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Abstract

Generally, there is a public awareness that parents of children with autism syndrome disorder
(ASD) face significant challenges in raising their children. This research aims to investigate the
challenges and problems faced by these parents in the workplace. A qualitative study with
purposive sampling was implemented. Three informants (N=3) were recruited from a family
support group and went through an in-depth interview twice using a semi-structured format.
The data were recorded, transcribed and analysed using thematic analysis. Among themes
that emerged from the data were lack of exposure to ASD, peer views on parents of children
with ASD, employer's concern for these parents, and cooperation between co-workers and
parents of children with ASD. This study provides ideas and views for both employers and
employees in Malaysia who deal with parents of children with ASD to guide workplace
support and pull-down obstacles for these parents. This study is hoped to help the
community, government agencies, and non-governmental organisations continue to pay
attention to and assist parents of children with ASD in the workplace in order to raise
awareness about ASD and encourage parents of children with ASD to continue working
without worrying about childcare.

Keywords: Autism Spectrum Disorder, Disability, Workplace, Peers at Work, Organisational
Support

Introduction

Autism Spectrum Disorder (ASD) is a complex developmental disorder characterised by
persistent difficulties with social interaction, speech and nonverbal communication, and
accompanied by restricted and repetitive behaviours. This disorder can be detected as early
as 18 months of age, but it is commonly detected at the age of three (Paul & Gilbert, 2011;
Guthrie et al., 2012). It can be detected in behavioural differences and the unusual play that
they joined. In addition, they have limited and repetitive behaviours as a coping mechanism,
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making it difficult for them to interact with people around them (Kanner, 1943). Without
effective early intervention, a number of these children frequently display hyperactive
behaviour and engage in self-harm. Due to these impairments, parents of children with ASD
reported difficulties managing their children's behaviour, which impacts their caregiving
process.

According to the Centers for Disease Control and Prevention (CDC), one in every 68 children
in the United States has ASD, with boys being more commonly diagnosed than girls (Centres
for Disease Control and Prevention, 2020). In Malaysia, about 9,000 children are born with
ASD each year, and the current statistics recorded about 60,000 people are diagnosed with
ASD (Anwar, 2016). ASD is not a psychological disorder; therefore, it should not cause social
isolation from other children (World Health Organization, 2021). Currently, only one
government agency, Genius Kurnia, provides early intervention services to children with ASD
in Malaysia. Most children get the much needed therapeutic service from centres set up by
non-governmental organisations or private entities.

It is not easy for parents to provide care and education for children with ASD. There are
numerous challenges and obstacles that parents of children with ASD must overcome. The
difficulties that these parents frequently face is related to care (Sharif & Jamil, 2019). Most
children with ASD require immediate parental attention because they require constant
observation to ensure their safety. Therefore, it is not surprising that parents of children with
ASD have a higher stress level than other parents because they face numerous challenges
from various angles (Ali et al., 2020). According to previous studies, parents of children with
ASD experience stress includes physical, emotional, and psychological aspects (Lee et al.,
2017; Sharif, 2019; Takom et al., 2015; Takom et al.,, 2016). This psychological stress is
exacerbated if the children have behavioural issues, which affects both parent and child
(Manan et al., 2018; Mohamad & Rosdi, 2018). Thus, positive community support is beneficial
in providing moral support for parents during their struggles in raising their children (Ubeh et
al., 2017). On top of this, environmental factors can also impact these parents' emotional and
spiritual well-being.

Previous research on ASD has concentrated on the spiritual and physical support as well as
challenges parents of children with ASD face in general (Zainun et al., 2019). The public is
aware that there are numerous challenges for parents of children with ASD, especially for
working parents, compared to non-working parents of children with ASD (Amin et al., 2016).
However, limited research has focused on the support provided to parents of these children
at work. Therefore, this study aims to investigate the challenges faced by parents of children
with ASD at the workplace and explores on the support provided to working parents of
children with ASD. This study tries to answer these research questions:

1. How well do colleagues understand the challenges faced by the parents of children with
ASD?

2. What are the difficulties they face at the workplace?

3. Does the support and assistance from employers meet their needs?

The research findings are expected to increase future studies in this field, particularly in
human development. Furthermore, this study is essential for developing knowledge systems,
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which could be used as the foundation for a study on challenges and support for parents of
children with ASD. Furthermore, it is hoped that the findings could increase awareness for the
government and the local community on the importance of support for parents of children
with ASD.

Autism Spectrum Disorder

Autism Spectrum Disorder (ASD) is a highly complex developmental disorder diagnosed within
the first three years of life (Santosa, 2003). The Diagnostic and Statistical Manual of Mental
Disorders provides a guideline to identify these symptoms (DSM-V). Additionally, according
to the World Health Organization (2021), ASD can be identified through a child's social
interactions, relationships, and repetitive actions. Schriber et al (2014) correspond those
children with ASD have distinct personalities and syndromes. However, as a child with ASD,
the most inferred feature is difficulty communicating and social development. They usually
enjoy isolating themselves and having creative thoughts away from others (Pearce, 2005).
Many parents are concerned about their child's development since it appears to be slow in
some areas, and it is not easy to assume that their child is average. Therefore, parents
commonly consult with a psychiatrist to identify and treat their child's mental illness at the
soonest (McConachie & Diggle, 2007).

ASD is classified into three levels: mild, moderate, and severe. The first level depicts a child
who works lightly but can still be controlled. Children with ASD can still behave generally at
this stage. They can communicate and develop socially to a satisfactory level. Children can
still control their ASD behaviour at this stage, but they can also express their wants and
interests. Children at this stage are viewed as typical children, with typical attitudes and
personalities. However, they had difficulty interacting and showed less in interactions with
others. At this stage, parents, like everyone else, need to encourage and support their
children constantly.

The second level is neither chronic nor acute, but they still require assistance in their daily
lives. For example, a child with moderate ASD can still give a two-way response but has less
response and learning than children with light levels. At this stage, ASD has difficulty
communicating both verbally and nonverbally. They cannot say or hear what they want, but
they can repeat words they hear or see.

The third level is aggressive ASD, which occurs when a child with ASD exhibits uncontrollable
behaviour. Children at this level are in desperate need of much help. Children at this stage
are classified as chronic because they have difficulty learning and communicating. It will have
a significant impact on these children if they do not receive strong support. Children will
become obsessed with an object at this stage and tantrum if it is taken or not given to them.
Their tantrum is to self-harm without stopping or to bang their head against a wall. Aside from
that, children at this age are preoccupied with their daily routine. They will have tantrums if
their daily routine is changed, just as they would if they were obsessed with one object.

The Centers for Disease Control and Prevention (CDC) stated that the number of children

diagnosed with ASD has increased for one world, with 1 in 150 children diagnosed with ASD
in the United States in 2000, increasing to 1 in 59 children in 2014 (Maenner et al., 2020). This
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figure indicates that more than 3.5 million Americans have ASD. At the same time, it is
reported that one in every 99 Malaysian children has ASD.

Challenges And Support for Parents of Children With ASD

Having a child with ASD entails a significant amount of responsibility on the part of parents to
ensure that the child receives the same level of affection as other children. Working parents
of children with ASD would face physical, mental, and emotional challenges in caring for and
raising a child with ASD. Some people chose to leave their jobs in order to devote their full
attention to caring for the child. Working parents, according to Sitimin et al. (2016), struggle
to strike a balance between their responsibilities at home and at work. Inability to manage
both responsibilities due to an inflexible work schedule is a major factor for parents to resign.
Parents of children with ASD need to create a more systematic pattern of care, in order to
focus more on their children with ASD (Dieleman, 2018). This also aids in the care of their
children with ASD, allowing them to adapt and be exposed to more social interactions.

According to previous research, moral and social support are two types of support provided
to families of children with ASD. Agyekum (2018) defines social support as support from
family and friends. Family support is essential to enable them to accept destiny and fate,
which could reduce mental stress (Fhatri, 2019). If parents cannot accept their children's
condition, they frequently experience chronic internal stress (Gentles et al., 2019). Therefore,
the social system plays an essential role in motivating and improving positive attitudes in the
parents of children with ASD in carrying out their daily routine (Sharif & Jamil, 2019).

While for working parents, they receive two types of support at work that can help increase
positive motivation: from their employers and their co-workers (Pinna et al., 2020). Employers
and co-workers should support one another in the workplace for the benefit of both parties.
According to Saidi et al. (2019), the organisational environment can meet individuals' needs
and affect their satisfaction with the organisation. Accordingly, job satisfaction is critical in
developing highly motivated and high-performing employees. Support from colleagues also
assists parents of children with ASD in achieving a high quality of life. Rosli et al (2015)
asserted that a colleague's responsibility is to assist in task completion by sharing work. This
teamwork assists parents of children with ASD reduce stress and achieving job satisfaction
due to conducive and comfortable working conditions.

In Malaysia, there is little flexibility for civil servants who have children with special needs.
However, they can request permission to use working hours to care for their children if they
have any needs. This permission could be used depending on the circumstances described in
letter JPA (S) 1619 KIt. 11 (29) dated August 30, 2004. Furthermore, the government would
allow any officials who have children with disabilities to work flexible hours to facilitate their
children's welfare. It is critical to choose to arrive at work at 7.30 a.m. or 8.00 a.m. or 8.30
a.m. or 9.00 a.m., especially if the child has difficulties sleeping at night, wakes up late in the
morning, and the parent wants to send them to school. On August 1, 2019, Service Circular
No.5 declared the adoption of Flexible Working Hours (FWH), by which office hours are
established from 7.30 a.m. to 6.00 p.m., except on Thursdays in Kedah, Kelantan, Terengganu,
and Johor. However, in the private sector, it is up to the employer to grant any flexibility to
their employees.
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Methodology

This study uses a qualitative technique in which data depicts observed human behaviour in
spoken or written language (Wa-Mbaleka, 2019). According to Patton (1990, pp. 169-186).),
this qualitative data is obtained from three sources of data:

i. Observation outcomes: detailed descriptions of situations, events, interactions, and
observed behaviours during interviews;

ii. Discussion Outcomes: respondents' statements about their experiences, attitudes, beliefs,
and responded thoughts during interviews; and

iii. Written content: Quotations or entire documents, correspondences, recordings, and
anecdotes from the past.

Sampling is an essential technique for ensuring that the data is transparent and reliable.
Therefore, purposive sampling, a non-probability sampling technique, was used to determine
the samples for this study. The goal of sampling is to determine the number of samples
involved based on specific criteria established by the reviewer. According to the criteria, the
sample size is three people (N=3), all Malaysian working parents of children with ASD.
Pseudonym names were used to replace original names. The profiles of the informants have
been summarised in Table 1.

Table 1:
Profiles of Research Informants
No Name Gender No of Children with ASD Age of Children with ASD
1 Ani Female 1 9
2 Amin Male 3 11, 10, 8
3 Fuad Male 1 8

Following the current situation caused by the Covid-19 pandemic, the virtual interview was
selected to collect data directly and accurately. As a result, the researcher conducted two (2)
interviews with each informants using an interview guide asking about their background and
obtaining information about support and challenges. Each interview session was conducted
between 30 to 45 minutes.

As for the data analysis, the recorded interviews were transcribed and analysed using
thematic analysis. This analysis method allows researchers to focus more on the responses
and opinions of the informants and not deviate from the study's objectives. Important
content through observations on informants was recorded during the interview session. This
observation is a critical step to ensure that the researcher has a better understanding of the
issue. It is necessary to make a directional sign to the review so that the study remains focused
on generating a new theme.

Following the formation of the initial theme for each statement (See Table 2), the researcher
then tried to find the association with the existing theme (See Table 3). Next, every
respondent statement was refined to identify the meeting point used as a theme (Smith et
al., 2009). For each respondent, this data analysis process was completed step by step. This
process was generally repeated until the researcher could generate a theme for the data
obtained and later identify the case equivalent pattern.
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Table 2:
Sample of Early Theme Formation

Line Transcription Interpretation Initial theme

199 - This co-worker in terms of reception for -Colleagues'
the family, has this special child as usual understanding of The co-worker's
because as | said emmm there may also ASD at work understanding of
be my colleagues who have this special depends only on the ASD is still
child, so they also understand my family situation. For lacking because
situation. So | don't feel awkward for colleagues who have it depends on
work ASD children, they the situation

understand the
situation
experienced by the
informants.

46 — the main challenge may be in terms of -Challenges in Time
time. So we may err emm in terms of communicating with management
time there may be some err constraints ASD children due to
for us to spend time with err child. work factors
Because errr for example me, | work in
afternoon sessions and husbands also
sessions so kids go to school morning
sessions. The kids went to school in the
morning session, but in the evening he
went to transit so there was only night
time. So there's very little time for us to
spend time doing ASD-related therapy
activities.

Table 3:

Sample of Final Theme Formation
Line Interpretation Initial theme Final theme
199 Colleagues' understanding of ASD at The co-worker's Lack of exposure to

202

work depends only on the family
situation. For colleagues who have ASD
children, they understand the situation
experienced by the respondents. But not
for those who do not have ASD children

understanding of ASD is

still lacking because it

ASD

depends on the situation

161

163

Colleagues who quickly assess ASD
without looking at respondents’ abilities

Colleague's view of ASD

child's parent's work
performance

Colleague's view of
ASD child's parents

186

188

The flexible schedule eases workload,
and respondents are more comfortable
to work

Employer's concern for

ASD child's parents

Employer's concern
for ASD child's
parents

562

587

The unending support made her happier
and responsible for doing the best for
her child

Partner support

Cooperation
between ASD
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partner and child's
parents

After obtaining the final theme (See Table 4), a complete table divided into themes and sub-
themes was established.

Table 4:
Sample theme collection
Respondent Interpretation Initial Theme Final Theme
Ani Colleagues' understanding of ASD at | The co-worker's | Understanding-
work depends only on the family | understanding Lack of
situation. For colleagues who have ASD | of ASD is still exposure to
children, they understand the situation | lacking because ASD
experienced by the respondents. But | it depends on
not for those who do not have ASD | the situation
children
Fuad He took the initiative to give exposure | Lack of exposure
to ASD to colleagues when the | to ASD
company held activities with his family
Ani Colleagues who quickly assess ASD | Colleague's view Challenges-
without looking at respondents' | of ASD child's Colleague's
abilities parent's  work | view of ASD
performance child's parents
Amin Still unable to control the child's | Time
behaviour during tantrums and causes | management
much work to be delayed. - Employers are
- The employer gives no flexibility in | less tolerant in
the event of an emergency while he is | emergency cases
working
Ani The flexible schedule eases workload, | Employer Employer's
and respondents are more | support concern for
comfortable to work ASD child's
- More controlled child management parents
Amin - The flexibility given by the employer | The flexibility
does not meet his needs in the event | granted by
of an emergency limited
- The employer did not support the | employers
situation he experienced due to a lack
of communication to reach the point of
equality
Fuad - His caring employers made him feel | Employer
valued and not ignored support
Ani Assistance provided by colleagues | Colleagues Cooperation
helps respondents to be more | support between
passionate about living this life colleagues and
Amin - The tolerance among colleagues that | Cooperation parents with
kept him going continued to work. between partner | ASD children
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- Many colleagues gave her words of | and parents with
encouragement and motivation to stay | ASD children
strong in this life
Fuad - Being surrounded by positive auras | Colleague
makes him vital to raise a child support

- The unending support made her
happier and responsible for doing the
best for her child

Table 5 shows the final themes and sub-themes that were successfully released. Finally, the
interpretation will be delved deeper by going through the transcripts obtained from each
respondent.

Table 5:
Theme Classification
Final Theme Sub-Theme
Understanding- - Colleagues' knowledge of ASD according to the situation
Lack of exposure to ASD
Difficulties- - Judgemental on the work performance of ASD child's

Colleague's views on parents parents
of ASD children

Support- - Provide flexible work schedules

Employer's concern for ASD - Give ASD child parents a bonus

child's parents - Understanding the situation experienced by parents of

ASD children

Support- - Care about the parent family of an ASD child

Cooperation between - Tolerance between co-workers and parents of ASD

colleagues and parents of children

children with ASD - Provide support to parents of ASD children at work
Discussion

In understanding the study's findings, there are three critical aspects in developing themes:
understanding of ASD among employers and colleagues at the workplace, difficulties faced
by parents of children with ASD, and support received from employers and colleagues.

Understanding of ASD among Employers and Colleagues at the Workplace

Amin stated that his employer is still oblivious of his condition as the parent of three autistic
children. Amin underlined that his life varies from other parents of children with ASD because
all of his children have ASD. As a result, he found it difficult to manage his responsibilities as
a father with his profession. Amin further stated that his employer did not comprehend his
circumstances because he was not given any leeway in an emergency. Consequently, despite
having three children with ASD, he must adhere to the company's policies. The employers'
misunderstanding made him depressed, anxious and affected his work performance. He also
stated that sometimes the stress he felt drove him to resign from his job and assist his wife
with childcare and the family business he owned. Ani, on the other hand, stated that her
coworkers' understanding of ASD is solely dependent on the family situation. Colleagues who
have children with ASD can sympathise with the respondents' situation. Those who do not
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have ASD children, on the other hand, find it difficult to comprehend. However, for Fuad, he
took the initiative to give exposure to ASD to colleagues when the company held activities
with his family as to raise the awareness of ASD and the struggle he faced.

It is understandable from this research that, despite numerous efforts by the government and
various private sector organisations to raise public awareness about ASD, the message was
not well received. Even with continual education concerning children with ASD, society is
unaware of the whole spectrum of ASD. This finding supported the assertion of Nagarajah
& Nor (2019) that internet influences on the knowledge and awareness of ASD among the
community is low. Many people still have a basic understanding of ASD and the challenges
confronted by parents of children with ASD (Mohamad & Rosdi, 2018; Rosli et al., 2015). As a
result, ASD is still poorly understood in Malaysia, affecting the entire community. Parents of
children with ASD still encounter negative preconceptions that make them uncomfortable
and afraid to expose their children in public. The community's openness and curiosity
regarding ASD are essential to increase parents' trust in their children with ASD. With the
understanding, they will be more willing to reveal their child publicly without fear of social
reaction.

Challenges Faced by Parents of Children with ASD at the Workplace

All of the informants struggled to spend time with their children and communicate with them
because of their jobs. Ani mentioned that her coworkers tend to make a quick diagnosis of
ASD and to associate the burden of having children with ASD with poor work participation.
They have a propensity to pass judgement on the work of others. Amin, equally, stated that
he has had time management issues because of his boss's intolerance, especially in
emergency situations. Subsequently, he is still unable to control the child's tantrums, causing
significant delays in work, and his employer provides no flexibility in the event of an
emergency while he is on the job.

Notably, the stigma surrounding ASD affects both children and their parents. Parents of
children with ASD are not immune to the sway of their co-workers' conflicting views.
Colleagues worry that they do not even comprehend the situation and obstacles parents of
children with ASD face, and they routinely criticise them in the workplace (Zakaria & Tauhaid,
2018). For example, they were upset when co-workers consistently overestimated their work
talents. With society's negative stigma around ASD, these situations contribute to parents
being more silent and pressured.

Sitimin et al (2016) found that most working parents of children with ASD struggle to care for
them owing to employment concerns. This struggle happens because employers do not
accommodate them with any support. As a result, when emergencies arise concerning their
children with ASD, parents struggle to cope. They will lose motivation and hope to continue
working due to a work environment that routinely punishes and degrades their families.
Hence, many working parents of children with ASD choose to leave or change careers to care
for their children.

In an emergency involving children with ASD at work, the employer can help by allowing the

parents to work from home. Employers will be comforted if they can demonstrate their
concern for understanding the predicament parents of children with ASD confront at work.
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To find common ground, both parties should establish a collaborative communication
environment. It is critical because, in addition to reinvigorating employees' desire to work in
a pleasant and joyful workplace, the following areas of commonality help employers
understand and appreciate the actual situation that parents with ASD children face.

Assistance and Support from Employers and Colleagues for Parents of Children with ASD
Fuad described his life as a working parent of children with ASD as challenging. However, the
consistent support of colleagues has fueled his enthusiasm and ambition to succeed in life.
Despite pondering quitting his job to care for his children with ASD, co-workers frequently
encouraged him with words of advice and support to continue his career adventure. The study
revealed that excellent moral support from all parties, particularly at work, helps parents of
children with ASD in their daily life. A pleasant organisational environment can meet the
needs of people while also promoting organisational satisfaction. Such positive moral support
encourages parents of children with ASD to be more assertive in coping with this test and
increase their work performance. Working in a tranquil environment will make these parents
happier and more at ease. Mutual aid among co-workers is another sort of support provided
to parents of children with ASD at work.

While for Ani, challenges are associated with juggling her profession and childcare. Having a
kid with ASD causes many changes in a parent's life (Sharif et al., 2019). They must make
decisions about priorities in terms of children and careers. Nonetheless, she intensely loves
pursuing her chosen area because of her colleagues' tremendous support. Ani is grateful to
be surrounded by colleagues who never stop giving her words of encouragement and a
positive aura. The co-workers' support and help have injected enthusiasm in her to stay in her
job.

These findings are consistent with previous studies, which stated that positive support from
employers and co-workers to parents of children with ASD helps reduce the negative stigma
of ASD-related society and allows parents of children with ASD to expose their children in
public and live in the community. Similarly, Amin et al. (2016) asserted that giving
psychological support to parents of children with ASD establish mutual understanding. Thus,
the psychological assistance to the working parents of children with ASD is equivalent to
providing moral support and motivating words to create confidence and excitement.

Furthermore, support from employers and co-workers plays a role in increasing informants'
enthusiasm and desire. The openness, sympathy, and concern shown by co-workers for their
family's situation are much appreciated. They are more optimistic about moving forward in
life for the sake of their family and children because of the support provided. Their stress level
also decreases with the work-partnerships in carrying out obligations offered by their
colleagues. The conducive and comfortable working conditions also increase job satisfaction
and help establish a positive attitude in parents of children with ASD, inspiring them to
enhance their work performance despite having children with ASD. Instead, having children
with ASD motivated them to enhance their work performance to provide a decent quality of
living for the family.
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Conclusion

Itis understood from the findings that ignorant of the meaning of ASD lead parents of children
with ASD to confront tremendous obstacles. Challenges in terms of work quality, time, and
understanding co-workers due to these parents' situations make them feel unhappy and
hopeless. However, the informants do not feel left out of a more open and friendly work
environment. On the contrary, these parents believe that their presence is valued. A positive
environment enhances parents' drive in their careers and their family's self-confidence.
Despite the numerous hurdles, the most overwhelming is the community's skepticism
concerning ASD. The performance and capacities to work among parents of children with ASD
have little bearing on their children with ASD. However, their work is superior to that of other
typical parents. Thus, there should be no negative perceptions of these parents' work
performance.

The study implies that not all companies are sensitive to their role in employee welfare,
especially for workers who have children with ASD. Companies do not consider even though
the government offers exemptions and incentives to working parents of children with ASD.
Caring and tolerant employers will make parents of children with ASD feel happy and more at
ease, increasing their confidence in emphasising the performance and quality of their job. On
the other hand, the unhappy parents with limited support will become worried due to the
following predicament and may abandon their jobs due to poor performance. Therefore, it is
hoped that all parties involved will promote awareness regarding ASD, particularly in the
workplace. In addition, the media must consistently spread the word about ASD to create
awareness across all sectors of society in Malaysia and around the world.

This study is expected to guide workplace support and challenges for parents with ASD
children. For example, every employee should strive for a high level of job satisfaction to
maintain their emotional well-being and succeed in an organisation. As a result, the
organisation's support is heavily emphasised for these parents to have higher job satisfaction
and child management. Finally, it is hoped that this study will help the community,
government agencies, or non-governmental organisations continue to pay attention to and
assist parents of children with ASD in the workplace to raise awareness about ASD and
encourage parents of children with ASD to continue working without worrying about the
childcare of their children with ASD.

All stakeholders, including extended relatives, siblings, neighbours, and employers, must
provide constructive support to parents of children with ASD since their stress levels are
higher than those of a typical parent (Lee et al., 2017). The experience shared by the
informants strongly supported this statement. Employees in an organisation are no exception
for providing support and assistance to parents of children with ASD at work. A good work
atmosphere and cooperative spirit help to reduce the difficulties faced by these parents.
However, caregiving stress will be at an all-time high if the professional sector cannot accept
parents of children with ASD.
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