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Abstract

Recently, mental health literacy (MHL) research has been growing widely in the literature. However, research on
MHL in Malaysia is limited, and caregivers’ MHL is often overlooked. As such, this study was conducted to examine
the MHL of parents of children with Autism Spectrum Condition (ASC). This preliminary cross-sectional study
recruited parents of children with ASC from a few selected therapy centers in Klang Valley to examine their mental
health literacy. Descriptive statistics were used to determine the level of mental health literacy. Most respondents
were mothers of children with ASC, from the Malay and Muslim groups, and had a formal education up to the
tertiary level. MHLs mean (SD) scores among 61 parents of children with ASC were 119.28 (9.52) out of 160. In
conclusion, the study showed that participants were mostly aware of mental illness. However, most participants
had stigmatizing beliefs about social interaction and marriage with people with mental illness. Additional research
should be conducted to understand further MHL and other variables among parents of children with ASC.
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Introduction

Across the literature, mental health problems such as
depression and anxiety are two common diagnoses and
issues often reported among parents of children with
Autism Spectrum Condition (ASC). The level of stress
and depression among the parents was higher, and their
psychological well-being was lower compared to parents
of children without ASC (1-5). Besides, their level of
anxiety was also higher (6), and elevated stress levels were
reported for both parents (7, 8).

Parents’ quality of care for their children is directly related
to parental health and well-being (9-11). In addition,
mental health literacy (MHL) is positively associated with
mental well-being. It is also associated with people’s help-
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seeking intentions regarding their mental health concerns,
and some studies have suggested it may play a role in
help-seeking on behalf of others (12).

Mental health literacy was defined as “knowledge
and beliefs about mental disorders which aid their
recognition, management or prevention” (13) and has
been operationalized into three major components; 1)
knowledge of mental health, 2) attitude and stigma, and
3) help-seeking behavior related to treatment provided
regarding mental health (13-15).

The World Health Organization (WHO) highlighted health
literacy as a stronger predictor of health outcomes,
including mental health. Good mental health literacy
will enable a person to recognize, manage, or prevent
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mental health problems, promoting resilience (16). In the
context of children with ASC, good mental health literacy
will allow the parents to prepare coping strategies while
raising children with ASC (9). Furthermore, an improved
understanding of mental health literacy also helps develop
appropriate interventions to prevent and control mental
health problems (17).

However, to date, only a small number of studies on
mental health literacy have been documented as having
been carried out in developing countries, despite these
nations being said to have lower mental health literacy than
western countries (18). Furthermore, to our knowledge,
no published research focuses specifically on MHL
among parents of children with ASC using a standardized
instrument. Therefore, this study aimed to examine mental
health literacy among parents of children with ASC in
Malaysia.

Materials and Methods

Research design

This preliminary cross-sectional study was conducted
among parents of children with ASC in Kuala Lumpur,
Putrajaya, and Selangor. The participants were recruited
through a purposive sampling technique. The recruitment
criterions included (a) parents who have children aged 3 —
13 years old that attended private or government therapy
centers for autism/ ASD/ ASC diagnosis, (b) residing in
Kuala Lumpur, Putrajaya, and Selangor area, (c) the main
caregiver/ parents (father OR mother) of children with
ASC, and (d) willingly participated in the study. In addition,
parents of children with ASC with other comorbidities,
as mentioned but not limited to physical disabilities and
mental illnesses (e.g., depression, Down syndrome, and
epilepsy/seizures), were excluded from the study, as well
as parents with more than one child with ASC.

Researchers approached a few selected centers in
the included areas and disseminated the flyers and
questionnaires to the person in charge in the administration
office or to the therapist in charge. Following that, parents
interested and willing to participate in the study completed
the registration and consent form. Then, they were given
the self-administered questionnaire and requested to
return it to the person in charge within two weeks after
the received date. Google form links were also available to
the participants who preferred the online version. A total
number of 62 parents of children with ASC consented to
participate in the study. However, one parent refused to
complete the questionnaire, hence overall 61 participants
were included in the study.

Study instrument

Participants of this study had completed a set of bilingual
questionnaires in English and Malay language consisting of
two sections. The first section of the questionnaire is a set
of sociodemographic details of the parents of children with
ASC, including age, educational background, and ethnicity.
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Meanwhile, the second section was a self-reported Mental
Health Literacy Scale (MHLS) (17) to measure mental health
literacy. The MHLS used in this study consists of 35 items
with six attributes for mental health, namely 1) ability
to recognize disorders; 2) knowledge of risk factors and
causes; 3) knowledge of self-treatment; 4) knowledge of
professional help available; 5) knowledge of where to seek
information; and 6) attitudes that promote recognition or
appropriate help-seeking behavior. This questionnaire is
a Likert scale of 4-point and 5-point scales representing
1-very unlikely/ unhelpful, 4-very likely/ helpful, and
1-strongly disagree/ definitely unwilling, 5-strongly agree/
definitely willing, respectively. The literacy level ranged
from 35 to 160 with an internal consistency of (a =0.873).
The higher scores indicate good mental health literacy.
There was no cut-off point for the MHLS.

Data analysis

Data were managed and analyzed using SPSS version 25.
The data were analyzed using simple descriptive statistics
to describe the sociodemographic details, mean scores
of mental health literacy and frequencies of each item in
MHLS among parents of children with ASC.

Results

Demographic characteristics of participants

The study examined mental health literacy among 61
parents of children with ASC, of which 98.4% (n = 51)
were the mother, 14.8% (n = 9) were the father, and the
remaining 1.6% (n = 1) were the aunt of the children
with ASC. Most participants were Malays (93.4%, n =
57) and Muslims (90.2%, n = 55), aged between 28 to 64
years. Almost half of them completed the secondary and
tertiary levels of education. Of these, only one parent with
no formal education (1.6%, n = 1), less than 10 parents
graduated with SPM/ O-Level (14.8%, n = 9). Meanwhile,
approximately half completed their Bachelor’s (n = 28),
followed by Diploma/ A-Level/ STPM graduates (23%,
n = 14) and Masters/PhD graduates (14.8%, n = 9). The
demographic data for the participants are summarized
in Table 1.

Mental health literacy of participants

The results documented that the mean (SD) score for MHL
among participating parents with ASC children was 119.28
(9.52). Table 2 shows the response of participants to each
of the mental health literacy questions. Most parents of
children with ASC recognized Social Phobia (93.5%, n =57)
and Generalized Anxiety Disorder (98.3%, n = 60). Likewise,
it also reported that 95.1% of the participants (n = 58)
could recognize Major Depression, Personality Disorder,
Agoraphobia, and Bipolar Disorder/ Manic Depression.
Meanwhile, all participants could recognize Persistent
Depression Disorder (100%, n = 61); however, Substance
Abuse Disorder was the least recognized as a mental
disorder by the participants (83.6%, n = 51).
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Table 1: Sociodemographic characteristics of parents of
children with ASC

Demographics Frequency Percentage Mean SD
characteristics n=61 (%)
MHLS total score 119.28 9.52
Age range 36.68 6.07
Parents

Father 9 14.5

Mother 51 83.6

Others 1 1.6
Ethnic group

Malay 57 93.4

Chinese 2 33

Indian 2 33
Religion

Islam 55 90.2

Christianity 3 49

Buddhism 1 1.6

Hinduism 1 1.6

Others 1 1.6
Educational level

No Formal 1 1.6

Education

SPM/ O-Level 9 14.8

Diploma/ 14 23

A-Level/ STPM

Bachelor’s 28 45.9

Degree

Master/ PhD 9 14.8

ASC = Autism Spectrum Condition
MHLS = Mental Health Literacy Survey

Regarding the knowledge of risk factors and causes of
mental disorders, 75.4% of the participants think that
women are more likely to experience mental illness than
men; meanwhile, only 65.6% think that men are more
likely to experience mental illness compared to women.
Based on Table 2, only 78.7% (n = 48) and 72.7% (n = 44)
of them agreed that improving the quality of sleep and
avoiding all activities that made them feel anxious were
very helpful/ helpful for them as a self-treatment for mental
iliness, respectively.

Items that described the sub-domain knowledge of
professional help available showed that 83.6% (n = 51)
of participants were at least likely to think that Cognitive
Behavior Therapy (CBT) is a therapy that increased helpful
behaviors by challenging negative thoughts; meanwhile,
16.4% (n = 10) of them think it is very unlikely/unlikely for
CBT as a professional treatment. In addition, over three

73

JUMMEC 2023: 2

out of four participants were either likely or very likely to
allow mental health professionals to break their patients’
confidentiality in certain situations.

Table 2 also reported the level of agreement of parents
of children with ASC on their knowledge of where to
seek information regarding mental illness. However, only
65.5% of the participants strongly agreed/agreed that they
were confident they know where to seek information on
mental illness, 29.5% neither agreed nor disagreed, and
4.9% of the participants strongly disagreed/disagreed
that they have the confidence to seek information about
mental illness. On the contrary, most parents of children
with ASC strongly agreed that they were confident using
technologies (n =58). In addition, the participants also felt
the confidence to attend face-to-face appointments with a
general practitioner (91.85%, n = 56) in seeking information
about mental illness.

Table 2: Response of parents of children with ASC to the
items of MHL sub-domain

N (%)
Very likely/ Likely

Very unlikely/

OR Very Helpful/ Unlikely OR
Helpful Very unhelpful/

Unhelpful
Item 1-8: Ability to
recognize disorder
Social Phobia 57 (93.5) 4 (6.5)
Generalized Anxiety 60 (98.3) 1(1.6)
Disorder
Major Depression 58 (95.1) 3(4.9)
Personality Disorder 58 (95.1) 3(4.9)
Persistent 61 (100) 0
Depression Disorder
Agoraphobia 58 (95.1) 3(4.9)
Bipolar Disorder/ 58 (95.1) 3(4.9)
Manic Depression
Substance Abuse 51 (83.6) 10 (16.4)
Disorder
Item 9-10:
Knowledge of risk
factors and causes
Women as risk 46 (75.4) 15 (24.6)
factor
Men as risk factor 40 (65.6) 21 (34.5)
Item 11-12:
Knowledge of self-
treatment
Improve quality of 48 (78.7) 13 (21.3)
sleep
Avoid triggering 44 (72.2) 17 (27.8)

activities or situation




SPECIAL ISSUE

N (%)

Very likely/ Likely
OR Very Helpful/
Helpful

Very unlikely/
Unlikely OR

Very unhelpful/

Unhelpful

Table 2: continued
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Item 13-15:
Knowledge of
professional help
available

Cogpnitive Behaviour
Therapy (CBT)

Likeliness of
professional
breaking
confidentiality at
patient’s risk of
harming themselves
or others

Likeliness of
professional
breaking
confidentiality at
not life-threatening
situation and they
want to assist others
to better support
you

51 (83.6)

46 (75.4)

48 (78.7)

10 (16.4)

15 (24.6)

13 (21.3)

N (%)

Strongly
Agree/
Agree OR
Definitely
willing/
willing

Neutral

Strongly
disagree/
Disagree OR
Definitely
unwilling/
Unwilling

Table 2: continued

N (%)

Strongly
Agree/
Agree OR
Definitely
willing/
willing

Neutral

Strongly
disagree/
Disagree OR
Definitely
unwilling/
Unwilling

Item 16-19:
Knowledge of where
to seek information

Self-confidence to
seek information
about mental illness

Self-confidence on
using computer/
telephone to seek
information about
mental illness

Self-confidence to
have face-to-face
appointment with GP
to seek information
about mental illness

Self-confidence on
having resources to
seek information
about mental illness

40 (65.6)

58 (95.1)

56 (91.8)

45 (73.8)

18
(29.5)

2(3.3)

4(6.6)

12
(19.7)

3(4.9)

1(1.6)

1(1.6)

4 (6.5)

Item 20-35:
Attitudes that
promote recognition
or appropriate help-
seeking behaviour

People with a mental 19 (31.2)
illness could snap out

of it if they wanted

A mental illness is a 8(13.1)

sign of weakness

A mental illness is not
real medical illness

9(14.7)

People with a mental 12 (19.7)

iliness are dangerous

It is best to avoid 3(4.9)
people with a mental

illness so that you

don’t develop this

problem

If I had a mental 4 (6.6)
illness, | would not tell

anyone

Seeing a mental health 11 (18)
professional means

you are not strong

enough to manage

your own difficulties

If I had a mental 3(4.9)
illness, | would not

seek help from

a mental health

professional

| believe treatment 2(4.2)
for a mentalillness,
provided by mental
health professional,

would not be effective

Willingness to move 19 (31.1)
next door to someone

with mental illness

Willingness to spend 40 (65.5)
an evening socializing
with someone with a

mental illness

Willingness to make 43 (70.5)
friends with someone

with mental illness

14 (23)

4(6.6)
17

(27.9)

18
(29.5)

8(13.1)

14 (23)

4(6.6)

3(4.9)

4(6.6)

38
(62.3)

18
(29.5)

14 (23)

28 (45.9)

49 (80.3)

35 (57.4)

31(50.8)

50 (81.9)

43 (70.5)

46 (75.4)

55 (90.2)

55 (90.2)

4(6.5)

3(4.9)

4 (6.5)
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Table 2: continued

N (%)
Strongly  Neutral Strongly
Agree/ disagree/
Agree OR Disagree OR
Definitely Definitely
willing/ unwilling/
willing Unwilling
Willingness to have 32 (52.5) 18 11 (18)
someone with a (29.5)
mental illness start
working closely with
you on a job
Willingness to have 14 (22.9) 34 13 (21.3)
someone with a (55.7)
mental illness marry
into your family
Willingness to vote for 5(8.2) 11 (18) 45 (73.8)
a politician if you knew
they had suffered a
mental illness
Willingness to employ 17 (27.8) 27 17 (27.9)

someone if you knew (44.3)
they had mental

illness

In the context of attitudes that promote recognition and
appropriate help-seeking sub-domain of MHL, the result
showed that almost the majority of parents of children
with ASC strongly disagree/ disagree that mental illness
illustrated sign of weakness (80.3%, n = 49), either
mental iliness is not a real medical illness (57.4%, n = 35),
people with mental iliness are dangerous (50.8%, n = 31),
and strongly disagree/ disagree that it is best to avoid
people with a mental illness so that you do not develop
the problem (81.9%, n = 50). Meanwhile, only 45.9% of
parents of children with ASC (n = 28) strongly disagree/
disagree that people with mentaliliness could snap out of
the condition if they want. The remaining (31.2%, n = 19)
strongly agree/agree that people with mental illness can
snap out of their condition by themselves.

Next, table 2 also showed that most of the parents of
children with ASC strongly disagree/disagree with the
negative statements in item number 26-29; however, some
parents agreed by seeing a mental health professional,
meaning they are not strong enough to manage their
difficulties (18%, n = 11). In addition, more than half
participants were neither willing nor unwilling to move
next door to someone with a mental illness (62.3%, n =
38) and to have someone with a mental illness marry into
their family (55.7%, n = 34). Participants were also mostly
strongly unwilling/unwilling to vote for a politician if they
knew the politician had suffered a mental illness (73.8%,
n = 45).
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Discussion

This preliminary descriptive study was conducted to
examine mental health literacy among parents of children
with ASC (n = 61). This study employed the self-reported
mental health literacy instrument, the Mental Health
Literacy Scale (MHLS). The few MHL studies that were
conducted in Malaysia were mostly among the university
and secondary school students’ population (19-22). Several
MHL studies have been conducted among caregivers (11,
23, 24); however, the MHL of the caregivers were often
focused on recognizing sign and symptoms of the mental
illness of the person they took care of, e.g. adolescents in
secondary school (24) instead of understanding the MHL
level of the parents or caregiver itself. It is critical to meet
not just the needs of the patients but also those of the
caregivers, who often require help on an emotional and
financial level as well as information about the illness (25).

In this study, the mean and standard deviation of the total
score of MHL parents of children with ASC was 119.28 and
9.52 (out of 160). Previous findings showed that the level
of MHL in developing countries was mostly poor in general
(22, 26). It is important to highlight that the current study
had a small sample size and that exposure to mental health
literacy differs between industrialized and developing
countries. Based on the result, the participants’ mental
health literacy level can be considered higher compared
to other findings, with the average score of participants
being 74% when converting the mean score of 119.28
into a percentage. The high numbers in the participation
rate from the mother of ASC children (n = 51, 98.4%)
might reflect the higher mean score of MHL in this study.
Findings from previous studies on MHL with a higher
percentage of female participants reported a significant
positive association of mental health literacy with gender,
and MHL mean scores were higher in female participants
than males (22, 27, 28).

The majority of the parents of children with ASC were able
to recognize the disorder described in MHLS. However,
despite being able to recognize all the descriptions of the
mental disorder correctly, Substance Abuse Disorder has
the lowest number and percentage of participants that
consider it a mental disorder. Substance abuse or alcohol
consumption is a negative coping mechanism derived
from failure to recognize it, and it is often difficult to
acknowledge the condition as a form of mental disorder
(22). The study found that mental health literacy was higher
in participants not smoking or consuming alcohol (22).
Studies found a significant positive association between
help-seeking behavior and mental health literacy (29, 30),
and poor recognition of mental disorder symptoms can
lead to delay in seeking help, which can also lead to poor
quality of life (28).

Most parents have self-confidence with the knowledge of
where to seek information. They were most confident in
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using technologies to seek information on mental illness.
It is agreeable as one study on caregivers of chronic
conditions reported that 80% of internet users will seek
health information and support on the Web (31). Caregivers
found the internet as a valuable tool for them to obtain
information relating to their loved one’s condition, and
the internet can provide them with a path to finding
support from each other who have similar experiences
and struggles (31). Moreover, a study found that compared
to the general public, caregivers were more likely to look
online for health-related information (32). Online access
to health information enables participants to learn more
about their health issues, address them, make health
decisions, and modify their behavior (33).

The study findings also showed that most participants were
aware that mentalillness is not a sign of weakness, is a real
medical illness, is not dangerous, and is not a contagious
iliness. The study participants were also strongly willing/
willing to spend an evening socializing with someone
with a mental illness and make friends with someone
with a mental illness. However, in contrast to that, most
participants were indecisive about their willingness to have
a neighbor with mental illness and have someone with
mental illness marry into their family. This indecisiveness
could be because participants were considering the
interaction period they would have. Marrying and/or living
next door to someone with a mental iliness is a long-term
life interaction compared to spending an evening activity
or making friends with someone with a mental illness.
Similarly, findings from a study in India indicated that they
would be embarrassed if others learned that a member
of their family had been diagnosed with a mental illness
and that they would not want people to know about
their illness, which is another indication of their negative
attitudes toward the social participation of the mentallyill
in the community (23). Mental health literacy is influenced
by cultural variables such as the stigma associated with
mental illness diagnosis, and the need to preserve family
honor, and individual dignity (25).

In other studies of different populations using the same
instrument, the MHL score was lower (26) and not high
(28). Despite this study having a higher total score of MHL
compared to the Iran population and Malaysian housewives
population with a total mean score of 113.54 and 106.65,
respectively (26, 28) of a similar instrument, this study’s
MHL mean score was still lower in comparison to the
original study. The original MHL study mean score was
127.38 and was conducted among students in Australia (n =
372) (17). Another similar study using a similar instrument
was conducted by Gorczynski et al. (34) in the south of
England and showed higher mean MHL scores compared
to the current study. The study among UK university
students (n=379) reported a mean score of 122.28 (34). In
the result and discussion of this study, the level of mental
health literacy is measured by calculating the participants’
mean scores. However, as there were differences in the
populations across the comparative studies, in which
most of the other studies’ populations were adolescents,
university students, the general population, and caregivers
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of mentalillness patients, hence, itis advisable to interpret
the result of the MHL parents of children with ASC with
caution.

Limitations

The present study addresses a few limitations, including
a small sample size restricted to parents that attended
intervention centers in the Klang Valley area. Further, the
research focused on descriptive studies. Hence, it may not
be possible to generalize and compare the study’s results
to a broader population. Future research should prioritize
bigger sample sizes to identify the association between
MHL and other variables that may be helpful to understand
in depth about this issue. Despite these limitations, this
preliminary study would benefit the future larger study
scale on MHL of parents of children with ASC.

Conclusion

In conclusion, the study showed that participants were
mostly aware of mental illness. However, most participants
had stigmatizing beliefs about social interaction and
marriage with people with mental illness. Therefore,
there is a pressing need to promote mental health literacy
among specific populations to inform and alter caregivers’
perceptions of mentalillness. Additional research should be
conducted to gauge the mental health literacy of both this
study sample and Malaysians, in general, to help develop
the nation’s mental health policy.
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