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It is widely known that parents of children with autism encounter various challenges in
raising their children. Reports related to previous studies indicated that these parents
experienced higher stress compared to parents of typical children. However, the study

Published: 17 October 2020 pertaining to fathers of children with autism has not been explored, and it has left a gap

in the study of parenting in relation to children with developmental problems,

g:?ef:words especially autism. Therefore, this study was conducted to understand the challenges
Children with autism faced by fathers in managing children with autism. This study used semi-structured
g“a“‘ﬂ_ﬁ"e interviews as a research tool and sampled five fathers of children with autism between
arentmg

Acceptance the ages of four and nine years of age. The study was conducted in Langkawi Island,
Emotion. Kedah. The results found that fathers have to cope with challenges from an emotional
aspect in accepting and managing children with autism.

Contribution/Originality: The paper’s primary contribution is the finding that fathers experience emotional
challenges while caring for their children with autism, which is similar to mothers” experiences reported in past

studies.

1. INTRODUCTION

Based on the fifth edition of the Diagnostic and Statistical Manual of Mental Disorders (DSM-5), autism refers
to deficiencies in communication and aspects of social interaction, tendencies towards restrictive repetitive
behaviors, and strong interest in or obsession towards an activity (American Psychiatric Association (APA), 2013).
According to the Ministry of Health of Malaysia (2014), autism is described as a developmental disorder that can be
observed during childhood through communication, social skills and behavioral problems. The prevalence of autism
in Malaysia is about 1.6 in 1000. Meanwhile, in the United States, the number of children with autism is 14.7 in
1000 (1 in 68). Studies reveal that boys are four times more likely to have autism than girls. The cause of autism
remains unknown; hence, a cure is still to be found (Center for Disease Control and Prevention, 2019).

Generally, being a parent is stressful. However, being a parent of a child with autism is even more challenging,
especially in countries that lack support services (Kartini, Cornish, Park, & Golden, 2015). Raising children with
developmental disabilities requires parents to provide extensive care for their children, and past studies have
reported that parent of children with autism experience emotional challenges such as stress, depression, and high
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anxiety among other health-related issues (Azlina, Ahmad, Oon, & Razali, 2008; Cridland, Jones, Magee, & Caputi,
20145 Hayes & Watson, 2018; Kartini, Liaw, Cornish, Park, & Golden, 2016). Parents also face financial issues in
raising children with autism. Previous studies reported that these parents encounter financial problems twice as
much as parents of typical children (Koegel & LaZebnik, 2004; Muralidharan, 2016; Solomon, 2012), and in
addition, they have to deal with the stigma surrounding mental illness in society (Bashir, Bashir, Lone, & Ahmad,
20145 Cashin, 2004; Divan, Vajaratkar, Desai, Strik-Lievers, & Patel, 2012; Glass, 2001; Gray, 2002; Hoogsteen &
Woodgate, 2013; Kartini, Liaw, Cornish, Park, & Golden, 2016; Ludlow, Skelly, & Rohleder, 2011).

Previously, research on early childhood development mainly focused on the mother rather than the father due
to the traditional understanding of a father’s role as the breadwinner in a household. However, in line with lifestyle
changes of society in the twenty-first century, the focus of research also realized the positive influence of fathers’
involvement in the lives and education of children (Tadi, 2018). Numerous studies in recent years have proven the
importance of fathers’ roles in early childhood development, including improved school performance, self-confidence
and behavior (Flippin & Crais, 2011; Thmeideh, 2014; McFadden, Tamis-LeMonda, & Cabrera, 2011; Peterson,
2014). Studies also reported that children who have a good relationship with their father have noticeably fewer
negative experiences in life, such as depression and behavioral issues. In fact, they are more likely to exhibit good
social behavior (Rosenberg & Wilcox, 2006).

Therefore, this study aims to explore the challenges faced by fathers in managing children with autism. The
involvement of a father is considered significant in the lives of typical children as well as children with
developmental disorders such as autism. In addition, fathers play an important role in the psychological
development of children with disabilities (Ahmad & Dardas, 2015). The objective of this study is to explore the

emotional challenges faced by fathers of children with autism.

1.1. Role of Fathers

Being a father is regarded an achievement by most men. It is rewarding, yet stressful at times (Chin, Daiches, &
Hall, 2011; Gartield, Isacco, & Bartlo, 2010), and it is more complicated to be a father to a child with autism
(Hannon, 2014; Hannon & Hannon, 2017). Many scientific studies on fatherhood and children with autism have
been documented, for instance, what the relationship is like between a father and a child with autism (Gerdts,
Bernier, Dawson, & Estes, 2013; Itzchak, Lahat, & Zachor, 2011; Janecka, Rijsdijk, Rai, Modabbernia, &
Reichenberg, 2017). Therefore, in order to continue the study on fathering children with autism, we need to
understand their challenges and experiences in managing and raising their children.

Previous studies have shown that fathers experience emotional challenges in managing their children. For
instance, a study conducted by Giallo et al. (2015); Griffith et al. (2011) and Hastings and Brown (2002), reported a
significant proportion (between 15% and 38%) of fathers to children with autism experienced a number of
symptoms of psychological stress, such as tension, anxiety, fatigue, sadness, depression and anger. Moreover,
according to Herring et al., (2006), the emotional wellbeing of fathers who have children with autism is more at risk
when compared to fathers of typical children. Normally, fathers will start to feel the emotional challenges as soon as
they receive their child's diagnosis. Past studies have stated that most fathers went through a denial phase and were
unable to accept the diagnosis of their child’s autism for quite some time (Hartley et al., 2010; Hoogsteen &
Woodgate, 2013).

Consequently, there are many challenges concerning the emotional aspects faced by the father of a child with
autism. For example, they experience anxiety, fear, anger, sadness, denial, tiredness, stress and worry (Ahmad &
Dardas, 2015; Burrell, Ives, & Unwin, 2017; Cheuk & Lashewicz, 2015; Fryer, 2015; Hannon, Blancard, & Storlie,
2019; Paynter, Davies, & Beamish, 2017). In a qualitative study by Burrell et al. (2017), fathers reported
experiencing feelings of anger more than feelings of sadness. This anger arose when they felt unable to control

difficult situations at home due to the recurring behavioral problems and stubbornness demonstrated by their child.
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However, guilt and feelings of sadness arose when they realized that they had reacted angrily and lost control of
their emotions (Burrell et al., 2017; Fryer, 2015).

Stress is another emotional aspect experienced by fathers in managing children with autism. According to a
report by Ahmad and Dardas (2015), they found that the stress experienced by a father stems from various aspects,
one of which is the difficulty in understanding and controlling the behavior of their children. Children with
moderate and severe autism are often reported to cause stress to fathers (Davis & Carter, 2008; Herring et al.,
2006). In addition, they also stated that they faced emotional and physical exhaustion in managing their children.
The fathers who contributed to studies conducted by Paynter et al. (2017) and Cheuk and Lashewicz (2015)
expressed that they suffered from exhaustion as they did not have enough time to manage children as well as other

matters.

1.2. Problem Statement

In general, parents share responsibilities and they both have roles to play in raising and managing their
children. However, it has become the norm for mothers to play a greater role in taking care of children’s needs
(Meadan, Stoner, & Angell, 2015). This is evident in previous studies relating to families with children who have
developmental problems, which were more focused on mothers rather than fathers (Braunstein, Peniston, Perelman,
& Cassano, 2013; Bromley, Hare, Davison, & Emerson, 2004; Tomanik, Harris, & Hawkins, 2004). Although there
have been efforts made in the past by researchers to understand the experience from a father's perspective, it is
difficult to explore as they considered the fathers as difficult to approach, invisible parents, and "shadows" in the
family system (Carpenter & Towers, 2008), thus leading to a lack of information regarding the challenges,
experiences, and effects on fathers who have children with autism (Nicholas, 2018).

However, previous research has gathered some information on how fathers engage in the care and management
of children with autism. For example, a study entitled "The Fathers of Autistic Children" by Eisenberg (1957) is
one of the preliminary studies relating to fathers of children with autism. He noted that the ‘father is not a
remembered figure’, as through literature review, he found that only three out of 26 studies that involved fathers
had been published at that time. Hastings et al., (2005) conducted a study on the differences in experience from a
psychological aspect between mothers and fathers, while Elder, Valcante, Yarandi, White, and Elder (2005) studied
the role of fathers in interventions. In addition, there were also studies on fathers of children with autism and the
impact of support groups on stress, depression, isolation, and satisfaction in marriage conducted by Elfert (2014).
He distinctly stated at the end of his research, that although the number of studies on the experience of fathers of
children with autism is increasing every year, these studies are still focused on mothers as the main research
participants. He also stressed that more studies focusing on the fathers need to be conducted, as there is still a of
information required.

The above are statements from previous research on fathers in western countries. In Malaysia, there were
studies conducted on both mothers and fathers. The latest studies were published in 2019 by Kartini et al., (2016);
Muhammad & Nurul, (2019), who each studied the risks and challenges faced by parents of children with autism.
The studies conducted were still from mothers” perspectives and did not focus on fathers only. Undoubtedly, there
were studies that involved fathers, such as the ones conducted by Chu, Siti, McConnell, Tan, and Singh (2018);
Mohd and Nur (2018); Muralidharan (2016), however, studies that solely focused on the perspectives of fathers are
still very limited in Malaysia.

It is important to explore this issue, as the information regarding the challenges and experiences encountered
by fathers in managing children with autism still requires much study. Furthermore, past studies pertaining to
fathers of children with autism were mostly from the perspective of those in western countries. The challenges and
experiences faced by fathers may differ based on background and cultural factors (Meadan et al., 2015). Hence, the

understanding around the feelings and experiences of fathers of children with autism in Malaysia can be observed
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and documented to investigate if they also encounter challenges from emotional and psychological aspects as the
mother do. The purpose of this study is to explore the challenges, specifically on the emotional aspects, faced by

fathers of children with autism to close the gap on previous studies.

2. METHODOLOGY

A qualitative research approach was employed as it fits the main purpose of this study, which is to explore the
challenges faced by fathers in managing children with autism. This approach deeply probes (Silverman, 2013) to
understand social problems in real-life situations through the views of the study participants (Creswell & Poth,
2018). Meanwhile, a phenomenological research design was utilized to explore the challenges experienced by the
study participants in managing their child with autism. Phenomenology is used to understand when certain
phenomena occur in the lives of the study participants with the aim of discovering their true causes (Creswell &

Poth, 2018; Englander, 2012; Moustakas, 1994).

2.1. Study Sampling and Location

Snowball sampling was used in this study to recruit participants; the interviewed participants suggest others
who also meet the research criteria (Creswell, 2013; Merriam & Tindell, 2016). Based on the context of this study,
the participants are biological fathers who have children between the ages of three and nine years old who were
officially diagnosed with autism between the ages of two and four years old. All participants are located in
Langkawi Island, Kedah. Kedah was chosen as the study location because, based on literature review, the researcher
found that no study exists on fathers, or parents, of children with autism in the northern part of peninsular
Malaysia. Therefore, to fill this gap, the researcher chose to conduct this study to understand the challenges of

fathers in this particular region.

2.2. Data Collection Procedures

Semi-structured interviews were used as the data collection method for this study. This method allows
researchers to gather information about the experiences encountered, emotions felt, and the participants’
perspectives on the topic being studied (Bloomberg & Volpe, 2019). The interview questions were adapted based on
a study conducted by Darden (2019) regarding the role of African fathers in the United States in raising children
with autism. The questions went through a translation process to ensure they conveyed the same meaning. Next,
the researcher developed an interview protocol to facilitate the interview process with the study participants and
obtained the validity of the protocol from three experts, two experts in the family field and a methodologist. Prior
to the interview, the researcher conducted a pilot study on a father of a child with autism who met the required
criteria. All participants were asked to read and sign letters of consent before the study began. All interviews were
conducted face-to-face, and the sessions lasted for 40—80 minutes. Study participants were also informed that,

throughout the interview process, audio recordings would be made for transcription purposes by the researcher.

2.3. Data Analysts Procedures

All interviews were transcribed verbatim, re-read, and compared to maintain the meaning of the interview. The
researcher then focused on a coding selection method in order to summarize the data resulting from the interview
(Miles, Huberman, & Saldana, 2014). A codebook was also prepared as a guide to analyze the interview data. The
encoding book systematically recorded the codes that appeared from interview results and organized them into
multiple categories (Saldana, 2015). After the coding process, the interview transcripts were carefully analyzed
using a thematic analysis method. The purpose of this thematic analysis was to identify and summarize themes in
the interview data (Ryan & Benard, 2000). In addition, through thematic analysis, it explains the reality and

meaning of study participants’ daily lives and acts as a tool that focuses on real life experiences that occur in society.
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2.4. Validity and Reliability

The reliability aspect of a qualitative study is crucial as it helps to maintain accuracy in the interpretation and
analysis, and preserves the findings of the study (Creswell & Poth, 2018). Therefore, in order to improve the
reliability of this study, the researcher consulted experts to check the accuracy of the data codes of the interview
transcripts. The experts reviewed the codes from all five transcripts and reviewed the themes and sub-themes
extracted by the researcher. Two themes required improvement to ensure they achieved the actual meaning as

suggested by the experts.

3. FINDINGS
All study participants are biological fathers of children with autism and have signed the consent form and

understood that confidentiality and anonymity will be maintained.

Table 1. Demographic report of study participants.

Study Participant Age Education Occupation Marital Age of Age
Code Background Status Child Diagnosed
with Autism
01 36 STPM Police officer Married 7 years 3 years
02 53 Masters Hotelier Married 7 years 3 years
03 34 SPM Self-employed | Single father 7 years 3 years
04 32 Bachelor’s Teacher Married 3 years 2 years
Degree 2 months 8 months
05 32 Bachelor’s Teacher Married 7 years 2 years
Degree 6 months

Table 1 shows the demographic report on the background of all five study participants. Based on the report,
four of the five study participants were in their early 30s, and one in their 50s. Three of them have university
education backgrounds, one with the Malaysian Certificate of Higher Education (STPM) and one with the
Malaysian Certificate of Education (SPM). Two of the participants work as teachers and the other three have
varying occupations. In addition, one participant is a single father who is solely responsible for the care of his child,
while the other four are married. Last, four out of five children are seven years of age, one is three years old, and
three of them were diagnosed with autism at the age of three and another two at 2 years old.

Based on the analysis of the study participants’ interview transcripts, two themes were extracted, namely
emotions towards acceptance of autism and emotions towards management of autism. Table 2 shows the theme results

yielded from the interview questionnaire.

Table 2. Summary of study findings.

Study Questions Theme Sub-theme

What is the challenge from | Emotion towards acceptance | Calm upon knowing that their child has
emotional aspects faced by | of autism autism

the fathers of children with | Emotion towards | Resign and accept that their child has
autism? management of autism autism

Be patient and remain positive
Losing emotional control
Emotionally affected as a father

Theme 1: Emotion towards acceptance of autism
3.1. Calm Upon Knowing That Their Child Has Autism

Two out of three fathers said that the first reaction when their children’s specialist told them that their children
had autism was calmly accepting the diagnosis. Based on their tone of voice, facial expressions, and body language
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when talking about their initial reaction after their child's diagnosis, they appeared calm, and their facial reaction or
body language did not indicate that they were frustrated with the diagnosis.
“I am a person that..I do not get jumpy that easily. However, when I knew about the condition, OK, he has
problems. Therefore, my approach is, I would like to find out what the solutions are. That’s all.”
(Study participant 01)
However, two fathers recalled that their initial reaction was a feeling of sadness upon being given the diagnosis.
Their tones of voice were rather low showing that they felt down when it was confirmed.
“I'm sad. Just sad. (Heavy breathing) Why do I recetve such a test? A child with such a problem, it is pitiful, 1
Selt rather sad at that time. Was thinking what did I do wrong? What is not right? Maybe it was something that
1 did. Perhaps. Hmm.”
(Study participant 03)

3.2. Resigned and Accepted That Their Child Has Autism
All fathers said that they accepted their children’s autism diagnosis when asked about their feelings and
acceptance.
“I said that I would accept this fate, same goes with my wife, and we resigned. Because...why would we go
against God’s will, what’s the point?”
(Study participant 02)
“I was more towards resigning. So, when it was confirmed, personally, I already accepted it at that time.”

(Study participant 05)

3.8. Be Patient and Remain Positive
When asked how they handled their emotions regarding their child’s diagnosis, four out of five fathers stated
they tried to be patient and remained positive in dealing with their emotions.
“So, we just try to be patient.”
(Study participant 01)
“Because God gives such a lest to us, as people always say, to make us realize and have patience. This is part of
life. We can’t go against God’s will.”
(Study participant 02)
“I just remained positive, that’s it.”
(Study participant 06)
Meanwhile, one father stated that he handled his emotions at that time by finding solitude.
“I was like; at that time ... I didn’t share with anyone then. I just kept to myself. Hmm ...... Yes. I was in
1solation.”

(Study participant 03)

Theme 2: Emotions towards the management of autism

After all the fathers had shared their experiences, they continued to talk about the emotional challenges in
managing their children with autism. This theme explains about the challenges that the fathers experienced from
emotional aspects when managing their children. There are two sub-themes: losing emotional control and being

emotionally affected as a father.
3.4. Losing Emotional Control

Four fathers shared that anger was a challenge they experienced. The feelings of anger arose when they

encountered unpredictable behavioral problems.
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“There are times when he will make us feel angry, right. It’s resentful.”
(Study participant 01)
“Then he will do the things that we forbid. He will stop for a moment, or a while, but then he will just continue
to repeat. A minute or two later, he will repeat the same thing again. Yes. Sometimes, I do feel angry.”
(Study participant 03)
Three fathers also felt stress when managing their children.
“So, the problem is to_find him a doctor that will be able to make him sleep. However, the problem arises after he
wakes up. To take care of him is another issue, really. Afraid that he will open the bandage later, that is a
problem. That’s very critical and challenging for us, now we feel the pressure on how to continue”.
(Study participant 02)
In addition, three parents shared that they felt tired when managing their children.
“When I arrived home late and feeling tired, my wife is also exhausted from managing my child who was active
at home, and she too needed my help to take care of our child. Coming home late, I found myself feeling entirely
drained emotionally in order to manage things in school. And at home, the child wanted to play with us”.
(Study participant 04
Patience was the other aspect mentioned by three fathers as another emotional challenge. They shared that
they knew they needed to be patient with their children.
“To face the challenge, we need to have lots of patience. Be OK with the child behavior. These children with
autism, we cannot predict their emotions. Sometimes, the child will suddenly scream. At times, the child will
throw a fit. At that point, it requires lots of patience. If we are not patient, we are not able to take care of this
child with autism.”

(Study participant 02)

3.5. Emotionally Affected as a Father
This sub-theme describes how the presence of a child with autism affects the paternal role of study participants.
Three fathers stated that the presence of their child with autism affects their role as a father because they need to
balance their responsibilities as a father to their children with and without autism.
“When a child is considered special, sometimes we pay more attention to him. Even my second child, he is only 6
years old. However, he did mention it. Sometimes, he expressed, “You always scold me, but not my brother. And I
obey”. That is how he described it. So, when he says things like that, we do feel emotionally affected.”
(Study participant 01).
“I need to attend to the elder brother much more. Hmm. I need to teach him more often, even during mealtime, I
need to pay more attention to the brother (with autism). He (younger brother) is able to eat by himself. He can eat
on his own; he can manage and take care of everything.”
(Study participant 03)
“In general, when he has autism, he interferes in terms of us wanting to manage other children.”
(Study participant 05)
In comparison, the other two study participants said that the presence of their child with autism did not affect
their role as a father.
“Maybe because he is our first child, and I am still learning (laughing) to be a dad, right. So, when he was
diagnosed with autism, I believe that in a way he has helped me to be a more understanding person.”
(Study participant 04)
“No, I'm OK. When we knew that he has autism, my other children understood.
Anyway, my other children are all grown up; they are 23 and 15 years old.”
(Study participant 02)
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4. DISCUSSION

Results of the study found that fathers do encounter challenges from an emotional aspect in managing their
children with autism. Four out of five fathers shared the same sentiment that they did lose control and scolded their
children, which happened when they needed to confront the unpredictable and problematic behavior. Behaviors,
such as having to be told the same thing repeatedly, tantrums, and having to attend to the needs and attention of
children with autism, left these fathers unable to contain their emotions and scolded their children with autism.
This is in line with results from previous studies by Burrell et al. (2017) and Fryer (2015) that found that fathers
experienced feelings of anger during situations at home caused by their child with autism.

The study found that fathers also feel stress in managing children with autism. Just like the anger experienced
by fathers, the causes of stress are due to behavioral problems and the pressure to provide the best care and fulfill
the needs of their children. This finding is supported by Ahmad and Dardas (2015); Davis and Carter (2008) and
Herring et al. (2006) who reported that the behavioral issues of a child with autism vary according to their
spectrum level, and become a major cause of stress for fathers. A study involving parents of children with autism in
Malaysia stated that 90.4% of parents suffer from stress and 53.8% showed psychological problems (Azlina et al.,
2008). Therefore, it is evident from the findings of this study, that fathers also experience stress in managing
children with autism, similar to those faced by mothers as stated by previous studies (Bekhet, Johnson, &
Zauszniewski, 2012; Hoogsteen & Woodgate, 2013; Khanna et al., 2011).

Additionally, fathers in this study shared that they experienced exhaustion. This occurred when they did not
have sufficient time to manage a child with autism, and other family members as well as other matters in their daily
lives. These fathers talked about their children with autism having recurring behavioral problems, being unable to
manage without the help of another person and requiring constant training to ensure that they are able to do things
related to self-management. The study findings concur with previous studies in which fathers stated that they feel
tired because they do not have enough time to manage other things as well as themselves (Cheuk & Lashewicz,
2015; Paynter et al., 2017).

It was also discovered that fathers are affected by the presence of their child with autism. They explained that
having a child with autism affects their role as a father because they also need to balance their responsibilities with
their typical child, career, and other life matters. Although this finding did not appear in the literature review, it is
supported by the research by Darden (2019) and MacDonald and Hastings (2010). In their research, they reported
that the challenge of trying to balance additional work and family responsibilities had caused fathers to be
emotionally affected as the head of the family, thus it is evident that having a child with autism put more pressure
on a father’s role.

In order to face the emotional challenges in managing their children with autism, the study also recognized
that being patient helped the fathers to address these challenges. Being patient is how the fathers deal with the
behavior of their children, and their confidence in God's will helps them in this respect, however, this finding is not
supported by any studies in the literature review section. This may be because past studies pertaining to fathers are
mostly from the perspectives of those in western countries. Nevertheless, this finding is supported by several
studies involving the participation of mothers and both parents on raising and managing children with autism in
Asian countries. These studies found that having faith in God, and their respective religions, helped them in
addressing the challenges of managing children with autism (Chong & Kua, 2016; Jegatheesan, Miller, & Fowler,
2010; Resurreccion, 2013).

In relation to fathers’ emotional acceptance of autism, the findings show that fathers were calm when their
children were given the autism diagnosis. Although many previous studies have reported that fathers experienced a
denial phase (Hartley et al., 2010; Hoogsteen & Woodgate, 2013; Myers, Mackintosh, & Goin-Kochel, 2009), this
study showed that fathers were calm in accepting the fact that their children have autism. The findings agree with

research by Darden (2019), in which fathers said they did not experience the denial phase and were more open in
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trying to assist their children after receiving the autism diagnosis. Fathers in this study were much more willing to
accept the condition of their children. This finding corresponds with the study by Fryer (2015), which also reported
that fathers expressed acceptance of their child's diagnosis and stated that feeling angry or denying the diagnosis

would stop them from feeling calm.

5. CONCLUSION

The main purpose of this phenomenological study was to explore the challenges of fathers in managing
children with autism. It is evident that fathers experience challenges from the emotional aspects similar to mothers
in managing children with autism. This study also gives a detailed understanding around the challenges that
emotional aspects bring. The study findings discovered two main themes when exploring the challenges on the
emotional aspects, namely emotion towards management of autism, and emotion towards acceptance of autism. The
fathers emotionally lost control due to the behavioral problem of children with autism, and it affected their roles as
fathers. Nevertheless, fathers to these children remain positive and accept the fact that their children have autism.
All these challenges have given more meaning to them as heads of families in their efforts to provide the best for

their children.

Funding: This research was supported by the grant from the Faculty of Education, Universiti
Kebangsaan, Malaysia (GG-2019-059).

Competing Interests: The authors declare that they have no competing interests.
Acknowledgement: All authors contributed equally to the conception and design of the study.

REFERENCES
Ahmad, M. M,, & Dardas, L. A. (2015). The hidden patients: Fathers of children with autism spectrum disorder. Journal of

Intellectual and Developmental Disability, 40(4), 368-375. Available at: https://doi.org/10.3109/13668250.2015.1064879.

American Psychiatric Association (APA). (2018). Diagnostic and statistical manual of mental disorder (5th ed.). Arlington, VA:
American Psychiatric Publishing.

Azlina, N. W, Ahmad, M., Oon, N. L., & Razali, S. (2008). Stress and psychological wellbeing among parents of children with
autism spectrum disorder. ASEAN Journal of Psychiatry, 9(2), 65-72.

Bashir, A., Bashir, U., Lone, A., & Ahmad, Z. (2014). Challenges faced by families of autistic children. International Journal of
Interdisciplinary Research and Innovations, 2(1), 64-68.

Bekhet, A. K., Johnson, N. L., & Zauszniewski, J. A. (2012). Effects on resilience of caregivers of persons with autism spectrum
disorder: The role of positive cognitions. Journal of the American Psychiatric Nurses Association, 18(6), 337-344. Available
at: https://doi.org/10.1177/1078390312467056.

Bloomberg, L. D., & Volpe, M. (2019). Completing your qualitative dissertation. A road map from beginning to end (4th ed.). USA:
SAGE Publication, Inc. 119.

Braunstein, V. L., Peniston, N., Perelman, A., & Cassano, M. C. (2013). The inclusion of fathers in investigations of autistic
spectrum disorders. Research m Autism Spectrum Disorders, 7(7), 858-865. Available at:
https://doi.org/10.1016/j.rasd.2013.03.005.

Bromley, J., Hare, D. J., Davison, K., & Emerson, E. (2004). Mothers supporting children with autistic spectrum disorders: Social
support, mental health status and satisfaction with services. Autism, 8(4), 409-423. Available at:
https://doi.org/10.1177/1362861304047224..

Burrell, A, Ives, J., & Unwin, G. (2017). The experiences of fathers who have offspring with autism spectrum disorder. Journal of
Autism and Developmental Disorders, 47(4), 1135-1147. Available at: https://doi.org/10.1007/5s10803-017-3035-2.

Carpenter, B., & Towers, C. (2008). Recognising fathers: The needs of fathers of children with disabilities. Support for Learning,

23(3), 118-125. Available at: https://doi.org/10.1111/].1467-9604.2008.00382.X.

© 2020 Conscientia Beam. All Rights Reserved.



Humanities and Social Sciences Letters, 2020, 8(3): 367-379

Cashin, A. (2004). Painting the vortex: The existential structure of the experience of parenting a child with autism. International
Forum of Psychoanalysis, 13(3), 164-174. Available at: https://doi.org/10.1080/08037060410000632.
Center for Disease Control and Prevention. (2019). What is autism spectrum disorder. Retrieved from

https://www.cdc.gov/ncbddd/autism/facts.html. [Accessed 25.9.20197.

Cheuk, S., & Lashewicz, B. (2015). How are they doing? Listening as fathers of children with autism spectrum disorder compare
themselves to fathers of children who are typically developing. Autism, 20(3), 343-352.

Chin, R., Daiches, A., & Hall, P. (2011). A qualitative exploration of first-time fathers' experiences of becoming a father.
Communaity Practitioner, 847), 19-24.

Chong, W. H., & Kua, S. M. (2016). Parenting self-efficacy beliefs in parents of children with autism: Perspectives from
Singapore. American Journal of Orthopsychiatry, 87(3), 365—375. Available at:
https://psycnet.apa.org/doi/ 10.1037/0rt0000169.

Chu, S. Y., Siti, N. S. A. M. N, McConnell, G. E, Tan, J. S., & Singh, S. K. D. J. (2018). Challenges faced by parents of children
with autism  spectrum disorder in Malaysia. Speech, Language and Hearing, 1-11. Available at:
https://doi.org/10.1080/2050571X.2018.1548678.

Creswell, J. W. (2018). Research design: Qualitative, quantitave, and mixed methods approaches (4th ed.). USA: Sage Publicatications.

Creswell, J. W., & Poth, C. N. (2018). Qualitative inquiry & research design. Choosing among five approaches (4th ed.). California: Sage
Publications.

Cridland, E. K., Jones, S. C., Magee, C. A., & Caputi, P. (2014). Family-focused autism spectrum disorder research: A review of
the utility of tamily systems approaches. Autism, 18(8), 213-222. Available at:
https://doi.org/10.1177/1362361312472261.

Darden, S. L. B. (2019). African American fathers raising and autistic child. Walden University: Dissertation Darden, S. L. B.

Davis, N. O., & Carter, A. S. (2008). Parenting stress in mothers and fathers of toddlers with autism spectrum disorders:
Associations with child characteristics. Journal of Autism and Developmental Disorders, 38(7), 1278-1291. Available at:
https://doi.org/10.1007/510803-007-0512-z.

Divan, G., Vajaratkar, V., Desai, M. U, Strik-Lievers, L., & Patel, V. (2012). Challenges, coping strategies, and unmet needs of
families with a child with autism spectrum disorder in Goa, India. Autism Research, 5(3), 190-200. Available at:
https://doi.org/10.1002/aur.1225.

Eisenberg, L. (1957). The fathers of autistic children. American Journal of Orthopsychiatry, 27(4), 715. Available at:
https://doi.org/10.1111/j.1939-0025.1957.tb05539.X.

Elder, J. H,, Valcante, G., Yarandi, H., White, D., & Elder, T. H. (2005). Evaluating in-home training for fathers of children with
autism using single-subject experimentation and group analysis methods. Nursing Research, 54(1), 22-32. Available at:
https://doi.org/10.1097/00006199-20050 1000-00004..

Elfert, M. (2014). Fathers of children with autism: The impact of a support group on fathers’ stress, depression, coping, and marital
satisfaction. Elfert Miriam's Dissertation. University of British Columbia.

Englander, M. (2012). The interview: Data collection in descriptive phenomenological human scientific research. Journal of
Phenomenological Psychology, 43(1), 13-85. Available at: https://doi.org/10.1163/156916212x63294:3.

Flippin, M., & Crais, E. R. (2011). The need for more eftective father involvement in early autism intervention: A systematic
review and recommendations. Journal  of  Early Intervention, 33(1), 24-50. Available at:
https://doi.org/10.1177/1053815111400415.

Fryer, L. (2015). Fathers’ experiences with autism spectrum disorder: Nursing implications. Journal of Pediatric Health Care,
30(5), 453-463. Available at: https://doi.org/ https://doi.org/10.1016/].pedhc.2015.10.012.

Garfield, C,, Isacco, A., & Bartlo, W. D. (2010). Men's health and fatherhood in the urban midwestern United States. International

Journal of Men's Health, 9(3), 161-174. Available at: https://doi.org/10.3149/jmh.0903.161.

376
© 2020 Conscientia Beam. All Rights Reserved.


http://www.cdc.gov/ncbddd/autism/facts.html

Humanities and Social Sciences Letters, 2020, 8(3): 367-379

Gerdts, J. A, Bernier, R., Dawson, G., & Estes, A. (2018). The broader autism phenotype in simplex and multiplex families.
Journal of Autism and Developmental Disorders, 43(7), 1597-1605. Available at: https://doi.org/10.1007/510803-012-
1706-6.

Giallo, R., Seymour, M., Matthews, J., Gavidia-Payne, S., Hudson, A., & Cameron, C. (2015). Risk factors associated with the
mental health of fathers of children with an intellectual disability in A ustralia. Journal of Intellectual Disability Research,
59(3), 193-207. Available at: https://doi.org/10.1111/jir.12127.

Glass, P. (2001). Autism and the family: A qualitative perspective. Unpublished Doctoral Dissertation. Virginia Polytechnic Institute
and State University, Blacksburg.

Gray, D. E. (2002). Everybody just freezes. Everybody is just embarrassed: Felt and enacted stigma among parents of children
with high functioning autism. Sociology of Health & Illness, 24(6), 734-749. Available at: https://doi.org/10.1111/1467-
9566.00316.

Griffith, G., Hastings, R., Oliver, C., Howlin, P., Moss, J., Petty, J., & Tunnicliffe, P. (2011). Psychological well-being in parents
of children with Angelman, Cornelia de Lange and Cri du Chat syndromes. Journal of Intellectual Disability Research,
55(4), 397-410. Available at: https://doi.org/10.1111/j.1365-2788.2011.01386.X.

Hannon, M. D. (2014). Smiles from the heart: Humanistic counseling considerations for fathers of sons with Asperger’s disorder.
The Professional Counselor, 4(4), 363—377. Available at: https://doi.org/10.15241/mdh.4.4.363.

Hannon, M. D., & Hannon, L. V. (2017). Fathers’ orientation to their children’s autism diagnosis: A grounded theory study.
Journal of Autism and Developmental Disorders, 47(7), 2265-2274. Available at: https://doi.org/10.1007/510803-017-
3149-6.

Hannon, M. D., Blancard, R., & Storlie, C. A. (2019). Microaggression experiences of fathers with children with autism spectrum
disorder. The Family Journal: Counselling and Therapy for Couples and Famailies, 1-10. Available at: https://doi.org/
10.1177/1066480719832512.

Hartley, S. L., Barker, E. T., Seltzer, M. M., Floyd, F., Greenberg, J., Orsomond, G., & Bolt, D. (2010). The relative risk and
timing of divorce in families of children with autism spectrum disorder. Journal of Family Psychology, 24, 449-457.
Available at: https://doi.org/ 10.1037/a0019847.

Hastings, R. P., & Brown, T. (2002). Behavior problems of children with autism, parental self-efficacy, and mental health.
American  Journal on Mental Retardation, 107(3), 222-232. Available at: https://doi.org/10.1852/0895-
8017(2002)107%3C0222:bpocwa%31£2.0.co;2.

Hastings, R. P., Kovshoff, H., Ward, N. J.,, degli Espinosa, ., Brown, T., & Remington, B. (2005). Systems analysis of stress and
positive perceptions in mothers and fathers of pre-school children with autism. Journal of Autism and Developmental
Disorders, 35(5), 635-644. Available at: https://doi.org/10.1007/510803-005-0007-8.

Hayes, S. A., & Watson, S. L. (2013). The impact of parenting stress: A meta-analysis of studies comparing the experience of
parenting stress in parents of children with and without autism spectrum disorder. Journal of Autism and Developmental
Disorders, 43(3), 629-642. Available at: https://doi.org/10.1007/510803-012-1604-y.

Herring, S., Gray, K., Taffe, J., Tonge, B., Sweeney, D., & Einfeld, S. (2006). Behaviour and emotional problems in toddlers with
pervasive developmental disorders and developmental delay: Associations with parental mental health and family
functioning. Journal of Intellectual Disability Research, 50(12), 874-882. Available at: https://doi.org/10.1111/).1365-
2788.2006.00904.X.

Hoogsteen, L., & Woodgate, R. L. (2013). Centering autism within the family: A qualitative approach to autism and the family.
Journal of Pediatric Nursing, 28(2), 135-140. Available at: https://doi.org/10.1016/j.pedn.2012.06.002.

Hoogsteen, L., & Woodgate, R. L. (2013). The lived experience of parenting a child with autism in a rural area: Making the
invisible, visible. Pediatric Nursing, 39(5), 238-237.

Thmeideh, F. M. (2014). Giving fathers a voice: Towards father involvement in early years settings. Early Child Development and

Care, 184(7), 1048-1062. Available at: https://doi.org/10.1080/03004430.2013.842562.

377
© 2020 Conscientia Beam. All Rights Reserved.



Humanities and Social Sciences Letters, 2020, 8(3): 367-379

Itzchak, E. B., Lahat, E., & Zachor, D. A. (2011). Advanced parental ages and low birth weight in autism spectrum disorders—
rates and effect on functioning. Research in Developmental Disabilities, $2(5), 1776-1781. Available at:
https://doi.org/10.1016/).ridd.2011.03.004.

Janecka, M., Rijsdijk, F., Rai, D., Modabbernia, A., & Reichenberg, A. (2017). Advantageous developmental outcomes of
advancing paternal age. Translational Psychiatry, 7(6), e1156-e1156. Available at: https://doi.org/10.1038/tp.2017.125.

Jegatheesan, B., Miller, P. J., & Fowler, S. A. (2010). Autism from a religious perspective: A study of parental beliefs in South
Asian Muslim immigrant families. Focus on Autism and Other Developmental Disabilities, 25(2), 98-109. Available at:
https://doi.org/10.1177/1088357610361344.

Kartini, I., Cornish, K., Park, M. S. A., & Golden, K. J. (2015). The value of mixed-method research with families of children with
autism spectrum disorder: A grounded theory protocol. Journal of Technology, 77(33), 59-68. Available at:
https://doi.org/10.11113/jt.v77.7006.

Kartini, I., Liaw, J. H. J,, Cornish, K., Park, M. S. A, & Golden, K. J. (2016). Wellbeing of mothers of children with Autism.
Journal of Intellectual & Developmental Disability, 1-17.

Kartini, I., Liaw, J. H. J,, Cornish, K., Park, M. S. A, & Golden, K. J. (2016). Wellbeing of mothers of children with “A-U-T-I-S-
M” in Malaysia: An interpretative phenomenological analysis study. Journal of Intellectual & Developmental Disabilities,
42, 74—89. Available at: https://doi.org/10.8109/13668250.2016.1196657.

Khanna, R., Madhavan, S. S., Smith, M. J,, Patrick, J. H., Tworek, C., & Becker-Cottrill, B. (2011). Assessment of health-related
quality of life among primary caregivers of children with autism spectrum disorders. Journal of Autism and
Developmental Disorders, 41(9), 1214-1227. Available at: https://doi.org/10.1007/510803-010-1140-6.

Koegel, L., & LaZebnik, C. (2004). Overcoming autism. New York: Penguin Group.

Ludlow, A., Skelly, C., & Rohleder, P. (2011). Challenges faced by parents of children diagnosed with autism spectrum disorder.
Journal of Health Psychology, 17(5), 702-711.

MacDonald, E. E., & Hastings, R. P. (2010). Mindful parenting and care involvement of fathers of children with intellectual
disabilities. Journal of Child and Family Studies, 19(2), 236-240. Available at: https://doi.org/10.1007/510826-008-
9243-9.

McFadden, K. E., Tamis-LeMonda, C. S., & Cabrera, N. J. (2011). Quality matters: Low-income fathers’ engagement in learning
activities in early childhood predict children's academic performance in fifth grade. Family Science, 2(2), 120-130.
Available at: https://doi.org/10.1080/19424620.2011.655952.

Meadan, H., Stoner, J. B., & Angell, M. E. (2015). Fathers of children with autism: Perceived roles, responsibilities, and support
needs. Early Child Development and Care, 185(10), 1678-1694. Available at:
https://doi.org/10.1080/03004430.2015.1019876.

Merriam, S. B., & Tindell, E. J. (2016). Qualitative research. A guide to design and implementation (4th ed.). San Francisco: John
Wiley & Sons Inc.

Miles, M. B., Huberman, A. M., & Saldana, J. (2014). Qualitative data analysis: A methods sourcebook. Thousand Oaks, CA: Sage.

Ministry of Health of Malaysia. (2014). Clinical practice guidelines. Management of autism spectrum disorder in children and adolescents.
Malaysia: Malaysian Health Technology Assessment Section (MaHTAS).

Mohd, S. M., & Nur, N. A. R. (2018). The relationship between parental behavior, psychological stress with mental health levels
among autistic child caregivers. Journal of Malaysian Psychology, 32(4), 123-132.

Moustakas, C. (1994). Phenomenological research methods. USA: Sage Publications Inc.

Muhammad, H. M. S, & Nurul, A. J. (2019). Challenges of parents with children with autism spectrum disorder (ASD): A
literature review. Journal of Social Sciences, 4(1), 33-4:3.

Muralidharan, G. D. (2016). Parents’ voice: Concerns, barriers and benefits of parental involvement for children with Autism in Malaysia.

Dissertation Dr. Sumnikova, Charles University in Prague.

378
© 2020 Conscientia Beam. All Rights Reserved.



Humanities and Social Sciences Letters, 2020, 8(3): 367-379

Myers, B. J., Mackintosh, V. H., & Goin-Kochel, R. P. (2009). My greatest joy and my greatest heart ache: Parents’ own words
on how having a child in the autism spectrum has affected their lives and their families’ lives. Research in Autism
Spectrum Disorders, 3(3), 670-684. Available at: https://doi.org/10.1016/].rasd.2009.01.004.

Nicholas, M. A. (2018). Fathers of children with autism spectrum disorders: Understanding stress, coping, and opportunities for growth.
Disertasi Nicholas, M.A., Florida State University.

Paynter, J., Davies, M., & Beamish, W. (2017). Recognisisng the “forgetten man”: Fathers” experiences in caring for young child
with autism spectrum disorder. Journal of Intellectual & Developmental Disability, 43(1), 112-124. Available at:
https://doi.org/10.8109/13668250.2017.1293285.

Peterson, K. A. (2014). An analysis of father involvement practices in early childhood: Implications for early intervention service delivery.
Southern Illinois, US: Southern Illinois University Carbondale.

Resurreccion, R. (2013). Best practices of parents and interventionists of children with autism. Phalippine Journal of Counseling
Psychology, 15(1), 97-119.

Rosenberg, J., & Wilcox, W. B. (2006). The importance of fathers in the healthy development of children: Fathers and their impact on
children well-being: U.S. Children’s Bureau, Office on Child Abuse and Neglect.

Ryan, G. W., & Benard, H. R. (2000). Data management and analysis methods. In handbook of qualitative research. Thousand Oaks,
CA: Sage Publications.

Saldana, J. (2015). The coding manual for qualitative researchers. Newcastle Upon Tyne: Sage.

Silverman, D. (20183). Doing qualitative research: A practical handbook. Thousand Oaks: Sage Publications Inc.

Solomon, L. E. (2012). Reconstructing autism: A phenomenological study of the relationship between parents and their children diagnosed
with an autism spectrum disorder. Disertasi Soloman, L.E., Wright State University.

Tadi, P. S. (2018). Fathers’ participation in early childhood education in New Zealand. Disertasi Dr Amir Sadeghi. University of
Canterbury.

Tomanik, S., Harris, G. E., & Hawkins, J. (2004). The relationship between behaviours exhibited by children with autism and
maternal  stress. Jowrnal of Intellectual and  Developmental — Disability, 29(1), 16-26. Available at:

https://doi.org/10.1080/13668250410001662892.

Views and opinions expressed in this article are the views and opinions of the author(s), Humanities and Social Sciences Letters shall not be responsible or
answerable for any loss, damage or liability etc. caused in relation to/arising out of the use of the content.

379
© 2020 Conscientia Beam. All Rights Reserved.



