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Abstract

Autism spectrum disorder present challenges, stress, and burdens to caregivers. In order to
ensure the quality of life especially the well-being of caregivers, they need necessary
supports. This study uses a qualitative method which is in-depth interviews to explore the
domains of caregivers’ burden and challenges as well as their coping mechanisms. This study
has been conducted among caregivers registered with NASOM Melaka. A total of 8
respondents participated in this study voluntarily, consisting of 7 women and a man. The data
was collected via a series of online interviews. The analysis was conducted based on thematic
analysis. Financial, emotional, physical, and social life challenges are the domains contributing
to the burden of caregiving. The financial issue is reported to be the most important challenge
in caregiving. This is due to the high costs involved in the management of treatment and
therapy, as well as the cost of food and daily expenses. Acceptance and spiritual aspects are
the positive coping mechanisms for the management and caregiving of autistic children. In
conclusion, caregivers also need emotional and practical supports from family members.
Government and Non-Governmental Organisations should be more attentive to the need and
constraints faced by the caregivers, especially financial constraint.

Keywords: Autism Spectrum Disorders, Caregiver Stress, Well-Being, Psychological Well-
Being, Coping Mechanism.

Introduction

Autism Spectrum Disorder (ASD) is one of the groups categorized as disabled under the
category of learning disabilities (Department of Social Welfare, 2019). According to Nik Aida
et al. (2019), autism is a neurological disorder characterized by deficits in the aspects of social
interaction, social communication, and behavior. A study by APA (2013) found that this
disorder is often comorbid with problems such as intellectual disability, motor coordination
problems, attention disorders, epilepsy, aggressiveness, eating disorder, and sleeping issues.
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However, the autistic characteristics of individuals categorized as ASD are still difficult to be
treated due to the complexity of the condition. Given the nature of this disorder, caregiving
autistic children is inevitably more challenging than caregiving normal children. In this regard,
the challenges experienced by working parents and caregivers themselves are related to their
own well-being and the quality of care for autistic children. Caregiver of autistic children need
to handle and endure a complex characteristics and behaviours of the child. Bashir et al.
(2014) agreed that raising children with autism is a very challenging experience for parents
and the whole family members. The statistics of people with autism spectrum disorder (ASD)
are on the increase continuously. Li et al (2019) stated that Autism Spectrum disorder is one
of the developmental disorders existing and now growing rapidly across the country. In
Malaysia, local epidemiological studies on the prevalence of Autism spectrum disorder are
yet to be available (MaHTAS, 2014). According to the Family Health Division, Ministry of
Health (2016), the prevalence rate of autistic children in Malaysia is estimated at 1.6 in 1000
people, while in the United States of America the prevalence rate among children is generally
estimated at around 14.7 per 1000, which is 1 out of 68 children aged 8 years (CDC, 2014). In
addition, most individuals with this disorder are boys rather than girls (Karaarslan & Kully,
2015).

Literature Review

The diversity of different spectrums and behaviours pose different challenges to caregivers in
raising an autistic child. Recent studies have shown that various sources lead to the burden
of caregivers in childcare especially in their early experience of diagnosis and challenges in
family development (Topen et al., 2019). Zarit et. al (1980) define the burden as a condition
that occurs because of the necessary care duties or restrictions that cause discomfort for a
caregiver. Many previous studies have reported that most caregivers experience high levels
of burden (Oh, Kyoung, & Lee, 2009) mainly due to financial, social, psychosocial, cost of
treatment, and transportation (Yamaoko et al., 2015; Sazlinan et al., 2018; Aida et al., 2019).

Caregivers of autistic children also reported many negative effects and lower aspects of
psychological well-being. Similarly, a study conducted by Landon, Shepherd, and Goedele
(2017) also states that parents of autistic children often experience dissatisfaction with their
quality of life. Furthermore, some caregivers also experience the emotional burden of care
which indirectly causing the decline in quality of life in many aspects (Chan and Lam, 2017,
Ting etal., 2018; Broady et al., 2018; Wong et al., 2019). All individuals need a certain standard
in the quality of life or well-being of life to achieve an acceptable level of life and psychological
satisfaction. According to Azizah, Jamal and Roslina (2014), well-being is a dynamic process
and human beings can give value to the growth of lives, either in a better direction or vice
versa. Well-being is a very subjective issue because it refers to the experience of an individual
who evaluates life through two different components, in terms of cognitive and affective
(Diener, 1984; Diener et al., 1995).

Werner and Shulman (2013) state that most caregivers experience a decline in psychological
well-being. According to Parameswari and Jeryda Gnanjne Eljo (2012), this is due to the
diversity of responsibilities that need to be resolved especially in the management of
individuals with disabilities. Hoefman et al. (2014) suggested that when caregivers are highly
stressed out, family functioning decreases. This will translate into a decrease in the quality of
life.
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Although the burden experienced by the caregivers is reported to be increasing, there are not
many studies that classify the type of burden experienced clearly and in detail, especially how
the caregiver experiences the tension and the type of different burdens during various stages
of the child development. The burden and stressful situation experienced by caregivers of
autistic children is considered very important in determining the quality of life, family
functioning, and well-being. Burden amongst guardians is a powerful predictor in determining
psychological well-being (Cramm & Nieboer, 2011). Therefore, in managing daily life, the well-
being aspect plays an important role in a person's quality of life along with the existing
surrounding environment to build a more meaningful life. Thus, this study is conducted to
explore the burden and challenges in caregiving and their coping mechanisms to cope with
the challenges in order to attain psychological well-being.

Methodology
Research design
In this study, the researchers have used qualitative design by adopting a phenomenological
approach to explore the experience of informal caregivers who have children with Autism.
The researchers have collaborated with The National Autism Society of Malaysia (NASOM)
Melaka to approach the respondents. In the list of names received, there were a total of 22
prospect respondents and only 8 respondents voluntarily participated in this study and
agreed to be interviewed. In this study, the researchers used a purposeful sampling technique
aimed at obtaining respondents that meet the original purpose of the study. Following that,
the researcher has set some parameters or conditions that needed to be met by the
respondents:

a. respondents must be an individual caring for or a family member who cares for

autistic children.
b. respondents aged between 25 to 60 years old; and
c. able to understand and speak either Malay or English.

Research Instruments

For this study, the researchers have developed a set of semi-structured questions to be used
in interviews with the respondents based on the issues specified. The set of questions
consisted of 3 parts:

a. Section A - demographics. In this section, the researchers presented questions of
the study and explore the background of the respondent as well as the history of
life;

b. Section B - experience as a caregiver. In this section, the researchers explored the
experience as a caregiver, touching on aspects of burden;

c. Part C — coping mechanism and well-being. In this section, the researchers
explored and delved into what factors contributed to the burden and its impact on
the well-being of the caregiver.

Research Ethics

Before the study was conducted, the researchers first obtained the consent of NASOM’s
supervisor. After that, the researchers approached the names given using the WhatsApp
application. Following the agreements to be interviewed, the researchers conducted online
interviews. During the interview, the researchers first gave a brief explanation to the
respondents on the purpose of the study. Researchers also informed them of guaranteed

880



INTERNATIONAL JOURNAL OF ACADEMIC RESEARCH IN BUSINESS AND SOCIAL SCIENCES

Vol. 11, No. 6, 2021, E-ISSN: 2222-6990 © 2021

confidentiality. This is due to the fact that in qualitative studies, the oral protocol is a very
important aspect that researchers need to adhere to (Othman, 2014). Hence, the researchers
developed an oral protocol to obtain information based on the purpose of the study.

Research Analysis

The researchers chose to use thematic analysis techniques to analyse the issues studied. The
thematic analysis is an analysis that can be used to extract patterns or themes related to
specific issues. This thematic analysis is also a flexible basic analysis for researchers in
conducting data analysis (Braun and Clarke, 2014).

Result of the Study

Demographic Background of Respondents

Descriptive analysis was used in explaining the demographic profile information of the
respondents. In general, in this study, a total of 22 parents or guardians were included in the
list given by NASOM to be the possible participants. Out of that, only 8 were willing to
participate in the online interview conducted by the researchers. All of them have autistic
children ranging from 8 to 22 years old. The respondents in this study were all parents or
guardians who sent their children to the NASOM Care Center, Melaka. Table 1 shows the
demographic summary of the study respondents, while Table 2 shows the demographic
summary of the respondents' children categorised as autistic. To maintain the confidentiality
of the respondents, the researchers labelled each respondent with identification codes
namely R1, R2, R3, R4, R5, R6, R7, and R8, with pseudonyms (false name).

Each aspect in this demographic section gives its own importance to everyone. Results of the
study will be provided by the background of the respondents where important information
such as the number of children in the family, the autism category, and its severity, and
sociodemography of caregivers. This is because each of this information is individualised and
provides a different effect to the respondent in the management of the specialised childcare.
The position of the child among the siblings and the number of children also touches the
aspect of child growth and contribute to the burden of caregivers of the children. Most of the
respondents informed that the other children greatly assisted in caregiving, even at a young
age. Hence, their assistance indirectly impacted the social growth of autistic children to
interact even though the main characteristics of autism remained unchanged. There were
eight (8) respondents who voluntarily participated in this study. A total of seven (7) female
and one (1) male respondent were involved. In this study, only two respondents were
homemakers, and the rest have formal works. They had various educational levels. It can be
concluded that the level of education of each respondent provided an important background
in terms of care, detection of early symptoms, treatment, and intervention.
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Table 1
Summary of Respondents’ Demography
Respondent Age Gender Religion/ Occupation Educational No. of
(R) Race Level children
R1 60 Female Islam/Malay Homemaker SPM 1
R2 45 Female Islam/Malay Lecturer Bachelor 3
degree
R3 34 Female Islam/Malay Lecturer Bachelor 3
degree
R4 43 Male Islam/Malay Religious Diploma 3
Officer
R5 39 Female Islam/Malay Homemaker Certificate 3
R6 38 Female Islam/Malay Lecturer Master 1
degree
R7 49 Female Islam/Malay Self- PhD 3
employed
RS 38 Female Islam/Malay Teacher Bachelor 2
degree
Table 2
Summary of Children’s Demography
Respondent (R) Age Gender Severity levels
R1 21 Male Severe
R2 14 Female Mild
R3 6 Male Mild
R4 10 Male Moderate
R5 8 Male Moderate
R6 9 Male Moderate
R7 18 Male Moderate
R8 9 Female Mild

Theme 1: Challenges in Caregiving

There are four subthemes described by the respondents as the challenges in caregiving a
child with autism. The subthemes are 1) emotional challenges, 2) physical challenges, 3)
financial challenges, and 4) social life challenges.

Emotional challenges

The present study generally found that almost all study respondents went through
emotional and financial burdens consistently in the process of caring for autistic children.
But only a handful reported facing the burden on the aspects of social life where ‘me time’
or free time was quite limited. These findings are similar to the findings of Topan et al.
(2019) whose respondents reported that they did not have time for themselves. This is
different from what is reported and described as a relaxation time for caregivers of normal
children. The first subtheme of emotions through the emotional response shown by the
respondents in this study is seen the trend of almost all experiencing sadness and anger
emotions in the context of care. However, the emotional effects experienced by some
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study respondents mostly focus on two or three emotions affected. Among the emotional
responses were sadness, frustration, anger, and stress. All the responses faced were due
to the perceptions and views of the surrounding individuals, the acceptance from family
members, behaviour of the child, as well as personal satisfaction in childcare. A respondent
said:

"Sometimes it's sad when people say ... sometimes it's sadlah, yes we accept the situation
he is in" (Respondent 5, Mrs. Zaiton)

"Hm, I'm sadlah, sometimes I'm sad aaa but once people understood, it's okaylah. This
means that the process before he understands, there were some incidents that happened.
So | feel frustrated/ah”. (Respondent 6, Mrs. Syahirah)

Physical Challenges

Next on the physical subtheme, it can be reported that through the current researcher's
interview with the study respondent, there were stressful situations and demanding instances
where the caregiver needed to fulfill the child's demands. Most caregivers complained of
fatigue and tiredness due to the continuous need to care for the child’s behaviours. Fatigue
is an inescapable state in the care of autistic children. The stress experienced by the caregiver
was also through the endless presence of fatigue and its relationship with the caregiver’s
career. This study can also be compared with the study of Omaima Ezzat et al. (2017) whose
respondents also reported experiencing physical subjective burdens such as fatigue,
tiredness, and emotional turbulence. A respondent expressed that:

"Ha, that's right, sometimes, of course, sometimes when he behaves badly like that,
sometimes we don't understand what he wants, right? Sometimes | feel so tired, God...I feel
so so tired” (Respondent 5, Mrs. Zaiton).

Thus, the researchers found that all the respondents of the study experienced emotional
and physical burdens as a result of childcare. These findings on burdens can be comparable
to the study that has been done by Hasting (2002) and Isa et al. (2016). The burdens can
be attributed to the process of handling the child's behaviour and fulfilling the child's
demands by parents and guardians. The diversity of the child’s spectrum and autistic
behaviours presented different challenges for each caregiver. These emotional and
physical caregiving burdens hae been proven to affect the caregivers, especially for formal
careers. They need to keep up with working hours while at the same time, fulfill the child's
needs. Therefore, it was inevitable that during certain times, they experienced a sense of
helpless to handle a child. Researchers can apply the theory by Hans Selye (1979) where
individuals go through a sense of inability to control something that happens. This occurs
as a result of the interaction between emotional and physiological responses that affect
the level of the individual’s strength to cope with the pressures, challenges, and burdens.
Thus, individuals who are able to rise again from that sense of inadequacy, unknowingly
develop a mechanism against vulnerability within themselves to fight the obstacles, should
these be present at other times in life.

Financial Challenges

The third subtheme is financial challenges. Caring for individuals with special needs costs
money. Within this subtheme, the researchers found that several items contributed to the
financial burden such as the management of daily expenses, food intake, therapy, and
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treatment care costs. Most of the study respondents in this study were middle-class
citizens, with only two people were categorised as B40. Thus, financial issues can be
identified to have a direct impact on all economic levels of caregivers whether the
underprivileged or the middle class, working and unemployed. Some of the statements of
respondents:

"Then like he needed EIP of RM360 that we paid, then his therapy is different, we paid
separately" (Respondent 5, Mrs. Zaiton)

Consequently, the financial needs are dependent on the needs of the children and the
variety of needs (therapeutic needs, medical needs, learning needs, basic needs) described
directly affecting the well-being of each caregiver. The results of this study support the
finding of the study conducted by Misquiatti et al. (2015) where finances have an
important impact on the care management of a child with disabilities. These are evidence
from previous studies such as Oh, Kyoung, and Lee (2009); Misquiatti et al. (2015) found
the significance of having adequate finance in the care of autistic children, as well as other
disabled children. However, there were a few who states that the financial burden did not
put pressure on the caregiver. This is due to the small number of children and sufficient
income for childcare management. In this study, financial allocations were widely used for
the purpose of child therapy, follow-up treatment, and motor-sensory therapy equipment.
Some also reported the additional costs to provide comfort to the child and to meet the
child's needs in terms of nutrition.

Social Life Challenges

The fourth subtheme, on social life also placed a burden on caregivers in the care
management of autistic children. In this study, the researchers looked at the needs of
caregivers to adapt to the conditions of working hours, the needs of their own time, and for
social activities. Most of the respondents reported of not having their ‘me time’ enjoyed by
most parents who had normal children. There were also respondents who reported that they
did not have the freedom to go to supermarkets or shopping malls as they were always
thinking about the condition of a child who cannot remain calm or can act dangerously. A
respondent said:

“Haa so when | have a child like this, | can't do anything much, cannot hang out with people,
haa then | have to take care of her... aarr so | am like I'm less social "(Respondent 8, Mrs.
Sarah)

In this regard, on the allocation of time, some caregivers also stated that there was no
problem with childcare management. This was due to the small number of children and the
sociodemographic factors of caregivers who have flexible times due to being homemakers
and self-employed. However, there are some findings of previous studies showed that almost
all caregivers and mothers reported of not having their own free time and limited time for
social activities (Dillenburger et al., 2010; Topen et al., 2019). With these various factors
contributing to the burden, all factors can be balanced with adequate social factors especially
in terms of support and assistance. In this study, it can also be concluded that in the financial
subtheme there were two respondents getting financial aids from agencies and NGO such as
JKM and NASOM. As for the social life theme, while the caregivers expressed dissatisfaction
in social activities, researchers found that caregivers received ample positive support from
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various agencies in childcare. Thus, all sources of the challenges contribute to the hardship in
care. It can be reduced through the adequacy of the supports obtained. The table below
summarizes the findings:

Table 3
Summary of Findings
Summary of findings:
1) Emotional challenges: sadness, anger, frustration, stress
2) Physical challenges: tiredness
3) Financial challenges: daily expenses, food intake, therapy/treatment
4) Social life challenges: social activity, freedom, relaxation time

Theme 2: Coping Mechanisms

In this theme, the researcher found that there were two important subthemes where these
subthemes play a role in developing the high level of well-being among the caregivers. The
subthemes are: 1) acceptance 2) spirituality

Acceptance

Findings show that acceptance was a very important aspect. This was because the
caregivers would not be able to carry out the responsibilities in the care management of a
special child perfectly if they as the caregivers were unable to fully accept the child's
condition. If they accept their children's condition, indirectly they would be able to reduce
the stress and burden they faced. Acceptance is very subjective and differs from one
individual to another. Some only need a short time to accept certain fates or situations.
There are also those who take a longer time to accept new situations and adapt their lives
to new realities. Some respondents recounted:

"Haa that’s it, but what to think, God has given us this, right? There must be blessings,
right? Haa | am thankful, | never have regrets". (Respondent 1, Mrs. Siti)

"A lot, aaa when we already .. aaa what... we can already accept right. We felt easier than
before umm... where sometimes we felt wanted to be angry.” (Respondent 8, Mrs. Sarah)

In this study, each study respondent reported that the acceptance of the child's condition
has led to higher overall well-being. All respondents reported that it was only in the early
stages when they were informed of the child's condition, they were in shock. They faced
difficult moments to accept the reality of the condition of the children they dreamt of
being born normal and perfect. Most of the respondents reported that they went through
an adjustment period of about 6 months after knowing the child's condition as the study
of (Bilgin and Kucuk, 2010).

Spirituality

The spiritual aspect is related to the religious aspect and beliefs. This aspect became a
positive source for every individual to hope, appeal, and express personal feelings. Prayers
and supplications become a strength for the respondents in facing their difficult days. All
the respondents studied were Muslims. Thus, they sought strength in religion through
spiritual activities. Islam places great emphasis on the concept of contentment in receiving
fates. Every human being is not free from the test to elevate him to a better and higher
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position as a servant of God. This belief and trust further facilitated the process of
accepting and strengthens their trust in their struggle to help these children. Therefore,
based on this study, the researchers found that all study respondents have high spiritual
values which indirectly showed that they built self-satisfaction through positive and
constructive thinkings. Acceptance and spiritual aspects have influenced the well-being of
caregivers in the care of Autistic children. This is in line with the findings of Calistina Ubeh
(2014); llias et al. (2017). At the level of acceptance, the caregiver accepted the fact that
the child's condition cannot be changed but daily functioning can be improved. This belief
served as a basis for the spirit for each caregiver to continue to support the child.
Therefore, caregivers were prepared to experience fatigue, tiredness, and ready to accept
the child's unpredictable development. Disappointment and acceptance will certainly be a
frequent cycle for caregivers in managing and handling the special child.

Conclusion

Future studies need to explore and assess the issues of caregiver’s well-being, quality of
childcare, and quality of services that are yet to be answered. These issues need to be
explored to ensure that caregivers of autistic children, especially, receive adequate
assistance and support that are available in Malaysia. This study is expected to contribute
to the field of developmental psychology, community health, and social work. The issue of
accessibility of services for caregivers of autistic children and its difficulties among those
with low incomes should continue to be focused on in future studies. Governmental
agencies and NGOs also need to be more sensitive to this issue by further improving the
quality and access of social work services to families with autistic children.
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