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ABSTRACT

Background: Parenting is a journey that may bring joy, happiness, challenges, and frustration.
However, raising children with autism with unpredictable behavior may elevate parental stress
among parents and family caregivers. Objective: The study aims to assess parental stress among
family caregivers of children with autism in a teaching hospital. Methods: This quantitative cross-
sectional study was conducted at Hospital Al-Sultan Abdullah (HASA), University Technology
MARA (UiTM), using a convenient sampling technique with a total sample size of 110 parents and
family caregivers of children with autism (» = 110). An online questionnaire consisting of the Parental
Stress Scale (PSS) and the Childhood Autism Spectrum Test (CAST) was used in this study to assess
the level of parental stress and identify the severity of probable autistic behavior. Results: The finding
shows that 75.5% of the participants were female and 94.5% were Malay. Most autistic children were
male (63.6%), and most children (7 = 81, 73.6%) had severe autistic behavior. However, 82.7% of
participants reported low parental stress (mean=34.41+13.06). Caregivers were found to have higher
stress levels #(108) =-2.16; p=0.033). Besides, there was no significant association between the level
of parental stress and the severity of autism (7=0.035, p=0.715). Conclusion: Special intervention is
needed for the caregiver to improve stress management strategies by involving health care
professionals for counseling and assistance to address the effects of stress. A larger sample size is
recommended for future research to enhance external validity.
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INTRODUCTION

Children are believed to bring happiness to a married couple. Most married couples feel excited and
overwhelmed to change their status into parenthood. However, according to Roll¢ ez al. (2017), the journey was
described as a new task with a unique mandate to be carried out. Considering accountability as a parent to
fulfilling children's needs in various aspects, this task might increase stress among parents and family
caregivers.

Parental stress among parents and family caregivers is a diverse type of stress that results from extended
and excessive parenting demands or workloads beyond their capabilities (Coulacoglou & Saklofske, 2017).
Parentmg itselfis a complex ideology and challenging journey in managing and handling children, espemally
in the children's early years, and more significant among parents of children with special needs (Padden &
James, 2017). Down syndrome, Asperger syndrome, autism spectrum disorder (ASD), Rett syndrome, and
attention deficit hyperactivity disorder (ADHD) are examples of children with special needs.

In Malaysia, approximately 1.6 in 1,000 children in 2006 were diagnosed with ASD using the Modified
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Checklist for Autism in Toddlers (M-CHAT) among children between 18 and 36 months old (Ministry of
Health Malaysia, 2018). Children with ASD mostly experience unpredictable and challenging behavioral and
emotional difficulties, such as problems with socialization, self-harm, aggression, hyperactivity, anxiety,
depression, and the inability to follow instructions (Lindor ef al., 2019). Therefore, parents and family
caregivers of autistic children struggle to handle and manage their autistic children as their behavior is
unpredictable, thus increasing parental stress levels.

Rahman and Jermadi (2021) reported that mental health issues in the parent population of children with
ASD in Malaysia had raised the alarm, as 4 out of 5 parents reported having substantially high stress levels.
Besides, the percentage of parents in Malaysia who deny the truth that their children have ASD and require
professional help seems lower compared to Western countries. Mohamad ef al. (2019) also mentioned that the
primary reason for not getting medical aid and support was related to unpleasant sentiments being labelled, fear
of social rejection, and difficulties in their career. However, parents and caregivers are unaware that their
actions in not seeking treatment will negatively impact their mental health status, general health, and the whole
family system, thus reducing parenting self-efficacy.

Nevertheless, Jx et al. (2017) highlighted in their study that there are minimal studies that particularly
examine parenting stress in parents of children with ASD; the outcomes of existing studies are inconsistent, and
not all demographic parameters were examined. Therefore, this study was conducted to identify the level of
parental stress among parents and primary caregivers of autistic children. Hence, various nursing interventions
can be implemented to combat parental stress at the preliminary stage to prevent the occurrence of severe
mental health disorders.

METHODOLOGY
Study Design, Study Setting, and Target Population

The research design used was a quantitative and cross-sectional study. The study conducted at Hospital Al-
Sultan Abdullah (HASA), University Technology MARA (UiTM), Puncak Alam city, Selangor, Malaysia. The
target population of this study were parents and family caregivers of children with autism in the Child
Development Clinic at Hospital Al-Sultan Abdullah (HASA), University Technology MARA (UiTM). The
study's target population was a monthly average attendee of 125 individuals (#=125).

Data Collection Process

Before beginning the process of gathering data, informed consent comprising the necessary details for the
study was obtained. Confidentiality and anonymity were used to preserve the respondents' privacy while
gathering, analysing, and reporting the study's data. Individuals who have taken part could not be identified in
any way. Data were collected within three months, from January 2023 until March 2023. A convenience
sampling technique was used, and the respondents, parents or caregivers of children with ASD in the Child
Development Clinic who met all eligibility criteria, were invited to participate in this study through this online
self-administered questionnaire.

Instrumentations and Pilot Study

The instruments were divided into three sections and prepared in English and Malay. Section 1 is
sociodemographic information divided into parents, caregivers, and autistic children, consisting of 10
questions. The questions include the parents or caregiver's section, age, gender, race, educational status,
marital status, and relationship with the child, while the children's section includes age, gender, current
diagnosis, and duration of diagnosis.

Section 2 relates to the level of parental or caregiver stress. The researcher used the Parental Stress Scale
(PSS) with an 18-item questionnaire that Judy Berry and Warren Jones developed in 1995. The PSS is a
measurement that focuses on how parents perceive stress rather than evaluating stressors. It was designed to be
a scale that distinguishes between parental and general stress and prevents mixing up parental and marital
stress. The items covered four parenting-related domains: (a) rewards, (b) stressors, (c) loss of control, or (d)
satisfaction (Zelman & Ferro, 2018). Items represent the positive and negative aspects of parenting, such as
emotional benefits, personal development, demands on resources, and restrictions. All statements have been
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rated using a 5-point Likert scale. The range started with strongly disagree (1), disagree (2), undecided (3),
agree (4), and strongly agree (5) (Berry & Jones, 1995). The scoring has been computed as the PSS; items 1, 2,
5,6,7,8, 17, and 18 have been reversely scored (Berry & Jones, 1995). Meanwhile, the other scores are then
summed. A low score signifies a low stress level, and a high score indicates a high stress level. The total of
possible scores on the scale ranges from 18 to 90. The researcher referred to Zelman and Ferro (2018) to
calculate the scores. Figure 3.3 illustrates the Parental Stress Scale's original factor structure according to 18-
item questions. However, Zelman and Ferro (2018) excluded two items, items 2 and 4, without further
explanation for eliminating these two items. The Malay version was translated into back-to-back translations
by a professional language editor with a medical background from Institut Terjemahan & Buku Malaysia
(ITBM), Malaysian Translation & Book Institute.

Section 3 is related to the severity of the possible autistic behavior of children with ASD. The researcher
has used the Childhood Autism Spectrum Test (CAST), previously known as the Childhood Asperger
Syndrome Test, consisting of a 39-item assessment question to screen children's possible autistic behavior in
the English version by Williams ef al. (2005) and the Malay version by Hashmi ez al. (2021). Even thoughitisa
screening tool, it evaluates potential autistic behavior, and the more potential autistic behavior displayed
indicates higher severity and difficulties. The key for possible ASD-relevant responses was underlined and
scored 'l' for each item except for items 3, 4, 12, 22, 26, 33, and in the special needs section. The maximum
score possibleis 31, with a cut-off score of 15 for likely ASD or related social-communication difficulties. Itisa
"yes" or "no" questionnaire for the parent.

Besides, a pilot study was done with 30 individuals from different backgrounds, which was 31.5% of the
sample size. The questionnaire reliability showed acceptable internal consistency with Cronbach's alpha value
levels for PSS (a=0.849); meanwhile, the CAST was (a=0.781).

Data Analysis

Microsoft Excel was used to collect and organize all the data, which was then processed and analyzed
using Statistical Package for Social Science (SPSS) Version 27. The statistical significance was set at p-value
(<0.05), power 0.80, and attributes 20%. The descriptive statistical data on the level of parental stress among
family caregivers of children with autism was measured on the mean and standard deviation. Meanwhile, the
researcher used the parametric test, an independent t-test, one-way analysis of variance (ANOVA), and
Pearson's correlation.

Ethical Consideration

Ethical approval was obtained from the Research Ethics Committee of UiTM, Malaysia, with reference no.
FERC/FSK/MR/2022/0094 and the HASA Research Ethics Committee with reference number 500-PJI
(18/4/28) on 1" December 2022.

RESULTS

A total of 110 set questionnaires were dispersed by Google Form, and out of these, all 110 questionnaires
were done and returned by the respondents with a response rate of 100%.

Sociodemographic Background

As recorded, Table 1 shows the demographic background of the respondents. The findings were reported
from the parents or caregivers variable; the study participants had a mean age of 33.62 years (SD = 5.32). The
majority fell within the 31-40 age group, comprising 69 individuals (62.7%). According to gender, the study
predominantly comprised female participants, accounting for 83 individuals (75.5%), while the remaining 27
participants (24.5%) were male. Regarding race, most participants were Malay, comprising 104 individuals
(94.5%), while 6 individuals (5.5%) belonged to non-Malay racial groups. Educational status indicated that 98
participants (89.1%) had attained a tertiary level of education (college or university). Conversely, 12 individuals
(10.9%) had completed primary or secondary school education's level. Marital status revealed that most
participants were married, accounting for 104 individuals (94.5%), while the remaining 6(5.5%) were
unmarried. Regarding the relationship with the child, most participants identified themselves as parents (n =96,
87.3%), while a smaller proportion identified themselves as caregivers (n= 14, 12.7%).
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Regarding children's variables, the children's age had a mean of 5.78 (SD = 2.26). The majority fell within
the 1-5 age group, comprising 56 children (50.9%). The minimal age of the children was 2 years old.
Additionally, 49 children (44.5%) were in the 610 age range, while a smaller proportion of 5 children (4.5%)
were in the 11-15 age group. Pertain to gender, the study predominantly comprised male participants, accounting
for 70 children (63.6%), while the remaining 40 participants (36.4%) were female. In terms of diagnosis, the
majority of children were diagnosed with ASD, comprising 98 children (89.1%), while 12 children (10.9%) were
diagnosed with ASD with other disabilities. On the duration of the diagnosis, the majority of the children were
diagnosed in the range of 49—84 months, comprising 54 children (49.1%). Meanwhile, 48 children (43.6%) had
ASD for less than 24 months. Lastly, 8 children (7.3%) fall within the 24- to 48-month duration of the diagnosis.

Table 1: The Sociodemographic Background of Participants (n=110)

Variables | Frequencies (n) | Percentage (%)
Parents/Caregivers
Age (Mean=33.62; SD=5.32)
21 years — 30 years 35 31.8
31 years — 40 years 69 62.7
41 years — 50 years 6 5.2
Gender
Male 27 24.5
Female 83 75.5
Race
Malay 104 94.5
Non-Malay 6 5.5
Educational Status
Primary/ Secondary school 12 10.9
Tertiary (College/ University) 98 89.1
Marital Status
Married 104 94.5
Unmarried 6 5.5
Relationship with Children
Parents 96 87.3
Caregivers 14 12.7
Children with ASD
Age (Mean=5.78; SD=2.26)
1 year — 5 years 56 50.9
6 years — 10 years 49 44.5
11 years — 15 years 5 4.5
Gender
Male 70 63.6
Female 40 36.4
Diagnosis
ASD 98 89.1
ASD with other disabilities 12 10.9
Duration of Diagnosis (Mean=24.55; SD=17.86)
< 24 months 48 43.6
24 — 48 months 8 7.3
49 — 84 months 54 49.1

The Level of Parental Stress Among Family Caregivers of Children with Autism

Table 2 below represents the results of a questionnaire measuring the parental stress scale (PSS), arranged
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in descending order for each domain. The table includes data on four parenting-related domains: (a) rewards,
(b) stressors, (¢) loss of control, and (d) satisfaction (Zelman & Ferro, 2018). Zelman and Ferro (2018)
excluded items 2 and 4 based on the Parental Stress Scale's (PSS) original factor structure.

The first domain, "Parental Rewards," focuses on the positive aspects of parenting. Parents scored an
average of 9.14 (SD = 3.50) on this subscale, with » = 108 and 98.2% reporting low stress levels, indicating
high satisfaction in their parenting role. The "Parental Stressor" domain measures stress associated with
parenting challenges, with an average score of 14.6 (SD = 5.03). Around » = 66, 60.0% reported low stress
levels. Meanwhile, in » = 39, 35.5% of participants were found to have moderate stress levels. The third
domain, "loss of control," examines feeling overwhelmed and scored an average of 5.33 (SD=2.06), with n =
91 and 82.7% reporting low stress levels. Lastly, the fourth domain, "Parental Satisfaction," measures
satisfaction with parenting, with an average score of 5.34 (SD=2.00) and » =101, with 91.8% reporting a low
stress level, indicating a high satisfaction level.

Overall, the total PSS score ranged from 18 to 71, with a mean score of 34.41 (SD=13.06), indicating a
low level of parental stress. Among 110 participants, 82.7% reported low stress levels, and no participants fell
into the high stress category. These findings suggest that while some parents experience moderate to high
stress in specific areas of parenting, the majority reported overall satisfaction and low stress levels in their
parenting role.

Table 2: The Parental Stress Scale (PSS), (n=110)

Level of PSS

PSS Domain Mean SD (%)

Low Moderate High
Total Parental Rewards 9.14 3.50 108 (98.2) 2(1.8) 0(0.0)
Total Parental Stressor 14.6 5.03 66 (60.0) 39(35.5) 5(4.5)
Total Loss of Control 5.33 2.53 91 (82.7) 17 (15.5) 2(1.8)
Total Parental Satisfaction 5.34 2.00 101 (91.8) 9(8.2) 0(0.0)
Total Score 3441 13.06 91 (82.7) 19(17.3) 0(0.0)

Note: Classification of stress: 1.0-2.4 (Low stress), 2.5-3.4 (Moderate stress) and 3.5-5.0 (Perceived high stress) (Joshi et al., 2015, Zelman & Ferro, 2018)

The Association Between Parental Stress and their Sociodemographic Background

Table 3 presents the descriptive statistics and inferential results for the variables on each domain of the
Parental Stress Scale (PSS): parental satisfaction, rewards, stressors, and loss of control associated with
sociodemographic background. The independent variables in this study were the sociodemographic
background of the parents or caregivers and the children with autism; meanwhile, the dependent variable was
parental stress.

There was a significant association between relationships with the child and parental stressors (¢ (108) = -
2.16, p = 0.033). The participants with a "caregiver" relationship with their children, with a mean of 2.73
(SD=0.70), reported higher levels of parental stressors compared to participants with a "parent" relationship
with their children, with amean 0f2.39 (SD=0.52).

However, no other significant differences were identified in parental satisfaction, rewards, stressors, or
loss of control. Besides, factors such as age, gender, race, educational status, marital status, children's
diagnosis, and duration of the diagnosis were not found to impact parental stress significantly. These results
concluded that caregivers experience higher stressors than parents, but there were no discernible variations in
other parental well-being and control aspects.
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The Association Between Parental Stress and Severity of Probable Autistic Behaviour
Table 4: The Severity of Behaviour of Children with ASD (n=110)

Level of CAST, n (%)
Variable
Mean SD Min Max Severe Not severe
Possible ASD 13.11 4.07 3 26 81 (73.6) 29 (26.4)

Note: Scores inthe 15-31 range indicate possible ASD or related social-communicationdifficulties (Williams et al.,2005,2006)

Table 4 shows the severity of behavior in children diagnosed with autism spectrum disorder (ASD), as
assessed by the CAST. The mean CAST score for the entire sample of children with ASD in this study is 13.11,
with a standard deviation of 4.07. Scores in the sample range from 3 to 26. Most children (n = 81, 73.6%)
obtained scores within the 15-31 range, suggesting a significant severity level in their behaviors and social-
communication difficulties. These children can be classified as potentially having ASD or facing related
developmental challenges. Conversely, n =29, 26.4% of the children in the sample obtained scores below the
15-31 range, indicating less severe behaviors and social-communication difficulties. These children are
classified as not exhibiting ASD-related behaviors to a severe extent.

Table 5: The Pearson Correlation Analysis Between PSS and CAST (n=110)

PSS
Pearson Correlation 0.035
Sig. (2-tailed) 0.715

Table 5 presents the correlation coefficients between the mean Childhood Autism Spectrum Test (CAST)
scores and the mean Parental Stress Scale (PSS) scores. The mean CAST score has a Pearson correlation
coefficient of 0.035 with the mean PSS score. The correlation coefficient of 0.035 indicates a weak positive
correlation between the two variables. However, this correlation is not statistically significant, as indicated by
the p-value of 0.715. Thus, there was no significant association between parental stress and the severity of
probable autistic behaviour.

DISCUSSION
The Level of Parental Stress Among Family Caregivers of Children with Autism

The finding from this study contradicted most of the previous studies, whereby parents and caregivers
displayed significantly low stress levels in this study, accounting for 98.2% of the population. The research
findings were parallel to the study conducted by Jx ef al. (2017), which also found that parents and caregivers
who care for children with ASD experienced less stress and expressed great satisfaction in caring for the
children.

The fact that they have a high level of confidence and optimism toward their child is one factor that
contributes to a low level of stress among parents and caregivers. They are positively taking care of their
children and making a reasonable effort to raise them. According to Zulkipli, Mansor, and Ismail (2020),
positive feelings can refill resources exhausted by stress, offer psychological support, and help with ongoing
coping efforts.

In addition, this study shows that the items highlighting children as the primary sources of parental and
caregiver stress had the lowest score in the central domain of parental stressors. Thus, it proves that children
are not the only primary source of stress in parents' and caregivers' lives. The financial burden, economic
impact, and family breakdown also contribute to parents' and caregivers' stress. The finding was consistent
with previous studies (Prata, Lawson & Coelho, 2019). Most parents reported experiencing direct and
indirect financial stress due to raising a child.
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Additionally, this study shows low stress levels in the domain of "Loss of Control" in the PSS on the item
having children will be limited and control parents and caregiver lives. It proves that parents and caregivers in
this study did not feel their children burdened them, which can affect their bonding with the children. Besides,
most of them feel overwhelmed by their parenthood journey in caring for their child. However, the study's
findings differed from the previous study by Rahman and Jermadi (2021), which showed the stress brought on
by their disappointment, rejection, or alienation from the children and a lack of adequate bonding with the
child.

Another factor contributing to low stress among parents and caregivers is parental satisfaction with their
children. Most parents and caregivers enjoyed managing their children and were well-informed and aware of
their children's problems. In addition, due to high acceptance and awareness of ASD, most parents and
caregivers managed to avoid stigmatization, fear of shame, and exclusion from normal social activities. This
statement was supported by Alibekova et al. (2022), who found that the leading cause of the parents'
psychological misery was their lack of social acceptance and support.

The Association Between Parental Stress and their Sociodemographic Background

The study showed a significant association between parental stress and sociodemographic background.
The findings were similar to the study conducted by Jx er al. (2017), where their study found a significant
correlation between parental stress and the children's gender.

However, the variable "Relationship with child" showed a significant association between the parental
stressor and the total Parental Stress Scale (PSS) score in this study. Caregivers were found to have higher
stress levels than parents, even though the total number of caregivers who participated in this study was low. It
has to do with the fact that autistic children have unpredictable behavior, and sometimes they are hyperactive;
caregivers need to devote more time and effort to caring for them. Autistic children also need to attend
additional regular therapy sessions and rehabilitation programs; thus, caregivers need to spend more time on
this rather than having their leisure time. The results of this study are consistent with previous research by
Fithriyah and Carrasco (2021), which reported that undergoing treatments requires more time, patience, and
effort than necessary, which results in anxiety, depression, and psychological anguish.

Parents' sociodemographic background showed no significant association with parental stress. Most
parents express their satisfaction and happiness with their respective roles as parents of children with autism.
Even though they were grieving about their child's condition, at the same time, they were relieved, grateful,
and accepting of their child's condition. It was similar to the study by Wang (2022); most parents undergo a
psychological process of denial, self-blame and guilt, uncertainty, frustration, and acceptance before fully
accepting their child's condition.

Additionally, children's sociodemographic background showed no significant correlation with parental
stress, contradicting previous studies by Jx ef al. (2017). Parents and caregivers do not guide stress in caring
for children who have been diagnosed with autism for a long time or are newly diagnosed. When children with
autism enter puberty or adolescence, social development and communication disorders become more
apparent. Their experiences caring for the child allow them to overcome these additional difficulties as their
child grows.

The Association Between Parental Stress and Severity of Probable Autistic Behaviour

The study's findings contradicted the present study, which revealed no correlation between parental and
caregiver stress and the severity of autistic behavior, even though most children had severe autistic behavior.
The results of this study revealed that parents of children with autism who showed positive parental attitudes
or positive adapted feelings about their children's condition scored a low level of stress. These findings
correlated with previous studies by Zulkipli, Mansor, and Ismail (2020), which showed the significance and
potency of parental personality traits in determining stress levels. Parents and caregivers get much affection
for their children, and they will always love their children to raise them.
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Based on the parent's and caregivers' interactions with professionals who aid in enhancing the family
environment and assist them in meeting the requirements of their children, parents, or caregivers in this
research, they expressed their satisfaction feelings with the support services, social support, and social
network. The results are consistent with a previous study by Alvarez (2021), which showed that it is essential
to involve extended family members, such as grandparents who have received ASD education, and that this
can be a great source of support.

Besides positive parental attitudes and having good social support, parental self-efficacy is a central
component of parenting that can simultaneously affect parents' actions and children's growth. This statement
was consistent with previous research findings that children's cognitive, emotional, and behavioral
development would be favorably impacted if parents could increase their self-efficacy (Kishimoto et al.,
2023). Hence, the parents will feel more confident, engage with their kids more frequently, and adopt better
educational behavior.

CONCLUSION

This study aimed to determine parental stress among family caregivers of children with autism, the
association between parental stress and the sociodemographic background, and the association between
parental stress and the severity of probable autistic behavior. The finding of this study was that there is no
significant relationship between the level of parental stress and the severity of ASD in children.

Based on the study, most parents and caregivers express their gratitude, acceptance, and relief for their
child's problems and try to provide for their children as best as possible. To maintain this kind of attitude, close
attention should be paid to parents to develop better coping strategies for stress and child-specific autism
symptoms. Nurses have a crucial role in identifying any early signs of parental stress during assessment
sessions and determining appropriate nursing interventions to combat extensive complications related to
parental stress. Nurses and other healthcare professionals must address the effects of stress and unmet needs
in families of children with autism. There must be more public awareness of ASD, and supporting policy and
service improvements are essential for effective change for children and families affected by the disorder.
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