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Abstract

This study aims to investigate the coping strategies and needs of parents of children with autism
spectrum disorder (ASD) in the West Bank, with a particular focus on community stigma. Since
parents of children with ASD often face unique challenges and stresses, this study aims to
explore the adaptive and maladaptive coping strategies used by parents while dealing with these
challenges and stresses.

The study employed a descriptive, cross-sectional design. The study sample consisted of 100
parents of children with ASD through structured questionnaires. Results revealed that parents
primarily rely on adaptive coping strategies such as acceptance, religion and seeking emotional
support. On the other hand, maladaptive strategies like substance use and denial are rarely used.
The findings also emphasized the importance of family and community support, financial
assistance and the ability to access information about ASD.

Moreover, the study indicates that community stigma is a significant barrier, which limits
parents’ ability to seek support and increase their stress. However, the study results confirmed
that parents demonstrated strength and rejected self-blame, which means that they were able to
maintain confidence in their parenting abilities despite pressures and community stigma.

Based on the research findings, several recommendations are provided by the researcher. First
of all, the researcher emphasized the importance of conducting further research and studies that
addresses parents of children with ASD needs. And the importance of raising people’s
awareness of ASD children and equip their parents with the appropriate information and
knowledge which helps reducing the gap between children with ASD and the world around
them. In addition, the researcher suggests empowering parents of children with ASD
financially. Children with ASD should be provided with scholarships, health insurance, special
education, and different types of treatments. This would significantly help them reduce stress
and overcome challenges.

Keywords: Autism Spectrum Disorder, Coping Strategies, Community Stigma, Parental Needs,
West Bank.
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Chapter One: Introduction

1.1. Background

Autism Spectrum Disorder (ASD) is a developmental disorder that affects
communication, social interactions, and behavior. Symptoms can vary widely and can include
difficulty with verbal and nonverbal communication, difficulty with social interactions,
repetitive behaviors, and sensory sensitivities. Children with ASD may also have difficulty with
academics, such as reading and writing. ASD is a spectrum disorder, meaning that the
symptoms and severity can vary widely from person to person. Some children with ASD may
be nonverbal and require assistance with daily living activities, while others may have above-

average intelligence and attend mainstream schools(Willsey, Willsey, Wang, & State, 2022).

The incidence of autism spectrum disorder (ASD) varies depending on the population
and diagnostic criteria used. According to the Centers for Disease Control and Prevention
(CDC), the prevalence of autism among 8-year-old children in the United States in 2016 was 1
in 59, or approximately 1.7%. The prevalence has been steadily increasing in recent years. ASD
is more common in males than females, with a ratio of about 4:1. It is also more common in
certain racial and ethnic groups, with higher rates reported among non-Hispanic white children
and lower rates among Hispanic and Black children. It is important to note that this could be
due to factors such as access to healthcare, cultural factors and diagnostic bias(Solmi et al.,
2022).

The prevalence ASD varies depending on the population and diagnostic criteria used.
According to the World Health Organization (WHO), the global prevalence of autism is
estimated to be around 1% of the population. However, this estimate may vary depending on
the country and region and may be affected by factors such as access to healthcare and
diagnostic criteria. According to the most recent data available, the prevalence of ASD in the
Arab countries is not well studied; however, the prevalence of autism in the Middle East is
reported to be around 0.5-2%(Francés et al., 2022).

The exact causes of ASD are not fully understood; however, research suggests that it is
likely caused by a combination of genetic and environmental factors. Genetic factors: Studies
1



have shown that autism tends to run in families, suggesting that there may be a genetic
component to the disorder(Alyami, Naser, Alyami, Alharethi, & Alyami, 2022). Many genes
have been identified as being associated with ASD and it is thought that multiple genes may be
involved in the development of the disorder. Some genetic conditions such as Fragile X
syndrome, Rett syndrome, and tuberous sclerosis are also known to increase the risk of ASD.
As for environmental factors, studies have also suggested that certain environmental factors,
such as exposure to certain toxins or viruses during pregnancy, may increase the risk of ASD.
Other factors that have been associated with ASD include advanced parental age, low birth
weight and premature birth. Research has also shown that there may be differences in the way
the brain develops in individuals with autism. Studies have found that certain regions of the
brain may be larger or smaller, and there may be differences in the way brain cells connect and
communicate with each other. It's important to note that ASD is a complex disorder and there
is no one singular cause. It's a combination of multiple factors which leads to the disorder(Sidhu
& Greene, 2022).

Management for children with ASD typically includes a combination of interventions
that address the child's specific needs and abilities. These interventions may include behavioral
therapy which aims to improve social interaction and communication skills, as well as reduce
inappropriate behaviors with Applied Behavioral Analysis (ABA) being widely used type of
behavioral therapy. Speech and language therapy is also widely used with children with ASD
as itaims to improve language and communication skills. Occupational therapy aims to improve
fine motor skills and daily living skills, such as dressing and eating. Play therapy uses play to
improve social interaction and communication skills. On the other hand, some children with
ASD may also benefit from medications to manage specific symptoms, such as anxiety or
hyperactivity. It is important to note that each child with ASD is unique and the treatment plan
should be tailored to meet their specific needs(Ha & Whittaker, 2022).

Parents of Children with ASD

Parents of children with ASD face numerous challenges in their daily lives. These
challenges can have a significant impact on their well-being, family dynamics, and overall
quality of life. Children with ASD may have difficulty with basic self-care tasks such as
toileting, dressing, and grooming, which can add to the caretaker's daily workload and stress.
In addition, school aged children with ASD may have difficulty in traditional educational

settings and may require specialized education and support which adds more burden on their

2



parents. Parents may also face societal stigma and stereotypes associated with having a child
with ASD, which can be isolating and emotionally taxing. Children with ASD difficulties with
communication may have a compounding effect as it may be difficult for parents to understand
their needs and wants. Challenging behaviors such as aggression, self-injury, and repetitive
behaviors can be challenging for parents to manage. Raising a child with autism can also put a
financial strain on families, as they may need to pay for specialized therapies and interventions,
additional childcare, and other expenses(Vassiliki Ntre et al., 2022; Turnock, Langley, & Jones,
2022). Beside the financial burden, raising a child with ASD can be emotionally and
psychologically demanding. Parents may experience a range of emotions, including sadness,
grief, frustration, and guilt. They may struggle with accepting their child's diagnosis, managing
their own expectations, and dealing with societal perceptions of ASD. Parents of children with
ASD often face uncertainty about their child's future(Mokoena & Kern, 2022). They may worry
about their child's long-term independence, employment prospects, and social integration.
Planning for the future and securing appropriate support systems can be overwhelming and

create anxiety for parents(Bujnowska, Rodriguez, Garcia, Areces, & Marsh, 2019).

Understanding these challenges is crucial for providing appropriate support and
interventions to parents and families affected by ASD. The continuous stress associated with
parenting a child with unique needs can also lead to burnout and mental health issues. The
demands of caregiving, the need for constant supervision, and the unique behavioral challenges
of their child may limit their ability to engage in social activities or maintain friendships. The
lack of understanding and acceptance from the broader community can further contribute to
their isolation. Addressing these challenges requires a comprehensive approach that includes
access to quality services, respite care, parental support groups, mental health support, and
community acceptance and inclusion. By recognizing and understanding the unique challenges
faced by parents of children with ASD, society can work towards creating a more supportive

and inclusive environment for these families.
Coping Strategies of Parents of Children With ASD

Parents of children with ASD typically use a combination of different coping strategies
to manage the challenges they face. Common coping strategies that have been identified in the
literature include seeking social support in which parents often turn to family members, friends,
and other parents of children with ASD for support and understanding. Support groups and

online forums can also be a valuable source of support for parents. Parents may also use
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problem-solving strategies to manage specific challenges related to their child's ASD, such as
developing a behavior plan or a communication plan. Cognitive strategies, such as reframing
negative experiences in a more positive light, to find meaning and purpose in their experiences
may also be used by parents of children with ASD. In order to better understand and manage
their child's condition, parents often seek information and education about ASD in order.
Engagement in self-care practices, such as exercise, mindfulness, and relaxation techniques, to
manage stress and maintain their own well-being can be also used as a coping mechanism. Last
but not least, parents may seek professional help, such as counseling or therapy, to manage

stress and emotional difficulties(Feliu-Soler et al., 2019).
Parents of Children with ASD and Stigma

The concept of stigma is often used to analyze the experience of shame and social
exclusion that parents of children with ASD may face. Stigma refers to the negative attitudes
and beliefs that a society may hold towards individuals or groups perceived as different or
deviant. In the case of parents of children with ASD, they may experience stigma from their
community due to the perceived "abnormality" or "difference” of their child's condition, leading

to feelings of shame and exclusion(Oduyemi, Okafor, Eze, Akodu, & Roberts, 2021).

Courtesy stigma refers to the negative attitudes, stereotypes, and discrimination directed
towards the family members of an individual with a stigmatized condition. In the case of
children with ASD, parents may experience courtesy stigma from the general public due to
misconceptions about the child's behavior being a result of poor parenting. This can lead to

feelings of shame, guilt, and isolation for the parents(Ji, Jiang, & Luo, 2022).

Affiliate stigma, also known as self-stigma, refers to the internalization of negative
attitudes and stereotypes by family members of a stigmatized individual. Through repeated
exposure to courtesy stigma, parents may begin to internalize these negative attitudes and
believe them to be true about themselves and their child. This can lead to a lack of self-esteem,

feelings of isolation and hopelessness(A. Papadopoulos et al., 2022).



1.2. Significance of Study

It would provide insight into the specific challenges and difficulties that these parents
face in their community, which may differ from those in other cultural or geographic contexts.
It would identify the coping strategies that parents use to manage the negative attitudes and
beliefs of their community towards their child with ASD, and whether these strategies are
effective or not. It would allow for the identification of the specific needs of these parents,
such as access to support groups, education, or healthcare, that would aid in addressing the
challenges they face. The study could also provide recommendations for service providers and
policymakers on how to improve the support and resources available to families of children
with ASD in the West Bank. It could also show the impact of community stigma on the

family's mental and emotional well-being.

Study has significant implications for understanding the impact of stigma on parents of
children with autism spectrum disorder (ASD) and identifying effective coping strategies. The
knowledge gained from the study would help occupational therapists (OTs) and other
professionals to better understand the challenges faced by these parents and to develop more
effective interventions to support them. For occupational therapists specifically, understanding
the coping strategies used by parents of children with ASD could inform the development of
interventions that support the parents in managing the negative attitudes and beliefs of their
community. This could include providing education on the importance of inclusion and
acceptance, as well as connecting parents to support groups and other resources that can help
them cope with the challenges they face. In addition, the findings of this study would be
beneficial to other professionals such as teachers, psychologists, and social workers who work
with families of children with ASD, as it would provide them with a deeper understanding of
the impact of community stigma on these families and the effective coping strategies that can
be applied. Overall, this proposed study would be important to develop a better understanding
of the impact of community stigma on parents of children with ASD, which will help

professionals to design more effective interventions and support systems to these families.



1.3. Aim of the Study

To provide a deeper understanding of the coping strategies, needs, and level of stigma of
parents of children with ASD.

1.4. Objectives

Objective 1: Evaluating Coping Strategies Utilized by Parents of Children with ASD

e To measure the coping strategies employed by parents of children with ASD using the
Brief-COPE questionnaire.
e To identify the most commonly used coping strategies among parents and determine

their effectiveness in managing stress related to community stigma.
Objective 2: Assessing the Needs of Parents of Children with ASD

e To identify the specific needs of parents of children with ASD using the Family Needs
Survey.
e To explore the areas where parents require additional support, resources, and services

to effectively care for their children and meet their own needs.

Objective 3: exploring parents of children with ASD feeling of stigma

Objective 4: to examine if there are any significant differences in the coping strategies
utilized by parents of children with ASD based on demographic factors such as gender,

mother education level, and father education level.



Chapter Two: Literature review

2.1. Introduction

The research problem being addressed in this study is the coping strategies and needs
of parents of children with autism spectrum disorder (ASD) when facing community stigma.
The study aims to explore the challenges that these parents face and the ways in which they
cope with the stigma and discrimination they experience from their community. The research
aims to identify the specific needs of these parents and to understand the impact that community
stigma has on their lives and the lives of their children with ASD. The ultimate goal of this
study is to inform the development of support systems and interventions to better assist these

parents in their efforts to navigate the challenges posed by community stigma.

| searched academic databases: Use the keywords to search academic databases such as
PubMed, Psych INFO, and Google Scholar and Identify keywords: Identify relevant keywords
related to your research problem, such as "autism spectrum disorder,” "community stigma,”

"parent coping strategies,” "parent needs,

2.1.1 Stigma and Discrimination:

Many studies have found that individuals with autism spectrum disorder and their
families often experience stigma and discrimination from their communities. This stigma can

take many forms, including negative attitudes, prejudice, and social exclusion.

This study, based on the model proposed by Link and Phelan (2001), aimed to
investigate the impact of stigma on families with children with autism spectrum disorder (ASD).
The study involved 502 families from the Simons Simplex Collection and found that stigma
plays a significant role in predicting how difficult life is overall for parents of children with
autism. The study also found that autism behaviors contribute both to the difficulty families
experience in raising a child with autism and to the stigma processes, such as stereotyping,

rejection, and exclusion, associated with those behaviors. The findings suggest that addressing



community stigma is crucial for improving the lives of families with children with autism
spectrum disorder (Kinnear, Link, Ballan, & Fischbach, 2016).

This cross-sectional study aimed to determine the prevalence of self- and enacted stigma
among parents of children with autism spectrum disorder (ASD) in Riyadh, Saudi Arabia. The
study involved 163 participants from the Centre for Autism Research at King Faisal Specialist
Hospital & Research Centre and used a questionnaire to gather data on demographic
information, experiences as a parent, and social experiences. The results showed that 33.7% of
the parents felt stigmatized, with mothers feeling more stigmatized than fathers. 66.3% of the
parents did not feel stigmatized, while 25.8% experienced enacted stigma. The study found that
there was no significant association between the level of stigmatization and the gender of the
autistic child, consanguinity, severity of the ASD, or family income. The authors conclude that
there is a need for psychological intervention and increased public awareness to help families
cope with stigmatization and to protect the rights of individuals with autism(Alshaigi et al.,
2020).

Autism can be understood as a stigmatized identity that can be hidden. The literature on
autistic people's experiences with stigma and coping strategies is synthesized here for the first
time in a systematic review. 27 of the 2877 studies were screened for inclusion in this review.
According to the reviewed literature, autistic people are acutely aware of being stereotyped,
judged, and discriminated against by others. Additionally, autistic individuals exhibit signs of
internalizing stigma, making them more prone to low self-worth and deteriorating mental
health. According to the included studies, autistic people may employ the following strategies
to manage the effects of stigma: self-advocacy, selective disclosure, and camouflage, as well as
positive reframing and identity reconstruction. However, the evidence regarding these
strategies' usefulness and efficacy is sparse and mixed. The inclusion of autistic populations
with a wider range of intellectual abilities in future studies, as well as the investigation of
interventions that can assist autistic people in coping with stigma, should supplement
interventions that aim to reduce autistic stigma. It is imperative that researchers and
practitioners carefully consider the messages they are conveying about autism because of the
power of language in perpetuating and challenging stigma(E. Han, K. Scior, K. Avramides, &
L. Crane, 2022).

This study found that among the 230 parents of children with autism spectrum disorder

in Lagos, Nigeria, the majority had poor knowledge of the condition. More mothers (17.1%)
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reported negative experiences (enacted stigma) compared to fathers (9.1%), and the majority of
both parents (83.5%) internalized the stigma. The study also found a low-moderate correlation
between enacted and internalized stigma. The in-depth interviews revealed that many parents
experienced negative effects on their families and negative experiences of stigma(Oduyemi et
al., 2021).

The purpose of this study was to understand the experiences of immigrant Sri Lankan
Tamil parents of children with autism spectrum disorder (ASD) in Southern Ontario, Canada.
The study used qualitative methods, including in-depth interviews, to gather data and analyzed
the data using content analysis. The results showed that the parents generally felt satisfied with
the cultural competence of the current autism systems but also experienced significant
immigrant-related barriers that were not fully addressed. The study highlights the need for
improving cultural awareness among occupational therapists providing interventions for
children with ASD(Shanmugarajah, Rosenbaum, & Di Rezze, 2022).

2.1.2. Coping Strategies

Coping strategies refer to the various methods that parents of children with autism
spectrum disorder (ASD) use to manage the stress and challenges associated with caring for a
child with this condition. Coping strategies can be categorized as problem-focused, emotion-
focused, or avoidance-focused. In literature, common coping strategies used by parents of
children with ASD include seeking support from family and friends, seeking information about
the condition, engaging in self-care activities, participating in community activities, and
accepting the child's diagnosis. Other coping strategies that have been reported in the literature
include seeking professional support, managing the child's behavior, seeking respite care, and
adapting to the child's needs. It is important to note that different families may use different
coping strategies depending on their individual circumstances and cultural
backgrounds(Haytham, Khuan, Ying, & Hassouneh, 2022).

This study aimed to explore the perceptions and coping strategies of parents of children
with autism spectrum disorder (ASD) in Mpumalanga Province, South Africa. The data was
collected through face-to-face semi-structured interviews with 12 primary caregivers of
children with ASD, and analyzed using thematic content analysis. The results revealed two

themes: (1) caregivers’ understanding and misconceptions of ASD and (2) coping mechanisms
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used in dealing with the challenges of caring for a child with ASD. The five subthemes
identified were: lack of knowledge, cultural beliefs, prayer, strong support system, and
acceptance. The conclusion suggests that more awareness campaigns on ASD are needed to
increase parents' understanding of the condition and that an understanding of cultural beliefs
could assist health care professionals in developing culturally-accepted care practices and
enhances parents' coping skills(Shilubane & Mazibuko, 2020).

In Iran review 11 articles found that parents of children with autism spectrum disorder
(ASD) use two main coping mechanisms: problem-focused and emotion-focused coping.
Mothers were found to use emotion-focused coping more often than fathers, who used problem-
focused coping more frequently. The review highlights the need for healthcare providers to
develop supportive interventions to improve coping mechanisms among parents of children
with ASD(Haytham et al., 2022).

In Malaysia the study aims to explore the coping strategies of parents of children with
autism spectrum disorder (ASD). It involved conducting in-depth interviews with 21 parents of
children with ASD. The data collected was analyzed using thematic analysis, resulting in three
main themes: acceptance and positive outlook, reaching for helping hands, and understanding
autism and finding its solutions. The findings provide insight into the unique coping strategies
used by parents of children with ASD, which could help healthcare providers, authorities, and
communities to address specific needs and provide relevant support measures(Yaacob, Yaacob,
Zulkifli, & Muhamad, 2022).

This study aimed to investigate the coping strategies used by mothers of children with
autism spectrum disorder (ASD) and their relationship to maternal stress and depression. A total
of 143 mothers participated in the study, and they completed questionnaires related to
demographic characteristics, depression, family crisis coping strategies, and parenting stress.
The study found that mothers with higher education levels used better coping strategies
(reframing) and that increased daily hours spent on child care and child medication were also
associated with better coping strategies. The study also showed that mothers who had lower
scores in mobilizing family support and accepting help were more likely to be affected by
family life. The findings suggest that coping strategies of mothers of children with ASD are
associated with several factors related to caregiver personal characteristics, child treatment, and
family characteristics. The results highlight the importance of mental health professionals

considering these factors to support mothers in their coping strategies (V. Ntre et al., 2022).
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Study suggests that parents of children with disabilities use different coping strategies
compared to parents of children without disabilities. Specifically, they tend to use more
avoidance coping strategies, such as avoidance of the situation or self-blame, and also tend to
use more approach coping strategies, such as seeking social support or active problem-solving.
These results highlight the need for targeted interventions and support for parents of children
with disabilities, to help them better manage stressful situations and improve their overall well-
being. Healthcare providers and mental health professionals should be aware of the unique
challenges faced by these parents and provide them with the necessary resources and support

to overcome these challenges(Alés, Garcia, & Maldonado, 2022).

The study aimed to explore the relationship between resilience in parents of children
with autism spectrum disorder (ASD) and their children's resilience. Fifty parents of children
with ASD, aged 13 years or younger, across various Canadian provinces participated in an
online survey. The results showed that parental resilience was positively correlated with
household income and negatively correlated with parental stress. Additionally, children's
resilience was positively associated with their social participation at home and in the
community. The findings suggest that increasing children's participation may enhance their

resilience(Ghanouni & Eves, 2023).

This study aimed to understand the perceptions and coping strategies of parents of
children with autism spectrum disorder (ASD). The data was collected through face-to-face
semi-structured interviews with 12 primary caregivers who were purposefully selected from
three schools in Mpumalanga Province, South Africa. The data was analyzed using thematic
content analysis. The results of the study showed two main themes: caregivers' understanding
and misconceptions of ASD, and the coping mechanisms used in dealing with the challenges
of caring for a child with ASD. Five subthemes were identified: lack of knowledge, cultural
beliefs, prayer, strong support system, and acceptance. The findings suggest that more
awareness campaigns are needed to increase parents' understanding of ASD and that cultural
beliefs should be considered when developing care practices for parents of children with
ASD(Shilubane & Mazibuko, 2020).

This systematic literature review aimed to summarize the current state of knowledge
regarding the impact of autism spectrum disorder (ASD) on parents in Arab countries. A total
of 24 publications were included in the review, which were conducted in 10 countries including

Saudi Arabia, Jordan, Egypt, Kuwait, Bahrain, and Oman among others. No studies were found
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in the remaining Arab countries. The studies explored various aspects of the impact of ASD on
parents, such as their emotional and psychological well-being, stress levels, and coping
strategies. This systematic literature review aimed to examine the impact of autism spectrum
disorder (ASD) on parents in Arab countries. 24 studies were included, consisting of 20
quantitative studies and 4 qualitative studies, conducted in 10 Arab countries. The majority of
the studies found that parents of children with ASD experienced negative effects on their mental
health and wellbeing, with poor quality of life and increased risk of psychological disorders.
Religious coping was the most common coping strategy used by parents. The review highlights
the need for further research with larger and more diverse samples, as well as varied research
and data collection methods, to better understand the challenges faced by parents raising
children with ASD in Arab countries(Alkhateeb, Hadidi, & Mounzer, 2022).

2.1.3. Parent Needs

Studies have shown that parents of children with autism spectrum disorder (ASD) have
specific needs that are important for their well-being and their child's development. These needs

may include:

Emotional support: Many parents face stigma and isolation in the community, and they
need emotional support from friends, family, and support groups. Practical support: Practical
support such as respite care, transportation, and access to appropriate services can help relieve
the burden of care giving for parents. Information and education: Parents often require up-to-
date and evidence-based information about their child's condition, available treatments, and

educational options.

Professional support: Mental health support and counseling services can help parents
manage the stress of caring for a child with ASD. Access to quality healthcare: Access to high-
quality health care, including behavioral therapies and medical treatments, is crucial for
children with ASD and their families. Financial support: Many families face significant
financial challenges in caring for a child with ASD and need financial support to access the
services they require(Kalankesh, Shahrokhi, Dastgiri, Gholipour, & Feizi-Derakhshi, 2020;
Weissheimer, Santana, Ruthes, & Mazza, 2020).

This qualitative study aimed to identify the needs of families of children with autism
spectrum disorder (ASD) from both specialists and parents' perspectives. Semi-structured in-
12



depth interviews were conducted with 19 ASD specialists and 23 parents of children with ASD.
The results showed that the main needs of families from the perspective of experts were divided
into nine themes, including knowledge, skills, attitude, social needs, financial needs,
educational needs, mental health services, ability to handle other family issues, and ability to
deal with the specific child's problems. From the perspective of the parents, the needs were
divided into four themes, including information, service, support, and financial needs. The
study concludes that understanding the needs of families is important for better addressing those

needs by professionals, parents, and policymakers(Kalankesh et al., 2020).

The shift in perspective towards French parents of children with autism spectrum
disorder (ASD) as essential partners of care professionals has led to the development of parent
training programs aimed at helping these parents deal with the specific challenges of raising a
child with ASD. In a study, three such programs were investigated for their social validity from
the parents' perspective. The results showed that all three programs had good social validity,
with good attendance rates and high levels of satisfaction among parents. The authors of the
study suggest that more parents should be given the opportunity to participate in such programs
to better support them in raising their children with ASD(Sankey, Derguy, Clément, Ilg, &
Cappe, 2019).

Needed by families highlighted the need for information on diagnosis and assessment,
support services, educational programs and interventions, behavioral and communication
strategies, financial support and legal rights, mental health support, and care management.
Conclusion: The results of this integrative literature review showed that families of children
with ASD face many challenges and need access to comprehensive and up-to-date information
about the condition, its treatments, and support services. Provision of appropriate information
can support families to better understand and manage the needs of their child with
ASD(Weissheimer et al., 2020).

The objective of the scoping review was to explore the perceptions, experiences, and
needs of culturally and linguistically diverse families of children with autism in the UK and the
USA. 32 articles were included in the review, with 25 conducted in the USA and 7 in the UK.
The findings revealed that family perceptions of autism are influenced by a lack of knowledge,
and experiences include social stigma and difficulties in accessing services. The needs indicated
the need for culturally sensitive interventions, information in multiple languages, and parent-

professional collaboration. These findings have implications for research, policy, and
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practice(Papoudi, Jargensen, Guldberg, & Meadan, 2021). (Chung et al. 2016). The findings of
these studies suggest that parents of children with autism from culturally and linguistically
diverse backgrounds have specific needs in terms of information and support, which can vary
based on cultural and linguistic differences. These needs highlight the importance of developing
culturally sensitive interventions and providing information in multiple languages to support
these families. It is also crucial for professionals to collaborate with families and engage in open

communication to understand their needs and provide the necessary support.

2.1.4 Effectiveness of Different Interventions and Support Systems for Parents of

Children with ASD

There is a growing body of research on the effectiveness of different interventions and
support systems for parents of children with autism spectrum disorder (ASD). Some of the most

studied interventions include:

Parent Training Programs: Parent training programs are designed to provide parents with the
skills and knowledge needed to manage and support their child with ASD at home. These
programs typically cover topics such as behavior management, communication strategies, and
stress management. Research has shown that parent training programs can be effective in

reducing stress and improving parent-child relationships for parents of children with ASD.

Behavioral Interventions: Behavioral interventions, such as applied behavior analysis (ABA),
have been found to be effective in improving social skills, communication, and adaptive
behavior in children with ASD. These interventions typically involve a team of therapists who
work one-on-one with the child to reinforce appropriate behaviors and reduce challenging

behaviors.

Social Skills Groups: Social skills groups provide opportunities for children with ASD to
practice social skills and develop peer relationships in a structured and supportive environment.
Research has shown that social skills groups can be effective in improving social skills,

communication, and self-esteem in children with ASD.

Support Groups: Support groups provide a place for parents of children with ASD to connect
with others who are facing similar challenges. These groups can provide emotional support,

information, and resources for parents, and can help reduce feelings of isolation and stress.
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Respite Care: Respite care provides temporary relief for parents by providing care for their
child with ASD, allowing the parents to take a break from their caregiving responsibilities.
Research has shown that respite care can be effective in reducing stress and improving quality
of life for parents of children with ASD.

It is important to note that the effectiveness of these interventions may vary depending
on individual needs and circumstances. It is recommended that families work with a
professional to identify the interventions and support systems that are best suited for their

specific needs and circumstances.

2.2.5 Gap in the Literature Review

Lack of studies in a specific geographic location: There might be limited research on
the experiences of parents of children with ASD in the West Bank, making it difficult to draw
conclusions about the effectiveness of interventions and support systems in that particular
region, Limited use of standardized measures: There might be limited use of standardized
measures to assess the experiences of parents of children with ASD, making it difficult to
compare findings across studies and to draw valid conclusions about the effectiveness of

interventions and support systems.

In summary, the current literature has established that community stigma is a
significant challenge for parents of children with autism spectrum disorder, and that effective
coping strategy and support systems are needed to help these parents navigate these
challenges. The current body of research has also identified the specific needs of these parents
and the impact that community stigma can have on their lives, as well as highlighting
promising interventions and support systems for this population.
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Chapter Three: Methodology

3.1. Study Design

A Descriptive cross-sectional study was used as an appropriate design for investigating
the coping strategies and needs of parents of children with ASD as well as parental stigma
related to having a child with ASD in the West Bank.

3.2. Study Sample

The target sample for this study were parents of children with ASD. The inclusion
criteria were (1) parents of children with a confirmed diagnosis of ASD, (2) parents who reside
in the West Bank, (3) parents whose children are between the ages of 3 and 12 years. The
exclusion criteria were (1) Parents of children with intellectual disability, (2) parents who
cannot read Arabic, and (3) parents who were unable to complete the questionnaires due to

visual or physical impairment understand the language used in the questionnaires.
3.3 Sample Size Calculation

The sample size for this study was determined using the formula:
n=(Z"2*P=*(1-P))/d"2

Based on a confidence level of 95% and a margin of error of 5%, with an estimated proportion
of 0.5, the calculated sample size was 384. However, due to practical constraints and the
available resources, a convenience sample of 100 participants was obtained.

3.4. Measures

Coping Orientation to Problems Experienced (Brief-COPE)

The Brief-COPE is a 28-item self-report questionnaire that measures an individual's

coping strategies in response to stress. Each two items reflect a coping strategy with a total of
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14 coping strategies; (1) Active coping (efforts to manage or solve a stressor directly),
(2) planning (Organizing and arranging activities to reach a goal), (3) Emotional support
(Receiving emotional support from others), (4) Instrumental support (Receiving practical help
or support from others), (5) Positive reframing (Looking at a stressful situation in a more
positive light), (6) Acceptance (Accepting a stressful situation as it is), (7) Religion (Turning to
religious or spiritual beliefs for comfort and support), (8) Humor (Using humor to cope with
stress), (9) Venting (Releasing emotions related to the stressor), (10) Denial (Refusing to
acknowledge the stressor or its implications), (11) Substance use (Using alcohol or drugs as a
coping mechanism), (12) Behavioral disengagement (Giving up or withdrawing from a
situation in response to stress), (13) Self-distraction (Diverting attention away from the
stressor), (14) Self-Blame. Scales 1 through 8 can be regarded as adaptive, whereas scales 9
through 14 are presumably maladaptive. Participants are asked to rate how frequently they use
each of the 14 coping strategies in response to stress on a 5-point Likert scale, ranging from
"never" to "very often.”, according to the following score, “never” = 1, “rarely” = 2,
“sometimes” = 3, “often” = 4, “very often” = 5, thus higher scores indicate more use of the
specific coping strategy. To generate a subscale score, the sum of the two items composing the
specific subscale was calculated. The Brief-cope takes approximately 10-15 minutes to

complete and is available in several languages.

The Brief- COPE has been found to have good reliability and validity in previous
research. Several studies have reported high levels of internal consistency, with Cronbach's
alpha coefficients ranging from 0.75 to 0.89. Additionally, the Brief- COPE has been shown to
have good construct validity, meaning that it accurately measures coping strategies in response
to stress.

For the Arabic version of the brief COPE, the test-retest reliability was computed to
confirm that Arabic brief coping was constant across time. It was confirmed that it can be used
for clinical study as well as clinical practices. (Alghamdi, 2020). The Arabic brief COPE consist
of the same number of items and subscales as the English one.

Family Needs Survey

The Family Needs Survey (FNS) is a tool used to assess the needs of families of children
with special needs, including those with ASD. The purpose of the survey is to gather
information about the support, resources, and services that families need to care for their
children and meet their own needs. The results of the survey can be used to identify areas where

families need additional support. The survey consists of 35 items which assess needs in seven
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areas; information (7items), family and social support (8 items), financial aspects (6 items),
explaining the child's condition to others (5 items), childcare (3 items), professional support (3
items), and community services (3 items). Parents are asked to rate their need for each item
with ‘no support needed’ = 1, ‘a little support needed’ = 2 and ‘a lot of support needed’ = 3,
thus, higher scores indicate higher need expressed by parents. To calculate the needs for each
area, the items that pertains to each area are averaged.

Results of studies suggest that the FNS is a reasonably valid measure of family needs
Previous research with parents of children with developmental disabilities has reported that the
FNS maintains good reliability within these populations. Cronbach’s alpha for FNS total score
in the present study was 0.88. The FNS was translated into Arabic in by Alallwi (2022) using

forward — backward translation method.
Parents' Self-Stigma Scale (PSSS)

The Parents' Self-Stigma Scale (PSSS) provide valuable insights into the self-stigma
experienced by parents of children with ASD. It can help you understand the psychological
impact of self-stigma on these parents and contribute to a deeper understanding of their needs
and challenges. The PSSS consists of 11 items with a response on Likert Scale 1 — 5; Never,
Rarely, Sometimes, Often, Almost all the time. The score ranges from 11 — 55 with higher

scores indicating higher stigma.

Validity and reliability of the PSSS have been assessed in previous research studies.
Studies have examined the relationship between the PSSS and related constructs, such as
psychological distress, parental stress, and perceived social support. These studies have found
significant associations, suggesting that the PSSS is capturing the construct of self-stigma in
parents of children with ASD(Eaton et al., 2019). The PSSS has demonstrated good internal
consistency in previous studies, with Cronbach's alpha coefficients typically ranging from

acceptable to high (e.g., alpha values > 0.70). (Eaton et al., 2019).

As we were unable to find an Arabic version of the PSSS, we conducted an Arabic
translation following Beaton et al. (2000)'s standards for the cross-cultural validation of
instruments as follows:

Stage 1 — Forward Translation which was conducted by two translators; an assistant

professor of Allied Medical Sciences, and an English teacher.
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Stage 2 — Synthesis: The translators completed stage I, and the researcher, acting as an
observing recorder, carried out the synthesis. During this process, certain items were revised,

and the rationale for these changes was provided.

Table (3.1) Parents' Self-Stigma Scale (PSSS) — Forward Translation Stage

Number
] Item title in the original version
of items
10
"I am self-conscious about being a
parent of a child with problems."
! "It is not my fault that my child
has his/her problem."
5
"I am ashamed that my child has
his/her problem."
8
"I am embarrassed to be a parent
of a child with problems."
2

"The way | have raised my child
has contributed to his/her
problem."

Modified item Justification

"l am sensitive about
the difficulties
associated with

parenting a child with
special needs."

The word “problems”
have more negative

meaning.

“My child's
difficulties are not a
reflection of my
parenting."

The word “fault” implies
blame and personal
responsibility for the
child's condition
The word "ashamed"

carries a heavier
"l am ashamed of the

situation my child is
In.” more significant

emotional state, and a

psychological impact

"| feel awkward or The modified sentence

uncomfortable about
the challenges my
child faces."

conveys a sense of
responsibility and
sacrifice.
"I question whether
my parenting
approach has been

the most effective for
my child."”

The world “question”

has a nicer tone.

Stage 3 — Backward translation which was conducted by an English native. The backward
translation came out almost identical to the original questionnaire, except for the following
items.
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Table (3.2) Parents' Self-Stigma Scale (PSSS) — Backward Translation Stage

Number o - . I S
_ Item title in the original version Modified item Justification
of items
"I don't feel like |
am a good enough  The modified statement
1 "l am not a good enough parent.  parent for my child.” focuses on the
emotional struggles.
"I am a good parent, no matter "I believe | am a
3 what others say." good parent, despite The word “believe”
any criticisms." implies emphasizing.
"I am committed to
) Both sentences have the
being the best )
"I am the best parent | can be." ) same meaning, but the
3 possible parent for

) modified one is more
my child.”
formal.

Stage 4 — Expert committee: In the fourth stage of translating a parents' self-stigma scale, the
expert committee, consisting of an assistant professor and a lecturer from the field of Allied
Medical Sciences, carefully evaluated each translation.

Stage 5 - Test of the Prefinal Version: In the fifth stage, then final survey was tested with 10
participants who reported that the terms and instructions in the assessments were clear,
straightforward, and easy to understand. They did not encounter any difficulties while
completing the questionnaires. As a result, the translation was officially approved as the final
Arabic version of the PSSS.

Demographics

This section collected information about the parents' name, age, occupation, educational

level, place of living, and family income.
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3.5. Procedure

The study will recruit a sample of parents of children with ASD from local support
groups, schools, and clinical centers. Participants will be screened to ensure that they are the
primary caretakers of a child with ASD and are willing to participate in the study.

Parents who met the inclusion criteria—(1) having a child with a confirmed ASD
diagnosis, (2) residing in the West Bank, and (3) having a child aged 3 to 12 years—were given
information sheet, a consent form, and the measurement tools, all written in Arabic to ensure
cultural appropriateness. Before data collection, participants received the information sheet and
invitation letter, which explained the study’s purpose and procedures. If they agreed to

participate, they provided formal written consent, after which data collection began.

The researcher provided the participants with clear details about the study’s goals,
process, and the criteria for including or excluding participants. The researcher also took time

to answer any questions from the participants.

3.6. Data Analysis:

Collected data will be analyzed using a variety of statistical methods to gain insights
into the coping strategies and needs of parents of children with autism spectrum disorder. The

following statistical approaches will be employed:

Descriptive Statistics: Descriptive statistics will be used to summarize the characteristics of
the sample and provide an overview of the frequency and distribution of coping strategies and
family needs reported by the participants. This analysis will help in understanding the overall
patterns and trends in the data.

3.7. Ethical Consideration

The study is being carried out by the Helsinki Declaration, has been approved by an
Arabic-American university, and has been approved by the Palestinian Ministry of Health's

research ethical committee. Before participation, parental consent forms and assent from
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mothers were obtained. Because the research involves human subjects, strict ethical principles
must be followed. The participants were asked to consent and are assured that their participation
or information would not be used against them. They were also guaranteed their right to privacy
and anonymity. Anonymity is preserved by coding the participants and erasing the names

associated with the numbers.

3.8. Privacy

Confidentiality is protected by preventing unauthorized access to the data. All mothers
who participate in the study are fully informed about the research’s purpose and assured that
their anonymity will be maintained during analysis the and reporting of the findings. Patients
were reassured that the data would not be associated with any individual names to protect their

anonymity and confidentiality.

3.9. Harm

Participation will not produce no harm to the participants, and their names would never

be revealed to anyone.
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Chapter Four: Results

4.1. Characteristics of the Sample

According to Table 1, 77% of the children were males, with 55% aged between 4 and 8 years.
The majority of children live with both parents (93%). In terms of language, 48% use single
words, and 26% are non-verbal. Around 52% of children exhibit compulsive behaviors, and
70% attend school or a care institution. Furthermore, 98% of families report having no other

member with a disability.

Table (4.1): Characteristics of the sample

Variables Frequencies n(%o)
Gender of the child Male 77 7%
female 23 23%
Age of the child less than 4 years 18 18%
(4-8) 55 55%
Above 8 years 27 27%
who does the child live with Mother and Father 93 93%
Mother only 6 6%
extended family 1 1%
who diagnosed the child General pediatrician 36 36%
pediatric neurologist 64 64%
the child's linguistic level non-verbal words 26 26%
single words 48 48%
sentences, not dialogues 18 18%
conversation 8 8%
Does the child exhibit Yes 52 52%
compulsive behaviors? No 48 48%
Does the child attend school Yes 70 70%
or a care institution? No 30 30%
Does the child play with Yes 71 71%
siblings, relatives, or
neighgors? No 29 29%
Does the child face difficulties Yes 23 23%
in eating? No 77 77%
Does the child have Yes 20 20%
difficulties sleeping? No 80 80%
Living place City 48 48%
village 35 35%
Camp 17 17%
Income 1000-2000 28 28%
2001-3000 29 29%
3001-4000 26 26%
more than 4001 17 17%
Total 100 100%
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Table 2 shows parents’ demographics. Most of the sample (69%) had 4 or less children, with
half of the sample having post graduate education. Percentage of working fathers (93%) is
higher than the percentage of working mothers (23%).

Table (4.2): Parent’s demographics.

Variables Frequencies Percentage
Number of children <4 Children 69 69%
> 4 children 20 20%
Do any of your family Yes 2 2%
members have a disability? No 98 98%
Mother Education < post-secondary 45 45%
Level > post-secondary 55 55%
mothers age 20-30 years 22 22%
31-40 years 57 57%
More than 40 years 21 21%
Mother's work Notworking/Housewife 77 77%
Working 23 23%
Father education level < post-secondary 51 51%
> post-secondary 49 49%
Father age 20-30 years 4 4%
31-40 years 54 54%
More than 40 years 42 42%
fathers work Not working 7 7
Working 93 93
Total 100 100%

Q1: What coping strategies do parents of children with ASD commonly employ?

As the data was not normally distributed, Medians and quartiles was used to analyze the data
regarding coping strategies. Table 3 shows that parents of children with ASD primarily rely on
acceptance (8) and religion (8) as coping strategies, emphasizing the importance of finding
solace in spiritual beliefs and accepting their situation. Active coping, instrumental support, and
positive reframing each have a median of 7, indicating that parents frequently use problem-
solving, seeking assistance, and maintaining a positive perspective. On the other hand,
substance use (2) and behavioral disengagement (2) have the lowest median scores, suggesting
that these maladaptive strategies are rarely employed. In general Palestinian parents of children

with ASD use adaptive coping strategies more frequently than maladaptive coping strategies.
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Table (4.3): Coping Strategies Employed by Parents of Children with ASD

variables Median (Q25-Q75) Adaptive vs.
Maladaptive

COPE Acceptance 8 (6-8) Adaptive
COPE Religion 8 (7-8) Adaptive
COPE Active coping 7 (6-8) Adaptive
COPE instrumental support 7 (6-8) Adaptive
COPE Positive reframing 7 (6-8) Adaptive
COPE Planning 7 (6-8) Adaptive
COPE emotional support 6 (5-8) Adaptive
COPE Venting 5 (4-6) Adaptive
COPE Self distraction 4 (2-5) Maladaptive
COPE Denial 4 (3-6) Maladaptive
COPE_Self_blame 4 (2-6) Maladaptive
COPE Behavioral disengagement 2 (2-4) Maladaptive
COPE Substance use 2 (2-2) Maladaptive
COPE Humor 2 (2-3.75) Maladaptive
COPE_adaptive_coping 52 (46-57)
COPE_maladaptive_coping 23 (18-26.75)

Q2: What are the specific needs of parents of children with ASD are as identified through
the Family Needs Survey?

Table 4 summarizes the needs of parents of children with ASD showing that family and social
support represents the highest need followed by the need to have more information. Parents
express the least need in childcare, professional support, and community services.

Table (4.4): Parents’ Needs for Children with ASD: Family Needs Survey.

Needs Category Median (Q25-Q75)
Information 20 (16.25-21)
Family and social Support 22(18-24)
Financial support 14.5(11-18)
Explaining to Others 12(10-14)
Child Care 9(7-9)
Professional Support 9(7-9)
Community Services 9(7.25-9)
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Q3: What is the level of self-stigma among parents of children with ASD?

Stigma results for parents of children with ASD are shown in Table 5. As the score range
for stigma is 11 — 55, it seems that parents of children with ASD generally experience a low

level of self-stigma.

Table (4.5): Self-Stigma Levels Among Parents of Children with ASD.
variable Median (Q25-Q75)
Stigma Total 21 (18-26)

Q4: Are there any significant differences in the coping strategies utilized by
parents of children with ASD based on demographic factors such as gender, mother
education level, and father education level?

Table 5 reveals no statistically significant differences in coping strategies among
mothers of children with ASD based on education level, as all p-values exceed 0.05. This
suggests that strategies like self-distraction, active coping, denial, emotional support, and

religion are similar between mothers with and without post-secondary education.

Table (4.6): Differences in Coping Strategies Among Mothers of Children with ASD Based
on Education Level

Mean  Sum of

Mother_Education_level N Rank  Ranks p-value
< post- 45 5243 2359.50 0.533
. . secondary
COPE_Self _distraction > post- 55 4892 269050
secondary
< post- 45 45.60 2052.00 0.107
. i secondary
GOFIE /~EIE FOHITG, > post- 55 5451  2998.00
secondary
< post- 45 49.37 2221.50 0.719
. secondary
SIeiF= PEilEl > post- 55 5143 282850
secondary
< post- 45 5258 2366.00 0.143
secondary
CORE_SulEare: e > post- 55 48.80  2684.00
secondary
< post- 45 49.24  2216.00 0.687
. secondary
COPE_emotional_support > post- 55 5153 2834.00
secondary
COPE._instrumental_support < post- 45 49.92 2246.50 0.850
secondary
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COPE_Behavioral_disengagement

COPE_Venting

Mother education level

COPE_Positive_reframing

COPE_Planning

COPE_Humor

COPE_Acceptance

COPE_Religion

COPE_Self _blame

COPE_adaptive_coping

COPE_maladaptive_coping

> post-
secondary
< post-
secondary
> post-
secondary
< post-
secondary
> post-
secondary
> post-
secondary

< post-
secondary
> post-
secondary
< post-
secondary
> post-
secondary
< post-
secondary
> post-
secondary
< post-
secondary
> post-
secondary
< post-
secondary
> post-
secondary
< post-
secondary
> post-
secondary
< post-
secondary
> post-
secondary
< post-
secondary
> post-
secondary

27

55

45

55

45

55

55

45

55

45

55

45

55

45

55

45

55

45

55

45

55

45

55

50.97
53.33
48.18
50.43
50.55
52.80
Mean

Rank

46.09
94.11
4481
55.15
53.50
48.05
49.11
51.64
49.06
51.68
52.33
49.00
47.69
52.80
52.34

48.99

2803.50
2400.00
2650.00
2269.50
2780.50
2904.00
Sum of

Ranks

2074.00
2976.00
2016.50
3033.50
2407.50
2642.50
2210.00
2840.00
2207.50
2842.50
2355.00
2695.00
2146.00
2904.00
2355.50

2694.50

0.332

0.983

Value

0.146

0.056

0.286

0.629

0.596

0.559

0.380

0.565



Table 6 indicate no statistically significant differences in the coping strategies used by fathers
of children with ASD based on their education level, as all values are above 0.05. This suggests
that factors such as self-distraction, active coping, denial, emotional support, and other
strategies do not differ significantly between fathers with and without post-secondary
education. Therefore, education level does not appear to significantly impact the coping
strategies of these fathers.

Table (4.7): Differences in Coping Strategies Among Fathers of Children with ASD Based on

Education Level

Father education level N Mean Sum of p-

Rank Ranks value

COPE Self distraction < post-secondary 51 48,99 249850 0.583
> post-secondary 49 52.07 2551.50

COPE Active coping < post-secondary 51 46.48 237050 0.136
> post-secondary 49 54.68 2679.50

COPE Denial < post-secondary 51 48.74 248550 0.527
> post-secondary 49 52.34 2564.50

COPE Substance use < post-secondary 51 4896 2497.00 0.221
> post-secondary 49 5210 2553.00

COPE emotional support < post-secondary 51 47.82 2439.00 0.333
> post-secondary 49 53.29 2611.00

COPE instrumental < post-secondary 51 47.89 244250 0.336
support > post-secondary 49 53.21 2607.50

COPE Behavioral < post-secondary 51 49.76 2538.00 0.776
disengagement > post-secondary 49 5127 2512.00

COPE Venting < post-secondary 51 49.49 252400 0.718
> post-secondary 49 5155 2526.00

COPE Positive reframing < post-secondary 51 46.23 235750 0.112
> post-secondary 49 5495 2692.50

COPE Planning < post-secondary 51 47.88 2442.00 0.321
> post-secondary 49 53.22 2608.00

COPE Humor < post-secondary 51 50.85 2593.50 0.887
> post-secondary 49 50.13 2456.50

COPE Acceptance < post-secondary 51 50.12 2556.00 0.881
> post-secondary 49  50.90 2494.00

COPE Religion < post-secondary 51 50.88 2595.00 0.874
> post-secondary 49 50.10 2455.00

COPE Self blame < post-secondary 51 48.30 2463.50 0.430
> post-secondary 49 52.79 2586.50

COPE adaptive coping < post-secondary 51 46.45 2369.00 0.153
> post-secondary 49 5471 2681.00

COPE maladaptive coping < post-secondary 51 48.06 2451.00 0.390
> post-secondary 49 53.04 2599.00
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Table 7 shows that there are no significant differences in the coping strategies used by parents
of children with ASD based on the child’s gender, as all p-values are above the 0.05 threshold.
Specifically, there is no statistically significant variation in strategies such as self-distraction,
active coping, denial, substance use, emotional support, instrumental support, behavioral
disengagement, venting, positive reframing, planning, humor, acceptance, religion, self-blame,
adaptive coping, and maladaptive coping between parents of male and female children with
ASD.

Table (4.8): Differences in Coping Strategies Among Parents of Children with ASD Based on
Child's Gender.

Gender N Mean Sumof p-value
Rank Ranks
CORPE Self distraction male 77 48.76 3754.50 0.256
female 23  56.33 1295.50
COPE Active coping male 77  49.60 3819.50 0.551
female 23 53,50 1230.50
COPE Denial male 77 48.24 371450 0.146
female 23  58.07 1335.50
COPE Substance use male 77 4957 3817.00 0.185
female 23 53.61 1233.00
COPE emotional male 77 50.51 3889.50 0.993
support female 23 50.46 1160.50
COPE instrumental male 77  49.29 3795.00 0.422
support female 23 5457 1255.00
COPE Behavioral male 77 49.84 3837.50 0.646
disengagement female 23 5272 1212.50
COPE Venting male 77  47.88 3686.50 0.092
female 23 59.28 1363.50
COPE Positive male 77 48.12 3705.00 0.112
reframing female 23 58.48 1345.00
COPE Planning male 77  50.66 3900.50 0.916
female 23 49.98 1149.50
COPE Humor male 77 4951 3812.50 0.477
female 23 53.80 1237.50
COPE Acceptance male 77  48.10 3704.00 0.092
female 23 5852 1346.00
COPE Religion male 77  50.95 3923.00 0.739
female 23 49.00 1127.00
COPE Self blame male 77 50.19 3864.50 0.841
female 23 5154 1185.50
COPE adaptive coping male 77 4951 3812.00 0.530
female 23 53.83 1238.00
COPE maladaptive male 77 47.77 3678.00 0.084
coping female 23 59.65 1372.00
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Chapter Five: Discussion

5.1 Introduction

The current study aimed to investigate the coping strategies and needs of parents of
children with ASD in the West Bank. In addition, we investigated the level of stigma
experienced by parents of children with ASD.

To begin with, one of the study aims is to explore the perceptions and coping strategies
of parents of children with ASD. The findings of this objective indicate that parents of children
with ASD rely on acceptance and religion as coping strategies in response to stress and
challenges. Acceptance plays a central role for parents with children with ASD. Studies suggest
that acceptance allows parents to adjust their expectations and develop a more adaptive mindset,
ultimately leading to better psychological well-being. According to Pottie and Ingram (2008),
parents who adopt an acceptance-based approach experience lower levels of distress and greater
emotional stability. This strategy helps in reducing feelings of helplessness and enables parents
to focus on their child's abilities rather than limitations (Lai et al., 2015). As for religion,
previous studies highlight that religious faith provides a sense of meaning and community,
reducing the sense of isolation that parents often experience (Ekas et al., 2009). In particular,
parents who perceive their child's condition through a spiritual lens often report greater
resilience and life satisfaction (Graham et al., 2016). Religion also fosters social connections,
as parents often seek support from faith-based communities, which can offer both emotional
and practical assistance.

Moreover, active coping, instrumental support, and positive reframing were the most
used coping strategies by parents with children with ASD. Active coping refers to engaging in
problem-solving acts to manage stress, for example, seeking out services for their child such as
education, and healthcare, and organizing daily routines to accommodate their child’s needs.
Studies indicated that parents who proactively engage with educational and healthcare systems
experience a greater sense of control and competence in managing their child's needs (Ludlow
et al., 2012). While instrumental support reflects parents’ tendency to reach out to others for
tangible help. Karst and VVan Hecke (2012) found that parents who actively seek support from
therapists, teachers, and autism specialists report lower levels of stress and improved coping

capacity. These findings reinforce the idea that external support networks play a vital role in
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helping parents manage the challenges associated with ASD. Finally, a positive reframing
strategy allows parents to focus on their child’s unique qualities and the rewarding experience
of parenting an ASD child, which keeps them optimistic and reduces their feelings of
frustration. Hastings and Taunt (2002) found that parents who adopt a positive outlook and
recognize their child’s achievements experience less stress and greater emotional resilience.
Moreover, studies suggest that shifting focus from deficits to strengths enhances overall family
well-being and contributes to a more positive parent-child relationship (Zhang et al., 2015).

Overall it was obvious from our finding that Palestinian parents of children with ASD
employ adaptive coping mechanisms more frequently than maladaptive coping mechanisms.
The finding that parents rarely resort to substance use and behavioral disengagement is
encouraging and suggests a high level of adaptive coping among parents. Previous research has
highlighted that maladaptive coping strategies, such as avoidance and substance use, are
associated with poorer mental health outcomes (Dunn et al., 2001). The low prevalence of these
strategies indicates that most parents actively seek constructive ways to manage stress, which
may be attributed to increased awareness and availability of autism-related support services.
Substance use and behavioral disengagement are rarely used by parents as coping strategies,
most probably due to the cultural effect that prohibits such behaviors.

The study also provides valuable insight into the needs of parents raising children with
ASD. Family and social support stands out as the highest need, which reflects the critical role
of emotional support such as peer connections, support groups, and relationships that offer
understanding and encouragement in managing the stresses of raising a child with ASD. Parents
of children with ASD often experience higher levels of stress and isolation compared to parents
of typically developing children (Karst & Van Hecke, 2012). Emotional support from peers,
support groups, and close relationships provides parents with encouragement, a sense of
belonging, and practical advice to navigate their parenting journey (Clifford & Minnes, 2013).
Social support has also been linked to reduced parental depression and increased coping
efficacy (Boyd, 2002).

Moreover, support groups create opportunities for parents to share experiences, gain
insight from others who understand their struggles, and develop effective coping mechanisms.
Studies have found that peer support helps alleviate emotional distress and enhances parents’
ability to manage their child's condition (Ekas et al., 2016).

In addition, parents’ need for information to better understand their child’s conditions
and needs is highly prioritized. Our findings highlight the critical need for information about

ASD, which is consistent with previous research showing that parents often feel unprepared
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and lack sufficient knowledge to address their child’s developmental needs (Brown et al., 2012).
Understanding ASD symptoms, available interventions, and educational rights is essential for
effective caregiving (Mackintosh et al., 2012). Educational workshops, online resources, and
guidance from professionals have been shown to empower parents, equipping them with
strategies to support their child's development and advocate for their needs (ladarola et al.,
2015). Furthermore, knowledge about ASD reduces parental anxiety and fosters a more
proactive approach in seeking therapies and services (Dababnah & Parish, 2013).

Moreover, the findings of the study suggest that financial support is a concern when
raising a child with ASD. Financial concerns are another significant challenge for parents of
children with ASD. Therapy costs, medical expenses, and specialized services contribute to
financial strain, a finding echoed in several studies. Research indicates that families raising a
child with ASD face significantly higher healthcare expenses, often struggling to afford
behavioral therapy, occupational therapy, and specialized education (Cidav et al., 2012).
Studies also show that parents may need to reduce work hours or leave employment entirely to
provide adequate care, further exacerbating financial difficulties (Kogan et al., 2008). A
significant number of mothers in our study indicated that they don’t work. The decision of not
to work could be due to the compiled responsibility of having a child with ASD. Given these
challenges, there is a strong need for policies that provide financial relief, such as insurance
coverage, government subsidies, and access to affordable intervention programs (Zuckerman
etal., 2014).

Out study identified the difficulty parents face in explaining ASD to others, which
reflects broader societal challenges regarding ASD awareness. Research indicates that
misunderstandings and stigma around ASD can lead to social exclusion, judgment, and a lack
of acceptance from extended family and the community (Gray, 2002). Public awareness
campaigns, education initiatives, and community training programs can play a vital role in
fostering greater acceptance and reducing misconceptions about ASD (Neely-Barnes et al.,
2011). When communities are well-informed, families experience less isolation and greater
social integration, leading to improved emotional well-being for both parents and children.

Overall, the findings suggest that emotional support, access to information, and
financial assistance are the most pressing needs and challenges for parents with ASD children.
Therefore, addressing these areas can significantly improve the quality of life for these
families.

Our finding that parents of children with ASD experience low levels of self-stigma is

particularly interesting, as much of the existing literature highlights stigma as a common
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challenge faced by these parents. However, recent studies suggest that stigma levels can vary
based on multiple factors, such as cultural attitudes, community support, and parental coping
mechanisms (Mak & Cheung, 2010). The results of our study align with emerging evidence
that many parents are developing a stronger sense of self-assurance and resilience, which has
significant implications for their emotional well-being and parenting efficacy. The results
emphasized the parents’ strong sense of self-assurance and their belief in their capabilities as
caregivers. It also suggests that many parents adopt a positive and affirming view of their role
as parents despite the challenges associated with raising a child with ASD. This positive attitude
is crucial for the parent’s mental health and their ability to provide consistent support for their
child. The researcher believes that these results emphasize the importance of maintaining the
parents’ confidence in their parenting skills and the need to sustain efforts to create a supportive
environment for these parents.

Furthermore, the study found no statistically significant differences in the coping
strategies utilized by parents of children with ASD based on demographic factors such as
gender, mother's education level, and father's education level. This emphasizes the shared
nature of mothers in giving care and facing challenges while raising children with ASD
regardless of their education level. We found similar findings with regards to coping strategies
and father’s educational level.Finally, the study found that a child’s gender does not seem to
influence how parents cope with the challenges of raising a child with ASD. To illustrate,
raising a child with ASD comes with similar challenges, regardless of the child’s gender.

To conclude, this study sheds light on coping strategies and needs of parents raising
children with ASD in the West Bank and their felt level of stigma. The findings reveal that most
parents rely on adaptive coping strategies such as acceptance, and religion in order to manage
emotional and practical challenges and stresses. On the other hand, they rarely use maladaptive
strategies, such as substance use or denial. Moreover, the study highlights the importance of
enhancing family and social networks and accessing reliable information about ASD, and
financial situation. Despite these challenges, the data of the study emphasized that parents
rejected self-blame, and were able to maintain confidence in their parenting abilities as

caregivers, which protects them from harmful stigma.
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5.2 Recommendations

In this section, the researcher provides some suggestions that were developed from data

analysis from chapter four and mainly based on the needs of parents of children with ASD.

The current study recommends conducting further researches that address parents of
children with ASD needs in order to raise the community’s awareness of ASD. Ongoing
studies and research give feedback about what is helping parents, what’s not, and what
meets their needs. Moreover, the researcher emphasizes the importance of involving
parents in research and studies. Involving parents in research ensures that these
researches reflect real concerns and provide them with a support system that truly
addresses their needs.

The researcher emphasizes the importance of increasing public awareness and
knowledge in order to understand autism spectrum disorder (ASD). For example, public
awareness campaigns can use various platforms, such as social media and community
events. Raising public awareness plays a vital role in reducing stigma and
misunderstanding against children with ASD and their families.

The researcher confirms the importance of providing culturally appropriate information
in order to equip the parents with the knowledge they need to better understand ASD.
For example, printed materials and online educational resources would ensure that all
parents can access important information on effective coping and effective
communication techniques.

The researcher suggests providing parents with accessible counseling and therapy
services by offering financial support to make counseling affordable for families who
can’t afford therapy fees. This could significantly help them manage stress and
overcome challenges, as well as develop effective coping strategies to maintain their
mental health and improve communication within the household.

The researcher also recommends organizing workshops for parents to help them stop
blaming their self and feel good about themselves. Self-help programs help parents
understand themselves and their child’s conditions, and focus on identifying negative
thoughts in order to replace them with positive affirmations.

The researcher also recommends implementing financial assistance programs for
parents of children with ASD. Parents of these children often need financial support
for therapy, special education, and services. For example, parents of children with
ASD should be able to have health insurance that covers autism therapy or get
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discounts for ASD-related treatments. Moreover, the researcher suggests that
governments should provide parents of children with ASD with scholarship programs
to help families enroll their children in schools with better resources for autism, which

improves children’s outcomes and reduces stress on parents.
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Appendix (2) IRP Approval

Arab American University- Palestine Ol LS a1 Ay jall Aaalal)

Deanship of Scientific Research " ' i ik ﬁ' ;‘i"z
e G

R AN ‘ 1196 ext 04-241-8888 1o,k

Tel: 04-241-8888, ext 1196 \‘ o "'? / irb.aaup@aaup.edu s SNy
Z-mail: itb.asup@asauvp.edu ;

IRB Approval Letter

Study Title: Investigating the Coping Strategies and the Needs of Parents of Children with ASD
Applied During Confrontation with Community Stigma in the West Bank.

Submitted by: ESRA TAISEER OTHMAN QADDAN

Datereceived: 6" May 2023

Date reviewed: 1" June 2023

Date approved: 16" June 2023

Your Study titled “Investigating the Coping Strategies and the Needs of Parents of Children
with ASD Applied During Confrontation with Community Stigma in the West Bank.” With
archived number 2023/A/102/N was reviewed by the Arab American University IRB committee

and was approved on 16" June 2023

Reham Khalaf-Nazzal, MD,\ M%

IRB committee chalrmap,/
Arab American Umvers:ty of Palestine

General Conditions:
1. Valid for 6 months from date of approval.
2. Itisimportant to inform th2 committee with any morification of the approved study protocol.
3. The committee appreciates a copy of the rescarch when azcomplished,

A a1 Al daalad] 3 alad] diad] CLENAT And y

I13B at Arab American University
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Appendix (3) Hospital Approval “Non-GOV”
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Faculty of Graduate Studies w LAl zibadyall d0E
2023/8/21
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#liy Al o3 bl 385 i ull Ala Lpan Jabaill sisuny aih ol 4] i e glaall of Lale el jall 4o 330
Lok e

plAaY) (3 gy | sliad g

Ladadf il al) AL Asas
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EN
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"i
|
|
‘

Page 1 of 2
Jenin Tel: +970-4-2418888 Ext.:1471,1472  Fax: +970-4-2510810 P.O. Box:240
Ramallah Tel: +970-2-2941999 Fax: +970-2-2941979 Abu Qash - Near Alrehan
E-mail: FGS@aaup.edu ; PGS@aaup.edu Website: www.aaup.edu
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