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Abstract
Problems such as isolation, stigmatization and unemployment have troubled the quality of life
(QoL) of those with Autism Spectrum Disorder (ASD), these problems are connected with the
society’s perception of ASD individuals. This research explores the societal views towards those
living with ASD and the impact of it on their QoL. Semi structured one-on-one interviews with 5
ASD individuals are used to focus on the individual impact from ASD individuals, while
purposive sampling method was used. What was founded was the isolation and the poor QoL
from ASD individuals because of societal views, aligning with previous research, however
participants also exhibit healthy and positive coping mechanisms, not aligning with previous
research. The findings verify how societal views affect those with ASD negatively but also how
those with ASD do not cope as dependently as assumed. The research implication can expand the
knowledge of ASD and gives material to spread accurate information of ASD. It can also be used
as a basis for future research and filling in research gaps by providing a more in depth look of the
Malaysian context. However, caution is needed as the narrow demographic of sample population,
homogeneousness of ASD functional level and single source perspective limits the research. To
conclude, there is an impact of societal views of ASD towards the treatment of ASD such as
isolation and poor QoL, however coping wise was positive, with this it provides implications to

help spread knowledge of ASD and fill in research gaps.

Keywords: Societal views, Autism Spectrum Disorder, qualitative research
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Chapter I
Introduction

Background of Study

There is an expression, ‘If you have met one Autistic person, you’ve met one Autistic
person’. This expression reflects the unique and varied nature of autism because no two
Autistic people are the same. Autism Spectrum Disorder (ASD) by definition is a
neurodevelopmental disorder that is defined by certain traits that include deficiency in social
communication and signs of limited interests and repetitive behaviors (Hodges et al, 2020).
Social Treatment towards ASD individuals

The life of those with ASD are obviously dissimilar than those of a neurotypical
person, but there has been evidence that suggest that the social treatment of those with ASD
are poorer in comparison to others that do not identify with ASD. The poor social treatment
can be seen with a controversial incident involving an 11-year-old non-verbal ASD boy by
his special education teacher. Particularly, in this incident the boy is given the “Most
Annoying Male” award much to his dismay (O’Kane, 2019). This situation is not a surprise
when looking at research that shows that children with ASD experience a lower level of
acceptance and a high level of rejection compared to other groups that do not identify with
ASD (Symes & Humphrey, 2010) and in a study that those with ASD typically have narrow
and unfavorable judgment made against them (Sasson et al., 2017). This overall shows that
there is a disparity between the treatment of ASD and non-ASD groups, with those with ASD
receiving the shorter end of the stick.

With the treatment above, one has to wonder about the wellbeing of those with ASD
and according to research, there is a worrying trend on the quality of life (QoL) and suicide
rate of those with ASD. When looking at the QoL, which is connected to QoL of those with

ASD, it is reported that statistically those with ASD have less QoL compared to their
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nonclinical peers with the factor of participating in society seems to be the sole factor in one
research (Schmidt et al., 2015). Furthermore, when looking at the suicidal rates, there is a
study in Denmark who found that those with ASD are 3 times more likely to commit suicide
that those without ASD (Ko&lves et al., 2021). With this, there is a need to address these issues
of low QoL and high suicidal rates amongst individuals with ASD for their well being.
Social Treatment towards ASD individuals in Malaysia

In another study held in America, they stated that it is important for others to be more
aware and accepting of social presentation differences that puts those with ASD apart from
the rest which in the end can help with the perception and judgment of those with ASD to be
more positive (Sasson et al., 2017). When looking in the context of Malaysia, a point is to be
made about the low awareness of ASD in Malaysia can in turn provide an unsuitable
environment for those with ASD. One can make a point that low awareness may affect the
lack of knowledge or ignorance on the topic of ASD as well contributing negative perception
towards the disorder. As with a study in Karachi, Pakistan (Anwar et al, 2018) stating low
awareness and lack of knowledge are connected to one another, with a suggestion to
implement more awareness programs to encourage further knowledge of ASD among
parents.

Bad Perception. Bad perception can be viewed in a study made in the Malaysian
context of a community in Selangor. This community has a bad perception towards ASD. To
clarify, 22% of participants see those with ASD as a threat to their community while 61% of
participants use slanderous words such as being mad or a lunatic, in contrast with 29% of
respondents who are more compassionate in their comments, using words such as sad or
sorrowful. In contrast, the community has a good attitude towards those with ASD
(Mohamed et al, 2017), clarifying that they have the capacity to treat those with ASD fairly.

Because of their lack of awareness, they have a bad perception of ASD.
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Lack of Knowledge. Lack of knowledge or ignorance on the other hand can be seen
in another study, it is reported that the majority of parents in Malaysia are ignorant about
ASD when they first receive a diagnosis that their child falls under ASD and that the parents
themselves reported to have faced social stigma by their own community because of their
child’s behavior (Ilias, K. et al, 2019), showing that the average Malaysian parents are
lacking in awareness in the topic of ASD.

Factors that Influence the Lack of Awareness of ASD in Malaysia

But there is a question of why Malaysia is susceptible to a lack of awareness in ASD.
The root of this lack of awareness may be due to the cultural environment, a lack of education
on ASD and media coverage.

Collectivistic Culture. Different from the individualistic culture of the western
environment, Malaysians are mainly seen as having a collectivist culture environment which
impair their awareness of ASD. In collectivist culture those who are different from the
majority and do not adhere to the societal norms will be frowned upon; and this applies to the
ASD minority group as well (Papadopoulos et al., 2012). This in the end may make those
with ASD be ostracized and be distant from the rest of their community, coupled with those
with ASD and around them to try to hide and follow along the group rather than
acknowledging the condition in order to fit in more within the collectivist culture. This
overall has a negative impact on ASD and overall hinder the awareness of ASD in Malaysian
society.

Education on ASD. As mentioned before between Malaysia and Singapore, it is clear
that Malaysia has a lack of knowledge when it comes to ASD, which directly affects the
education of Malaysia that centers around ASD and in turn affects the general awareness of
ASD (Neik et al, 2014) . In the education sector, the qualifications and merits of these

teachers in Malaysia to even teach those with ASD or even educate those on the topic of ASD
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is put into question when one looks at their competency and knowledge around ASD. Even
though there are teachers in Malaysia that have awareness of ASD, it has been proven that
these teachers are still lacking in knowledge and have difficulties in teaching students with
ASD as they are unaware of their various cognitive, social and emotional differences (Majin
etal., 2017; Toran et al., 2010; Wei & Yasin, 2017). With this one can see, even in the
educational sector of Malaysia that the awareness of ASD might be skewed due to lack of
knowledge of those who are expected to be competent and knowledgeable on ASD.

Media Coverage. Media coverage plays an important role in circulating knowledge
of ASD to the average person, however the accuracy and the portrayal of ASD might hinder
the awareness of the condition no matter the intention. The media portrayal of ASD in
Malaysia is proven to not be accurate enough to educate the public on ASD. As seen in a
study that states the leading media in Malaysia are not circulating enough accurate
information of ASD which may be connected to the low public awareness of ASD, and there
needs to be a continual effort to circulate more information to the public by leading media
(Hui et al, 2021). However, there has been improvement and more portrayal of ASD, evident
in two Malaysian films that relies heavily on ASD as the main theme which are titled
“Redha” and “Guang”, with the former released in 2016 referred to as an authentic and
realistic portrayal of ASD and the latter released in 2018 being critical acclaimed as well as
being based off of the director’s brother ASD condition. These two films may pave the way
for better awareness, but there still needs to be more work in circulating information of ASD
by the media to further promote the acceptance of ASD in Malaysia.

Progress on the Awareness of ASD

This lack of awareness overall goes in line with the research conducted by Neik et al

(2014) to highlight the current prevalence, diagnosis, treatment and research on ASD in

Malaysia and Singapore, which found that the awareness of ASD still falls short for Malaysia
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when compared to Singapore. However, there has been improvement as seen by Chu et al.,
(2021) to raise awareness of ASD in Malaysia. The researchers found that increasing
knowledge and awareness of ASD leads to better attitude towards ASD but should focus
more on spreading more information on ASD to increase acceptance. But overall, this is one
step and there needs to have a more push for awareness for ASD in Malaysia.
Conclusion

In essence, this research aims to put into perspective and explore the social view that
is present in the lives of those living with ASD in Malaysia.
Problem Statement

First of all, a lowered awareness of ASD will indirectly hinder ASD individuals in
acquiring their necessary life assets, leading to low QoL among the group. Autistic
adolescents have lesser or insufficient life assets as compared with typically developing peers
(Franke et al., 2019). These life assets refer to positive social interaction and close
relationships; such as social support, parent-child relationship and teacher-student bond.
Studies investigating this issue indicate that the ability to acquire and the amount of life
assets they have at hand is a significant influence towards their QoL (Franke et al., 2018;
Furlong et al., 2013). Past research indicates that Malaysians have a relatively low awareness
level on Autism (Clark et al., 2012; Neik et al., 2014). And as they are receiving less social
support from people and environment around them due to stigmatization and negative
labeling caused by low awareness on ASD from the public (Botha & Frost, 2020), it will be
even more difficult for them to successfully build social relationships that are essential for a
better QoL.

As ASD groups are having lower QoL, they will inevitably have poor mental health
issues, as one’s QoL and mental health are found to be closely interrelated (Lombardo et al.,

2018). A lowered awareness among the public regarding ASD will lead to a higher social
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demand on ASD individuals, as there are many misconceptions surrounding the disorder.
This higher social demand will cause ASD individuals to be more aware of their limitations,
lowering their QoL and putting them at a higher prevalence of having mental health issues
(Moss et al., 2015); as they are constantly reminded of their shortcomings. Lowered QoL
might indirectly lead them to be exposed to other comorbid conditions such as social phobia,
separation anxiety disorder and obsessive-compulsive disorders; which worsens their mental
health condition (Zaboski & Storch, 2018).

Consequently, substance abuse risk, as well as suicide and crime rates was also found
to be increased when facing long term mental health issues (Sether et al., 2019; Shukor et al.,
2021). With lower QoL, people are more likely to have more depressive symptoms and
hence, facilitate more suicidal ideation in one self (Morales-Vives & Dueiias, 2018). Lower
QoL is also believed to affect higher crime rate due to the sense of lack of security in
themselves (Chenevier et al., 2021). The Ministry of Health Malaysia (MOH) has also
mentioned that suicide rate is positively related to some other mental factors such as
depression, anxiety disorders.

Additionally, low awareness on ASD groups indicates more social stigmatization on
them (Yu et al., 2020). Due to the social stigmatization and negative view surrounding them,
employers are unwilling to promote inclusiveness in the workplace even if they are
competent in their job, making it difficult for them to fit in. This impacts their employability
skills, which is a crucial aspect in achieving independence among those with ASD (Adnan et
al., 2012). Underemployment or unemployment is commonly seen among working adults
who are diagnosed with ASD (Ohl et al., 2017). Bullying in the workplace is also reported
due to their executive functioning and social communication deficits, leaving their
employment experience poor or unemployed (Ibrahim et al., 2021). Surprisingly, based on

Shattuck et al. (2012), the employment rate of ASD groups is even lower than those who are
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having speech disabilities or other related mental impairments and are highly related to
people's concerns on their comorbidity diseases. In consequence, unemployment rate is
highly believed to affect higher crime rates such as theft and robbery (Bennett et al., 2020;
Ramli et al., 2018), as these individuals have no steady income and have trouble supporting
themselves, even if they have the ability to perform so. It will also impact the country's image
as it brings more national burden by impacting the security of Malaysia.

Furthermore, the increased stigmatization of ASD among society will contribute
towards social isolation among ASD individuals (Orsmond et al., 2013), as the majority will
see them as different and would not associate themselves with ASD individuals. This social
isolation stems from the negative stigma and perception regarding ASD, not only increasing
their suicidal thoughts (South et al., 2021) but also increasing their risk in developing other
mental health conditions or comorbidities. Moreover, it may lead to higher mortality rate as
per reported by, declining in one’s QoL is highly correlated with increasing mortality risks
(Kowalewska et al., 2020; Hiiliir et al., 2017).

In a nutshell, we strive to increase awareness regarding ASD in the Malaysian
population regarding the influence of our societal view on ASD individuals through the lens
of ASD individuals themselves. This increased awareness will hopefully lead to a better QoL
among the ASD population in Malaysia, where they can live without the heavy pressure of
stigmatization.

Research Objectives

The core objective of the present study is to explore the ASD individual’s perspective
of society’s view on them, as well as the impacts of it towards their QoL. The influence of
societal view and coping mechanisms implemented by ASD individuals will also be explored

throughout the research. The research objectives are as below:



SOCIETAL VIEWS TOWARDS ASD INDIVIDUALS AND ITS IMPACT 8

1. To explore the social experience and challenges of ASD individuals from the
perspective of those living with autism in Malaysia.
2. To explore how societal views affect the QoL of ASD individuals in Malaysia.
3. To explore how ASD individuals cope with the negative societal views in Malaysia.
Research Questions (RQ)
The research questions are as below:
1. What are the social experiences and challenges of ASD individuals in Malaysia?
2. What is the impact of local societal views on the QoL of ASD individuals in
Malaysia?
3. How do ASD individuals in Malaysia cope with negative societal views?
Significance of Study
The results of the current study will be able to bring light on the impact of our societal
views on ASD individuals, which will encourage others in holding future educational
campaigns regarding ASD knowledge. These campaigns would be able to spread awareness
among the public, warming Malaysians up to the idea of ASD and normalizing it. As
mentioned previously, the collectivistic culture in Malaysia will ostracize those that do not
adhere to the social norm. Hence, by normalizing autism among the Malaysian public, it is
expected that the negative social stigma and social isolation will be reduced. Consequently,
the QoL of ASD individuals will be heightened, as society will be more accepting of them,
reducing negative issues caused by alienation, such as poor mental health and increased risk
of substance abuse.
Other than that, these campaigns would be able to increase the Malaysian public
knowledge on ASD and debunk common misconceptions, such as relating ASD to spiritual
origins, savant beings or intellectually disabled. Past research found that having accurate

information and knowledge on ASD acts as the main component when forming views
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towards others (Chambres et al., 2008; Samsudin et al., 2018). For example, if notified that
someone is autistic before they have contact with that individual, they will be more inclined
towards feelings of empathy and compassion, rather than annoyance and ostracization.
Hence, this would further contribute in alleviating social isolation caused by negative societal
views.

Additionally, we would be able to provide a more accurate media portrayal of ASD
individuals, which shapes our view on the ASD group significantly (Low et al., 2021).
Portraying the reality of ASD individuals will be crucial in stimulating public empathy and
kindness towards the group, reducing the negative stigma surrounding them. Studies in the
Asian region show that media portrayals of ASD are often misleading as they include only
selective information about the disorder (Garner et al., 2015; Tang & Bie, 2015), used to
appeal towards the preferred direction of the creator. Through exploring the social experience
and challenges of ASD individuals through interviews, we would be able to get a raw,
unfiltered first person perspective which includes the hardships and realities of living with
ASD, not through the coloured lens of a witness or a producer.

All of the above flows down to the same cause, that we will be able to reduce the
negative discrimination and isolation surrounding ASD individuals. A positive view towards
ASD will contribute towards many aspects; increased employment rate and social
opportunities, better mental and physical health as well as lowered suicide rates, which are all
related to a heightened QoL.

Other than ASD symptoms, another factor of unemployment amongst ASD
individuals is that employers hold a negative stigma towards them (Rosa, 2018), resulting in
either unemployment or underemployment. By reducing the social stigma on ASD,
employers should be able to hold a more accepting and empathetic view towards the ASD

population, as not employing someone purely due to them being autistic would be frowned
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upon then. This would provide ASD individuals with more employment opportunities, which
will contribute towards Reduced Inequalities, one of the 17 Sustainable Development goals
(SDGs) set by the United Nations for a better future. Consequently, the national burden
would also be alleviated, allowing the government to better utilize our resources in other
needed areas.

In addition, increased awareness and reduced social stigmatization would also
improve the mental and physical health of ASD individuals. This is because QoL is positively
linked with our health, and as one goes up, so does the other (Grant et al., 2009). It is
predicted that comorbidities originating from negative social views such as depression should
be reduced, along with the rates of suicide and substance abuse. Crime rate as a result of
substance abuse would also be reduced in turn. Thus, we would also be able to move a step
closer towards Good health and Well being, another one of the SDGs, under the goal 3.4 and
3.5, targeted towards promoted mental health, reduced suicide rates and reduced rates of
substance abuse (Goal 3 | Ensure Healthy Lives and Promote Well-Being for All at All Ages,
n.d.).

Lastly, the study will be able to fill in the existing research gap regarding ASD in
Malaysia. The majority of research done on the influence of societal views on ASD has been
conducted outside of Malaysia, particularly in America (Blaxill et al., 2021; Ganz, 2007;
Maich & Belcher, 2014). Research in America has noted on the societal attitudes of the
public on those with ASD (Flood et al., 2012); yet this research is still limited in Malaysia,
with only two cross-sectional studies done (Chu et al., 2021; Low & Zailan, 2016).
Additionally, local past studies have been mostly regarding the perception of people towards
ASD, not based on the experience of those with ASD themselves, especially among the
perception of others on autistic children (Low et al., 2019; Low et al., 2021; Sitimin et al.,

2017). In a more narrow view, research done in Malaysia regarding ASD usually favor small
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targeted groups as their target population, focusing on teachers (Majin et al., 2017; Omar et
al., 2013; Toran et al., 2010; Wei & Yasin, 2017), parents (Ibrahim et al., 2021; Ting &
Chuah, 2010) and mothers (Ilias et al., 2016; Yeo & Lu, 2012). These targeted populations
give us detailed understanding of ASD on their selected areas, however research on the
overall Malaysian population is still brief and unexplored. Hence, the present study will be
able to contribute to ASD research in Malaysia, particularly on the experience of ASD

individuals from the perspective of ASD individuals .
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Chapter 11
Literature Review
Quality of Life and ASD

By Jenkinson’s (2020) definition, Quality of life (QoL) is the level in which a person
is comfortable, healthy, and capable of participating in or enjoying life events. QoL is
inherently vague and is commonly connected with happiness, because of this it is known that
QoL is a key part in subjective well being (Diener, 2000). Because of the relation, QoL is
also connected with other subjective well being components such as affective balance and life
satisfaction.

In a study by Mason et al., (2018) that specifically views the QoL of ASD adults
stated that the QoL of ASD adults is lower in comparison to the general populace. Mason et
al., (2018) uses the World Health Organization Quality of Life (WHOQOL) assessment tool
for 4 domains: physical health, psychological health, social relationships and environmental
health. When studied it is found that ASD adults scored lower in all four domains.
Interestingly it is also found that younger participants scored a higher QoL in psychological
and environmental domains than their older peers. In terms of gender, men have a higher rate
in the physical domain while women are rated higher in the social domain. To look at the
factors that positively impact QoL, being employed, receiving support and being in a
relationship have been seen as positive factors for QoL but each affect different domains.
However it is seen that two factors negatively impact QoL across domains which is having a

mental condition and having a higher rate in Social Responsiveness Scale (SRS).
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Societal view towards ASD
Cultural and Religious views towards ASD

Culture has been found to be a strong influence in shaping our perception towards
ASD, and past cross cultural studies have examined the significant link between the culture
and ASD perception (Brugge et al., 2005; Welterlin & LaRue, 2007). Most of the religious
views surrounding ASD can be boiled down to either positive or negative, with mainly Asian
countries holding more negative perceptions (Daley, 2004; Riany et al., 2017), relating them
to karmic sins from their previous life or their parents (Gabel, 2004; Park et al., 2010; Riany
et al., 2016). Countries outside of Asia, such as the US and UK have significantly more
positive views and relate ASD as a medical disorder that can be cured (Bagatell, 2010), and
with other cultures such as religious cultures believed by Latinos and African-Americans
perceive giving birth to a child with a mental disorder considered lucky and a blessing from
the gods (Skinner et al., 1999).

The negative view from the Asian culture can be traced back to their collectivistic
culture, which emphasizes on group harmony (Keshavarz & Baharudin, 2009); whereas the
individualistic culture from the US advocates more on individual diversity (Hwang &
Charnley, 2010). In Malaysia; a nation with a collectivistic culture, those who are different
from the majority and do not adhere to the societal norms will be frowned upon; and this
applies to the ASD minority group as well (Low & Zailan, 2016; Papadopoulos et al., 2012).
Consequently, the community under the collectivistic culture will distance themselves from
individuals who do not adhere to societal norms, even families of those with ASD hiding
their situation from others, fearing discrimination and isolation from their community. Hence,
in a cultural view; the negative stigma in Malaysia regarding ASD originates from the
inability to ‘fit in’ the group social norms, and not based on ASD symptoms (Stewart et al.,

2010).
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Perspective of ASD from different social groups

The societal view and experience here will be segregated into two categories; the
primary group, where the ASD individual will have frequent contact and relationships with,
such as family and teachers, and the secondary group, where the group size is bigger in size
and more formal, such as media portrayal and employers.

Family and parental views towards ASD. The family view towards ASD has been
found to be strongly linked with the cultural background of the parents themselves (Samadi,
2020). Specifically, they are found to be significantly impactful towards ASD individuals, as
they are linked with the parenting style and treatment received (Ravindran & Myers, 2012;
Stahmer et al., 2011). Families from highly religious backgrounds may be more prone
towards spiritual treatments to ‘cure’ their child (Jegatheesan et al., 2010). A qualitative study
done among the collectivistic culture of Somali found that most parents and elders believe
that autism is a phase that will go away on its own and that there is nothing wrong with their
children (Fox et al., 2016). This belief may seriously delay proper diagnosis and treatment in
the early developmental stages (Cohen & Miguel, 2018; Daley, 2004), which is crucial timing
in promoting the development of their life skills.

The studies that have been conducted regarding the sibling perception towards ASD
show mixed results, showing both positive responses and negative views. In the negative
aspect, siblings reportedly had troubles with their ASD sibling’s aggressive outbursts
(Mascha & Boucher, 2006), and felt embarrassed of their sibling’s condition (Petalas et al.,
2012). In a positive light, siblings reported having fun with their ASD sibling’s behaviour
(Rivers & Stoneman, 2003) and were proud of them (Moss et al., 2019). Additionally, a study
by Sage and Jegatheesan (2010) links back these perceptions towards their siblings to their

cultural background. The American family that was individualistic fostered positive sibling
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relationships, whereas the Vietnamese family that was collectivistic fostered negative sibling
feelings towards ASD.

In the parental sense, guilt is reported to be a main component in parental views
towards their child with ASD (Sage & Jegatheesan, 2010). Parents might feel this way due to
multiple factors, including feeling that it is due to maternal factors, genetic inheritance and an
overall sense of responsibility (Elder, 1994; Gray, 1994; Mercer et al., 2006). Unsurprisingly,
the more aware and knowledgeable parents were about ASD, the less sense of guilt they felt
about their child’s condition (Dardennes et al., 2011; Mak & Kwok, 2010). Some parents
even relate their guilt towards their choice to vaccinate their child, believing in the common
myth that their child’s autistic symptoms originate from vaccination (Mercer et al., 2006).

Several reports have also mentioned that parents are most likely to internalize
negative stigma from the public (Gray, 2002; Mak & Kwok, 2010) and in consequence, view
their child as incompetent and dependent and unconciously treat them like so. This might be
due to the sense of responsibility perceived by the parent on their child’s condition, that
others will blame them for their ‘failed’ upbringing (Penn et al., 2000). Embarrassment felt
from the stigma of ‘failing to properly take care’ of their autistic child might influence them
to perceive that they are actually doing something wrong (Gray, 1993), and that the proper
behaviour of their child will predict the performance of them as parents too. This behaviour
in the long term will then be internalized by the child too, believing that they are inept and
unable to fulfill their social responsibilities, when they might actually have the capability to
do so. All of the above suggests that the parental knowledge and view regarding ASD plays a
significant impact towards the lives of their children, further validating the need to increase

awareness about ASD.
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Teachers’ views towards ASD. Teachers' views towards ASD individuals are mostly
based on the knowledge they have regarding it. Several quantitative studies across the world
have shown deficiencies in the knowledge of ASD among teachers (Jehan et al., 2017;
Rodriguez et al., 2012; Syriopoulou-Delli et al., 2011), with those working in government
schools having better understanding than those in private schools (Arif et al., 2013). Although
the majority are aware of ASD, most of them are unclear on the symptoms and support
services available. Common misconceptions regarding ASD were also observed, with some
teachers mentioning that ASD originates from childhood trauma or that ASD individuals had
fixed symptoms (Barned et al., 2011). Most of the teachers reported learning about ASD
through the media as well, which might be a predictor towards the misconceptions of ASD
among them. A large part of teachers are also hesitant in teaching ASD students, suggesting
that only special education teachers teach them due to their knowledge and experience
advantage (Alghazo et al., 2003; Barned et al., 2011).

Media portrayal towards ASD. The media portrayal of ASD typically shows ASD
individuals as patients or high functioning savants. The patient portrayal shows ASD
individuals as people who are dependent on others and child-like, framing them as a burden
to both society and their families (Tang & Bie, 2015). Victimization is also a common theme,
by presenting that they are not cared for by society, and are mistreated (Jones & Harwood,
2009). This leads viewers to be imprinted with the concept that ASD individuals are
incapable and need help from others, whereas they might be perfectly capable themselves. On
the other hand, ASD individuals were reportedly characterized as dangerous and aggressive
(Ray & Hinnant, 2009), with high 1Q and genius-like skills (Draaisma, 2009). This is
impactful towards ASD individuals, as viewers will have higher expectations for them due to

the perception of them being savant like in common media (Huws & Jones, 2011).
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Employers view towards ASD. The majority of employers are reluctant in hiring
ASD individuals, mostly because they perceive that the cost of hiring them outweighs the
benefits (Hernandez et al., 2000). It is reported that they hold stigmatized attitudes and think
that ASD individuals are incapable of following through with work and that they have low
productivity as compared to your average employee (Graffam et al., 2002). Additionally,
employers from bigger companies were less apprehensive in hiring ASD individuals, as they
cared less about the cost to value ratio, due to the abundance of resources that the
organization is able to provide (Scott et al., 2017). This negative attitude towards hiring ASD
individuals may be rooted from the misconceptions surrounding ASD, as well as the lack of
knowledge they have on ASD (Ju et al., 2013; Scott et al., 2017). Hence, further implying the
importance of spreading awareness on ASD among the public.
Impact of Societal View on those with ASD

How society views ASD may have an impact on their QoL. When it is viewed in a
negative light, those with ASD might develop problems in their life or to themselves. These
problems can manifest themselves such as concealing their ASD condition, having low self
esteem, not participating in society, social rejection and unemployment.
Concealing ASD

One of the biggest impacts of society’s view on ASD is how those with ASD are open
with their condition. Having ASD is seen as a negative trait to have, which ends with those
with ASD struggling to disclose and discuss their condition willingly. As proven in a research
by Botha et al., (2020) clarifying that participants in the study, the ASD individuals are trying
to cope with the society’s autism stigma and the negative implications that come with it,

versus how they view themselves.
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Low self esteem

How those with ASD perceive their own condition may affect their self esteem. Those
with ASD according to a study by Nguyen et al, (2020) that those with ASD have a
significantly lower global self esteem that the usual developing individuals. Alternatively, in
the same study it is also found that there is a high global self esteem among those with ASD
when ASD is more positively associated with giftedness, emotional resilience and power.
Low social participation

How deeply those ASD engage themselves in their community or society is important
as it impacts their QoL and functioning according to Orsmond, et al (2013). The researchers
also found that in their study that young adults with ASD have a higher rate of not seeing
their friends, not getting calls from their friends, not being invited to activities as well as
being socially isolated when compared to other disability groups such as those with
intellectual, behavioural and learning disabilities. In the factors that contribute to low social
participation, researchers found that low conversation and functional skills as well the factor
of living with parents have been shown to impact negatively on low social participation. This
point is further supported by Schmidt et al., (2015) that highlight in his study that those with
ASD have comparatively low QoL than non-ASD, with social participation being the sole
factor contributing to the low QoL. With society’s view, one can see that with a negative view
can further worsen the social participation of ASD
Social Rejection

ASD and social rejection have been connected through multiple research. A research
by Symes & Humphrey, (2010) found that those with ASD have a low level of acceptance
and a high level of rejection compared to those that do not identify with ASD. As stated in
the previous paragraph, those with ASD are more likely to face social isolation than their

peers (Orsmod et al., 2013). A study by Kwan, et al (2020) brought up that social isolation of
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children with neurodevelopmental disorder is a worldwide issue. It is found that based on
real-world social behavior, a typically developing person has a negative first impression of
those with ASD and leads to a less intention to further pursue social interaction.
Unemployment

Those with ASD face social challenges in their lives due to a problem in adapting to
the social environment, this has made it difficult for them to get or maintain a job. Chen et al.
(2014) found that those with ASD in the workplace have external problems that make it
difficult for them to succeed in their employment. One of the problems is the employer's
attitude. How the employers perceive and worry in hiring those with ASD impacts the
employment of ASD themselves. A majority of employers of those who reject hiring people
with ASD have common factors such as concern on employee’s ability to work in the
company’s set ways, focus on the adaptability of employees, a worry for the possibility of
negative effects and are less open to new information. This is concerning as that means some
people with ASD may hide their condition in order to get hired. Employer’s perception of
people with ASD highly impacts on how likely they are to hire them.
Quuality of life

The results of the societal view on ASD have influenced how those with ASD lived
their life, affecting their QoL. When looking at QoL of ASD individuals, results showed that
they score low in physical health, psychological health, social relationships and
environmental health domains (Mason et al., 2018). One can see that as a result of how
societal views of ASD affect them and makes it hard for them to thrive better for themselves.
Concealing one’s own condition such as ASD which is common in the community has done
more harm than good in the psychological health of ASD individuals (Botha et al., 2020).
ASD individuals have reported less global self-esteem than typically developing individuals,

as the findings suggest that individuals with ASD have lower global perceptions of their own
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self worth, this is worrying as this may lead to ASD individuals not being confident in
leading their lives and achieving a greater QoL (Nguyen et al., 2020). One can also see that a
lower self worth may influence the factor of social rejection and low social participation, both
are intertwined with each other.

Social rejection is a worldwide issue particularly as it affects children with ASD, as
they will be driven further to not participate in society (Kwan et al., 2020). Participation in
society is an important contributor to a low QoL as a study by Schmidt et al., (2015) found
that social participation is the sole factor to a low QoL. Lastly, the low employment of ASD
is an important factor that influences an ASD individual’s QoL. Some companies have a
negative perception of ASD, which makes it hard for ASD individuals to have a job, even so
these negative perceptions may pressure ASD individuals in the workplace (Chen et al.,
2014). Overall, one can imagine that it is very difficult for ASD individuals to maintain and
take care of their lives, let alone their QoL with the impacts of societal view affecting their
every life aspect.

Coping with ASD

ASD groups are said and defined by society as having some kind of impairments in
themselves in which they will perform less social interaction and tend to behave in a distinct
way (Botha et al., 2020). People are born with basic needs to be accepted within the society
so that they’re viewed as majorities in society. People with Autism will practice their daily
lives in terms of physical, social and emotional in a societal acceptable way.

To physically cope well with societal expectation on ASD physically, they need to
seek professional help and work closely with educational and legal professionals (Kahana et
al., 2015). There is an option available to practice proactive management of ASD. It can help
to develop the abilities of children with ASD at the maximum and hence, reduce stress or

burden in their families at the minimum (Myers & Johnson, 2007). For proactive
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management, they will have customized strategies and plans throughout the process under
supervision of their parents and healthcare professionals via education regarding life
knowledge and academic knowledge (Davis, 2002; Margetts et al, 2006).
Adaptive Morphing

In order for ASD groups to cope well within society, one of the social coping styles
they will often practice is adaptive morphing, commonly known as masking. Also called as
autistic morphing which will help in adapting themselves into the society based on the social
situations and expectations (Lawson, 2020). They are hiding and camouflaging their real
emotions and behavior as long as the stigma on Autistic groups is ongoing. According to
Shattuck et al. (2012), people in ASD groups will tend to hide their real emotions so that they
can perceive more socially desirable responses from the public (Tierney et al., 2016) and they
even camouflaged themselves at working environments and their daily life so that they will
be having better social relationships with others (Hull et al., 2017). However, camouflaging
brings many negative consequences such as exhaustion, stress, improper or no treatment
provided as the symptoms are not found (Hull et al., 2017).

As mentioned previously, social coping with ASD in society may somehow cause
stress in themselves. Emotion dysregulation has always been a serious and common problem
among ASD groups and it even affects their daily life in terms of physical and mental health
conditions (Cai et al., 2018). Adaptive and maladaptive strategies are both utilized in coping
with societal views on ASD including distraction and avoidant strategies and it is shown to
have greater effect in lower depression and stress level among ASD groups (Pouw et al.,
2013). It is one of the useful strategies to cope with societal perception on ASD which is to
convince themselves that the issue of societal perception is not serious to look into. It is a
kind of strategy that rephrases one's own words and persuades one's own self in viewing the

world (Joormann & Stanton, 2016).
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Theoretical Framework

The social model of disability (SMOD) puts value on the fact that what society’s
defined as disability is socially constructed (Oliver et al., 2012). The SMOD defines
impairment and disability as two different concepts. Impairment is any medical condition that
leads to disability. Disability on the hand, is the connection between those with impairments
and the environment that they are put under, be it in a physical, communicative or social way.
To put as an example, person A has the impairment of having the inability to walk, as such he
is forced to use a wheelchair. Person A wants to go to a building but could not as the building
only has stairs to go inside of it. In this situation, what keeps person A from going inside the
building is not his inability to walk but that the stairs are making it inaccessible for people
like person A from entering the building freely like others. The connection between person
A’s impairment and the physical environment of which are not friendly towards his
impairment has made his impairment a disability. As such in the SMOD, the building can
accommodate those like person A by building a ramp for ease of use of wheelchairs. SMOD
opposes the medical model of disability, vying to make those with disability to be corrected.
For example, in the previous situation the medical model of disability seeks to have person A
physically able to use the stairs instead of accommodating to person A’s impairment. The
point of the SMOD is to not view those with disability with pity and need to be cured, but as
equals deserving the rights as others.

SMOD has shown to have the possibility of being implemented in the ASD context
(Woods, 2017). Woods (2017) argued that those with ASD face demands from society to
adapt to become more neurotypical, of which those with ASD experience a less control of
their lives and thus experience harm to their mental health. As such SMOD can be used by

helping those with ASD to be accommodated in the social environment. By tackling the
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negative discourse of autism and the categorisation of the autism label, Woods (2017) can
reach ASD emancipation.

As such SMOD is appropriate to be used in the study, as it tackles the social
environment and expectation of ASD individuals' effects on their QoL, be it negative or
positive. The model can be used as a basis to develop on how society can further
accommodate ASD individuals and how those with ASD can cope with the expectation
present.

Conceptual Framework

Societal views Impact -
towards ASD towards ASD Quil.1;y of
Individuals Individuals He

Figure 1. Conceptual Framework Model of the Current Study

Figure 1 proposes the conceptual framework used for this study, depicting the
relationship between the three variables. Societal views towards ASD individuals act as the
independent variable, with impact towards ASD individuals as the dependent variable. QoL
here is interrelated with impact towards ASD individuals, with QoL influencing the Impact
towards ASD Individuals and vice versa.

As mentioned above, the SMOD theorizes that disabilities are social constructs, and
that someone who is impaired becomes disabled because society does not accommodate
them. When putting it in the ASD perspective, the societal view towards ASD acts as the
social barrier in disabling ASD individuals. It is our negative societal views that influence
negative outcomes and challenges towards ASD individuals, such as unemployment.
Consequently, it leaves them disabled and dependent on others. Past studies even mention

that the labeling of ASD as disabled, having a deficit or a disorder further reinforces negative
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societal views towards them (Woods, 2017). This indicates that our neurotypical society is
not accommodating towards ASD individuals, causing their impairments to become
disabilities.

In addition, past studies mention that societal views towards ASD influences ASD
individuals significantly, such as social isolation. This situation will then decrease the QoL
among them, causing negative outcomes such as poor mental health and a higher risk of
suicidality. Hence, it is observed that the impact towards ASD individuals are interrelated
with their QoL, with one affecting the other and vice versa. The current model will aim to
explore the societal views towards ASD individuals and the impact of societal views towards
them. Additionally, we will also examine the relationship between QoL and the impact

towards ASD individuals.
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Chapter 111
Methodology
Research Design
Qualitative Research

The current study adopted a qualitative research design. Qualitative studies allow the
researcher to explore and ask questions starting with why, after mass data from quantitative
data acquired. Although quantitative data is useful in making claims backed with lengthy
evidence, qualitative research allows us to delve deeper into the reasons why these claims
were made. In the case of the current study, it is observed from previous research that ASD
individuals face various difficulties when fitting into society. Hence, the researchers aim to
explore the reasons for this through the eyes of the sample themselves, as well as their
feelings towards this issue.

By opting for qualitative research, the researchers are also able to explore broader and
wider into the subject on hand. The information collected may be out of the initial hypothesis
and guesses, providing the researchers with a wide range of data, which may not be acquired
with quantitative research.

Phenomenological Study

The current study also utilized the format of a phenomenological study, in which we
explore everything surrounding the phenomena at hand. It aims to explore the lived
experiences of the target population, and derive data from the descriptions that they provide.
Since the current area of research is limited within Malaysia, it is appropriate to utilize this
method to gather more information about it via the participants themselves (Donalek, 2004).
Additionally, reflexivity is also practiced throughout the write-up, as to ensure that the data
derived and described are authentically from the sample’s viewpoint, and involving little to

no perspective from the researcher. By adhering to this practice, we will be able to obtain data
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that is truly from the vantage point of the participants, and fulfill the aim of
phenomenological research.

Sampling

Sampling Method

Purposive sampling was mainly used to gather participants, in which participants will
be hand picked by the researchers so that their background information fits the inclusion
criteria and research requirements. Not only was it used because the research focused on a
specific population, but also considering the limited number of ASD individuals that can be
reached out to contribute to the study, purposive sampling was chosen.

However, due to the limited accessibility to these individuals, snowball sampling was
also incorporated to obtain more participants. With snowball sampling, it allows researchers
to obtain respondents from difficult to reach populations compared to other methods. This
particular sampling method is a simple, cheap and efficient way of gathering participants,
citing that little workforce or plan are needed.

Sampling Size

Five ASD individuals in total were recruited for the study as interviewees. Aligning
with the above justification regarding the sampling methods, only a small group of
participants were recruited for the study due to the time restrictions of a student paper, as well
as due to the limited target group and its availability. Despite the small number, five is just
enough for us to attain data saturation. As referred by Fusch and Ness (2015) that suggests
that when it comes to qualitative research, it is recommended to have a group of at least 5
participants in order to reach data saturation.

Data saturation is a point whereby no new data is brought to light in the research, this
in turn tells the researchers that collecting data may stop (Faulkner & Trotter, 2017). Fusch

and Ness (2015) discusses that for some researchers, data saturation may be reached at a
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number as small as six interviews depending, but it depends on the population’s sample size.
This notion is supported by a research done by Guest et al, (2020) where they found that the
first five to six qualitative research interviews gave a large part of new information in the
data, the researchers suggest that data saturation should be assessed initially after five
interviews.
Recruitment of Participants
Four of our participants were recruited through an ASD facilitating organization,
Malaysian High Functioning Autism Association (MAHFAA). Our researchers got in touch
with the members of the management, who recruited participants within their organization by
the name of the current study. The other one of our participants was recommended to our
researchers through personal connections, and we reached out and recruited them via their
social media account.
Inclusion and Exclusion Criteria
The inclusion criteria of the study is as followed:
1. The participant must be diagnosed as a high-functioning ASD individual.
2. The participant must be literate enough to understand the interview questions
and the nature of our study and its objectives.
3. The participants must have no hearing impairment or speech problems.
4. The participant must be of age and not a minor, between the ages of 18 and
above.
5. The participant must be a Malaysian citizen, born and raised.
In this sense, participants that fulfill the above criteria will be able to participate in the

current study.
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Ethical clearance and approval

Prior to the data collection process, possible ethical issues were reviewed and
approved with relevant committees, such as the supervisor of the current study, Universiti
Tunku Abdul Rahman (UTAR) Scientific and Ethical Review Committee (SERC). The study
was approved for ethical clearance under expedited review, under the terms that:
1. The participants’ informed consent be obtained prior to the commencement of the
research;
2. Confidentiality of participants’ personal data must be maintained; and
3. Compliance with procedures set out in related policies of UTAR such as the UTAR
Research Ethics and Code of Conduct, Code of Practice for Research Involving
Humans and other related policies/guidelines.
4. Written consent be obtained from the institution(s)/company(ies) in which the
physical or/and online survey will be carried out, prior to the commencement of the
research.
Data Collection
Demographic Information

Demographic data of the participants are required to ensure that they fit within our
target population, for the purposes of providing data context from our information gathered
from them. Participants were required to fill in their demographic details that the researchers
were interested with in a demographic form provided, including their age, ethnicity, religion,
religion, state of birth, state of residence, highest level of education, duration since diagnosis,
ASD severity and living situation.
Semi Structured One-to-one Interview

The lived experiences of ASD individuals in Malaysia was explored through the

perspective of our participants themselves, through one-on-one interviews. One-to-one
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interviews were considered because the study would like to collect data that is rich in
information and is focused more on the individual impact that the interviewee perceived to
have had from societal perception, which is important in exploring the possibilities of how
those ASD view the impact of societal perception have on their lives. It is also to avoid group
dynamics such as group thinking that may influence the data, which goes against the
importance of individual experiences of each interviewee.

Another point to consider is the social difficulties that those with ASD encounter
because of their disorder, such as slight cognitive deficits and potential temper issues,
coupled with the nature of exploring how societal perception impacts their lives. Hence it
would be more ideal to conduct interviews where the interviewer would be only handling one
interviewee at a time. Additionally, sensitive personal experiences might be brought up
through the interview process, which in turn might be potentially discouraged if in a group
setting, due to privacy concerns. The confidentiality of each interviewee would also be kept
safe as they are interviewed individually with only the researchers in the call. Additionally,
open-ended questions were used throughout the interview, to facilitate the collection of
diversified data, as the participants were free to answer in any direction. This allowed the
researchers to obtain rich heterogeneous information from each interview.

Interview Questions

Below encompasses the interview questions used in each interview session:

RQ1: What are the social experiences and challenges of ASD individuals in
Malaysia?

1. What is your social experience like in Malaysia?
2. Do you think society has a certain expectation or perceptions towards ASD

individuals like you? If so, could you describe it?
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3. How do your ASD symptoms affect your daily life and do you think that it
affects how others perceive ASD individuals? How so?
RQ2: What is the impact of local societal views on the quality of life of ASD
individuals in Malaysia?
1. Do you think that the expectations and perceptions of the public have an effect
on you? If so, could you explain how? And if not, why?
2. What were your feelings and emotions when you first realized society's views
on you? How do you feel now about those views?
3. Will you take any initiative in order to meet the societal expectations of you?
RQ3: How do ASD individuals in Malaysia cope with negative societal views?
1. How do you socialize with someone once you know they have negative views
on ASD?
2. Do you form a coping mechanism as a result of negative societal views? If so,
can you explain how?
3. How do you react when someone confronts you with their negative views of
ASD?
Data Collection Procedures
Obtaining Consent
Consent Form. Before the interview sessions, consent forms were prepared prior for
participants to fill in. In the consent form, participants acknowledged that the entire interview
session will be voice recorded and they’ll have their right to accept or refuse if they’re
uncomfortable. Information of every group member such as full name and contact number
were provided in the consent form so that participants can contact any of the researchers if
they had any concerns and issues so as to provide a sense of security to them. Participants

will also be acknowledged through the consent form that all data and information gathered
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after the interview session will be used for academic purposes only and not for third parties'
use.

Informed Consent. During the interview session, participants were asked once again
to consent to the audio recording of the entire interview session, and their rights as an
interviewee were restated by the interviewer to ensure that they are clear and acknowledge
the interview process. Recording only started after verbal consent was provided.

Procedures of Data Collection

Demographic Form. A demographic form was provided to the participants together
with the consent form before the interview session began. Participants were required to fill in
their demographic details that the researchers were interested with. The form was sent as a
PDF to their contact number via Whatsapp along with the consent form for them to complete
before attending the interview sessions. They then signed and filled in both forms and sent
them back to the researchers.

Interview Process. All interviews were conducted using Microsoft Teams,
considering the safety of both researchers and participants during the pandemic. Additionally,
Microsoft teams were also utilized due to its usability, including live transcripts, unlimited
recording hours, etc. Prior to the interview, researchers confirmed once again on the
completion of consent and demographic form for each interviewee. The interview link was
sent to each participant on the morning of their interview session, and a text reminder 5
minutes before the session. All researchers attended each interview, exchanging roles as
interviewer and observer across each interview. The interview sessions ranged from 15
minutes to 2 hours, depending on the content shared by individual participants.

After verbal consent was given, researchers proceeded to start the recording of the
sessions and introduced themselves, whilst starting with the interview questions. The

interviewer also asked additional questions depending on the flow of the conversation. At the
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same time, the researchers also noted down their personal observations throughout and after
the interview, for the use of future reference during data analysis.

The interview session ended after the interviewer expressed their gratitude towards
their contribution to the current study, and the participant was informed that they could ask or
share additional questions after the session via Whatsapp if they wished to do so. A
transcription of the interview was done manually after the interview, with reference to the
recording and the live transcription data.

Validity and Reliability
Validity

Validity in qualitative research is vastly different when compared with quantitative
research (Winter, 2000). Researchers argue that validity is inapplicable in qualitative
research, but it is mutually agreed that a form of quality check is necessary (Golafshani,
2015). Hence, multiple past studies have attempted to come up with a replacement for the
form of validity in terms of qualitative studies, such as trustworthiness; proposed by Lincoln
and Guba (1985). They mentioned that to ensure that the results of a research is considered
valid, it is important to develop the reader’s trust in our interpretation of our findings.
Criterions mentioned in the study regarding how researchers can establish trustworthiness in
their data include establishing credibility, dependability, confirmability and transferability. In
this sense, the current study applied this four dimensional standard to demonstrate validity in
our data.

Credibility. Credibility refers to the accuracy of the researcher’s interpretation of the
interviewee’s answers and point of view (Tobin & Begley, 2004). The current study exhibited
this criteria by utilizing data triangulation, in which we collect and compare data from

different sources, including the interview transcript, the second coder and past literature.
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Dependability. This involves ensuring that the findings of the current study is
replicable, if conducted with the same population sample and context (Tobin & Begley,
2004). We achieved dependability through thorough explanation on our methodology and
reflexivity within the researchers. The incorporation of reflexivity in the writing will be gone
into detail in later sections.

Transferability. As its name suggests, transferability refers to the generalizability of
the findings of the study in future research (Forero et al., 2018). Since the results of the
current study is subjective to the participants personal background, experiences and
demographic variables, it would be difficult to transfer the current content into other similar
studies due to its qualitative nature. In order to establish the current criterion on our study, we
provided thick descriptions of our findings, elaborating on how and why the situation and
other variables interplay with the current phenomena.

Confirmability. Confirmability can only be achieved through the prior achievement
of the above criteria (Lincoln & Guba, 1985). It is defined as the level of agreement that other
researchers would have on our findings and analyses. Therefore, the current study
demonstrated confirmability through the achievement of the above mentioned criteria,
utilizing data triangulation, thick description of method and analysis and so on.

Reliability

Reliability in qualitative research often refers to the consistency of data and the ability
to replicate the same study which result in similar findings. Lincoln and Guba (1985) mention
that reliability cannot be achieved without demonstrating validity first, hence the current
researchers are able to establish reliability throughout the study by achieving both
dependability and confirmability, in which detailed accounts for methodological and

analytical process are provided, along with the concept of reflexivity throughout the analysis.
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Inter-coder reliability (ICR). In addition, inter-coder reliability was practiced in the
current study. Inter-coder reliability defines the consistency and agreement between multiple
coders on how they code the same data. Specifically, the current research calculated the
percent (times) of agreement among coders on our coding judgements, such as the choice to
categorize data in one theme and not another. There are two coders assigned for each
interview and coders will expose themselves and code the same interview transcript
individually, then the amount of times coders agree on the same coding will be summed up,
resulting in our ICR.

Past researchers have pointed out that the concept of ICR in qualitative research may
be futile, as the disagreements between coders might be different but valid, with their own
individualized perspectives towards the data (Lombard et al., 2002). However, ICR was
decided to be implemented in the current study due to the transparency it provides on the
researchers judgements, which facilitate reflexivity and trustworthiness. As mentioned
previously, dependability is the ability for other researchers to be able to replicate the same
study, with yield of similar results. Hence, the methodological process in which researchers
code and categorize their themes should be described in detail to provide a thick description
so that other researchers and readers will be able to understand the thought processes behind
our decisions. Additionally, ICR helps to keep up the consistency of data, and shares the
workload of interpreting large masses of data among researchers without losing data cohesion
(O’Connor & Jofte, 2020), as it facilitates internal communication and constant self reflection
on our personal biases within the research team.

Reflexivity

This implies actively examining our thought process and the decisions we make

throughout the data collection process. In this sense, the researchers of this study

acknowledged our personal biases and backgrounds and its implications on how we analyze
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and see our data during the write up. These internal and external thought processes were
recorded to keep a clear account of our judgements and why we made them. It will be
effective in minimizing the researcher bias during analysis. Additionally, the perceptions of
the researchers and their possible personal biases are also accounted for in the section below.

The Perspectives of the Researchers: Researcher 1. Personally, I do not have any
relations with Autism throughout my life. I was only exposed to it through university courses
and mainstream media, who often depict ASD individuals as dependent and miserable. With
the increase of ASD related content exposed to me throughout my university life, I became
more interested in ASD individuals and how they experience life. I began to wonder if they
actually saw their lives as miserable as others thought, or if they saw it with a positive
attitude or a neutral view. Because of this, I will be more inclined to understand their
perspectives and how they see others and themselves, which might reflect in my analysis and
writing.

Plus, due to my exposure towards miserable depictions of ASD individuals through
the media, I might also have an unconscious pity towards them, thinking that it is a default
that they need to be saved and helped. Hence, this might affect my writing and how I portray
them and their experiences in the results and discussion. Since my initial perception was of
pity, I kept in mind to not overly victimize them and interpreted data with data triangulation
in mind. This was done by cross checking their non verbal expressions and tone of voice
when interpreting their statements and any underlying information. Additionally, I also
managed by bias by setting myself in a third person’s perspective when interviewing
participants, and asked additional neutral questions only when it went with the flow and were
relevant to the research questions. I did not push the participant to agree on my personal
biases and did not reveal them to the interviewee, so that their claims were made entirely on

their opinion and not influenced by mine.
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The Perspectives of the Researchers: Researcher 2. Before really getting into this
project, I have only surface understanding on ASD individuals. Due to limited exposure and
opportunities in exposing to the ASD community, I have only academic knowledge on ASD.
Previously I have met with someone living with ASD which was my neighbor years ago. She
often possesses more extreme thinking and behaviors which match with society’s view that [
have perceived previously. Although no one around me is clear about ASD, it is said to be
one of the common mental disorders in Malaysia. In my initial opinion as received from
society, ASD individuals are said to have more personality traits which are not preferred by
others.

Therefore, due to some perception from me generated from the public, I often view
ASD individuals as helpless and clueless. Honestly, I will tend to view ASD individuals in an
empathetic manner. It will affect my perception of what they are saying which leads me to
affect my writing. After I have adware on my biases, I always remind myself to view at the
central point, neutrally. Basically to view the participants’ feelings and their perception as an
outsider without siding with any of them.

The Perspectives of the Researchers: Researcher 3. As a person who has a younger
brother living with ASD, this puts me into a test of what I truly know about ASD. There is no
denying that with my background and knowledge that there will be a semblance of bias in my
writing. From my experience and knowledge of my brother, there is a possibility that I may
have projected a specific idea of what an ASD individual is. Such ideas may take the form of
how they socialize, communicate, act, live and cope. Thus, when I was exposed to more
individuals with ASD, I was intrigued and slightly surprised by the range of how ASD
manifests itself and affects different people in its own way. Truly defined by its own
definition, ASD is a spectrum that cannot just be generalized easily. However, I truly believe

in wanting to understand and help those living with ASD such that those like my brother can
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live a fairly comfortable life. My bias and my experience towards my brother may reflect on
my analysis and writing in a way that [ would be more inclined to take the side of those with
ASD and may relate back to the participant's experience to my brother’s. As such I took into
consideration of this when writing and analyzing the data to make it fair and not skewed the

data, I will reflect back and analyze if my thoughts are based fairly or due to my experience

with my brother.

Additionally, I have interned before at a psychology center where my task may
involve taking care and teaching children with developmental disabilities such as
Attention-deficit/hyperactivity disorder (ADHD) and/or Global Developmental Delay
(GDD). Thus I may have an ingrained idea of how an individual with developmental
disability may act and behave. Though, I do realize that the interview will be conducted with
adults rather than children, which may look different based on age. Nonetheless, my
experience working with kids living with developmental disabilities may also reflect on my
discussion and results. As such, I take into consideration the participant’s own experiences
and view, as well act accordingly and appropriately to my writing so that I do not generalize

their symptoms and experiences.
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Chapter IV
Results
Data Analysis
Thematic analysis

The study used a thematic analysis method to examine the data collected. One of the
widely used analytical methods in the qualitative research field (Braun & Clarke, 2006) It
identifies, analyses and reports themes in a large group of data. Thematic analysis relies on
themes, as Braun & Clarke (2006) says that what is considered a theme is something that
shows significant importance between the data and the research question, that also depicts a
patterned response or meaning in the data. Thematic analysis aims to describe the patterns in
qualitative data, finding out what is common and interpreting to seek if it answers the
research question.

The advantage of this method is its flexibility, it does not require as it does not rely on
complex theoretical knowledge as other methods while also being accessible to researchers
that are early in their career (Braun & Clarke, 2006). Another advantage is its usefulness in
analyzing a population’s experience or view, as King (2004) points out that thematic analysis
is a method that can be useful in studying the views of research participants which is useful in
our research as it wants to identify the different experiences of ASD individuals under
societal view.

Procedures of Thematic Analysis

There are processes in conducting thematic analysis as seen in the original guideline
by Braun & Clarke, (2006) however they point out that it is not a fixed process, as such it is
encouraged to apply flexibility, such as adding relevant steps (peer debriefings, data

triangulation, etc) depending on the data and the research question. The procedures of
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thematic analysis for the current study include six steps in total, data familiarization, coding,
theme formation, theme review, theme naming and description and report write-up.

Data Familiarization. In the first phase of conducting thematic analysis, the
researchers familiarize themselves with the data by transcribing, reading and re-reading the
transcribe to have some sort of idea on each interviewee’s perspective, as well as taking down
notes when relevant. This allowed them to reflect on the data after the initial observation
during the interview, and may help the interviewer in gaining a new perspective from the
data. All researchers went through the 5 transcripts at least once, to gain a better
understanding of them.

Coding. In this second phase, the researchers will generate initial codes identified
from the mass data. The mass content of the transcripts are slowly sifted through and labeled,
which allows the researchers to be able to glance through and get a general grasp of the main
ideas presented in the content better. Two coders were assigned to each transcript, and did
their coding individually without referencing the codes of others. This facilitates the
emergence of different codes on the same content, allowing the researchers to gain a broader
and different aspect of the data.

Theme Formation. After coding each transcript twice, an excel sheet was made to
compare and contrast the codes made for the same data, and to enable the researchers to
zoom out and try to identify groups and patterns in the data. The coders first went through
each other's codes and either agreed or disagreed with the code, in which a peer discussion
was made to compromise and agree on something better. In this process, codes that were
irrelevant to the research questions and codes that appeared too little were removed. The
leftover codes that were agreed on were used for the researchers to identify and group codes

based on any overarching themes.
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Theme Review. After grouping codes together, the researchers went through each
theme to analyze the suitability of them in answering each research question. In this process,
themes that were similar or overlapping were grouped together, either forming a theme or a
suib theme. The themes were also reviewed and refined to be more comprehensive and
coherent in the report. Subsequently, the final sub themes were then grouped under an
overarching theme that ties everything together.

Theme Naming and Description. After a thorough review of the theme, Braun and
Clarke (2006) emphasize to capture the essence of the themes, which is what the theme
represents. In this step, labels of the theme were formed and refined, to ensure that the name
of each theme accurately encompassess and explained the codes and content of it.

Report Write-up. Lastly, after all previous steps, the full write up was done with the
full set of themes regarding it. Tables and diagrams were made for easy reference, and are
included below and in the appendix. Introductions regarding the description of the themes
were included as well.

Demographic Information of Participants

Table 1 indicates the demographic information collected from all five ASD interview
participants. Their age ranges from as young as 20 to 36 years old, with a mean of 28.6 years.
Only one of our respondents is female, with the other 4 all male. All of them are of Malay
ethnicity and islamic. The mean duration since diagnosis is 42.2 months, ranging from 150
months to 1 month only. Additionally, 4 of them are living with their family, with one other

participant living alone.
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Table 1

Demographic Information of Interviewees of the Current Study

Interv- Age Gender Ethnicity Religion State of Duration  ASD Living

iewee Birth Since Severity Situation
Diagnosis
(months)

P1 32 Male Malay Islam Kedah 6 Mild Living
with
family

P2 27  Male Malay Islam Johor 150 Mild Living
with
family

P3 28  Male Malay Islam Kedah 24 Mild Living
alone

P4 20 Male Malay Islam Cyberjaya 20 Mild Living
with
family

P5 36 Female Malay Islam Kuala 1 Mild Living

Lumpur with
family

Qualitative Analysis

This section explains the five themes that have emerged from the raw data, with 17
sub themes under them , as well as the essence encompassing the five main themes.The five
main themes are as follows: isolation by society, difficulties adapting to society, focusing on
self, support in life and spreading awareness to others. Each theme will be discussed in detail
in the later section, and individual figures regarding each main theme and its sub theme will
be included below as well. Explanations regarding how the researchers concluded with the
below themes will be given, with appropriate evidence quotes from the interview transcripts

to support them.
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Additionally, the research questions of the current study have been answered by the
emerged themes. In specific, the research questions are answered by the following themes in
order:

RQ1: What are the social experiences and challenges of ASD individuals in
Malaysia? This is answered by theme 1, isolated by others; in which their social experience in
Malaysia is found to be sidelined and isolated by others.

RQ2: What is the impact of local societal views on the QoL of ASD individuals in
Malaysia? This is answered by theme 2, difficulties adapting to society; in which due to the
societal views put on them, the participants find it hard to adapt in society, in areas such as
work and education. The specific areas of difficulties will be gone into detail later.

RQ3: How do ASD individuals in Malaysia cope with negative societal views? This is
answered by the last three themes, theme 3, focusing on self; theme 4, support in life; and
theme 5, spreading awareness to others. Through their negative experiences in life, the
participants mostly take on a positive attitude and focus on themselves with supportive
figures and pillars in their life, all while putting an emphasis on the importance of spreading
awareness to others.

The Essence: A Rocky Journey Towards Self-Acceptance

In this section, we will discuss the essence emerged from the data, which
encomapssess the five main themes derived. Through the data analysis process, a main
essence of the whole of data emerged, as the overarching theme of “A rocky journey towards
self acceptance”. Under this essence are the five main themes, as depicted in figure 4.1.
These themes represent the stages or parts of the social experience of an ASD individual in
Malaysia, and how they dealt with it.

The essence 1s named as a rocky road towards self acceptance, as our participants

share about their experiences as a story, from how they were treated in the past and how they
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have come to accept it as a part of life and improve themselves instead. Throughout this
journey, they share about the hardships they went through, such as not being understood and
being bullied by others while facing difficulties in life, which is reflected in the wording of

‘rocky journey’ in the essence.

A Rocky Journey
Towards Self Acceptance

A 4 A 4 A 4 Y h 4

Difficulties Adapting to
Society

Spreading Awareness to

Isolated by Society Others

Focusing on Self Support in Life

Figure 4.1. Essence of the Analysis and the Five Main Themes

Theme 1, which represents the first part of our participants’s rocky journey, revolves
around being isolated by society. Although as higher functioning ASD individuals, they
reported feeling isolated and ignored by society, as they were discriminated against
throughout their life. Their feelings tend to concentrate on not being understood and
loneliness, as well as their helplessness and frustration towards their social experience.
Whether during school or work, they mentioned that people tend to leave them out of things
and see them as different.

As represented in theme 2, difficulties adapting to society; this perspective of others
seeing them as different influenced their life significantly, in areas such as employment and
education. This in turn evolved into many mood issues, including being so depressed to the
point where they dropped out of school one week before finals; feelings of frustration
towards self and self blaming for the negativity surrounding them, etc.

However, in all of our participants, this did not seem to break them down, and rather
developed into a motivator towards their now positive outlook on themselves and their ASD.

Themes of working and loving themselves emerged as a major connection between all



SOCIETAL VIEWS TOWARDS ASD INDIVIDUALS AND ITS IMPACT 44

participants, as they all claimed that the most important thing towards themselves now is
focusing on themselves and ignoring negativity, which is depicted in theme 3, focusing on
self.

In accordance with theme 4, support in life; they also speak strongly about the
importance of their mothers and family members in introducing and reinforcing their positive
mentality within their core, even after their mom passed on. Other sources of support also
come from teachers and religion, and vary from their personal upbringings and experiences.

Furthermore, as illustrated in our final theme, theme 5, spreading awareness to others;
claimants on the urgency and significance of spreading awareness among the Malaysia public
also rose up as a highly discussed topic amongst their statements, and most claimed that
problems should be easily solved with the increase of knowledge and awareness amongst
society. They also agreed that in comparison to the 90’s, the acknowledgement and mentality
regarding mental disorders such as ASD have improved substantially, in which they spoke
about their belief in the positivity it will bring as it continues on.

In the next section, we will be discussing in further detail regarding each theme from
one to five and their exact description and content, through the comments made by

participants throughout the interviews.
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Theme 1: Isolated by Society

Isolated by Society

| ' !

Lonely Not Understood Barriers in Socializing

Figure 4.2. Theme 1: Isolated by Society and Sub themes

The following theme expressess the identified reasons our participants feel left out
from society, as well as their feelings regarding this situation. Sub Themes within this theme
include loneliness, not being understood and barriers in socializing. As mentioned
previously, most participants claim to feel lonely and not understood throughout their
experiences with society, and felt that they were sidelined through these experiences. Feelings
of isolation were also increased through their issues faced during socializing with others, as
they claimed that due to others differentiating themselves with them, it is hard to get close
and form relationships, even though they yearn for it. Participants describe not being
understood by others, whilst not understanding others at the same time.

This theme reflects towards RQ1 in our research. Participants explained their
experience as lonely due to a certain extent of rejection and avoidance by members in society.
As they are not understood by the public, people tend to stay away from them which
increases their sense of loneliness and socializing barriers especially when it comes to

friendship, even intimate relationships with others resulting in their emotional burden. People
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will also possess lesser understanding of them as minorities and this became part of their
difficulties in interacting with society.

Lonely. This sub theme represents the feelings of loneliness and reasons for it among
our participants. The reasons for it tend to originate from difficulties in forming friendships,
their longing for companionship and close relationships, and their lack of ability to fit in with
others.

The claims from Participant 3 below are based on their experience at school, and their
troubles in seeking out new friends. A lack and difficulty in finding friends served as a major
influence towards their feelings of loneliness. Their words also hint on their yearn for close
relationships, whether friendships or romantic relationships, despite their insistence on not
being bothered by it.

“Sometimes I'm thinking why I am not having a lot of friends, I wished that I have a

person to talk and accompany...” (Participant 3)

“Actually, if you re asking if I am lonely, I am lonely all the time. Since childhood I
don't have many friends, but I have used to it. But if I am seeing couple or family in

public, I will feel envy somehow.” (Participant 3)

Not only do they feel alone due to a lack and yearning for close relationships, another

reason also stems from not being accepted and being able to collaborate with others.

“During the Covid-19 pandemic, everything changed, for example how to create what
you call the assignment, how to get the classmate for the assignment. For example,
because some of them have already group members but for me, it is very hard...”

(Participant 1)
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The feelings of loneliness also caused them to look inward and identify problems

within themselves, resulting in self-blame, despite the fact that it is not their fault.

“..did I made mistake but nowadays I feel paranoid delusional, and I will think back
is that person mocking me? I will think back is the person telling me the right things,

is it I am acting just like what he says.” (Participant 3)

Another claim by Participant 5 tapped on her frustration towards herself, as her
inability to do certain things made her feel alone. This statement aligns with Participant 2’s

words, both blaming themselves for being unable to ‘fit in’ and their isolation from others.

“But like for me, I just fell through the cracks and my parents did not realize that 1
was having issues, so for me I had to learn all these skills by myself, and just, you
know, keep on thinking why? Why do 1 feel different from other people? Why do these

people just sail through life easily?” (Participant 5)

Not being understood. This sub theme depicts our participants' experiences of not
being understood by others and their justifications for it. Their justifications include not being
accommodated by others, being misunderstood regarding their ASD symptoms and being
misunderstood during their social interactions with others. All five of our participants
reported having experiences of not being understood by others, and sometimes not
understanding why others feel a certain way.

Participants 1 and 3 comment on their experiences of not being accommodated by

others, specifically their teachers. Despite being clear and reasonable on their needs and
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requests, they were brushed off but then blamed afterwards on their inability to perform like
the average. This clear depiction of the accommodating acts from Malaysian educators

contributed significantly towards their feelings of isolation.

“I already mentioned to that lecturer that “I am a learning disability OKU, I have the
rights to have additional time”. but somehow some other lecturer neglected to give

extra time, so when I, when the, when [ was supposed to get the extra time...when the
management unit called me, “Why you get an F”. So, I said, “This is the lecturer that

maybe they do not know it is me, but myself”.” (Participant 1)

“Back then I had this emotional breakdown and couldn t study in class, I like to
self-study. I requested to go back home and study for a few weeks because I found that
I can t really study at school, but they didn t let me to. It is the typical Malaysian's

response especially in a boarding school. They think that everyone can do it then why

you can 't do this.” (Participant 4)

Another comment made by Participant 2 describes their frustration of being
misunderstood of their ASD symptoms and being viewed as rude despite them not being so.
They imply that others view them as different from others, as the way they speak is different

and assumed as being crude.

“People expect me to talk in a certain way, they think I'm less polite or something. It's

tiring.” (Participant 2)
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A claim by Participant 5 mention her annoyance on being misunderstood during her

social interactions with others.

“...and talking to people...it’s hard to relate to them. So when I try to relate, either

people don t understand me or I misunderstood them.” (Participant 5)

In addition to their experiences, our participants also acknowledge that people do not
understand them, and accept that people are probably never going to understand them. The
self acceptance depicted throughout the words of Participant 3 will be discussed further in

theme 3, focusing on self.

“I don t really focus on them as I need to learn to accept. Not everyone can accept the

way you are, and I cannot expect people to be disciplined like me...” (Participant 3)

“I need to accept it, not everyone will accept who you are but everyone is different.”

(Participant 3)

Barriers in Socializing. This sub theme encapsulates how social barriers cause them
to feel isolated by society. The barriers in specific are due to their individual ASD symptoms
of social limitations, anger management issues and cognitive limitations. This leads to them
having trouble with relationships and interactions with other people. Consequently, this adds
on to others isolating themselves with them, as they do not portray the social norm during
interactions.

Additionally, this comes across as a significant issue for those who yearn for close

relationships, as it directly affects their ability to maintain one. Hence, it further impacts their
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feelings of isolation, as their attempts at reaching out seem to work out badly or come across

a lot of obstacles.
Participant 2 mentions having difficulty adhering and understanding the point of

being polite during social interactions, leaving him with mostly negative social experiences.

“.. I feel like being polite never really helps...I mean, they talk like they just expect

this of people.” (Participant 2)

Participant 3’s anger issues lead to him being bullied and distanced from others,

despite him meaning well and wanting to develop friendships with others.

“Even when I'm in university they will say they don 't know me and called me as “si
gamuk” which is mean as a person who always getting frustrated easily...but I will

still wish that I can meet a person to chat well.” (Participant 3)

Participant 5 claims that due to her cognitive limitations, she has a hard time

understanding others during social interactions, which makes her feel like an outlier.

“I feel like I'm outside of a bubble, kinda like I'm in a house looking out of a window

and talking to people, you know what I mean? (Participant 5)

She adds that it is mentally exhausting for her to interact normally with others, as she
has to think a lot and observe before socializing. Although this does not disrupt her
relationships with others significantly, it impacts her day to day life and further reinforces her

perception of an invisible barrier between her and others.
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Theme 2: Difficulties adapting to society

Difficulties Adapting to
Society

! ! ' ' !
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in Employment =

Figure 4.3. Theme 2: Difficulties Adapting to Society and Sub themes

Theme 2 is well explaining RQ2. It explains how participants’ negative social
experience and limitations in themselves developed into adapting difficulties with the public
in society. Due to the public's lack of understanding of ASD, their capabilities are
underestimated and are vulnerable to bullying. They are also facing barriers in themselves of
not being able to cope with their daily functioning by others and are not given a proper
chance to prove themselves.

Because of the symptoms and the negative perceptions of ASD, it influences and
creates obstacles on how those living with ASD adapt to society. Being underestimated and
bullied has made it difficult for those with ASD to be seen as equal and capable by society,
while barriers such as work, employment and education has made it difficult for those with
ASD to properly integrate into society. Each and everyone of the participants have
experienced some form of difficulties when adapting to society hindering them from living a

comfortable life.
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Underestimated. Refers to the general low expectation and misjudgement from
society onto those with ASD, either from ignorance or a general lack of knowledge that
affects them from a social, academical and workplace perspective. The expectations
experienced by the participants are low to the point that some would describe it as not having
any expectation at all.

It can be seen because of the expectation and how those living with ASD operate
differently from those who do not live with ASD, it is hard to convince and prove to people
on the efficiency and effectiveness of their skill. Because of being underestimated, it prevents
them from advancing and conforming to society.

Participants have shown their experience with being underestimated and how it
affects them even if for some it came out of pity. As participant 1 pointed out that, while there
are good intentions to cater to those with ASD such as giving easy parts in assignment, they
did not properly consider the ramifications and consequences of such treatment on those with

ASD.

“...they deliberately give the introduction and conclusion, why? Because they do not
want to give to certain groups to “break their heads” and to have a hard time to

think... It is honestly dangerous...” (Participant 1)

“... Yes, I met these people a lot. They will say feel sorry for me as nobody wants to be

as autism, but I always tell myself that I just leave them....” (Participant 3)

“...people do not understand autism and when they know I am autistic they will start

to think that I can't do my job well...” (Participant 4)
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“...Because in a way autistic people have to prove to others that they can do things.

Because people don t trust in their abilities and what they can do....”" (Participant 5)

Educators showed up in a few of the participants' sentences on being underestimated.
Exemplifying that even the people who are responsible for the education of those living with

ASD can further hinder their progress in life and not understand their issues.

“...teachers do not encourage me to take UPSR because she claims that I cannot

answer...” (Participant 1)

“...Teachers don t understand as well... my son has autism and the headmistress was
like why didn 't you send him to sekolah khas?...The school didn t understand that

although he can cope academically, he still has a lot of issues socially” (Participant

5)

One can also see that social expectations such as trends and norms can be seen as
difficult for those with ASD to conform to that some may find unnecessary, but they may be

judged for not following it, and deemed as incapable or not normal for not doing so.

“...people expect me to talk in a certain way, they think I'm less polite or something.

1ts tiving. I don t find it useful ... ” (Participant 2)

“...There's some trends or social norms that they think Autistic children are not

capable in certain aspects, but everyone is the creation of beauty...” (Participant 3)
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“...There are many more societal expectations like how these kids fit in the trends or
needing a lot of friends, for me those unnecessary. It depends on what societal

expectation is...” (Participant 4)

Some participants gave insights on why some people and society have a lowered
expectation on them which can be described as being seen as a lack of awareness of what
ASD actually is, ranging from being seen as cognitively underdeveloped or a general

confusion on how ASD works,

“... When I was young, people are expecting autistic children are lacking some
biological development and they can 't do anything. So, they will have kind of
perceptions on me that I can 't do anything and easily getting frustrated...”

(Participant 3)

“... society s view is that they expect people with ASD is very destructive, very active.
Some people expect them to be very smart, but some people expect them to not be able

to go to school. So yeah, that’s what I have realized...” (Participant 5)

Barriers in working. This theme refers to the difficulties that those with ASD find
with working or executing their task, while also looking at how this difficulty affects how
they effectively execute their task. Many of those with ASD who are working may find it
hard to fulfill certain jobs. This can range from a lack of accommodation for employees with
ASD to certain jobs being unsuited for those living with ASD. Leading to a difficulty in

adapting to their work environment.
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“...it was just for a restaurant job... I think I just decided not to further pursue since
they asked if I can be there for like really long in the day, like morning until close to

night time...” (Participant 2)

“...Because I am the type of person who can do one thing at a time. Hence, certain

jobs might not be suitable for me...” (Participant 4)

“.. I'm already working. I struggle with executive functioning...Trying to start my

project and things like that is what I think is really affecting me right now...’

(Participant 5)

Because of their condition, it affects how they want to do their work and prove to
others that they have the capabilities to do something if given the chance. This difficulty
affects how well they adapt to their work environment. As participant 4 addresses that
because they could not adhere to Malaysian culture and society, it is hard to prove to others of

his capabilities because of his unorthodox way of working.

“... all I ask is to be given a chance to show your results but most of the times, with
Malaysian s rigid mentality we have in our culture and society, the chance isn't

given...” (Participant 4)

Participant 5 have a similar view as in because of the condition affecting those with
ASD and how they work, oftentimes those with ASD have to work twice as hard to prove

their capability.
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“...80 if they do something, they have to work twice as much as other people to just to

prove that they can do it...” (Participant 5)

Barriers in employment. This theme refers to the hardship that those with ASD face
when finding employment. All 5 of the participants agreed that it is hard for those living with
ASD to find employment either from personal experiences or from exposure to others with
ASD. The difficulties can stem from competing with others, employers being
unaccommodating or discriminatory, which lead to a low employment rate of those living
with ASD and may cause those living with ASD to be too dependent on others.

One of the participants explained that no matter the form where the recruitment stems
from, it is difficult for those with ASD to seek employment and it takes effort to get an

opportunity to find work. Participant 1 shared his experience:

“... we want to get completely secure the workplace is very hard because we in
Malaysia millions of citizens that wants to apply as well...It does not matter if it is

from the SBA, SPP and also from e-recruitment” (Participant 1)

In a similar sense, they also tapped on their helplessness with the employment system
for OKU adults in Malaysia, and how it adds an extra barrier for them in gaining

employment.

“Sometimes these things takes years to get an opportunity to work, however currently
for the OKU group (including the ASD group), they are expected to take an exam for
the public. Because before this, most of them, they are unlikely to maybe because of

the system where they cannot use a screen reader and such. They must go through
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PSEE, an exam to enter the public service. So when this are required, the group will

be excluded.” (Participant 1)

A participant provide their perspective that some employers may act discriminatory
and may turn away from hiring someone if the employer knows that they have ASD leading

to some to keep quiet that they have ASD. Participant 5 stated that:

“..If we revealed that we have autism and then people don t want to hire us, it shows
more about the employer than about me, really because their employer is being

discriminative and things like that...” (Participant 5)

Participants also provide a deeper insight as to why it is hard for them or others to be
hired or stay in a job, ranging from personal boundaries to their own limitations. They

explained their situation:

“...I am very sensitive with others’sexual jokes or any other jokes that is beyond my

boundaries, they start to discriminate, and I will leave them...” (Participant 3)

“... It is depending on the job scope. It will be depending on how they found their
strengths and weaknesses, and to find a job in that area. But maybe on the lower end,

like communication skills may be hard for them...” (Participant 4)

Participant 5 points out that there is little government initiative to help those with

ASD to acquire jobs, which as the participant claims is maybe the reason there is low
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awareness and why employers are hesitant to hire those with ASD. He further explains how

the difficulty of securing a job left individuals with ASD no choice but to depend on others.

“..theres little support from the government in encouraging employers to hire these

people...” (Participant 5)

Barriers in education. Refers to the difficulties those with ASD face when learning
either in school or in universities. Many of the problems stem from the fact that the educators
do not understand how to accommodate students with ASD leading to their grades being
dropped due to ignorance. This can cause a problem of the difficulty of those with ASD
pursuing their education.

Participant 1 clarifies that because of the possibility of ignorance and lack of
awareness of his lecturer which led to the participant not being accommodated, their grade

fell as a result.

“...they may be like lack of advocacy or lack of empathy or lack of understanding

some of the lecturer, so I got maybe an ‘F’...” (Participant 1)

“... I requested to go back home and study for a few weeks because I found that 1

can t really study at school, but they didnt let me to...”" (Participant 4)

The participants also observe that there is a lack of understanding from peers without
ASD towards those with ASD. This problem is claimed to stem from schools not being

inclusive and lack of awareness of what ASD is.
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“... Because during that group assignment or whatsoever sometimes I have face

discrimination... Because they will do the exact part because they don t want to get

’

my headache, do not want me to get tired, do not want to give me a chance...’

(Participant 1)

A participant also said that online classes are challenging for those with ASD.

“...Especially when it uses online learning, is really challenging because from what I
understand in my opinion because some of those with autism, they prefer to have class

physically when compared to online class...” (Participant 1)

Furthermore, Participant 5 also mention on the school’s lack of understanding on the
multifaceted characteristics of ASD symptoms, and how they have to pay more attention

towards their children’s learning as a result.

“The school didn t understand that although he can cope academically, he still has a

’

lot of issues socially, so that’s why we want to keep an extra eye on him...’

They carry on with their frustration with the school system and policies in how they
treat ASD students. This segregation of neurodivergent and neurotypical is created by the
systematical barriers that hinder the interactions and familiarization with people who are
differnt from them.

“So, when they don t learn together, they are being isolated from the moment that

they enter school. How can we expect them to be accepted when they are older?”

(Participant 5)
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Bullying. Refers to the common experience of those with ASD faced against people
who either try to seek harm or intimidate them. There is a concerning level of bullying that
goes far as threatening them physically as well as affecting their mental health. While
bullying such as insults are common, there are cases indicating that the bully act maliciously

to the point of trying to ostracize them from their friends. There is a frequency in participants

experience of being bullied by their peers.

“I am very careful with someone because of my experience which is very common

with history of being bullied” (Participant 3)

“When I was back in school before, I was already being bullied by people even

before primary school” (Participant 4)

The extent of the bullying goes as far as physical threat and affecting their mental

health, as participant 3 pointed out regarding his experience.

“I used to be good with someone, but it turns into bullying. He confronts me by

warning if I do anything with them and he is showing me a knife” (Participant 3)

As well as participant 4 experience back in school where the bullying progress to the

point where they went on a downward spiral of depression.
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“This went up to a point where I stopped studying and not wanting to be there. This

developed into depression” (Participant 4)

The experience that those with ASD encounters with the method of bullying ranges

from insults to ostracizing them severely.

“There are some autism kids if they get insulted then they will be quiet, so it'’s like

provoking to put it simply. It's like bullying” (Participant 1)

“bullying got worse on a certain point where these people were controlling my
friends by asking them to stay away from me and so, it started to affect my social life

in that way” (Participant 4)

Theme 3: Focusing on Self

Focusing on Self

v v v v

Avoid and Ignore
Negativity

Self Improvement Self Protective Self Accepting

Figure 4.4. Theme 3: Focusing on Self and Sub themes
Theme 3 is addressed to RQ3. Some of the ASD individuals work on themselves as
the most effective way in proving themselves to the public. They emphasize

self-enhancement on their barriers while accepting symptoms or insufficiencies among
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themselves. To cope with societal views that are unacceptable and affect them emotionally,
ASD individuals use methods of avoidance and self-protection against negative perceptions
and comments on them.

There is a pattern amongst the participants as they mature into adulthood then they
start to focus on themselves more. From having problems within their lives, many of the
participants try to cope by improving on themselves more, protect themselves from being
discriminated against, avoid negativity and/or by accepting who they are. These methods lend
themselves to how they deal with those who are discriminatory against them or by societal’s
perception.

Self improvement. Refers to how those with ASD strive and eventually finding
themselves wanting to improve themselves more. There is an effort even through the
difficulties they face that they focus on improving themselves more. Some of the participants
have difficulties managing their symptoms but they keep pushing themselves to improve as

they try to move forward.

“...Sometimes it can be controlled, but in other times it cannot be controlled. But for
myself, I have no problem because possibly these things ends quickly, so I understand.

So as the saying goes, ‘Do not give up, we have to try to do new things’...

(Participant 1)

“...1 used to blame when I was young back then, but slowly I learn as much as I can

to develop and improve myself....” (Participant 3)

For some other of the participants, they would try to move on from societal pressure

and focus on improving themselves as a functional human being.
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“...We cannot control how others are going to view on you but the thing that we can

focus is how to focus on developing the self...” (Participant 3)

“...I don't need many friends, so it really depends on what the societal expectation is.
Ifits like getting a job or doing some volunteer work or being a functional human

being, then yes of course I will...” (Participant 4)

Self Protective. Refers to how those with ASD try to protect themselves and their
rights. Some participants want to stand their ground when being threaten or confronted with
discrimination. It is worth noting that for participants, they would normally avoid
confrontations but they can stand up for themselves when their rights or boundaries are

threatened.

“...80 I spoke with them, they actually have the right to do whatever they want either

academically or curriculum...” (Participant 1)

“... He confronts me by warning if I do anything with them and he is showing me a
knife. So that I mentioned, you know I am not doing anything wrong and if you do

this, are you willing to take the risk...” (Participant 3)

“...Unless it’s worth fighting, like for my rights and things like that. Then I will

confront them...” (Participant 5)
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Participants also show that to protect themselves, they must set boundaries as one

participant pointed.

“...if I'm doing something to offend you, you will also get angry am I right? So, why

are you crossing my line?...” (Participant 3)

Avoid and Ignore Negativity. Refer to how those with ASD strive to avoid
negativity to affect their life. This method is common in all of five of the participants in the
study especially when confronted with discrimination and if the participants see that there is

no way to change their mind.

“...for me even when people insult me, I do not feel anything. I just act normally. 1

Jjust simply ignore it...” (Participant 1)

“...just avoid them...” (Participant 2)

“..If they are willing to communicate and listen to you then it’s fine but if they re not

going to listen to you then just leave them...” (Participant 3)

“...Iwill just stay quiet or just go away because there's no point. I guess that’s how I

cope, I just don't go with these people...” (Participant 4)

“...Idon't like confrontation. So during confrontation I was like, okay, okay, okay,

bye. Just like that, I cannot do confrontations...” (Participant 5)
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For a few of the participants, they would dive deeper into the specific people and

things that they would like to avoid.

“...please avoid the negative side, like gossips, know-it-all, close minded, this person

cannot this, negative thinker...” (Participant 1)

“...Those are the people then I tend to avoid because in the end even if I'm trying to
explain to these people, it doesn 't work as they 're not there to understand you. They

are just to judge you...” (Participant 4)

Self Accepting. Refer to how those with ASD, even with their past and the troubles
with their peers, try to accept themselves for what they can do and who they are despite what

they have experienced during their life.

“...eventhough I enter university late, but age is not a problem, these quotes I kept to

my heart...” (Participant 1)

“...I need to accept it, not everyone will accept who you are but everyone is

different...”” (Participant 3)

“...I mean, no one is perceived when it comes to effects to my life. It just become part

of my life now ... “ (Participant 4)

“And biggest one is don t be in denial, because I realized some parents are in denial

about their kid’s conditions.” (Participant 5)
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Some of the participants initially do not understand some of the difficulties and

differences that they face are symptoms of ASD, but they eventually come to accept it.

“...This is due to some misunderstanding because if I has understood that I am

Autistic, [ would have said and been given another way to do things...” (Participant

4)

“...for me, I just fell through the cracks and my parents did not realize that I was

having issues, so for me I had to learn all these skills by myself...” (Participant 5)

For participant 4, even with his frustration in his past, he comes to accept that it is a

part of his life and try to work things out.

“...It just become part of my life now. Everyone has a different character but we’re

Jjust trying to do it right. So, for me it’s just how I work things out...” (Participant 4)

One of the participants would see criticism directed to them personally or related to
their symptoms, but they would like to accept criticism as a way to improve themselves and

to move forward.

“...I made mistakes before by expressing aggressiveness to others. But then I realized
I cannot be selfish, and people deserve to be safe as well, it’s not that easy but I have

to keep going...” (Participant 3)
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One of the participants emphasized on being open and accepting publicly, in turn

creating a positive environment for her and her children with ASD.

“...I'm open about my children, so people around me are accepting of my children

and other ASD children as well. And adults as well...” (Participant 5)

Theme 4: Support in life

Support in Life

v v v

Mothers Teachers Religion

Figure 4.5. Theme 4: Support in Life and Sub themes

Theme 4 is answering RQ3 as well. It indicates how and which aspect of social
support impacts ASD individuals the most. In the view of ASD individuals, mothers and
teachers are impacting them largely by providing necessary physical and social support
throughout their time dealing and coping with their ASD symptoms. Religion is considered as
an external support which creates motivation and encouragement throughout their life.

Throughout the journey experienced by participants living with ASD, despite the
difficulties faced all along the time, support and assistance that they receive from community
and people around were said to be effective for them to cope with difficulties and barriers met
in daily life. Their emotional well-being is well increased with social support during or even

before their diagnosis of ASD including mothers, teachers and religion.
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Mothers. As per the participants, mothers had been reported as the most supportive
one throughout their span with ASD. The ASD individuals mentioned that their mother’s
presence has been helpful and hopeful for them especially before and during their early
diagnosis.

The below statements of our participants mention that their mother acts as an
important role in providing physical care, emotional accompaniment, and psychological

support throughout their lives.

“... my mother motivates me when I was in school and in university, from a

supportive, motivational, and compelling aspect.” (Participant 1)

“. She said that I am a gift to her when she passed away...” (Participant 3)

“... she’s the one back then when I wanted to quit school and everyone was surprised.

But my mother has been supportive from that.” (Participant 4)

“Since then, until now, she s been supporting me and motivating me all the time. 1

wouldn t be here right now without her.” (Participant 4)

Their mom is acknowledged as a person who stays by the side of ASD individuals.
Participant 3 mentioned that even before their formal diagnosis of ASD, their mother has
been playing a role of dealing and coping with their symptoms such as aggressive action,

frustrations, repeating behaviors, and others. Through their words, it is clear that they respect
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and see their mother as a significant figure in their life, in which they are always there to help

and talk to them.

“She is a strong woman. Every time when I am frustrated or if [ am going to do
something which might hurts her, I am much impressed on how she deals with me. I

am impressed with her patients of being a woman.” (Participant 3)

“...even if I called her early in the morning when I want to be frustrated and
aggressive in my dorm in university. She is very patient and answer my call back

then.” (Participant 3)

“... how my mom manages my temper and aggressiveness. I used to run around but
my mom is so clever that she knows I like to draw and often bring paper and pen with

her wherever she goes.” (Participant 3)

“My mom just used repetitive behavior with me on how to socialize...How to manage

bad temper? How to manage bullies?” (Participant 3)

Teachers. Teachers tend to bring a large impact to ASD individuals on their
personality and behaviors, even persistent until their late life. Teachers also act as the first
people who they interact with in society. Academic institutions are viewed as an important

agent among society for ASD individuals especially when they’re still adolescents during
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school days. School is the place where they will be most of the time other than their home.
Most of our participants agree that teachers act as a significant impact towards ASD lives.
As per Participant 5, she emphasizes on the importance of understanding teachers

who know how to handle neurodivergent and neurotypical students simultaneously.

“That s really important because the kids will go to school and then the teachers will
have to deal with the kids and educate other children, neurotypical children, those

with no issues to accept the children.” (Participant 5)

Participant 1 also agrees that lecturers have helped him significantly throughout his

university life.

“Because only these lecturers can be requested if they have free time. So, there are a

lot of lecturers that helped me.” (Participant 1)

One of the participants did mention that other than traditional school or special school
for ASD children, KinderKaizen, where they can play and explore their skills throughout the
process can be better and more comfortable for them. They can develop their skills well there
and eventually affect their emotions and feelings, bring more self-confidence instead of
sending them to traditional school to teachers, where they are forced to follow the rules and
learn.

“We send him to KinderKaizen, if you know, Kiderkaizen is a pure play center. So

what he does everyday is he plays from morning to the afternoon, from 9am to S5pm,
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he plays. After sending him there, within a few weeks from not talking at all, he
started talking. You know, he is more responsive. He has more skills than just sitting at

home.” (Participant 5)

Religion. One of the participants has emphasized on the importance of religion to
him. It plays as a sense of belief and faith to them, something that is always there for him
other than any members in the society. It is virtually present but to the participant, it is
physically present by his side whenever needed. It is said to be an important part of his life
where it will not disappear and leave him alone. Other than a sense of belief, it eventually
provides a sense of relief when he is dealing with society toughly. It has boosted their
self-confidence, as they know their efforts are all well worth it and they deserve the equal

rights as any others.

“In the al-Quran it says that we are all good human beings, the best creation and
human are beyond all limits and boundaries. All of us are the best creation of God
and how should we lower down ourselves? If nobody is looking at you, remember
the God is looking at you, your struggle and your patience. There will be those good

times coming.” (Participant 3)
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Theme 5: Spreading awareness to others

Spreading Awareness to
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Figure 4.6. Theme 5: Spreading Awareness to Others and Sub themes

The last theme is well addressed to answer RQ3 on ways to cope with ASD by
explaining how ASD individuals use their own effort to influence society’s view on them
while demanding for more support from the public towards the ASD community. Other than
being willing to share their knowledge and experiences with the public who lack awareness
of ASD, proper support and treatments are demanded by the ASD community for others who
are in the same situation as them. These are to ensure that they will have sufficient resources
in coping with ASD physically, psychologically and emotionally.

Even if ASD individuals face some perceptions and opinions by society, they are
willing to contribute more to their community to benefit others who’re in the same situation
with them. They are hoping to be heard, listened to, and cared for by others in the society. It
includes educating others and emphasizing on the need for better support and treatment.

Educate others. This sub theme explains how most participants stated that whenever
they faced some discrimination, bias, or negative perception by others in the society, they are

willing to share more knowledge and information of ASD with them. In a way it helps in
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solving the public's doubt and misunderstanding on ASD and the community. They are
providing proof, facts, or real-life experience so that the public can acknowledge accurate
information on ASD.

As per Participant 5’s words, they agree that it is important for others to be educated

on this issue so that it is able to travel through word of mouth.

“I think it s really important for the parents or, you know, people with ASD to talk
about it and to educate people about ASD and so that the awareness keeps on

increasing.” (Participant 5)

Other than that, Participant 1 mentioned that they will provide factual information in

combating negative views towards ASD.

“If they say negative things for example like things towards ASD or some other
slangs, I will give them facts. Sometimes I will call these facts for example, does coke
and vaccine cause autism? The answer is no. It does not cause autism, and with the

problem of vaccination, these things do not cause autism.” (Participant 1)

They also mention their proactivity in holding talks in the goal of getting more people

involved and educated on this issue.

“I too have conducted a series of motivational talks at schools, IPT and programs

that is established by ISEE, International Special Education Exhibition that is held
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vearly. Where this platform is established to bring awareness or understanding to the

groups involved, such as Autism whether in IPT, in schools and so on.” (Participant

1)

Also, they mentioned when there’s someone who is having lesser understanding of
ASD groups, they might not understand what are their real needs and approach that best fit

them. They play the role of helping others by spreading more information about ASD through

his real life experience and insight.

“Other than that, I also gave them insight on how to help these group of people when
they board an airplane. In that I will give my briefing to the staff of AirAsia on how

we need to handle these group of people, so that there will be a rise of problems

during when they ride aboard a flight. ” (Participant 1)

However, as most of the participants seem to avoid others who are having negative

perceptions on them, they will normally share the information about ASD voluntarily when

they feel the person’s honesty and genuinity.

“I would normally read this situation and if this person is being honest or he just

really doesn 't know. Even if he's being rude but he didn 't understand it and he didnt

mean it. I will then try to explain.” (Participant 4)
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“For example, if they have a negative view, but they re coming to us, they want to
know something and to learn something new, that’s fine because they didn t know

about it.” (Participant 4)

Participant 3 adds on that although they are willing to educate others, they do not

tolerate and ignore people who are ignorant and not willing to learn.

“If they are willing to communicate and listen to you then it’s fine but if they re not

going to listen to you then just leave them.” (Participant 3)

Need for better support and treatment. This sub theme describes how ASD
individuals claim that other than single-way effort from ASD individuals, the public,
especially the government and health sector are urged to provide more and proper health
support and treatments towards the ASD community.

Some physical and policy-related support by the public and government are to be
established for the ASD community so that their welfare can be prioritized. It could help in
reducing their stress and lower possibilities of having emotional burden due to some external
and internal limitations. Additionally, it also provides the chance for ASD individuals for
prove themselves to others, and overthrow the underestimation of ASD groups.

Participant 1 mentions that better support is needed from the media, and suggestions

on how they should do so.
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“That is from the perspective of society, other than maybe the media need to focus on
or gain more knowledge in order distribute more information, details or awareness
for the group. Either from printed newspaper, electronic media or in official media
such as BERNAMA, Jabatan Penerangan and so on. Maybe they can make a video in

a way to help the group on how to correctly help them from a traditional means and

through radio.” (Participant 1)

They also add on regarding the relevant training that can be provided towards ASD
groups, not only to spread awareness but also equip ASD individuals with the needed skills in

life. This is supported by other participants as well, agreeing that ASD individuals will

flourish with sufficient training.

“... maybe the officials at the universities need to have DET (Disability Equality
Training) periodically, not just for scholarship week but also maybe in any program,

like once a month or once every semester in order to bring forth awareness.”

(Participant 1)

“It just autistic individuals are different in some form but if they 're trained well, they

can also manage to develop their skills as same as or even beyond normal people.”

(Participant 3)
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“If we can treat them well and provide treatments, we can do a lot of things that we
can...To help in enabling them so that they can be functional people in society.”

(Participant 4)

Participant 5 also mentions how schools can better support ASD students, by

developing and upholding an inclusive school environment with no rejection towards special

kids.

“The biggest, biggest thing that I think really needs to happen is a no reject policy in
schools. Because right now if you have ASD or you know hyperactive kids or

whatever, it'’s hard to get into schools.” (Participant 5)

Participant 4 adds on how providing a better place for ASD groups are the

responsibility of everyone, and not just the responsibility of ASD groups themselves.

“I think it’s a job of us in society to be able to facilitate them and give them a place

where they can maximize their strengths. That’s why we have MAHFAA for example

and we have kids with us.” (Participant 4)
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Chapter V
Discussion

The current study aimed to understand the societal experiences of ASD individuals
and its impact towards their quality of life, and how they cope with them. The information
yielded from interviews are similar to those of past literature, with slight differences in
between. Aligning with past research, ASD individuals face many challenges in their life, in
aspects such as education, relationships and employment; as they have been isolated and
misunderstood by others. Although these obstacles do impact their lives, they do not give up
and submit themselves as weak and dependent. They emphasize focusing on the self and also
have a positive attitude towards their lives, with the support of significant others, such as
their parents and religion. In accordance with the significance of study, stress is put on
spreading awareness regarding ASD, and how it would be beneficial towards ASD groups.

In addition, the findings presented in the current study are supported by our
conceptual framework, that societal views do impact ASD individuals, which then in turn
influences their quality of life. However, it is to note that societal views are not the only
factor that impacts the quality of life of ASD individuals, but other factors such as their
individual symptoms also come into play.

Three main groups of findings have been summarized to reflect each research
question, including their social experiences mainly characterized as isolated; a poor quality of
life due to local societal views; and a healthy and positive coping mechanism as their solution
to the situation. Implications of the findings and limitations and recommendations will be
discussed further in later sections of this chapter.

Isolated
In the experiences of ASD individuals, they characterize themselves as an outlier and

different from others. This is in accordance with past findings, claiming that ASD individuals
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tend to be lonely due to unsuccessful attempts at socializing and the various barriers in
socializing as an ASD individual (Ee et al., 2019). Findings from the current study show that
ASD individuals have a hard time socializing with others, mainly misunderstandings
regarding their ASD symptoms, such as anger rumination and cognitive limitations. These
ASD symptoms make it easy for others to misunderstand them during social interactions, and
failed attempts at socializing may cause others to stray away from them, as they do not fit in
the norm. This applies to our theoretical framework, the social model of disability; in which
their limitations in socializing with others are influenced by the societal views of their
symptoms, adding another barrier to their already difficult social experience. Additionally,
the mental exhaustion originating from cognitive limitations may possibly lead to a decreased
motivation in socializing with others, despite feelings of loneliness.

These findings link past studies with ASD individuals feeling stereotyped due to their
ASD symptoms (Mazumder & Thompson-Hodgetts, 2019). However, in other studies, ASD
individuals although score higher on the loneliness scale, show lesser social motivation in
socializing. Their sources of loneliness seemed to originate from a lacking sense of belonging
in society, a feeling that they are not welcome (Deckers et al., 2017). Although this low social
motivation is correlated with living with family members as mentioned in the literature
review, this situation is not apparent within the findings of the current study.

In another view, past studies suggest that individuals who are lower on the spectrum
tend to characterize loneliness by describing they are isolated from society as a
matter-of-fact, without the negative implication of them feeling lonely. However, in
individuals who are high functioning, loneliness was described accurately, and that they felt
sad and miserable when they were isolated by others (Merkler, 2007). The results of the
current study align with this statement, as only high functioning ASD individuals participated

and appeared sad and helpless when talking about the fact that they are lonely. It is also
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observed that their aftliction towards their loneliness is further increased when in actuality,
they crave social relationships, but have given up on laying hope on others.

In addition, their isolation from others does not only originate from societal
perceptions and misunderstandings regarding their ASD symptom, but also from the
systematic barriers revolving around their life, in areas such as employment and education.
These systematic barriers are characterized by policies and rules within society that make it
harder for them to perform as well as others. Further details on the barriers will be discussed
later, but it is brought up here due to the isolation they feel when they are systematically
barricaded away from others, and how these systems actually unconsciously shape others in
staying away from them.

Poor Quality of Life

Our findings suggest that ASD individuals face poor quality of life, with multiple
barriers throughout aspects of their life, including employment and work, education and
being underestimated. This situation is similar with past findings in the literature review, that
ASD individuals show a lower level of quality of life as compared to neurotypical people. It
also answers the second research question, about the impact of societal views on ASD
individuals.

Our findings also indicate that it is indeed hard for high functioning ASD individuals
to seek and be employed, and that barriers in employment source from the discriminative
perspective of employers towards ASD and the competition they face. This aligns with past
literature on the employment rate for those with ASD, low and being overqualified for the
position they are at (Chen et al., 2014).

Being overqualified for the position also aligns with our findings, in which the
demographic information shows that most of our participants are actually highly educated

with degrees and even doctorate certificates. However, three out of five of them are not
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employed. Our findings also show that the replies that they get from companies are scarce
and oftentimes not in line with their educational background. In a similar sense, this situation
is also seen in schools, where high functioning ASD individuals are jumbled up together with
all the other special kids in one class, where the learning speed and content is far below their
optimal level of learning for their age.

Employers are one of the major reasons towards securing employment for ASD
individuals. And findings that support this statement in the study aligns with previous
surveys, that employers are hesitant to hire them. The specific reasons for their hesitancy is
unclear within this study, but past literature suggests that it may be linked to the employer’s
concern on performance and their assumption on the performance of ASD employees
(Nesbitt, 2000).

Other than that, another barrier faced during working is in regards to workplaces and
employers who are not accommodating towards them, hindering their ability to perform to
their full ability. This seems to stem from the employer’s limited knowledge regarding ASD
characteristics, leading to misunderstandings regarding how ASD individuals do tasks. This
is shown in the school settings as well, where teachers are not educated on ASD and neglects
the needs of ASD students as a result, based on the rationale that everyone should be able to
perform the same.

Systematic barriers towards securing employment for ASD individuals have also been
a frustration of ASD individuals, in a sense that they would have to take additional exams and
tests to be qualified to seek employment in Malaysia. Similarly, the same situation is seen in
school systems as well, who endorses inclusivity but actually unintentionally promotes
segregation among ASD individuals and neurotypical people. This aligns with our theoretical

framework, which is the social model of disability; in how ASD individuals are not
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dependent solely due to their limitations, but also due to the systematic barriers
unintentionally set up by society.

Findings also indicate that apart from barriers faced in life, ASD individuals also have
a poor quality of life as they are often underestimated and bullied by others. As mentioned by
past findings, bullying of others towards ASD individuals are positively correlated with
dropping out of school and surrounding school life with refusal and negativity (Ochi et al.,
2020). This compromises their education and mental well being, leading to a poorer quality
of life. Additionally, this links back to their social experience of being isolated and bullied.

As opposed to past studies in the literature review, our results show that ASD
individuals are not shameful and closeted about their ASD, potentially due to the fact that our
data collected are from higher functioning ASD individuals. Findings show that their opinion
towards this is that open discussions should be held to heighten awareness on ASD, and that
they themselves should not be ashamed of their ASD to facilitate these discussions.
Healthy and Positive Coping Mechanisms

The coping mechanisms identified throughout our data are as shown in theme three,
four and five. Our findings present that they mainly cope through focusing on themselves and
having a supportive figure in their life, whilsts emphasizing on the need for better awareness
on ASD among the public. Due to the higher functioning nature of our participants, they do
not demonstrate any deficits in nonverbal communicative behaviors and repetitions in motor
functions, hence the coping mechanisms discussed will be more on how they cope with
negative societal views instead.

Although our participants have faced a period of poor quality of life, findings suggest
that they are positive and optimistic towards life in general. Self accepting and protective
attributes seem cultivated from the supportiveness of supporting figures in their life, such as

parents and religion. Advice, acceptance and care from their mothers seem to grow and
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reinforce their self worth and understand that it is nothing to be shameful of, whilst taking on
the initiative to work on themselves. This leads to them viewing the same world in a different
light, and talk about their past negative experiences as small issues. This strategy is in line
with past findings regarding the management strategies used by ASD individuals to cope with
stigma, mentioning that they will directly debunk negative comments made towards them and
act as an advocate for the ASD group (Han et al., 2021).

It is to note that their coping mechanisms are learnt after experiencing negative social
experiences, and it took a long journey for them to gain self acceptance. This situation may
be avoided if professional help was provided early, which would have taught and reinforced
their self acceptance, minimizing the doubts and blame that they put towards themselves.
However, most of our participants were diagnosed at a later age, in their early or late
twenties, which left their teenage years full of confusion and difficulties. It is important for
parents to be more aware and attentive to the development and livelihood of their children
and watch out for any signs of autism, so that these ASD individuals are able to receive the
support they need as soon as possible.

Implications of the Current Research

The research shed a light on how the societal views affect those with ASD in
Malaysia such as our participants, findings such as isolation and a poor quality of life has
been seen in the research as well as supported by past studies, however concerning
participant’s coping mechanism does not align with what was found in past studies. These
contrasts and similarities in studies may give a unique perspective towards those with ASD.
With the information given this will provide material that further the understanding of those
with ASD. In turn, potentially helping in spreading awareness and empathy to the public as
well as acknowledging the quality of lives of the ASD individuals, may improve and develop

a better way to treat the quality of life of ASD individuals. Practical use of the research can
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be used in campaigns and media that will invertedly shape our view of ASD, thus it may
alleviate problems among the ASD communities such as unemployment and their health, be it
mentally or physically.

Holding educational campaigns centered around knowledge of ASD to the masses
will help in spreading awareness and normalizing by forming an accurate view of ASD to the
public (Chambres et al., 2008; Samsudin et al., 2018). As this research has found, there are
still many that isolate those with ASD and there is a poor quality of life among those with
ASD as well. Acknowledging this will give a better understanding and empathy to the public.
There is also a point to be made on those with ASD coping mechanisms. With this study, the
perception that those with ASD are to be pitied and looked down on may be averted in favor
of a more realistic portrayal of it. By correcting misconception and acknowledging the social
ramifications towards ASD individuals in the campaign, it would reduce negative social
stigma and isolation. Normalizing ASD in Malaysian can also help the problem of the
collectivist culture in the country that has hampered ASD individuals in terms, such as
alleviating the problem of isolation and stigmatization.

With the findings of the coping mechanism of ASD individuals, there is an argument
to be made that society should push for more educational campaigns designed and held by
those with ASD for ASD individuals. By this way, support may be found and those with ASD
who found it hard to cope may find solace in others like them in similar situations on how to
cope healthily and effectively. Many of the participants faced difficulty adapting in their
childhood, by this initiative, they may find those similar to them that they can look up to or
take as a role model, thus individuals may share their experience or coping abilities that may
help other individuals living with ASD. Research indicates that those with ASD are effective
in sharing information with one another, in contrast to when those with ASD and those

without ASD share information (Crompton et al., 2020).
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This research can also be used as a reference to provide accurate media portrayal of
ASD. By accurately portraying how society influences ASD and how they cope, will give a
more understanding towards those with ASD. It will raise the empathy of the public while
also not pitying those with ASD as mentioned previously, thus not misleading or generalizing
the life of those with ASD. With this, it will help shape how society views ASD (Low et al.,
2021), thus normalizing and ridding it of stigma.

With this information as well as the possible implementation of the campaigns and
portrayal, this can help in the employment of ASD. Accepting rather than isolating those
purely based on their condition may reduce stigmatization, which in a research indicates that
an inclusive culture in a company reflects a more positive experience (Griffiths et al., 2020).
Thus, those with ASD may be more easily hired based on their merit rather than on their
condition. On the bigger scale, mass acceptance of employment for ASD can help the country
by all in large, by increasing the work force and diminishing the national burden. With this, it
can give way for ASD to prove themselves and their potential.

By increasing and acknowledging the poor quality of life of those with ASD, there
will be more discussion on the mental and physical health of these groups. Negative social
views will be more acknowledged by the public and it’s affected on ASD individuals that has
given way to their depression and substance abuse rates. As research indicated, there is a
positive relationship between quality of life and one’s health (Grant et al., 2009). Thus, the
deadly consequences of those factor that may contribute to suicide or crime may be also
acknowledged and reduced.

The research holds an importance in knowledge and filling in the research gaps of
ASD in Malaysia. This will help in increasing the research on the influence of societal views
of ASD in the context of Malaysia, rather than what is more commonly conducted in America

(Blaxill et al., 2021; Ganz, 2007; Maich & Belcher, 2014). This can give an opportunity to
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explore the perspective of those with ASD in Malaysia and give those with ASD in Malaysia
a voice to be heard. The research may also give a starting point for future research to be held
in the Malaysian context in order to investigate the perspective of those with ASD or the
societal views towards ASD.

In the end, the research would fulfill the sustainable development goals (SDG),
namely the goal of reduced inequalities as well as the goal of good health and wellbeing. This
research has the capability of doing its part in advancing the goals. Providing a way for those
living with ASD to reduce the discrimination and inequality that society has put unto them as
well uplifting their health and encourage their welbeing. By reducing income growth
inequality, equal participation and reducing discriminatory practices to those who are living
with ASD by acknowledging and spreading awareness of ASD, it is possible to reach the
SDG goal of reducing inequalities. Moreover, the suicidal rate of those living with ASD and
the health effect of substance use due to negative social views may reach the SDG goal of
good health and wellbeing. For that the future of those living with ASD may look more
positive and with that, a finer and a more sustainable future for everyone.

Limitations and Recommendations

The results found throughout the study brought us a rare glimpse into the social
experiences of ASD individuals in its raw form, and brought into light the importance of
spreading awareness and increasing knowledge regarding autism. Nonetheless, the results
must be interpreted with caution and there are some limitations that should be borne in mind.
The limitations include the narrow demographics of the sample population,
homogeneousness of ASD functional levels and a single source of perspective.

Narrow Demographics of Sample Population
First of all, the narrow characteristics of the sample results in difficulties of

generalizing to all populations. All the samples are from the same race and state of residence,
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which is from the prime invested state in Malaysia, Selangor. Participants are mostly males
and are high functioning. Due to COVID-19 restrictions, samples can only be recruited via
online which resulted in limited resource of sample. Other than that, all participants are from
higher education and have experience of participating in society. Since participants are from
urban areas which are exposed to higher job opportunities, education and medical healthcare
systems, they might have a higher life satisfaction and better perception of societal views. As
a result, the findings may be hard and improper to be generalized to all ASD individuals, as
the result may vary due to many demographic variables, such as ethnicity, autism severity,
age when they were diagnosed, the culture in their current state/town, etc.

Future research is suggested to obtain data and information from multiple states where
different states in Malaysia possess different culture, lifestyle and resources availability, not
to exclude different age range, gender, religion, and other characteristics. A wider scope of
information will be acquired and would be better applicable towards the general Malaysia
population. This wider set of data would be helpful in developing ASD awareness campaigns
that would better apply to the people of all areas in Malaysia. On the other hand, they could
also narrow their sample and go deeper in exploring the experiences of a certain niche
population, for example recruiting ASD individuals with Level 2 or 3 of severity from a rural
town in Penang.

Homogeneousness of ASD Functional Levels

As our participants are high-functioning ASD individuals with mild symptoms of
ASD, they might possess better self-adaptation and coping skills than other ASD individuals.
They might be better in masking themselves in adapting to the society and coping with

different perceptions by accepting their real self, predicting higher life satisfaction and
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quality of life as compared with others. In this case, the perception and views of our
participants might not be suitable to represent everyone in the ASD community. Hence, the
results might be difficult to generalize to other ASD individuals of different functional levels.

Therefore, future research is suggested to include ASD individuals from different
functional levels, from level 1 to 3, to obtain a more comprehensive understanding of their
experiences and to be better generalized to the overall population. Similar to the previous
recommendation, researchers of future studies can also opt to narrow down their sample to
only focus on one functional level, which would provide the public with a better
understanding of how ASD individuals of different functional levels vary in their social
experiences.
Single Source of Perspective

Although the research is focused on the societal view on ASD individuals, it only
focuses on how ASD individuals perceive these societal views. Hence, it is said to be lacking
perception from multidimensional agents in society. Throughout the research, only stands of
ASD individuals can be obtained, to an extent where participants might prevent or avoid
revealing truth or statement as an action of self-protection. When only one-sided perceptions
are obtained, it might not be suitable to generalize their views into every individual in society.
When it comes to employment issues which have been discussed in the research, employers
might possess different attitudes and perspectives. The same goes to other individuals with
normal functioning but not solely bias on ASD individuals.

Researchers are suggested to expand their data collection to be from people close to
ASD individuals, such as family members, employers, etc. This would allow them to obtain

diversified data, which would compare and contrast the different perspectives of the same
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issue. Future studies can also opt for a convergent parallel approach, in which both qualitative
and quantitative data are collected to provide multiple dimensions of information. By opting
for a convergent research design, researchers would be able to achieve the best of both
worlds, and be able to compare and contrast data within the same research.

Conclusion

As in current society where people are living with low awareness of ASD which has
been an important determinant in the quality of life of ASD individuals, it is important to
understand how societal views impact an ASD individual in their daily life, while learning to
cope with societal views in Malaysia. Results of the research shows that ASD individuals in
Malaysia are having social barriers most of the time which results in their difficulties in
adapting to the society due to different perceptions perceived by every ASD individual.

The social barriers mentioned have impacted ASD individuals as they claimed to have
a significant decrease in quality of life where it mainly roots from difficulties in their
education until career life, symptoms that cause them to be isolated from others in the society.
In order to cope well with their barriers throughout their life, they have been working on
themselves while spreading more awareness, mostly effort by themselves. It is surprisingly
opposing previous studies that had emphasized on professional support and treatment towards
ASD individuals.

The result of this study has shown that ASD individuals in Malaysia experience
mostly negative experiences which impacts their quality of life. This has contributed to the
Malaysian context by providing new findings that mostly focus on the self of ASD
individuals, with proper and sufficient social support for further exploration in future studies.

With better understanding on the demand of ASD individuals, more interventions and efforts



SOCIETAL VIEWS TOWARDS ASD INDIVIDUALS AND ITS IMPACT

can be proposed and implemented to provide better and proper support for ASD

communities.
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Appendix A

Informed Consent Form Sample

Greatinss. We are students from Bachelor of Seeial Science (HOMNS) Peycholozy, Faculty of Arts and
Social Science, Universiti Tunku Abdul Eahman We are currently conductme our Final Year Project
titled “Exploring the Societal views towards ASD and itz Impact on the Quality of life of ASD
individualz in Malayzia™ 2z part of our comrzswork.

Presented below are some imformation about the projact.

Purpose of the Project

The purpose of thizs assigmment 1= to fulfil our learnmgs oljectives to discover the sopistal
perzpectrves on ASD sroups whe are aged zbove 18; and to spread awarensss towards the mpact of
societal views towards them to contribute more for them m coping with 1t.

What Would Thiz Involve?

It rrvolves the parficipation m andio~idec recorded imternews by the mterviewes who are from ASD
zroups with average to high mtellactual fimetionmg and no/litle speach 1zsues, aged 18 and above for
responses on some questions. The interdew process will take apprecumately 30 mumites to an howr.
Bazides, some demographic data will be collected.

The Rizl

In seneral, there should be no nzk mvolved m this process. Nevertheless, some might report minor
discomfort simce personal concerns are dizcussed. It is important to acknowledge that vou have the
rizht to withdraw from the study at amy time withowt prejudice.

Confidentiality

The recorded mferview will be kandled m a private and confidential manmer; and only owr projact
group and our supervisor will have access to i, The comfent of the imterview will be reported m an
ausmented mzmmer amd the idembity of the parficipant wall remam zmonymous. Henes the
confidentiality of the participant is ansured.

Voluntary Baziz

The participation 1= vohmiary i natore. Az mentoned above, if vou do not wizh to participate or
would hke to withdraw from the study at any time, vou have the nght to do so. There 15 no obhization
to provvide a rezson and thers 13 no penalty.

Payment and Compenzation

Mo payment is required to participate m this interview. Smmilarly, thers will be no compensation for

IfI have any question / complaint, whom can I contact”

Wiz, Belle Kor Mins Fu Mz, Chua Hui Qm Mir. Imran bin Mohammed Azlan
Final Year Student Final Vear Student Final Year Student

Faculty of Arts and Social Faculty of Arts and Social Faculty of Arts and Social
Sciemce Science Science

Undrcersits Tunkn Abdul Fahman | Univarsiti Tonkn Abdul Babmzn | Undversiti Tunkon Akdul Fahwan
E-mzl: bellekor@ lutarmy E-mail: hmiginei@) lutar moe E-mal: mrant’@ lutar my
Contact mumbar: 016-2032237 Contact mamber: 018-9191380 Contact numbar: 016-3111264
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Written Consent Form
Agreement to Join the Interview

Exploring the Societal views towardz ASD

and itz Impact on the Quality of life of ASD individuals in Malay=ia
Herebr, I (1'C No.) agree to join the
mterview mentioned above voluntarily. The project is conducted by undergraduate students of
Bachelor of Social Science (HONS) Psychology from Universith Tunku Abdul Eahman We
have been informed and understand the purpose and the procedure of the interview: We
understood that the interview will be recorded, all information collected in the interview will
be kept confidential and private, and the data will enly be prezented in an angmented manner.
Our signatures below signify that we have read. understood, and apreed with all the
information given. If we agreed fo participate in the interview, we understand our right to

withdraw from the nterview at any point of it without penalty of any form.

Namg of Participant:

Signature of Parhicipant:

Diate:
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Appendix B

Demographic Form Sample

Demographic Form for Inferviewees

QL

Q4.

Qs.

Q.

Age (in vears old)

. Gendar

1 Iale

J Fernals

3. Ethmiciny

- XIalaw

- Chingze

- Indian

- Oeher: (Specify)
Felision

- Izlam

1 Buddha

- Hindu

- Christian

1 COnhers (Specify)

. What iz vour hizhest education” (e.z. 3P0L Diplomma, Desree. Mlazter)

Srare of Bith (2.2 Kuala Tumpur, Penamz blalacca)

Srare of Fesidence (2.2 Kuala Dumpur, Penans, Blalacca)
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Demographic Form for Inferviewess

J5. Condirien level of ASD (a2 quarterh checkuy and wnild medication anly checkap with

no madication needed, mild ASD. etc)

()8, Duraton :moe Ddgano:is (i months)

Q10 What iz cur current living simaten” (Select all that apply)
A Ilive on @ onn
A Ilwe with family
A I lwe with fiends
A Ilwein a Supporied Living Siroston

- Chhars (zpecify)



