 ]
There are kats of ways armand any problem 1 3 i i 5 & 7 4
1 am 2asily downed in & AumEnt.

Tean think of many ways to pet the things in life that | | 2 3 4 3 T B
Are importent i me,

I woary abowt my health, 1 2 3 4 b 8 7 &
Even when others pet duscouraged, [ kinow 1 can finda | 1 2 3 4 5 & 7T 8
way b s0lvwe the problem

By past experences have prepared me well far my | s 3 4 5 & 7T B
Future.

['ve heen pretty successful in life. i 2 3 4 5 B -7 B
[ usmally find nyself wormying about something, I 2 . d4 5 6 7 &K
[ meet the goals that [ set for myself. l 2 3 4 5 5 T &

Very atrpagly disagres Very strongly agres

1. There © a spacial person thal is anound when [ am l i ] i 5 il I
in peed,

X, There i a special person with whom [ can share | a k) i 5 i T
my joys and sormows,

3. My Fumily really cry to bedp me. I 2 3 4 3 L T
4. [ pea the emational help and suppoet [ need from 1 2 i 4 h | f T
my Camily.

E.Eh'.'cu.pa:i.llpﬁmnwhni:.nmulmuf 1 2 i 4 5 ] T
comfart to me,

. [ feel | receive sufficient and frequest hedp from the | 2 3 4 5 fi 7
ﬂqummnmﬂmmwnihhhtnrm.

7. 1 can count on support services 1o provide belpful | 0 2 3 4 5 i 7
information and resources when Whings 0 wnomg.

8. T can talk about my problems with my Family. I 2 3 4 5 B 7
4, | can ensily access a sapport service that [ am able [} b 3 4 5 f 7
i share my feslings with,

10, There is & speclal person in oy life who canes l 2 ) 4 3 i )
absoul my feslings.

L1, My family is willing 1 help me make decistons. | 1 2 3 4 - & 7
2. Thene is always a suppord service acoessibie tome | | P 3 d 5 & T
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Appendix B: Facebaok Messags.

Fior my Masters Dissertation Project, [ am required 16 complete a plece of work relassd to g specific
fuedd of my choosing. Therefore, [ hope to look at the mental wellbsing of parents wha have childnin
with disahilitizs. | also miend to look at the influence of hope and sccess 10 sarvices snd whether they
effect parental memtal wellbeing. [ woald appeeciate it if you could ke 20 mioutes ou of your day io
compless this shoet questionnaire. All infarmation coflected is anonymous and confidential throughout
the completion of the questicanaire and after submission. All biological parents are asked to teke pan
in s questioamaire, both mothers and fathers who hive children that have at least ane disabilsty and
those with typically developing children. If vou would like to take part plase send me 2 message and
I will ferward you the link to the questsancaire, Thank you.

Appendix C; Discusssan board Message.

Helln,

My mame i3 Keery and [ &m a Family and Child Psychology Masters student. For my Masters
Dissertation Project, | am required to complete a piece af work nelated 1o a specific feld of my
choosing. Therefore, [ hoge 1o look at the mental wellbeing of parents wha have children with
dizabiliies. [ also intend to look st the influence of hope and acoess to services and whether they
effisct parental mental wellbeing. If vou would like 1o take past could you please respand (o the
following amail address: and vou will be direcied wo the necessary study page. All information
collected is anonymous and confidential throughout the completion of the questionnaire and after
submissicn. All bipbogical parents are asked 1o take part in this questionnaire, both mothers 2nd
fathers who have children who have a disability and those with typically developing children. If you
would like to take part please send me a message and [ will Foeward you the link o the questionnaire.
Thamk wou.
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Appendix E: Informalion Sheel

You arg being invited 1o ake part in a siudy that aims (o look at the mental wellbemg of panenls who
bave children with disabilithes. In addithon o this, the stody will alse leok &t the medinting role of
hape and access o services on mental wellbeing. Anyone who s a parent &s invited to take part; those
who bave children with a disability and those with typically developing children, as 1 am hoping 1o
compare the mental wellbeing of parents with typleally developing children against that of parents
with children who have a disability. You may also enjoy kaming about any results that ane conglisdesd
From b shsdy.

Please carefully read through the following information sheet before you decide whether you would
like 1o take part in the study,

This study is made up of &n oalne goestionnine that will take around twenty minses o comphese, It
cantains questions that will relate to stress levels, kevels of hope, perceived parental competence and
social support. For your cem anomymity vou are asksd to ensure that vou refrgin from using any
idergifying informstion. The guestions wsed are for research purpases omly and should not be used in
amy way as a dagnostic tool, It is important that you answer all of the questions that are listed, thaugh
if you Fee=l that you cannot continue youw are able o withdmw from the stedy at any tire by exiting the
semeen, ough please by sdvised o keep clicking the ‘next’ button at the bottom of the pags so that
you can aceess the debrief sheet with helpline numbers if required. However, onc2 you have
submitied vour compleied questicnnaire vou will na longer be able o withdraw your information as it
will all be completedy anonyrmows and therefore will mot be able to be located,

Please note that answers are noi marked as comss of incorest, vou are ondy asked (o answer these
questions &s hanestly as possible as they relate to you. Once you have completed the study, you will
be directed o debriefing form which will imclude additions helplin: numbers that you are shle to
comact if vou feel that any pam of the study caused yoo any distress.

All of the information that is collected will be completely ancayemous and will remadn confidential a
all slages of research. 1 would like o reiterabe that participation |s volumary; it is solely your decision
1o take past in thas study,

[t is important to note that completion of the guesticanaine signilies thal you have given Your comasent
1o take part and allow vour data to be analysed,

[ wepialdd like to thank vou for resding this information sheet and taking part in this shudy. All contact
details, for any additicral information you woulbd like o keow, can be found below.

Researcher: Kerry Keane- | 304| NhE chester ac.uk
Supervisor: Dr Linds O Neill- Lon=ill@chester ac uk Tedephone: 01244 313193
Depariment of Psychology, University of Chester, Parkgate Road, Chester, CHI 4BJ,

Thank vous far your time and for reading thes smformation sheed.
Kerry Eoams.
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Appendix F: Debrefing details.

I wosuld like i thank you for completing this questicemaire and taking part in the ressanch bemg
comducted. Again, | would like to reiterane that the questions used within this questionnaiee are used
fioe research punposes only and should not in any way be used as a diggnostic tool, Any informatsan
that 5 eollssted will be kept confiderstial and the concluding data will e publshed aronymously.

I you are interested abaul the topic, of would |2 to know mars about the research resuhis, you ars
welbcome to email ary goeries w0 the coetact deckils that are listed below.

Rescarcher: Kerry Keane- | 304170 @chester ac uk

Supervisor: Dr Linda O'Neill- Lonesll & chesilerac ol

Department of Psychology, University of Chester, Parkgate Road, Chester, CHI 481,

The main parpose af this shady is to understand whether parenting a child with disabilities bas a
negative impact on parental meatal wellbeing. This investigation also mbeods to look at the influsnce
of hope and support, and whether these variables moderate the resalts.

There has been previous research conducted in this anea that has provided guidance for the rescarch
hypothesis for the current study, those being.:

s  There will be decreased psychological wedlbeing in parents of children with a disability than
the contral groig.

& There will be increased levels of psychological wellbhsing in parents who have frequent acosss
to suppart than those who have more limissd support.

»  We are also trying to establish whethir there is a difference in hope levels in parents who
have children with disabalities &nd the costrod group.

If you feel that vour particigation in this research study has caused you any distress ar harm, you are
advised 10 speak & S0mo0ne a8 5000 as possihle. Thene sre helpline numbers provided belew thal you
are able 1o contace

The Parents Halpline: 0808 202 5544

Family Lives- (M08 S0 X222

Coatact a Family: www.cafamily arg uk - Helpline number: 0808 B0E 3553

Dvizahled Parents Netaarks www disghledparentsneteark.onguk — Helpline oumber; 0570 241 0450
Samugitars: samaritans.org - Helpline number: 116 125 (UKL

Again, T would 15ke to express my gratitede to you for taking part within this stady. Thank
WL
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| University of DEPARTMENT OF PSYCHOLOGY

*Chester

ETHICS REVIEW FORM

Wihan cofmplatig tis form, plasse highlight the appropetabe respons o gach quiesion (.. undeding, (lalcse, deety wwanied
W.Maﬁmmmw feal should be raiged efthar net b sach section of at the end in the generl comments

Mame of applicant KEANE, Kerry

Project fitle:  Parendal wellbeing: Caring for a child with a disability.
Applicant stahss: PGT

1. Has the sppllcant skgned and dated the ferm?
g Yes

2. What is the submission type?

i)

First submission tn thes or any ofher commities? Yas

1 Research Plan and Methodslogy (Qud, 6 & T)

g

Bl

cj

i

€}

Ase the imescales prosided appropriale?
Yas Commanis

Jra thera contingency defails?
i Commants;

I3 the shudy well doemulated in teeme of drawing on tha meleuan ereturs and b it methodologically,

anahdicaly and stenlifcaly sound?
fas Cormments:

Ara appmpniaia debmed details provided?
Yaz Comiments:;

Has the appbeant peowided sppengiate details of where the ressarch wil 1ske placs™
Ve Commmants:

Has the applicant provided appropriata difaiks conoeming dala analsisT
Yes Comments

4, Ethical Issues (Qu 3)
@) g thene consideraton of how 10 minimisa, manags and manitor issuas of distress and faem, howser

mingar?
Yis Cormeninis:

by A appropriaie detsils raganding e wsa and managemesd of deceplion provided?

¥az Commentz:
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) Has the applicant provided appropriate details ncluding reganding permission and approprale heath
and salety information for canducting the study &t e proposad looaion 7 |s the necessary
documentaion afiached?

Yes COMmments:

d) Has tha applicant provided an approprate overview of how they sould manaps parficipant distrass?
Yas Commanis:

5. Sample size, participants and recruitment (Qu 10 - 14}
a) Has e applicant provided appropriale detals of the samgle and how it el be (dandfied?
Yas Comments:

b) IFusing social media for recruiment hava details been providad on
i Proposad siles
Facenook O
Twitiar (|
Instagram (|
Other, pleass Specify
Comments:

b. Social media massapes?
Facabook O

Towithar a

Instagram |

Oithar, pheage Speciy
Commenis:

&) Has the applicant peovided approprate detals and attached the necessary documentalion LORCeming
thair recruimant procaduras? In parficular, Fave thay approprataly considinsd how o minimise,
mansge anid monkor issees of distress and hamm duning recruitment?

Y Comments:
d)  Are Feee aporoprists daails on the indormaion sheet ragarding tha following (if applicable):
+  Purpose of tha study Yas
« Explanation of why participant has been chasin Yiig
«  Dafails of maleigsimul/qualiatie lopics Yeg
«  Nafification that maledals used in the saudy are not diagnasiic iootstherapy Yes
»  Notilication that participation is volumtary Yas
= [ncenivasCompansation Yis
#  [nfommed corsant Ve
= Procedus a5
= Time commitment Yas
= Right %0 nof answar queshons Yag
v Wihdrawal Yag
»  How parialy coliacied data will be usad Yas
»  Benefls and risks ol participating Yas
»  ANOFYMIRY Vs
»  Confidentialty Yes
#  [issamination information Yes

6. Déssemination (QuiS)
@) Has the applicant provided appeopriale dedails concaming msedch dissamination?
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Yes Commanis

&) TmmmwﬂwanymtmﬁMammmmmm?
=] I'I1-E:IT|::

7. Participant payments and inducements (Qu1E)
a) Are there appropriate details regarding compensation arrangements?
Camments:;

B Debrief (Qui7)

aj Are appropiate debeed details proviced?
Yos Commants:

b} A them appropriale details about how paficipants will ba debrefed should they decide o withdraw
from an oniina shudy?
Yoz Commants:

9. Data Security [Gu1)

]| PHMMWWMMmWEMMW
e

b) Have securty issuss been propery congidensd?
Yes Comments:

gl Am thans appropnate detals regarding how privacy and confidestiality will be maivtaingd duing
¥ag Comiments:

10. Forum-besed projects: Not applicable, so answers left blani.
a) |5 the comient of the website opanly accassibie?
‘ez | Mo Comments:

b] Hasthe appicant discussed what wil happan with ussrs who sxpressly stala that they co not wish thek
rsporsns i be used for ressanch purpozes?

Yas /No Comments:
c) mmwmmm:mmuﬂmmmmm
Yes Mo

) Has tha applicant explaimed prooess of access, shadd the hast mefsile mquing posts 10 be posled

modanators
¥as (Mo Commanis:
g Has b goplican] detaled how, whane approphale, ey wil answure thal age limits ans met?
Yas [ Np Commenis

Genersl comments; A very inleresting siudy, with very sensive content, but with all necessary sateguards in
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University of DEPARTMENT OF PSYCHOLOGY
Chester ETHICS REVIEW FORM

Whan complating this form, please highight the approprisie sesponss fo sach quesion ey undading, Raliciss, delebe umearried
reapensas). Make amy comments that you feel shoukd be paised either next to sach saction or i fha end in e genenal comments
bo.

Mame of applicant: Karmry Ksane

Project tithe  Parsnial welibsing: Caring for a child with a disabiligy.
bpplicant status; UG PGET PGR Staft

1. Has the applicant signed and dated the form?
g] Yea/!/Mo — Retum bo applcand for signatuns befors confnuing with mview procéss.

2. 'What ig the submizsion typa?
) First submission 1o Fis oF &y olher commimes? Yes /Mo

by Resubmizsion of 3 mjscted application by this commiten
= |5 thera a summany of $ie requiremants of the commitiee and is $e criginal application
ghtached? 'as ( No— Patum % applicant o Jul details

€] PRaigad submission infended bo replace an anpication approved by this commifes
* |5t orgial appication attachec?: e ! Mo— Refum o applicant o full desails

dy First submission to thes commitias; has been subwitled 10 andther commiies.
= |gthe orginsl appication attached? Y | No= Rt o applicant for full detalls

1. Research Plan and Methodalogy (Ou 4,6 & T)
al A the limescales provided approprisie™
Yas Mo Camments

b) A thers comingancy datals?
Yz Mo Commants:

g b e study well borvdaled intemre: of drawing on tha misvant Werafera a0 is il meshodalagically,
anakdicaly and scantiically sound?
Yas | Mo Comiments:

d) A approprials detired citail proviced?
Yes | o Commanie

& Has the applican provided appropnate detals of whens e reseaech will lake place?
Yes | No Comments

fi Has the applican provided apgeopiiale delsds canceming data snalyss?

Yes | No Gormenesis: Keiry wil probably lso camy out theses — but fis can ba
discussed with supertser.
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4. Ethical lssues (Qu 9)

g) I3 there considenation of how o minimise, manage and meniar Bsueg of distresa and haem, howaver

mingry
Yas fMa Comments:
b} Ame detais regarding the usa and maragement of decaghion provided?

appropriate
Yag /Mo MA  Comments:

2] Hasg the sgplicant proviced approprate detals incfuding regasding pamission and appropriaia heatth
and safety information for conducting thee study af the proposed locabion s the necessary
docurmentation afached?

Yes i N Commams: onbing study
dl Has the applicant previdad an appeopriala averview of how they woukd manags paricipan| distnass?

Yes [ Mo W& {onling shudy) Comments:

5. Sample size, participants and recruitment (Qu 10 - 14)

a) s the mimwmmmwmmmﬂwm-tmmw

s fMNa
b) If using socksl media for recruitmant have detalis been provided on

4. Proposed skes

Facebook L

Twiter I:I

Instagram

mrmw Support groupe
Comimiibs:

b, Social media messages?
Facehook O

Twithar m|

Ingkayram O

Ceher, pieass Specfy  Suppord geoups
Commants:

) Has the apglicant provided appropetats detalls and aached tha necasaarny documentziion concesming

thatir récnitmand prodeduns? In particular, have tey aporopnassy considared how 10 meanimis:,

managa and maritor issuas of didress and haim dufing recnalmant?
ag | ko Commants:

) As thara appropeiate delals on the information shaat regarding he foliowing {F applicable)

»  Purpose of the siudy Yas | Mo | WA
Explanation of why particsrd Fas been chosen Yes | Mo | NA
Dretails ol materalsstimdigualisive Tpics Yas |/ No ! Mk

Mislifcaion thal melenals used in $a study ara not dagrostic oolsinerany Yes | Mo R

L
L
L
= Molifcakon that paticipston (s voluniany Yas [ Mo/ N
= |ncentivesiCompansation You [ MNos A
¢ Informed consant Yes (No/ NA
= Pmooedes Yk Mo/ N
= Tirni comimisrtenl Yes Mo/ WA
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Rigr to ot answer questions Yies [ /A

+  Withdrawal Yas /Mo /NA
«  How patialy calachd data wil ba used Yea /No/ WA
» Bty and nsks of paricipating Yes /MNo/ WA
= Ancenmiby Yeg /Mo MA
» Confdentiality Yis | Mo/ A
»  [Dissesingfon ndematon Yea Mo/ NiA

6. Dissemination (Quik)
4) Has the applcant provided approprahe details conceming rasearch dissemination”
Yes [ Mo Commanis

b Ara thers sppeopniste detalls reganding sy spsciic considerstions about sharing e resgan?
Yeg /Mo Commeants

7. Participant paymants and inducaments (Qu16)
a) dre thers approprizle details regarding compansafion arrangamants?

Yas | o/ N Commants:
8. Debrief (Qui7)
8] Ase approprale nanndmmmmnﬁ
Yas Moo Nk

bl Aca thare appropriate details about how particisants wil be detvieled should they dacide to withdeaw
from an anfina shady?
Yes | Mo WA {not anline study) Commants:

9. Data Security (Qu1B)
i HHMMWMWMWmmmmmm?
Yes /Mo

by Hawe securty (ssues been properdy consdensd?
Yes fMo Comments

¢ Ang g appropniate detalls reganding how pmiacy and corfidantiaity will be mantained cunng

dissamiration?
Yas /Mo Commanis
10. Forum-based projects

&) |5 e conhe al $2 webaibs cpenly acceasibis?
Yk | Mo Commeris:

bl Has the spplicant discusesd what wil hagpen with uses who expressly siabe thal they do nof wish thair
responses 1 ba usad for resaardh pumpesssT
e | N Commenis:;

6 Has the applicant explained how onfing data coleciad wil be anomymized?
Y | Mo Comments:

i Has e apphcan sxplaned process of aceess, should the host webaite reguine poshs 50 b posted
Frough moderalon
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Yes /Mo Comments:
&) Has he anplicant detaled how, whare approprate, they will ensure that age fmits ame mer?
Yeg Mo Commants:

Fevigwer 1 | Fisviswer 2

105



PARENTAL WELLBEING

University of UNIVERSITY OF CHESTER, DEPARTMENT OF PSYCHOLOGY
Chester APPLICATION FOR ETHICAL APPROVAL AMENDMENT FORM

A} Appiicant and persannel
Project title: Frental weallbaing: Coring for & chdld aich a disabdling .
Applicant status: O Siaf — Go o Section B <FIPGR OUndegradugte tgraduals taughl
Supervisor: Linda CFisill

B) Declaraticn

1. E e submitied an application for sfhical approval 1o the Deparimant of Paychalogy Ethics Committes
and | am required to make the following amendmenls to my apadoation.
List tha recommendatiores of the commities. 1. “The social media memage statm that enky Fological femms
should take part, ar there & no genetic Mologion] Like batng lookad oz, whoe if [VF was imvohed or the child i
adopited!”
2. "Recrutement &5 o be of faduersmothers, but one af che gustionnaives refers b mochers only in some
quimstions. This mury be woreh rephrasing.”
5. "[ncuding infermazion on partially wed detn om the inforeuion thee™
4. “Lhing sean during onalpi™
Digsscoribg Biow you have addnessed Fese equirements. 1. The susage wsed w rerult portopans, and an
all dincurmenty velating 1 the sy, will e the serd Bolagical” removed in regard 1 parerss. All parenes will be
iradcad 2o caka povt in the stady, (aes Bppeaniv 1)
Z. Chwestions aeved in the guaysionnairer have been rephmasad to s nesatval Linguage, e in quartions that vifir enby
#o muthers', this har been repliced to refer o a pvent’. (aus l-pn-*'-'*-'}
X The infremnarion shee hay been asrended oo inform parnicipanis chat amy portiaily collected data will not be used
for amatyis am will be dimegecded. [ S0a iy
4. Divcared with muperntior and will neaw add crsn o che analyis of the dia in oeder o compare differences
Benvess grosgs. (3an Aapeeaie 1)

2. O | have submited an apphcation far ethical apgroval lo the Department of Psychology Effics Commisze
that was approved on Click here o sater a daix:
| wish the committes to consider fhe following amendments | would B i make to the pesesrch plan (attach Lhe

origiral approved application form| Click fere co enter text,

Ellsmarrujgh_gniahﬂ Diafle: 23 /002 L2018
dment farm on ELUE FAFER and suwit in fhe Dagt. Cfice

& | am sn UGIPGTIPGR studant, | have discussed any amendments wih iy project supenvisor.
Prit. the amendmant fanm on BLUIE PAPER and subert 1o the Dapt. Cffice

Signed: _m {Lead Applicard] Duate: 26/02/2018

Supenvisor comments:
Immmmm#hmihﬂhwwhmhMHjMM
requinements | suppait the emendments o the research plan. [delete as approprists)

"I"l.'.'ﬂ Sgn and data $e fom OO Mo Comeents  Chek fueve oo enser cexct.

Dopec  KeLodeboZi &

2ffaz[LE
sonet A SR supeninon ot cint sbon e e s e

FI .. | T3 Y S R
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COMMITTEE COMMENTS: ' ]
EFACCEPTABLE: You may naw commence with data collection subject to approval from any
| relevant external agencies.

b ﬁﬁ,_p{[;.d‘_-j-ﬂ

?ﬂ-‘“’.ﬂ CRLLECTTON 15 NOT PERMSSARIE UNDER THESE CONDVIIONS
0O ACCEPTABLE SUBJECT TO SLIBMISSION OF FURTHER AMENDMENT FORM.
‘ O Aeceptable subject to conditions listed by chalr. Discuss conditions highlighted with
I
|

supanvisor and submit ethics application amendment form direct to office.

O Acceptable subject to conditions listed by chalr: Submit ethics application amendment form
dirgct to office.

e S i e
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Rppendiy % 9

Appendix B: Facebook Message.

For my Masters Dissertation Project, I am required to complete a piece of work related to a specific
field of my choosing. Therefore, I hope to look at the mental wellbeing of parents who have children
with disabilities. I also intend to look at the influence of hope and access to services and whether they
effect parental mental wellbeing. [ would appreciate it if you could take 20 minutes out of your day to
complete this short questionnaire. All information collected is anonymous and confidential throughout
the completion of the questionnaire and after submission. All parents are asked to take part in this
questionnaire, both mothers and fathers who have children that have at least one disability and those
with typically developing children. If vou would like to take part please send me a message and [ will
forward you the link to the questionnaire. Thank you.

Pf[’?*’-ndiw Bz

Appendix C: Discussion board Message.

Hello,

My name is Kerry and I am a Family and Child Psychology Masters student. For my Masters
Dissertation Project, I am required to complete a piece of work related to a specific field of my
choosing. Therefore, I hope to look at the mental wellbeing of parents who have children with
disabilities. I also intend to look at the influence of hope and access to services and whether they
effect parental mental wellbeing. If you would like to take part could you please respond to the
following email address: and you will be informed of how to access the study. All information
collected is anonymous and confidential throughout the completion of the questionnaire and after
submission. All parents are asked to take part in this questionnaire, both mothers and fathers who
have children who have a disability and those with typically developing children. If you would like to
take part please send me a message and [ will forward you the link to the questionnaire. Thank you.
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ﬁppmciu:- il

Appendix D: Email
Hello,

My name is Kerry Keane and I am a Family and Child Psychology Masters student at the University
of Chester. For my Dissertation Project I am required to complete a piece of work in an area of my
choosing. Therefore, I am hoping to look at the mental wellbeing in parents of children with
disabilities. I also want to look at the role of hope and access to services and whether this influences
mental wellbeing. I would appreciate it if you could take 20 minutes out of your day to complete this
short questionnaire. All information collected is anonymous and confidential throughout the
completion of the questionnaire and after submission. All parents are asked to take part in this
questionnaire, those who have children who have been diagnosed with a disability and those with
typically developing children. If you are willing to take part, you can click the link below that will
take you to the necessary page. Thank you.

Kind Regards,

Kerry.
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ﬁFFmdli o
Mmmmmmwmmmmmﬂmmm
Sreoryly forewhat KT ARt somewhat  Sirongly
fsagree M=igree AT Agrae
i 3 g 4 5 i
1. Tire problems of king cane of 2 child ars sacy B0 S0V Bnoe poe know
e i BThonS AR your child, a6 inderEEndng | have acguifiad, 1384586
L Ewes though baing o parent ooeld Be rewseding, | am frustraied now
wable vy child s ol Sis [ her presant age. 1234588
3. | g to bl dher Saama wary | ol oy i Cha Soning, fesling | Bawe mol
aciosmplshad g whole ot 1234586
4 | oot Ens welg 10K, Bul sosretisres when 'm supsosed tobelin
conircd, | deel more Bke £ one baing Masipadated 130486
. My parents wens better prepared o be good panents than Fam 1l 234 %54
. [ would make & fine model for o mew parear to follow is onder 6 lemm
what they would meed fo kaow in order o2 be 4 good paseir. 123458
7. Beng s parent s manageable, and any problemes ane casily sobsed. 1232456
B. AdMicul preblem in baing & panest | net knesing whather you're
SOEg 3 pood ok e 3 B Dl 134586
8 Sometimes| lesl ke f'm not getting anpthing dose. 1 X345
10, | meset by own personal spenatons for Eerse i caring
Tt oy child, 1234586

11 arrpea can e e ascer 0o whal & treublisg g child, | am
e gne, 123456

11, My teea and inDeneits e b other dnedd, Aol Beng 3 pankat. 120456

1%, Considering how loeg ["ve been a parent, | fezl thoroughly

farniliar with this role. 1 234358
14 B being the parent of o child were only more: inleresting, |

would ke motivaied 1o do a better job as a parent. 123456
L3 [ hopesgthy Befiive dhat 1 Bave all the SKills necescaey o e poad

parent bo oy child. I T3 45&
16 Bretngg a pesrent meakies mi o and ancious. I 23 44 %
17. Being a gond parent b & rewand o el LT3 4&546
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. Appendi* 3

Appendix E; Information Shest.

Y ou are being invited to take part in a study that aims to ook at the mental wellbeing of parents whi
have children with disabilities. In addition to this, the study will also look at the mediating role of
hope and access to services on mental wellbeing. Anyone who is a parent is invited fo fake part; those
who have children with a disability and those with typically developing children, as [ am hoping to
compars the mental wellbeing of parents with typically developing children against that of parents
with children who hawe a disabilitv. Y ou may also enjov learning about any results that are concluded
from the study.

Please carefully read throwgh the following information sheet before vou decide whether you would
like to take part in the study.

This study iz made wp of an anline questionnairs that will take arcund tarenty minutes to complets, It
comtaing questions that will relats to stress levels, levels of hope, parceived parental competence and
social support. For vour own anonveity you are asked to ensure that vou refrain from using any
identifying information. The questions wsed are for research purposes only and should not be used in
any way as a diagmostic tool. It is impartant that you anzwer all of the questions that are listed, though
if you feal that you cannot continue you are able to withdraw from the study at any time by exiting the
sereen, though please be advised to keep clicking the “nest” button at the bottom of the page so that
you can access the debrief sheet with helpline numbers if required. Any partially collected data will
not be used in the stody and will be disregarded. Once you have submitted your complated
questionnaire you will no longer be able to withdraw your information as it will all be completely
anorvmous and therefore will not be able to be located,

Please note that answers are not marked as correct or incorreet, vou are only asked 1o angwer these
questions as honestly as possible as they relate to you. Once you have completed the study, you will
be directed to debriefing form which will include additional belpline numbers that you are able to
contact if vou feel that anv part of the study caused you any distress.

Al of the information that is collected will be completely anonymous and will remain confidential at
all stages of research. [ would like to reiterate that participation is voluntary; it is solely your decision
i take part in this stoedy.

It is important to note that completion of the questionnaire signifies that you have given your consent
to take part and allow vour data to be analvsed.

I would like to thank you for reading this information sheet and taking part in this study. All contact
details, for any additional information you would like to know, can be found below,

Researcher: Kerry Keane- 1304 | Timichesterac.uk
Supervisor: Dr Linda O°Neill- Loneilli@ichester ac.uk Telephone: (#1244 513193
Department of Psychology, University of Chester, Parkgate Road, Chester, CHI 4B1J.

Thank vou for your time and for reading this information sheet,
Kermy Keane.

111



PARENTAL WELLBEING

Pu??m.ull":ﬁ b

{Gibaed-Wallwon & Wendersman, 1978, cied is Jolnston & Mash, 1989 and The Adult
Dizpeeitional Hopa Scale [AHS] {Soyder ot al, 1990 ) ad the Muhidinemsional Scele of Perozived
Social Bupport [MEPSS] (Zimet, |05E),
In particuler the PSS was chooms i o medod Lo s poneata] nesd, o i has
reparted high levels of validity snd reliability scross popuboioss {Wuo & Amimans, 2013) The
PS50 willl be utilisesd as # has shown great peneralisability across samples and has besen wd not
caly i research fowsing on sstermal sowe of competmio: (Ko, Letebacher & Wilbion, 2015)
bt also vo stody patemed sense of compeienee (Dhan, Leing & Jehreron, 2000 somethieg that
will bomedit the cument research. The FROS measures perosived competence of parests on two
dimengicns; snlisfetion and efficacy (Tibaud-'W pllston & Wandersman, 1973, ciled in foheston &
Melzsh, | G9ESL
The AHE will be included within this stedy ond participans will be msked do relaie thess questions
ly panmiing a child with disvbilities, a3 previoes ressarch bee tweded 6o fosus on ke nepetive Esues
thar cam artss when cariag for o child with & disahility, ckading iliness, pressure and
maledjustment (Kendel & Memmick, 20071 Therefore, the cument siedy womld like 1o build upon
this and highlight the possihilicy of positioe fancoioning that may alse pecur when saring for a child
with a dizhility
Finally, tie MSFSS will be used 1o sesess the relaionship berwesn perceptions of sooial suppont
ind wellbeing. The MEFSS is & 1 2:item soale that mally assesses relationships with family,
irietek: and 3 =ignifcant other, 43 an assesament Wl his scxle has boen shomm oo be o sl
resssarch instrument {Siewarn, Usiar, Tomenson & Creed, 281 £; £imet, Dablere, Zimet & Farley,
198E}. Por the purpose of this siudy, this scale will still address diree subscales of suppart, though

" therse will instead b “famile”, “sipnificent olher® and “sccuss o services”. S0, Bouh tan sehscabes
will repain thi same, gasboni melng oo ‘eceeis o #ervices” will replo: &e qutrl:ll:l:: relaiing o
‘friends” in this seale (see ppendin A, as this [s the factor my sindy aims o focus on.
Mddiionally, sccess o services as oppossd 1o support from friends bas bem reporied by parenis
whez hava a child with dizshilities, w2 8 mon: benefical resoeree i tem (Beresfond, Rahiee &
Sloper, 200T), This will be & simple change, for instance one of the typecal MEFSES questions
relacing o “friends’ rends =1 hmve friends with whom | can shaee my jove and somows™, The nindsd
question here will acteally resd “1 can easily actess o mippor sencce th | am able 1 shere py
feclimga with™ Tl the question overel] will be examining similer feelings thongh it will be
warded differently o invesmigate an alisrmative sshecale.
Thax study will be & between-subjects design. The results will Gret b snalysed using deseriptive
slaterics and Garfhir analyses will incdude i-tems, cormelation enalysis, hierarchical mukiple
pegression and mediation malysis urisg PROCESS {Hayes, 2013)

Hl.'.'h-_'r Piense Elr.lqﬂ';r n'lm'n'!r:' Wwﬂlﬂﬂﬂﬂﬁplﬂn |'lﬂ'.'| l.l-umilj
A pontingency plan bas been discussed with supervisor, For instanca, a8 suparvisor bas much
experience in e ares, v heve disciuassd dhe pﬁﬂfﬂt}'ﬂl"lnvﬂ'gug adsling wellbeing, in
plice of pareniad wellbeing, it i is not possible fo get enoagh pantizipams for the originel idea o
imvestigme the wellbeing of parmis who ke chaldren with disshilities, Superviar has sulfcien
existing dem availeble for this.

WWWHWMWMTMWWEMMW
mmmm.ywﬂmmmmm will proeeidle it
Supervisor has much experiosce in this arcs and i fsbsncal anelyse, snd researcher abas has
experence in satistical mahis,
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Appendix B: Adapted multidimensional scale of perceived social support
(MSPSS). (Questions that were changed from assessing “friend” support to

“access to services” support are in bold).

1. There is a special person that is around when | am in
need.

2. There is a special person with whom | can share my
joys and sorrows.

3. My family really try to help me.

4. | get the emotional help and support | need from my
family.

5. | have a special person who is a real source of comfort
to me.

6. | feel I receive sufficient and frequent help from the
support services that are available to me.

7. | can count on support services to provide helpful
information and resources when things go wrong.

8. | can talk about my problems with my family.

9. | can easily access a support service that | am able to
share my feelings with.

10. There is a special person in my life who cares about
my feelings.

11. My family is willing to help me make decisions.

12. There is always a support service accessible to me
where | can talk about my problems if | need to.

Very strongly disagree

1

2

3

Very strongly agree

5 6 7
5 6 7
5 6 7
5 6 7
5 6 7
5 6 7
5 6 7
5 6 7
5 6 7
5 6 7
5 6 7
5 6 7
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Appendix C: Participant Information Sheet.

Fage 1: Important Information

Wou are being invited Io take pard in a study thad mms o look at the menial wellbeing of parents who
hawe children with disabililies In addition 1o this, the siedy will also ook al the mediaing mole of hope
and access io services on menial welbeing. Anyone who is a parenl is irdted o @ke part; those
wha have dhildren with a disshbilty and those with typically devedoping children, as 1 am haping ta
cormnpare e mental wellbeing of parenis wilh lypcaly deseloping chidren against thal of parents
with children who hawve a disabilty. You may also enjoy lkearming about amy results that are concluded
from the study.

Please carefully read through the ollewing infarmalion sheet before you desade whether you would
lie to ke part in the study.

This study is made up of an online gueslionnaire that will e 3ound fsenty minubes o complede. i
coniains guesions thal wil redaie fo stress levels, levels of hope, perceived parental compeience
and sacial supparl. Far your awn ananymity you se asked fo ensune that yow refrain from esing any
idenfifying informalion. The questions used are for research puposes only and should not be used
in any way &s o diagnosic tool. |8 is imparianl that you snswer all of the queslions that are lisied,
thowgh if you feed that you cannol continue yow are able o withdres from the stody al any time by
exifing the screen, though please be advised fo keep cliding the ‘nexd’ bution al the bofiom of the
pape so thal you can acce=s the debrief shest with helpline numbers i resquired. Aoy partially
collecied dala will ol be used in this study and will be disregarded. Onee youw have submitied your
compleied questiommaire you will no longer be able 1o withdrew your indformation 2s it wil all be
complelely amnymous and themfone wil not be able 10 be localed.

Please note that answers &re nol marked s cormect ar incomrect, you aee only asked o answer theses
uestions as hamesily as possible as they refale 1o pow. Onoe you have compleied the study, youw will
b direcied o dstirefing fom which will indude additional helpline numbers that you are sble o
conbzct if you feed that any parl of the study caused you any distress.

#ll of the informalion that s collected will be compleisly amanymous and will remain confidential ai
all stapes of reseanch. | would likce o reiteraie thal parlicipation s volunilaeys it s solely your decision
Lo ke parl i this shudy.

It s impariani o nabe that completion of e gueslionmare signifies that you haee given your consent
1o ke parl and allow your dala o be analysed.

| would like io thank yau for reading this information sheet and Eking part in this study. All comact
delzil=, for any addifonal information you would ke 10 know, can be Tound below.

Resemarcher: Kery Beane- 130817hBdhesterac.ul Superisor: Dr Linda OFNeill
Loneill@ichesier.ac uk Telephone: 01244 5131835

Diepariment of Psychology, Universily of Chester, Parkgate Road, Chester, CH1 454,

Thank you for your ime and Tor reading this information sheet

Kemy Keane.
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Appendix D: Participant Debrief Sheet.

Debriefing

Your responses to this suriey have been submilled.

If yow need a formal record of your submission, please use the fallbwing details:

Completion receipt

Recelpt number: 1-1-1
Submiaszion time: 2018-08-19 10:58:-58 BST

wb Print o Download POF B Email

| wauld like o thank yauw for completing this gueslionmaine and taking parl in the reseanch being
conducied. Agan, | would bk o reilerale thal the queslions wsed within tis guesionnaine o used
far research puposes only and should not N any way be vsed as @ disgnoslic toal. Any informalion
that iz collected will be kepl confidential and the concluding data will be published anonymously.

If wou are inleresied sboul the fopic, or would like o Bnow momne about the reseaech resulls, pou are
welcome 1o email any queries to the conlbsct delxils that are listed below.

Resmarcher Kery Keane- 130417 Echester ac.
Supernisor: Dr Linda O'MNeill- Loneili@chesterac.uk

Diepariment of Psychology, University of Chesier, Parugate Road, Chesier, CH1 d8.1.

The main purpase of this study i io undersiand whether parenting a child with disabibies has @
nepElive impact on parenial mental welbeing This investigation also inlends o look al e influence
of hape and support. and whether these variables maderate the results.

The=re heas. been previows research conducied in this anrea thal has provided guidance for the
research hypalhesis for $he current siudy, thase being:

Thene wil be decreased peychological wellbeing in parenis of children with a disability $han e
controd graup.

There wil be increased levels of psychological wellbeing in parenis who have freguenl access to
suppori than those who have more limiled support.

Wile e also inging o esiablsh whelher thene is 2 difference in hope levels in parenis who haee
children wilh diszbiiies and the contral group.

If you feml that your participation in this reseanch siudy has carsed you any distress or kam, yow ane

advised o speak o someone as soon as possible. There e helpline numbers provided below that
you e ahlke ta conlact:

The Parents Helpline: GA0E 802 5544

Famity Lives: (&508 B0 2223

Conlact a Family: www ocafamilyorg uk - Helpline number: QB0R 808 X555

Disabled Parenls Metsai: wea.dizabledparentmnetwai.orguk - Helpline numbes: QE7D 241 0450

Samarntans: jnE=amantans.arg - Hedpine number: 116 123 {UK).
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