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ABSTRACT

The term "psychological distress" described a state of emotional suffering marked by anxiety symptoms like
tension and restlessness and depression symptoms like lost interest and hopelessness. Given that raising children
with special needs can present numerous challenges, parents of these children are likely to be more vulnerable to
psychological distress. These parents would endure high levels of stress and often become depressed, frustrated,
and disappointed with their children's development due to the long-term problems of children with mental
retardation and physical-motor disorders and the requirement for ongoing treatment. The purpose of this study
was to determine the types of psychological distress experienced by parents of special needs children as well as
the correlation between these parents' psychological distress and demographic factors. In all, 224 parents of
children in Chamba with special needs participated. The Kessler Psychological Distress Scale (K10) was used to
gauge the psychological distress of the parents. The findings showed that 21.9% of parents were in mild distress,
21% were in moderate distress, and 36.6% were in severe distress. There was a significant positive correlation
between the degree of psychological distress and the parent's employment status (r=0.148, N=224, p<0.05). There
was no discernible relationship between the severity of psychological distress and the other factors, including
parent age, parent gender, child age and diagnosis, parent marital status, and parent educational attainment. To
sum up, the majority of parents were experiencing psychological distress. However, the only factor that had been
shown to affect parents' psychological distress was their employment status.
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INTRODUCTION

Despite the difficult stage of parenthood, having children with special needs made the role of parents more
complex (Jambekar et al., 2018). Since they had to deal with a variety of shifting criteria related to their children's
individual needs, parents of special needs frequently went beyond natural parenting (Isa et al., 2016). When
parents learn that their children have a disability, they may experience conflicting emotions (Kruithof et al.,
2020). Parents likely experienced increased psychological symptoms as a result of raising these children with
particular conditions like autism, attention deficit hyperactivity disorder (ADHD), and other disorders. Parenting
children with special needs may result in issues with family functioning, parenting distress, and varying parenting
styles, as opposed to parenting children with normal development (Masulani-mwale et al., 2018).

Children with disabilities may cause their parents to feel emotionally and socially burdened. Due to their
increased fear of their own and their children's futures, they frequently suffered from a variety of negative
emotions, including stress, anxiety, and depression, which may have an adverse effect on their health
(CheethamBlake, Family, & Turner-Cobb, 2019). In addition, compared to parents of typical children, they were
more likely to experience psychological distress. According to Fernandez et al. (2020), psychological distress is
a state of emotional suffering marked by symptoms of anxiety and depression. According to Ricci et al. (2017),
children's high levels of internalizing and externalizing concerns have been linked to their high levels of stress.
They may increase the risk of severe stress and, in certain cases, depression because the parents bear the majority
ofthe growing daily care load for these children (Braun & Clarke, 2024). In order for the solutions, interventions,
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and approaches used in these contexts to assist and support the parents, it was imperative to assess the level of
psychological distress among parents of children with special needs.

LITERATURE REVIEW
Children with Special Needs

Children with neurodevelopmental disorders (NDD) may be referred to as special needs children. According to
Maridal et al. (2021), the term "NDD" was used to refer to a broad range of conditions, including Cerebral Palsy
(CP), genetic disorders involving brain injuries, and other conditions that limited functional abilities like vision,
hearing, speech, behavior, motor, and cognition problems. In order to improve their health, growth, learning,
quality of life, engagement, and community inclusion, they needed more assistance and support from education,
health, medical, and social-environmental services than other children (Jambekar et al., 2018). Because they were
unable to use their physical, mental, and social abilities appropriately, they frequently failed to play, learn, and
engage in activities appropriate for their age. According to Anaby et al. (2020), this disability in children should
typically be assessed separately or in combination from developmental, cognitive, affective, and body functions
and structures. Furthermore, they typically faced a number of challenges during their early years that persisted
into adulthood, including serious medical conditions, troublesome behaviors, and diagnostic procedures that
placed a strain on the parents (Downey, 2016).

Particular requirements Children were viewed as a financial, social, psychological, and physical burden on the
family. The balance of parents' lives was important because it would affect how their children developed. It may
be challenging to balance your professional life with giving special needs children the attention they require
(Bahryetal, 2019). Parents had to manage their many responsibilities with the limited resources at their disposal,
which included juggling work and childcare responsibilities, including going to the hospital to pick up their kids.

They began to feel guilty for not performing the role of ideal parents when they were unable to carry out their
duties (Angieetal., 2017). Taking care of the children's food, hygiene, bathing, and therapeutic activities required
parents to spend more time with them (Faramarzi, 2017). According to a prior study, parents needed to devote
more time to helping their children eat, dress, walk, and engage in other activities (Rakotomanana et al., 2021).

Financial

For parents, raising children with special needs has grown more costly and challenging. Over time, the cost of
food, specialized equipment, and pediatric medical care has increased (Bahry et al., 2019). Children's parents had
to constantly seek medical care and other treatments, which could be expensive (Park & Kim, 2020). One of the
parents would eventually become the primary caregiver for their children, which could lead to a reduction in
their ability to work and, consequently, a decrease in their financial situation (Chen et al., 2020; Vonneilich et al.,
2016). Parents of children with special needs work harder and even give up career opportunities to care for their
children than parents of children who are typically developing. When a family's

Several analyses in the study had found that financial concerns were a significant indicator that affected the stress
and anxiety levels of parents of children with disabilities. The extra responsibilities for special needs children
caused stress in addition to financial hardships, which raised parents' anxiety and depression levels. These factors
were found to have an effect on marital relationships, personal adaptability, self-confidence, and self-esteem. The
degree of anxiety was also impacted by financial limitations. People who cared for special needs children without
being their parents and those exposed to negative social perceptions were found to have higher anxiety levels
(Abdelfattah et al., 2021).

Social Support

A study found that social support was crucial for reducing parental stress and enhancing their capacity to cope
with psychological problems. Even though positive parental attitudes toward raising special needs children were
always linked to more social support, parents of special needs children were regrettably often excluded from
public and societal concerns. Parents of children with special needs experienced psychological problems that
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were made worse by these risk factors (Chenetal., 2020). According to a study, parents' increasing distress in
terms of feeling alone, frustrated, and stigmatized was influenced by their environment's lack of support (Leitch
et al., 2019).

Behaviour Issues

Managing the emotional and behavioral problems of children with special needs, as well as the pressure to raise
them, was a significant problem for parents (Chen et al., 2020). According to Park and Kim (2020), some children
with special needs were likely to exhibit severe behavioral issues, which could worsen the psychological problem
in the interim. Children with special needs exhibited more externalized behaviors than typical children, including
poor social interactions, communication problems, and oppositional defiant disorder. When children with special
needs, like autism, are unable to go outside or are not used to following new rules, they may display tantrums,
frustration, and anxiety. They struggled to solve problems independently and communicate with their parents at
the same time (Chenetal., 2020). According to the study, children's behavioral issues may foreshadow or change
the affective quality of parent-child interactions. As a result, parents need to put in more work when interacting
with their children (Seror, 2022). Parenting stress rises as a result of parents having to invest more time and
money in their kids. Furthermore, parents were more likely to be decisive and controlling by using verbal or
physical chastising when it was difficult to resolve persistent and limited behavioral issues. This could decrease
bonding and increase parent-child dysfunction. Over time, it not only made the misbehaviors of the children
worse, but it also made the mental health issues of the parents worse (Chen et al., 2020).

Psychology Issues

Depending on the type of disability, the severity of the disorder, and other factors, parents may have experienced
different psychological problems. Prior studies on the psychological well-being of parents of special needs
children revealed that these parents experienced higher levels of stress, fewer social connections, and a degree
of depression than parents of typical children. To put it another way, these parents would endure high levels of
stress and often become depressed, frustrated, and disappointed with their children's development due to the
long-term problems of children with physical-motor disorders and mental retardation and the requirement for
ongoing treatment (Faramarzi, 2017).

According to Coutelle, Coulon, Schroder, and Putois (2023), parents of children with autism reported being
significantly more depressed than parents of children with a pervasive developmental disorder (PDD-NOS).
According to Vasilopoulou and Nisbet (2016), they also reported higher levels of stress, anxiety, and depression
than parents of children with other developmental issues and typically developing children. In addition, Isa et al.
(2016) reported that these parents had higher levels of stress, anxiety, social instability, depressing attitudes, and
physical symptoms than parents of children with Down syndrome.

Due to their children's symptoms, which include hyperactivity, inattention, and disruptive behavior, mothers of
children with ADHD have also been found to exhibit depressive symptoms (Huhdanpad ET AL., 2021). Parents
of children with ADHD frequently experienced negative emotions like despondency, judgment, grief, guilt,
helplessness, anger, depression, and frustration (Leitch et al., 2019). According to a McRae et al. (2020) study,
the externalizing and internalizing behaviors of children with ADHD caused significant psychological distress
for their parents, as evidenced by elevated anxiety, depression, and distress levels. Parents had expressed low
self-esteem, self-confidence, and personal adaptability as a result of this situation.

According to a thorough analysis of the research on how providing care affects parents of children with cerebral
palsy, parents of children with CP experience higher levels of stress, depression, and a lower quality of life than
parents of typical children. It has been found that stress and depression are increased by children's behavior and
cognitive challenges, as well as by inadequate self-efficacy of parenting techniques and support networks
(Jambekar et al., 2018). It was more physically and mentally taxing to raise children with cerebral palsy who had
mobility impairments. Mothers of children with cerebral palsy who had severe activity limitation were found to
have higher levels of stress and depressed moods. They found it harder to handle parenting and their kids' issues
as a result of this psychological condition. The varying feelings of self-worth brought on by the kids' struggles
also had an impact on their self-esteem (Park & Kim, 2020). The prior study found that compared to children
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with other conditions, mothers of children with cerebral palsy experienced the highest levels of psychological
distress and depression. This was because the majority of CP children required wheelchairs for mobility and
transportation to school, and mothers were required to transport both their children and the wheelchairs to and
from school. Additionally, a few of the kids needed to be fed. Because of this, parents had to stay at school in
order to feed their kids (Ahmad Zam Zam et al., 2019).

According to earlier studies, parents of children with special needs—such as those with intellectual disabilities
(IDs), developmental delays, or physical and sensory impairments—were more likely than parents of typical
children to display symptoms of psychological distress or depression and to have lower levels of wellbeing
(Seror, 2022). The study found that social attitudes and judgments about disability, care and education needs, and
uncertainty about the child's present and future status were important sources of stress and anxiety for parents.
Compared to parents of children without special needs, parents of children with special needs experienced higher
levels of stress and anxiety as well as lower levels of self-esteem, stigma, and marital harmony. It was essential
for reducing the anxiety that could negatively affect parents' ability to control their emotions, behavior, and
thoughts. Significant anxiety and social support-seeking scores were reported by parents who were upset about
their kids' lack of community acceptance (Akturk & Aylaz, 2017). To put it briefly, the demands of caring for
these children may lead to maternal depression and adverse outcomes from the parenting experience (Park &
Kim, 2020). The purpose of this study was to determine the degree of psychological distress experienced by
parents of special needs children as well as the correlation between these factors and the parents' demographic
characteristics.

METHODOLOGY
Materials and Methods

By administering an online survey, this study used a cross-sectional design and the quantitative research method.
Purposive sampling, which is predicated on the assessment of the targeted respondent who may provide the most
appropriate information to achieve these study objectives, served as the basis for the sample in this investigation.

Two components made up the instrument used in this study. The first section dealt with the respondents'
demographics, including the age and diagnosis of their children, the parents' gender and age, their marital status,
their level of education, and their occupation. Section 2 consisted of The Kessler Psychological Distress Scale
(K10) is a self-report questionnaire that asks about depression and anxiety symptoms (Pereira et al., 2019). This
well-known and extremely helpful psychological symptom measure was praised for its high validity of factors
and constructs, ease of administration, reliability, and high predictability. A 5-point Likert-type scale, with 1
denoting never and 5 denoting always, was used to select the answers.

A total score ranging from 10 to 50 was calculated by adding up all of the responses; higher scores denoted
greater psychological distress (Easton et al., 2017). The validity analyses showed that the K10 had good
psychometric properties, with a 95% CI of 0.84 (0.81, 0.96). According to the reliability analysis, the case group's
alpha coefficient of Cronbach was 0.885, while the control group's was 0.837 (Tiong et al., 2018). Due to the
Covid-19 outbreak, the survey was administered via Google Form and then disseminated virtually on social
media to parents of special needs children in Chamba. To get the respondents’ answers, an online link was made.

Method of Data Collection

Data collection took place between late February 2021 and July 2021. Ethical approval was given by the
University Technology Mara's Research Ethics Committee (REC). Due to the Covid-19 pandemic, the
questionnaire was distributed virtually via social media in order to gather participant data, as physical data
collection was not possible. The demographic form and the Kessler Psychological Distress Scale (K10) were
included in the questionnaire, which was made with a Google form. Respondents who met the requirements for
inclusion would voluntarily fill out the survey.
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Population and Sample Size

Parents of children with special needs participated in this study. There were 950 special needs children in
Chamba, according to the Ministry of Gender, Children, and Social Protection (2020). The sample size was
calculated using the Raosoft Sample Size Calculator Online Software. As shown in numerous health sciences
studies, the study's margin error was set at 5% and its confidence level at 95%. A total of 274 representative
samples were needed for generalization, given a population size of 950 and a response distribution of 50%.

Participants

The questionnaire was voluntarily filled out by the respondents who met the inclusion requirements. Out of the
265 responses that were received, 224 were deemed valid. Participants had to be parents of children with special
needs between the ages of 6 and 12 and their children had to be registered as Persons with Disabilities (PWD) in
order to meet the prerequisite requirements. In order to complete the questionnaire, the parents must be able to
read and comprehend English and live with their special needs children. In order to concentrate on the parents'
psychological distress, non-parents or caregivers of children with special needs have been excluded.

Data Analysis

To assess the data collected for this study, the Statistical Package for Social Sciences (SPSS 26), which
concentrated on descriptive and inferential statistics, was used. The degree of psychological distress among
parents of children with special needs was determined using descriptive analysis. To find out how demographic
factors and the level of psychological distress among parents of special needs children relate to one another,
Spearman correlation was used.

RESULTS AND DISCUSSION

The respondents' demographic information was compiled in Table 1. There were 27 (12.1%) male responders
and 97 (87.9%) female participants. There were four age ranges among the parents. 129 (57.6%) parents were
between the ages of 30 and 39, indicating the highest frequency of respondents' age involved, while 7 (3.1%)
parents were between the ages of 20 and 29. Then, 79 (35.3%) of the parents were between the ages of 40 and
49, and 9 (4.0%) were older than 50. A majority of the parents had high levels of education: 154 (68.8%) were
completing their tertiary education, 49 (21.9%) had completed their primary education and 21 (9.4%) had
completed their secondary education. Additionally, the results showed that 15 (6.7%) parents had already retired
and 151 (67.4%) parents were still employed. An additional 58 parents, or 25.9%, did not have a job.

Ninety (40.2%) of the children's parents in this study had the highest diagnosis of Autism Spectrum Disorder

(ASD), followed by forty-three (19.2%) with Attention-Deficit/Hyperactive Disorder, thirty-three (14.7%) with
Cerebral Palsy, thirty (13.4%) with Learning Disabilities, thirteen (5.8%) with multiple disabilities, and fifteen
(6.7%) with other different types of disabilities. The largest age of the respondents' children was indicated by the
68 (30.4%) children who were 6 years old. In contrast, 12 (5.4%) of the respondents' children were 11 years old,
which was the least common age group

Table 1: Demographic Data of the Respondents.

Demographic variable Frequency (N) Percent (%)

Parent's Age

20-29 years old 7 3.1
30— 39 years old 129 57.6
40— 49 years old 79 35.3
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50years old and above 9 4.0
Parent’s Gender
Male 27 12.1
Female 97 87.9
Child’s Diagnosis Attention- Deficit/Hyperactivity Disorder 43 19.2
(ADHD) 90 40.2
)Autism Spectrum Disorder Cerebral Palsy 13 14.7
Learning Disabilities Multiple Disabilities Other disability 30 13.4
13 5.8
15 6.7
Child’s Age
6 Years old 68 30.4
7 years old 30 13.4
8 years old 31 13.8
9 years old 28 12.5
10 years old 13 5.8
11 years old 12 5.4
12 years old 48 18.8
Parent’s Education
Primary 49 21.9
Secondary 21 0.4
Tertiary 154 68.8
Marital status
Married 209 03.3
Divorced 14 6.3
Widowed 1 0.4
Occupation Status
Employed 151 67.4
Unemployed 58 25.9
Retired 15 6.7
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The K (10) questionnaire's results showed that the majority of respondents felt that everything they did required
effort. Item 8, "About how often did you feel that everything is an effort?" had the highest mean score of any
item (M= 3.16, SD = 1.019). Item 3, "About how often did you feel so nervous that nothing could calm you
down?" had the lowest mean score (M = 2.25, SD = 0.958). It showed that the majority of respondents
experienced the least amount of anxiety, with nothing being able to soothe them. The mean and standard deviation
for each question on the Kessler Psychological Distress Scale (K10) were clearly displayed in Table 2 below.

Table 2: A Mean and Standard Deviation of Kessler Psychological Distress Scale (K10)

No. | Items Mean | Std. Deviation
1. | How often did you feel tired out for no good reason? 3.03 | 0.862
2. | How often did you Feel nervous? 2.67 |0.907
3. | How often did you feel so nervous that nothing could calm you down? 2.25 10.958
4. | How often did you Feel hopeless? 2.64 | 1.070
5. | How often did you Feel restless or fidgety? 2.69 |0.975
6. | How often did you feel so restless, you could not sit still? 2.37 | 1.007
7. | How often did you Feel depressed? 2.68 | 1.118
8. | How often did you feel that everything is an effort 3.16 | 1.019
9. | How often did you feel so sad that nothing Could cheer you up? 2.45 | 1.001
10. | How often did you worthless? 2.43 | 1.106

The Kessler Psychological Distress Scale (K10) scoring criteria state that mild distress is represented by a score
of 20-24, moderate distress by a score of 25-29, and severe distress by a score of 30—50. The majority of parents
in this study were experiencing severe psychological distress, as evidenced by the 82 (36.6%) parents who
reported having severe distress. In contrast, 46 parents (20.5%) had the lowest level of psychological distress and
were therefore probably in good health. In terms of psychological distress, moderate distress was rated as the
second-highest severity, with 47 (21.10%) parents reporting moderate distress and another 49 (21.9%) parents
reporting mild distress. The level of psychological distress among parents of special needs children was shown
in Table 3.

Table 3: The Frequency of Severity of Psychological Distress Among Parents Of Children With Special
Needs

Severity Frequency (N) Percent (%)
Likely to be well 46 20.5

Mild Distress 49 21.9
Moderate distress 47 21.0

Severe distress 82 36.6

Total 224 100
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Since the Shapiro-Walk showed that the p-value for the parents' demographic data was 0.00 (p>0.05) and the
pvalue for the parents' psychological distress was 0.041 (p>0.05), indicating that the data was not normally
distributed, Spearman correlation coefficient analyses were conducted to investigate the relationship between the
demographic data coefficient and the degree of psychological distress among parents of children with special
needs.

The study's findings showed a positive correlation between the degree of psychological distress and both marital
status (r=0.23, p<0.05) and employment status (r=0.188, p<0.05). These psychological distress levels among
parents of children with special needs were found to be negatively correlated with the following other variables:
parent's age (r=-0.084, p<0.05), gender (r=-0.089, p<0.05), children's age (r=-0.045, p<0.05), children's diagnosis
(r=-0.127, p<0.05), and parent's educational attainment (r=-0.100, p<0.05). Overall, only one correlation—
between the degree of psychological distress and the parent's employment status (r=0.148, N=224, p<0.05)—
was found to be statistically significant, with significant values of p<0.026. As a result, the degree of the parents'
psychological distress was significantly positively correlated with their employment status. The relationship
between the demographic information and the degree of psychological distress experienced by parents of children
with special needs was shown in Table 4.

Table 4: Spearman Correlation Results Between Severity of Psychological Distress and Demographic Data
of Parents of Children with Special Needs.

| { \

Demographic Variable Severity  of Psychological
Distress
Parent's Age Spearman -.084
Correlation 208
Sig.(2-tailed) 224
N
Parent’s Gender Spearman -.089
Correlation .183
Sig.(2-tailed) 224
N
Child’s Spearman -127
Diagnosis Correlation .058.
Sig.(2-tailed) 224
N
Child’s Age Spearman -.045
Correlation .503
Sig.(2-tailed) 224
N
Parent’s Spearman -.100
Education Correlation .136
Sig.(2-tailed) 224
N
Marital Status Spearman 0.23
Correlation 0.735
Sig.(2-tailed) 224
N
Occupation Spearman 0.148%
Status Correlation 0.026
Sig.(2-tailed) 224
N

*Correlations are significant at the p<.05 level
Psychological Distress among Parents of Children with Special Needs

According to this study, 79.5% of parents of children with special needs reported experiencing psychological
distress. Significant psychological distress that could be concerning for their mental health was experienced by
36.6% of parents. Emotional suffering that can manifest as anxiety or depression was defined as psychological
distress. A study that looked at the prevalence of psychological distress in parents of children with intellectual
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disabilities found that 41% of them were experiencing high levels of psychological distress. This study's high
prevalence rate demonstrated the severity of psychological distress that had not been treated before
(Masulanimwale et al., 2018).

The results of this study were consistent with those of a prior study that found that mothers and fathers of children
with developmental disabilities were significantly more likely to have a diagnosis of depression or another
psychological condition (Marquisetal, 2020). Although the risk may not be as high as in other studies, one study
found that parents of special needs children were at high risk for depression (Scherer, Verhey & Kuper, 2019).
According to a different study, parents of children with mental health and developmental disabilities have been
shown to have lower psychological well-being and higher levels of depression, which includes symptoms of
stress, sadness, and anxiety.

According to Leitch et al. (2019), it was also found that parents of children with developmental disabilities and
ADHD reported higher levels of distress than parents of children with HIV, asthma, or healthy children.

According to the findings of a study conducted on parents of children with ADHD, 63% of the parents reported
having depressive symptoms, indicating that the difficulties of raising the children caused the parents to
experience severe psychological distress. In addition, parents of children with ADHD and related comorbidities
found it extremely challenging to manage these kids, which ultimately led to their distress (Cheetham-Blake,
Family & Turner-Cobb, 2019). According to Leitch et al. (2019), 64% of children with ADHD had at least one
comorbidity that could affect their parents' distress.

According to another study, these parents experienced severe psychological distress as a result of their kids'
actions and difficulties carrying out everyday tasks. According to research, parents of autistic children were more
likely to experience major mood disorders throughout their lives (Ahmad Zam Zam et al., 2019). A prior study
found that parents of children with autism spectrum disorder often experienced symptoms of stress, anxiety, and
depression. Parents of children with autism spectrum disorder who had similar demographic backgrounds— aside
from academic achievement—were more likely to experience this type of stress, which was assessed using the
Depression Anxiety Stress Scale (DASS) questionnaire (Al-Farsi et al., 2016). Al-Farsi et al., (2016) state that
the most common psychological distress was previously believed to be depression symptoms or a depressed
mood. These results demonstrated that institutions should closely monitor the mental health needs of parents,
especially the prevention of depressive disorders and the provision of support and assistance to parents
experiencing distress.

CONCLUSION

This study found that the majority of parents of children with special needs were generally in psychological
distress. Because having children with special needs increased the financial burden, occupation status was the
most important factor influencing this psychological distress. Therefore, the study came to the conclusion that
the degree of the parent's psychological distress was unaffected by any other factors besides their employment
status.
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