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Abstract

Background: Approximately 140 million children globally and 1.7 % of children in
Bangladesh live with disabilities. The caregiver of the children with disability (CWD)
faces many emotional challenges to lead their live such as emotional suffering, stress,

anxiety & depression which is an indicator of psychological distress.

Aim: The study’s aimed was to estimate the level of psychological distress among

caregiver of children with disability.

Methods: Caregivers of CWD participated in this quantitative cross- sectional study. The
number of participants were 257. Participants were selected through purposive sampling.
Participants within 18-60 age who were the primary caregiver and continuing therapy for
their CWD were included in this study. The study conducted in different special schools
and organizations. Psychological distress (PD) was measured by Kessler psychological
distress scale. This study also captured sociodemographic variables that are related to
caregiver psychological distress. Descriptive statistics and fisher exact’s test, chi- square

test and independent t test were used to analyze the data.

Results: A total of 257 participants had in this study, where the response rate was 98.2%.
Researcher used SPSS wversion 26 to analyses the information. Prevalence of
psychological distress was 77% (198) among caregivers of children with disability &
23% (59) are psychologically well according to this study. Among the caregivers with
psychological distress, 30% (77) has mild, 27.6% (71) has moderate and 19.5% (50) has
severe level of psychological distress. In this study the researcher found only 3.9% (10)

male and 96.1% (247) female caregivers of CWD. The researcher found association
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between gender, occupation, relationship with the child, suffering from chronic illness,

educational level, sleeping hours and monthly income.

Conclusion: Psychological distress of a caregiver had significant impact on children
with disabilities such as it can affect the quality of life a CWD and also it has effect on
the development of the child. This study found that 77% of caregiver had psychological
distress. Establishing support and raising awareness among health professional can

address these effects.

Key word: Children with Disability, psychological distress.



CHAPTER I: INTRODUCTION

1.1 Background

According to UNICEF's estimates of disability prevalence, there were an estimated 28.9
million children, or 4.3% of all children aged 0—4 years, 207.4 million children, or 12.5%
of all children aged 5-17 years, and 236.4 million children, or 10.1% of all children aged
0-17 years, worldwide who were estimated to have moderate-to-severe disabilities

(Olusanya et al., 2022).

The "Persons with disabilities Rights and Protection Act 2013" of Bangladesh
states that 2.80% of people in the country as a whole are disabled, with 2.32 percent of
women and 3.28 percent of men. In children ages 0 to 4, it is 0.83 percent; in adults ages
18 to 49, it is 2.24 percent. Disability rates by type: 1.35 percent for physical disabilities,
0.46 percent for visual disabilities, 0.36 percent for hearing disabilities, 0.35 percent for
multiple disabilities, 0.32 percent for speech disabilities, 0.29 percent for mental illnesses
that result in disabilities, 0.22 percent for intellectual disabilities, and 0.08 percent for
cerebral palsy. Other disabilities account for 0.05 percent, and autism for 0.05 percent
(BBS, 2022). According to the Persons with Disabilities Rights and Protection Act, 1.7%
of children have a disability of some kind. Types of disability include- Autism spectrum
disorder, Physical disability, Mental illness leading to disability, Visual disability, Speech
disability, 1D, Deafblindness, Cerebral palsy, Down syndrome, Multiple Disabilities,
Other Disability (Murshid & Haque, 2020). According to the World Health Organization
(2004), 5% of children between 0 and 14 have moderate or severe impairments

worldwide. The government of Bangladesh (GOB) has implemented various policies and



acts, such as the national policy for people with disabilities, to improve the lives of CWD.
Caregiving a child with long-term functional disability may affect the psychological
health of the caregiver. Psychological Issues such as depression may limit the role of
caregiving in the management of the CWD. Emotional distress in a parent may
exacerbate emotional and psychiatric distress in the CWD and may affect the whole
family’s ability to cope with the child’s illness (Ou et al., 2010). CWDs and their parents
confront several obstacles and problems despite the government's efforts of the
government. These consist of unequal access to resources and services, poor income,
worry and anxiety, being shut out of society, and being unable to pay for necessities
(Hussain & Raihan, 2022). Both the well-being of the family and the children's quality of
life are impacted by these disabilities (Tétreault et al., 2014). Epidemiological data
regarding the prevalence of NDD in low- and middle-income countries (LMIC) is
lacking, although it is predicted that 93 to 150 million children worldwide have some
disability (Maridal et al., 2021). Taking care of a child with a disability entails significant
responsibilities that might impact not just the child but also the parents, siblings, and
other family members (Isa et al., 2016). In LMIC’s some research studies have been
conducted in Kenya, India, Qatar, and Kuwait, where it was found that about 47-50% of
parents experience psychological distress. These rates are comparable to the prevalence
rates of psychological distress reported among parents of children with disabilities in

developed countries worldwide. (O’leimat et al., 2019).

Older mothers at birth were linked to an increase in children with intellectual
disabilities, according to prior research. In contrast, older fathers at birth were linked to

an increased likelihood of high-functioning autism spectrum disorder. Nevertheless,



parents typically play crucial responsibilities as the primary caregivers, regardless of the
type of disability. Caregiving for a child with a disability can place many strains on the
parents due to health issues, financial burdens, time demands, and barriers to social
involvement, such as a working career, even though caring for a child with a disability is
an unexpected "career” for parents. Mothers of children with epilepsy or developmental
impairments have higher levels of depressive symptoms, and parents of children with
widespread developmental mental illnesses reported experiencing higher psychological
distress (Yamaoka et al., 2015). The physical and emotional strain of caring for children
with autism spectrum disorder (ASD) can be pretty high, and it can also strain the family
unit. To address the unique care needs of the affected children, a great deal of time,
patience, and effort are needed. Parents are frequently psychologically distressed as a

result of this (Solaiman et al., 2023).

The presence of psychiatric distress in the caregiver is linked to reports of lower
levels of social support, dysfunction in the family, a more significant negative impact of
the child's situation on the family, poorer child behavior, unfavorable parenting
approaches, poorer child psychosocial functioning, and even a negative effect on siblings
and marriage. Children with disabilities can achieve satisfying lives if their families have
adequate resources, are supportive of one another, and function as a whole. It is crucial to
learn more about the psychological suffering experienced by these parents in LMIC.
According to certain studies, caregivers in low-income countries appear to be more likely
to experience some psychological illness. Children with disabilities may experience
significant effects on their lives, economies, and mental health of their caregivers

(Maridal et al., 2021). The researcher investigated the caregiver's psychological distress



level and identified the associated factors. Then, it would be possible to design ways to
prevent or reduce the impact of caregiving distress on caregivers by identifying these

linked factors.

1.2 Justification

This research would help to identify the extent of psychological distress and associated
factors among caregivers of children with disability. Caregivers of CWD diagnosed
earlier reported feelings of higher stress (Emerson et al., 2016). On the other hand,
caregivers' mental health directly impacts their ability to provide care effectively. Poorer
health status of caregivers are associated with negative impacts on children's outcome
(Murphy et al., 2007). If caregivers are overwhelmed by psychological distress, it can
hinder their ability to support their child's therapy and development. This research would
help Occupational Therapists identify caregivers experiencing high levels of distress.
This research allowed them to provide targeted interventions and support to address the
caregiver's emotional wellbeing. Addressing psychological distress in caregivers is too
much essential to provide holistic care and improve the quality of life for both the child
with a disability and their family. Suppose level of psychological distress is identified
early. In that case, it can lead to timely interventions, such as counseling or support
groups, which can help caregivers to cope with the emotional challenges. Understanding
the caregiver's emotional needs helps occupational Therapists create treatment plans for
the child's needs and family dynamics, leading to more effective and sustainable
outcomes. It enables healthcare professionals to deliver better care and make
knowledgeable decisions about the distribution of resources and treatment. The findings

of this study provided empirical evidence to inform policy decisions, which would help



policymakers develop evidence-based policies and interventions that address the specific
needs of a caregiver. This research provided information that could be used to raise
awareness and advocate for policy changes for advocacy groups. However, measuring
psychological distress among caregivers of children with disability was integral to the
role of occupational therapists as it enabled them to provide comprehensive care, support
caregiver wellbeing, and ultimately improved the overall quality of life for the child and

their family.

1.3 Operational definition

Children with disability: Children with disabilities are defined by the CRPD as those
who, up to the age of 18, have "long-term physical, mental, intellectual, or sensory
impairments which in interaction with various barriers, may hinder their full and effective

participation in society on an equal basis with others (UNICEF, 2022).

Primary caregiver: The primary caregivers are those persons who are responsible for day-
to- day care and decision making for the CWD. The age range of 18-60 years of

caregivers were considered (Gordon, 1992; Maridal et al., 2021).

Caregiver: A caregiver is someone who assists a person with a disability in carrying out
their everyday activities. A caregiver can be somebody who is staying with the patient
and responsible for their care, such as parents, siblings, or close family relative (Gordon,

1992).

Psychological distress: psychological distress was defined as emotional suffering which
could include anxiety or depression and also manifests as worry, sorrow, irritability, self-

consciousness, and emotional vulnerability, and physical illness, poorer life quality and



duration, and higher health service utilization (Wahab & Ramli, 2022; Winefield et al.,

2012)

1.4 Aim of the study

To estimate the level of psychological distress among caregivers of children with

disability.



CHAPTER II: LITERATURE REVIEW

~ This chapter includes the information about the CWD and psychological distress of
caregiver with CWD. Almost 240 million children worldwide suffer from some kind of
disability these days which was larger than earlier estimates (BBS, 2022).There was a
higher risk of ill health when caring for a child with a developmental disability
(Masefield et al., 2020). In the term of psychological distress this chapter includes the
information about mental health status (emotional health status, negative impact of
children with physical disability, neurodevelopmental disability on caregiver’s mental

health).

2.1 Emotional Heath Status of Caregiver of CWD

Compared to caregivers who gave little to no care, those who handled the majority of the
direct, everyday care for their disabled children reported poorer health (Murphy et al.,
2007). Parents who are raising a child with a disability frequently struggle with their
mental health. For example, mothers of children with developmental disabilities had
higher-than-average levels of depressive symptoms. In addition, children may be more
vulnerable to adverse health consequences if their parents have mental health issues.
Numerous earlier research has shown a significant correlation between maternal sadness

and behavioral and emotional problems in children ((Yamaoka et al., 2015)).

According to a cross-sectional study of Jordan, in addition to far worse physical
and mental health than the general population, caregivers of children with disabilities are
more likely to experience sadness and despair, emotional distress, and cognitive
impairments. There was a greater likelihood of higher levels of perceived stress and

depression (psychological distress) among parents of children with severe disabilities



(Al-Gamal & Long, 2013). A cross sectional study of Jordan revealed that 60% of
caregiver faces nervousness and stressed due to caregiving a children with disability (Al-

Gamal & Long, 2013).

2.1.1 Negative impact of children with physical disability on caregiver’s mental

health

According to a quantitative study in Hong Kong, caregivers may experience ongoing
anxiety for their children and their public acceptance, which is linked to the associated
stigma that they experience. In addition, there have been strong correlations found
between caregivers' distress levels and fear and affiliate stigma (Ma & Mak, 2016).
Parental distress was revealed to be the most important predictor of total parental mental
health in multivariate analysis. There was a chance that parents of children with physical
disability would experience mental illness. The primary element influencing the mental

health of parents is perceived distress (Ou et al., 2010).

2.1.2 Negative impact of children with NDD on caregiver’s mental health

Taking care of a child with a developmental disability has been linked to increased rates
of illness (Masefield et al., 2020).

A current cross-sectional study in China examined the psychological distress and
the gender disparity among parents of children with ASD. The findings showed a clear
gender difference in the psychological suffering experienced by parents of children with
ASD. There was no difference in the stress, anxiety, or depression levels indicated by
fathers and mothers of children with mild-to-moderate autistic symptoms compared to

those of children with severe autistic symptoms. However they used self-administered



psychological questionnaires, which might be subject to reporting bias (Li et al., 2022). A
study in America conducted during COVID-19 showed that parents of ASD children
experienced severe psychological distress in the first few months of the COVID-19
outbreak. Significant psychological discomfort was reported by over half (48%) of the
sample, which is much higher than the US parent population as a whole (25%) (Kalb et

al., 2021).

A cross-sectional study in Jordan revealed that parents who took part in the
current study reported high levels of anxiety and sadness; nevertheless, they discovered
that their levels of these conditions were borderline. Higher levels of anxiety and sadness
are linked to a negative view of caregiving results, which could account for the
psychological discomfort that comes with raising a child with ASD (Alnazly & Abojedi,
2019). A study conducted in Barcelona in which they included participants with aged
28-72. This research examined the relationship between a parent's psychological distress
(parental stress and anxiety) and their partner's perceptions of their positive contributions
to raising children with varying degrees of ASD severity. Compared to parents of
children with mild-to-moderate ASD, parents of children with severe ASD reported a
much lower perception of positive contributions. Families that have an autistic child often

experience higher levels of stress and worry (Garcia-Lépez et al., 2021).

A cohort study conducted in Turkey found that Eight (7.34%) of the cohort of
caregivers had moderate to severe anxiety, compared to six (5.5%) who had moderate to
severe depression. Sixty percent of the relatives who had mild to severe anxiety also had
mild to severe depression, and fifty-three percent of the relatives who had mild to severe

anxiety also had mild to severe depression. In the cohort of caregivers, the prevalence of
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moderate to severe anxiety was 25% greater than the incidence of moderate to severe
depression (Barutcu et al., 2021). A cross-sectional study was conducted among
Jordanian parents. This study showed that Over 60% of parents reported feeling anxious
and stressed out frequently. A child's severe impairment was related to limited assistance
from friends and substantial mental distress in the parent. Depression, social support, and
parental stress were significantly correlated negatively. Parents who were in the most
significant psychological suffering received the least amount of support (Al-Gamal &
Long, 2013). About half of the parents indicated that there was an impact on their time
and especially on their emotional well-being (Majnemer et al., 2012). Another cross-
sectional study was conducted in Bangladesh. According to this study, mothers of
children with cerebral palsy are significantly affected by a variety of demographic and
maternal characteristics that impact maternal psychological stress. According to this
study, 59.3% of respondents had higher maternal psychological stress. In this study,
having a male child with cerebral palsy was found to be an additional predictor of

psychological stress among mother (Shahar et al., 2021).

According to a study of Washington, compared to caregivers of children
diagnosed with ADHD alone, caregivers of children diagnosed with comorbid disorders
(ADHD and/or ODD) reported higher levels of depression, stress, and strain. This result
implies that the child's ADHD-related impairment was responsible for a significant
amount of the stress levels among caregivers (Rockhill et al., 2013). A descriptive,
cross-sectional, and correlational study was conducted in Amman city that showed that

parents of children with intellectual disabilities had a significantly lower mean score of
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psychological distress than parents of children with ASD and parents of children with

anxiety disorders (O’leimat et al., 2019).

However, A higher percentage of the CG sample reported emotional problems
(such as being dissatisfied or lacking interest in life) as well as cognitive issues (such as
memory or problem-solving difficulties). Providing care for a child with a disability is
linked to the CG's having worse psychological health (Brehaut et al., 2004). A study in
Japan showed that 29.1% of CGs visited hospitals regularly. However, 10.7% of those
visits were because of mental health issues. Due to their health issues and the prevalence
of psychological discomfort, 15.1% of the CGs had to limit their activity over the last
month. Additionally, 44.4% of the CGs had a K6 score of 5+, and 8.9% had a score of
13+, which denotes mental severe illness.7.1% of the 549 households that were included
in the study had just one parent; the majority of the other households had two or three
generations. The range of household spending each month was 16,000 to 1735,0, with a

median of 115,000 (Yamaoka et al., 2015).

Another study in Australia showed that both full-time and part-time carer status
was associated with psychological distress (George et al.,2020). Another study in Japan
revealed that fathers of children aged 0-5 and 12-17 years were more likely to
experience psychological distress than fathers of children aged 6-11 years. Although they
included a small number of participants in their study, according to this research, single
fathers experience psychological distress at a rate of 8.5 percent, compared to 5% for

fathers who are in a partnership (Dhungel et al., 2023).

Another study conducted in China used paired samples of mothers and fathers; the

current study examined the psychological distress and associated gender differences in
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parents of children with ASD. The findings showed that there was a clear gender
difference in the psychological distress experienced by parents of children with ASD.
However, they used self-administered psychological questionnaires, which might be
subject to reporting bias (Li et al., 2022). A study in Jordan investigated that the average
psychological distress score for parents of people with psychiatric disorders was 12.85
(SD = 5.08), which was at the lower end of the "severe™ scale (Kessler et al., 2003). To
define the frequency and proportion of parents who experience psychological distress,
additional analysis was carried out. It was discovered that roughly 16.2%, 29.4%, and
54.4% of the individuals, respectively, experienced mild, moderate, and severe
psychological distress (O’leimat et al., 2019). The emotional health of the caregivers was
impacted by providing care for the DS patients. Some women talked about having severe
mental health issues, ranging from sadness to rejecting their children. Participants in the
study discussed a variety of difficulties they encountered when providing daily care for a
child with Down syndrome. Some described that they felt frustrated when their child
acted aggressively against other child (AlShatti et al., 2021). A qualitative study found
that most parents of children with Down syndrome share their attention with other
children and with the child's other clinical obligations; this can cause tensions as parents
feel a greater desire to be close to their affected child. This study also indicates that due
to their lack of knowledge about the DS, parents experience feelings of insecurity and
helplessness in their role as caregivers (Silva et al., 2016). The first quantitative study on
the distress and day-to-day issues experienced by mothers and fathers who have MFS and
who are also parenting a child with MFS has been conducted. Remarkably, compared to

parents of healthy children, parents of children with MFS did not exhibit increased
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symptoms of clinical distress (Warnink-Kavelaars et al., 2021). A case-control study in
Bengaluru found that the quality of life is low among those who care for children who
have developmental delays. Low individual indicates physical health, psychological
health, social interactions, and environment. The current study demonstrated how
difficult it may be to provide care, particularly to someone who has a disability (Gordon,
1992). A narrative review of the research on the physical and mental health of parents of
children with developmental disabilities or ID showed that these parents had poor
physical and mental health as well as poor sleep quality. According to some of these
researches, families with an autistic children experience higher levels of stress and
depression. Parental stress in peoples with a child with a developmental disability
increased with time from early to middle childhood and eventually through adolescence

(Marquis et al., 2019).
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CHAPTER I1lI: METHODS

3.1 Study question, Aim, Objective

3.1.1 Study question
What is the level of psychological distress among caregivers of children with disability?
3.1.2 Aim
To estimate the level of psychological distress among caregivers of children with
disability
3.1.3 Objective

e To identify the extent of psychological distress among caregivers of children with

disability.
e To identify sociodemographic information.

e To identify the association between sociodemographic and the level of

psychological distress experienced by caregivers of CWD.
3.2 Study Design

3.2.1 Study Method

The student researcher used quantitative research method for this study. In the
guantitative research method, data can be analyzed through statistics and numbers.
Through the generation of numerical data, it is used to quantify attitudes, views,
behaviors, and other established factors and estimate findings from a broader sample

population (Mohajan, 2020). The student researcher used standardized questionnaire and
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collected data in a numeric form to estimate the level of psychological distress among
caregivers of children with disability from a broader sample population. For that reason,

student researcher chooses quantitative research design in this study.

3.2.2 Study Approach

A cross-sectional approach was used to conduct the study. A cross-sectional study is
defined as a collection of data at a specific period and also the most appropriate design
for assessing the participant's attitudes, knowledge, and disease prevalence (Kesmodel,
2018). In Cross-sectional studies, exposure and outcome are measured at the same time,
and this study provides information about the prevalence of exposure or outcomes. So,
the researcher used this approach to conduct the study because the researcher selected a
population and, collected data at a given point of time and analyzed the data to measure
the level of psychological distress experienced by caregivers of children with disability.
The aim of the researcher can be achieved with a cross-sectional approach, that’s why the

researcher chose this study design.
3.3 Study Settings and Period

3.3.1 Study Setting

The study was carried out at seven areas in Dhaka city of Bangladesh. These

organizations were:
CRP Savar, Dhaka

Centre for the Rehabilitation of the Paralyzed is a non-profit organization whose
headquarters are located in Chapain, Savar, Dhaka-1343. It provides medical treatment,

therapy services, rehabilitation and support services, assistive devices & technologies,



16

education, and income-generating activities, which aim is to promote the development of
skilled professionals in health care services and rehabilitation services. It has developed
12 centers in all around the country. The researcher collected data from the pediatric
unit's inpatient and outpatient units by obtaining permission from the head of the

pediatric department for the procedure.

CRP Mirpur, Dhaka

CRP Mirpur is located at Mirpur, Section-14a, a thirteen-story structure accessible to
those with and without impairments. In addition, CRP-Mirpur uses six levels to house its
medical, therapeutic, and diagnostic facilities. CRP-Mirpur offers a range of services,
including Inpatient services (Cabin, ward), Physiotherapy, Occupational Therapy, Speech
and Language Therapy, Orthopedic, Neurology, pediatric consultancy, Multi-
Disciplinary Team (MDT) Outpatient, Autism Corner, etc. The researcher collected data
with permission from the center manager from both the inpatient and outpatient units of

the pediatric department.

William & Marry Taylor School (WMTS)

WMTS is an Inclusive school of CRP located within CRP, Savar, Dhaka. It provides a
nurturing environment to value each child and promote positive attitudes and lifelong
learning to help children grow into independent, respectful, and creative environments
with unique gifts and talents. It provides a range of services, including rehabilitation in
which therapists (OT, PT, and SLT), teachers, and social workers visit every unique

child’s home to assess the child’s condition, their home environment, and lifestyle and to
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discuss ways of improving the child’s development. The researcher collected data with

permission from the principal of this school.

INNOBHAT Hospital (Institute for Autistic Children & Blind, Old Home and TN

Mother Child Hospital)

The hospital's aim is to provide quality health care with a multidisciplinary approach. A
few children with cerebral palsy were admitted for a long time. The organization also
provides outpatient therapy services. Researchers contacted the responsible occupational

therapist to get permission and then collected data after getting permission.

Prottasha Center For Autism Care

A special school located in Dogormura, Savar, Dhaka, provides special education and
therapy services to CWD. The researcher collected data with permission from the

principal of this school.

Shonirvor Special School for Autism & Neuro Developmental Disorder

A particular school in Savar, Dhaka, provides special education and rehabilitation
services to the CWD. The researcher collected data with permission from the principal of

this school.

Therapy station: Autism Rehab centre

A particular school and therapy center is located at 117 Shantinagar, Dhaka. Opposite
Rajarbag Police Line, Gate number 1, Dhaka 1217. It also provides special education and

therapy services including physiotherapy, occupational therapy, speech & language
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therapy. The researcher contacted the senior occupational therapist and got permission

from the head of the organization to collect data.

Autism Care foundation Special School

A special school located at house no 13, road 12, block-G, South Banashree, Dhaka. The
professionals of this organizations are committed to provide special education, therapy
services and a safe inclusive space. Researcher contacted with the principal of the

organization to collect data.

3.3.1 Study Period

The study period was between May2023 to February 2024

3.4 Study Participants

3.4.1 Study Population

The target population of this study were the caregivers of children with disability.

3.4.2 Sampling Techniques

This study used purposive sampling since the students were explicitly chosen to fulfill a
research goal. It can help researchers extract a great deal of information from their
gathered data. Participants demonstrated a willingness to engage in the study and the
capacity to express ideas and experiences clearly, thoughtfully, and expressively. It can
prioritize generalizability and similarity to find and choose every case that satisfies a
specific, significant criterion. This was the most appropriate method for this research

(Palinkas et al., 2015).
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3.4.3 Sample size

Sample size was calculated for this study according to the formula 95% confidence
interval (CI) so the sampling error was 5% (r =0.5). The standard deviation was

considered 1.96.

For calculating sample size, the researcher used the principle of sample size

determination

n=z2pq/d2

Here,

n=sample size

Z=1.96 (P value) standard deviate

P= 0.5(Though the precise number of children with disabilities are unknown as well as

prevalence of assumed 50%)
q=(1-p)

= (1-0.5)

=05
d= 0.5 (Margin of error)

n= (1.96)2x 0.5 x 0.5/ (0.5)2 = 384.16
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Adding 10% nonresponse rate for actual sample size = 422.576 ~ 423.The calculated
sample size is 423. But it was an educational study for the researcher and there were
some limitations to the research work, such as time limitations, cost limitations etc. So,

the researcher collected (n=257) participants for this study.

3.4.4 Inclusion Criteria

e Primary caregiver of children with disability
e Caregiver who are continuing therapy for their children with disability

e Age Range: Caregiver within 18-60 years.

3.4.5 Exclusion Criteria

e Caregiver with chronic mental illness.

e Caregiver who cares more than one child with disability

3.5 Ethical Considerations

All ethics were followed by the ethical principles the World Medical Association (WMA)

created for medical research (World Medical Association, 2022).

3.5.1 Ethical Clearance From IRB

Ethical clearance sought from the Institutional Review Board (IRB). The researcher
proposed the study to the IRB by providing a proposal presentation through the
department of Occupational Therapy, BHPI. The board critically appraised the study.
After receiving the clearance number (CRP-BHPI/IRB/10/2023/747) the researcher
continued the further process. Permission from the Head of every selected school and

organization also taken before taking participants information.
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3.5.2 Informed Consent

Verbal and written consent were taken from the participants. Researcher explained
the research aim and objective to the participants, if they felt willing interest to
participate so that their data were taken.

3.5.3 Right of Refusal to Participate or Withdraw

In this study, participants were free to choose, whether to participate or not. They were

also free to withdraw their participation from the study within December.

3.5.4 Confidentiality

The information provided by the participants was confidential. Their name and identity
were not be disclosed to anyone except from the supervisor. The participants were
informed that their identity will remain confidential for future uses, such as report

writing, publication, conference or any other written material and verbal discussion.

3.5.5 Unequal Relationship

The researcher had not had any unequal or powerful relationship with the participants. So

equal relationship was ensured.

3.5.6 Risk and Beneficence

The participants had not had any risk and they didn’t get any beneficence from this

research.
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3.6 Data Collection

3.6.1 Participant Recruitment Process

The participants of this study were recruited from selected schools and organizations. The
researcher went to the selected school and organization and contacted with the Head of
the organization to get permission to collect data from the participants. After getting
permission from the Head, the researcher carried out the further process according to
individual organizational rules. Such as sometimes the researcher contacted with the
occupational therapist of the organization so that they can refer the participants to the
researcher. Sometimes the researcher talked with the individual participant (introduced
with themselves and explained aim, objective of the research project, invite to participate,
taking consent, taking time for getting data) and collected data based on inclusion and

exclusion criteria

3.6.2 Data Collection Method

The researcher used face-to-face survey to collect data. It is the most common method of
data collection. Direct interpersonal interaction between the interviewer and interviewee
is one of its significant benefits. The key strengths of face-to-face surveys are that they
are easily understandable, flexible, and adjustable. They may be regulated in the survey
setting based on interpersonal interaction. Respondents can be observed, and physical
stimuli applied in the Face-to-face survey (Szolnoki & Hoffmann, 2013). The researcher
used standardized questionnaire and sociodemographic variables for this research. The
standardized questionnaire and sociodemographic variables were explained to the

participants and asked every question to the individual participants.
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3.6.3 Data Collection Instrument

Kessler psychological distress scale(k10) was used to measure the level of psychological
distress. Kessler Psychological Distress Scale which is a 10-item questionnaire intended
to measure global distress based on questions related to anxiety and depressive symptoms
experienced in the preceding 4 weeks. Items are rated on a 5-point Likert scale (1 = none
of the time, 2=a little of the time, 3= some of the time, 4= most of the time, 5 = all of the
time). The scores were added together to get the overall (K10) score (George et al., 2020;
Smout, 2019). 10 was the lowest possible total score, while 50 was the highest. The
following categories applied to the participant scores: Scores of 20 to 24 indicate mild
psychological distress, 25 to 29 indicate moderate psychological distress, and 30 to 50
indicate severe psychological distress (Qamar et al., 2014). The K10 is widely used in
clinical and research settings, and shows strong psychometric properties (Keenan et al.,

2016).

3.6.4 Pilot Survey

The researcher did pre- test of the survey questionnaire from three participants. While
taking their data researcher identified some issues that were difficult to participants to
answer easily. The researcher conducted a supervision from the research supervisor and
finally the researcher changes asking pattern to make easy to answer according to
participant’s overview. After that the data were collected from every participant by

asking the questions in same pattern.
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3.7 Data Management and Analysis

Research data is the key component of any research data. A study's conclusions and
findings are wholly dependent on the research data. In order to create and maintain
research materials so that they can be used for as long as they have value, research data
management (RDM), is a crucial step in the research process. plan data management
(creating consent forms, questionnaire, sociodemographic questionnaire), processing data
(collecting data & Entering data, store data), analyzing data, preserving data (interpreting,
deriving data), Preserving data (creating documentation, archiving data), giving access to
data (Distribute data, share data), reusing data (for follow up & new research) (Krahe et
al., 2020).

Properly analyzing data is essential for any research. Researcher used descriptive
statistics to describe, organize, summarize data by using terms such as frequencies,
percentage, and central tendency description. Researcher entered data into the statistical
Package for Social Science (SPSS) version 26 and analyzed data. To organize the data
presentation, SPSS and Microsoft Office Word were used. All of the information was
compiled into a single SPSS variable. Descriptive statistic, mean and standard deviation
was calculated. Descriptive statistics was stated as mean standard deviation (SD) and
frequencies (count and percentage) to estimate the level of psychological distress among
caregivers of children with disability. Chi-square test, Fisher exact test, independent t test
was used to identify the association between demographic factors and level of
psychological distress experienced by caregiver of children with disability. The

association was considered significant if the p value was less than 0.05.
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3.8 Quality Control and Quality Assurance

All data was done accurately under the supervision of the respective supervisor and
followed all the instructions. Before selecting the study methodology, it was ensured that
it may fulfil the study purpose. Researcher used standardized questionnaire in this
research. Prior to collecting the final data, a pilot survey was conducted with 3
participants to ensure the proper adjustability of the questionnaire. There were some

changes that were needed to use the questionnaire properly.
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CHAPTER IV: RESULTS

of CWD. Table 1 showed the sociodemographic information of the participants. It
included age & gender of both CWD & caregiver, occupation, education, relationship
with child, suffering from any chronic illness, hours that spend with CWD, how many
children do you care, Number of children with disability that you care, Daily sleeping
hours, Monthly income, Types of disability. Sociodemographic variables were analyzed
by descriptive statistics where researcher found the frequency and percentage of the

participants of this study.
Table 4.1

Sociodemographic characteristics of caregivers of children with disability [ Table 4.1

extends from page no 26-28]

Variable Frequency (n) Percent (%)

Gender of caregiver Male 10 3.9%
Female 247 96.1%
Mean+SD= 1.96+.194

Children age 1-5 years 179 69.6%
6-10 years 68 26.5%
11-15 years 10 3.9%
Median (IQR) = 4(2- 6)

Occupation Government job 5 1.9%
Non-government job 13 5.1%
Businessman 7 2.7%
Housewife 226 87.9%

Student 5 1.9%
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Variable Frequency (n) Percent (%)
Unemployed 1 0.4%
Education Iliterate 9 3.5%
Primary 26 10.1%
Secondary 101 39.3%
Higher secondary 31 12.1%
Higher education 90 35%
Relationships with child Mother 226 87.9%
Father 10 3.9%
Sister 3 1.2%
Grand mother 11 4.3%
Others (paid caregiver, 7 2.7%
paternal/maternal aunt)
Suffer from any chronic Yes 14 5.4%
disease No 243 94.6%
Hours that you spend with 10-12 hours 9 3.5%
children with disability More than 12 hours 248 96.5%
How many children do you 1 child 173 67.3%
care 2 children 79 30.7%
3 children 5 1.9%
Number of children with 1 child 257 100%
disability that you care
Daily sleeping hours 6 or less than 6 hours 112 43.6%
More than 6 hours 145 56.4%
Monthly income Less than 10 thousand 30 11.7%
10-20 thousand 90 35%
21-35 thousand 46 17.9%
36-50 thousand 26 10.1%
More than 50 thousand 65 25.3%
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Variable Frequency (n) Percent (%)  Variable

Gender of the child Male 168 65.4%
Female 89 36.6%

Caregivers age 18-27 years 119 46.3%
28-37 years 104 40.5%
38- 47 years 27 10.5%
48-57 years 7 2.7%
Median (IQR) = 28
(34.00-24.00)

Types of disability Cerebral palsy 155 60.3%
Autism spectrum disorder 59 23%
Attention deficit 30 11.7%
hyperactivity disorder
Spinal cord injury 2 0.8%
Spinal bifida 1 0.4%
Down syndrome 2 0.8%
Brain injury 1 0.4%
Intellectual disability 5 1.9%
Developmental delay 1 0.4%
Others (Marfan 1 0.4%
Syndrome)

Sociodemographic variables were analyzed by descriptive statistics where researcher
found the frequency and percentage of the participants of this study. Among 257
participants researcher found 3.9% (10) male and 96.1% (247) female caregivers. In this
study, on average age of CWD were 4 (IQR 2-6) years in which 54.9 % of the children
were in the age range of 1to 4 years, 40.9 %of the children were in the age range of 5-9
years and only 4.3% were in the age range of 10-14 years. As the most of the participants

were female so most of the participants occupation was housewife 87.9% (226).
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Researcher found only 1.9% of participants with government job holder in which 5.1%
were nongovernment job holder, 2.7% were businessman, 1.9% were student and only
0.4% were unemployed. The educational level of 35%were higher education where
12.1% were higher secondary, 39.3% were secondary, 10.1 % were secondary and only
3.5% were illiterate. Researcher found 87.9% caregivers(participants) as mother in which
only 3.9 % were father, 1.2 % were sister, 4.3% were grandmother and 2.7% were others
(paid caregivers, maternal aunt). Researcher investigated that 5.4% (14) suffered from
chronic illness where 94.6% (243) participants didn’t suffer any chronic illness. 96%
(248) caregivers spent more than 12 hours with the CWD & 3.5 % (9) spent 10-12 hours
to the CWD daily. 67.3% (173) participants or caregivers cared for only 1 child that
means only 1 CWD in which 30.7% (79) participants cared for 2 child that means 1
CWD and 1 child and 5 participants or caregiver cared for 3 children which includes 1
CWD among them. The monthly income of 25.3% (65) participants were more than 50
thousand, 35% (90) were 10-20 thousand, 21-35% (46) were 21-35 thousand, 11.7% (30)
were less than 10 thousand,10.1% (26) were 36-50 thousand. Gender of the child was
found. Number of male genders were found 65.4% (168) and the number female gender
of child were 36.6% (89). In this study on average age of caregivers were 28 (IQR 24-34)
years. The number of caregivers between the age range of 18-27 years among 257
participants were 119 or 46.3% (119). Beside these 40.5% (104) of the caregiver were in
the age range of 28-37years and only 2.7% (7) of the caregiver were in the age ranges of
48-57 years. Researcher include different type of CWD in this study. Among them
number of children with cerebral palsy was 60.3% (155), number of autism spectrum

disorder was 23% (59), number of attention deficit hyperactivity disorder was 11.7%(30),
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number of spinal cord injury was 0.8%(2), number of spina bifida was 0.4 % (1), number
of down syndrome was 0.8% (2), number of brain injury was or 0.4% (1), number of ID
was 1.9% (5) number of developmental delay was 0.4% (1), number of other type of

disability (Marfan syndrome) was 1 or 0.4% (1).
Figure: 4.1

Level of psychological distress among caregivers of CWD
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In this study, among 257 participants, 23% (59) were found to have no psychological
distress, and (n=198) participants were found to have psychological distress. As 23% (59)
participants had no difficulty, the level of psychological distress among caregivers of

children with disabilities was 77%. Among these 77% (198) caregivers with CWD, 30%
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(77) had mild, 27.6% (71) had moderate, and 19.5% (50) had severe psychological

distress.

Table 4.2

Association among carer age, Occupation, relationship with the CWD, suffering from
any chronic illness, spending hours per day, number of children, age of CWD, types of

disability and level of psychological distress. [ Table 4.2 extends from page no 31-33]

The level of psychological distress

Variables Well Mild Moderate Severe p
%(n) Psychologi  psychologic psychological val
cal distress al distress distress ue

Carerage 18-27years 21% (25) 32.8% (39) 33.6% (40) 12.6% (15) 0.1
28-37 years  23.1% 27.9% (29) 22.1% (23) 26.9% (28) 20
(24)
38-47 years  29.6% (8) 25.9% (7) 185% (5)  25.9% (7)
48-57 years  28.6% (2) 28.6% (2) 429% (3) 0%

Occupatio Government 60% (3)  40% (2) 0% 0% 0.0
n Non-Govt 69.2% (9) 7.7% (1) 23.1% (3) 0%

Businessman 71.4% (5) 14.3% (1) 0% 14.3% (1)

Housewife — 17.7% 31.9% (72) 28.8% (65) 21.7% (49)

(40)

Student 20% (1)  20% (1) 60% (1) 0%

Unemployed 100% (1) 0% 0% 0%
Relationsh  Mother 20.8% 31% (70)  27.9% (63) 20.4% (46) 0.0
ip  with (47) 07
CWD Father 80% (8)  10% (1) 10% (1) 0%

Sister 33.3% (1) 0% 33.3% (1)  33.3% (1)




32

Variables Well Mild Moderate Severe P
%(n) Psychologi  psychologic psychological val
cal distress al distress  distress ue
Grandmother 0% 36.4% (4) 36.4%(4) 27.3% (3)
Others 42.9% (3) 28.6% (2) 28.6% (2) 0%
Suffer Yes 0% 21.4% (3) 21.4% (3) 57.1% (8) 0.0
from any No 24.3%(59 30.5%(74) 28%(68) 17.3%(243) 03
chronic )
illness
Spending  10-12 hours  44.4%(4) 33.3%(3) 0% 22.2%(2) 0.0
hours per More than 22.2%(55 29.8%(74) 28.6%(71) 19.4%(48) 14
day 12 hours ) 1
Age of the 1-5years 24% (43) 28.5% (51) 26.8% (48) 20.7%(37)
children 6-10 years 20.6%(14 30.9% (21) 30.9% (21) 17.6% (12) 0.8
with ) 69
disability  11-15years 20% (2) 50% (5) 20% (2) 10% (1)
Number of 1 child 24.3%(42 31.2%(54) 27.7%(48) 16.8%(29) 0.6
children ) 34
that 2 children 21.5%(17 26.6%(21) 26.6%(21) 25.3%(20)
caregiver )
care for 3 children 0% 40%(2) 40%(2) 20%(1)
Types of Cerebral 16.8%(26 29.7%(46) 27.1%(42) 26.5%(41) 0.3
disabilities palsy ) 1
ASD 28.8%(17 35.6%(21) 28.8%(17) 6.8%(4)
)
ADHD 40%(12)  20%(6) 30%(9) 10%(3)
SCI 50%(1) 0% 50%(1) 0%
Spina bifida 0% 100%(1) 0% 0%
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Variables Well Mild Moderate Severe P

%(n) Psychologi  psychologic psychological val
cal distress al distress  distress ue

Down 0% 0% 0% 100%(2)

syndrome

Braininjury 0% 100%(1) 0% 0%

ID 20(1) 40(2) 40(2) 0

Developmen 100%(1) 0% 0% 0%

tal delay

Others 100%(1) 0% 0% 0%

(Marfan

syndrome)

fisher exact significant value was considered as p value

while conducting chi-square test more than 20% cells have count less than 5 that’s why

the fisher exact significant value was considered

In this study, only 21% of participants between the ages of 18 and 27 were found well,
and 79% had PD, which was higher than the participants from other age ranges.
However, a higher percentage of severe PD was found between the ages of 28 and 37, in
which 26.9% (28) had a severe level of PD. The association was not significant, as the p-

value was> 0.05.

A statistically Significant association was found between occupation & level of
PD, and the p-value was 0 (P< 0.05). Those who were housewives experienced more PD
than the participants from another profession because among housewives, only 17.7%
were well, and the rest of them experienced PD. Roughly, students, government job
holders, non-government job holders, businessmen, and the unemployed experienced

80%, 40 %, 30.8%, and 28.6 % PD, respectively.
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Researcher found that grandmother had higher PD than others as caregiver of
CWD. The association was statistically significant between the relationship between
CWD and the level of PD, as the p-value was 0.007 (p <0.05). Among 257 participants,
20% of mothers were well, 31 % of mothers had mild, 27.9 % moderate, and 27.6%
severe levels of PD. Among fathers, 80% were well, 10 % had mild and moderate and no
severe levels of PD. Among grandmothers, 36.4% had mild,36.4% moderate, and 27.3 %

severe PD.

Those who suffered from any chronic illness had higher PD than those who didn’t
suffer from any chronic illness. Among all the participants who suffered from chronic
illness, 21.4% had mild, 21.4%moderate, 57.1% severe PD, and those who didn’t suffer
from chronic illness, 24.3% had mild, 30.5% moderate, and 17.3% severe PD. The

association was statistically significant as p value< 0.05.

There were no association found between how many hours caregivers spend with
their child and level of PD as the p value was found greater than 0.05. Of caregivers who
spent 10-12 hours, 44.4% were well, and 33.3% had mild, no one moderate, and 22.2 %
had severe levels of PD among them. Of caregivers who cared for more than 12 hours,
22.2% were well among them, and 29.8% had mild, 28.6% moderate, and 19.5% severe
PD among them. Similarly, no association was found between the number of children,
age of the child, types of disability and PD, as the p-value was found to be greater than

0.05.
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35

Association between educational level, spending hours daily, monthly income, gender of

CWD, and level of psychological distress.

The level of psychological distress

Variables  Well Mild Moderate  Severe P value
Educational Illiterate  11.1%(1) 44.4%(4) 11.1%(1) 33.3%(3) 0.008
level Primary 12%(3) 16%(4) 28%(7) 44%(11)
Secondary 16.8%(17) 33.7%(34) 27.7%(28) 21.8%(22)
Higher 21.9%(7) 31.3%(10) 37.5%(12) 9.4%(3)
secondary
Higher 34.4%(31) 27.8%(25) 25.69%(23) 12.2%(11)
education
Monthly Less than 13.3%(4) 36.7%(11) 20%(6) 30%(9) 0.017
income 10
thousand
10-20 13.3%(12) 27.8%(25) 31.1%(28) 27.8%(25)
thousand
21-35 30.4%(14) 28.3%(13) 26.1%(12) 15.2%(7)
thousand
36-50 23.1%(6) 23.1%(6) 38.5%(10) 15.4%(4)
thousand
More than 35.4%(23) 33.8%(22) 23.1%(15) 7.7%(6)
50
thousand
Gender of Male 23.8%(40) 30.4%(51) 27.4%(46) 18.5%(31) 0.645
CWD female 21.3%(19) 29.2%(26) 28.1%(25) 21.3%(19)

Chi-square significant value was considered as p<0.05
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The association between the educational status and level of PD was statistically
significant as p value< 0.05. In this study, the number of participants who experienced
PD was higher in an illiterate group than others because only 11.1% among them were
well, and 44.4% had mild, 11.1% moderate, and 33.3% severe levels of PD. Again, for
caregivers whose educational status was higher education, 34.4%were well, 27.8% had

mild, 25.6% were moderate, and 12.2% were severe levels of PD among them.

No association was found between how many hours caregivers spend with their child and
their level of PD, as the p-value was greater than 0.05. The association between monthly
income and level of PD was statistically significant as p value< 0.05. The caregivers
whose income level was below 10 thousand, they experienced more PD than another
group of participants because only 13.3% were well, and 36.7% had mild, 20% moderate,
and 30% severe levels of PD among them. The caregiver whose income level was 36-50
thousand, 23.1% were well and 23.1% had mild, 38.5% moderate and 15.4% severe level
of PD among them. The caregivers whose income level was more than 50 thousand,
35.4% were well and 33.8% had mild, 23.1% moderate and 7.7% severe PD among them.
On the other hand, there was no statistically significant association found between gender

and the level of PD.
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Table 4.4:

Association between gender of the caregiver, sleeping hours by comparing with mean

score of PD among caregivers.

Variables N mean SD T df p-value
Gender  Male 10 17.50 4.743 -3.588 255 0.00
of Female 247 24.45 6.046
caregiver
Sleeping less than 112 26.21 5.938 4.848 255 0.00
hours 6 hours

6 or 145 22.61 5.851

more

than 6

hours

Independent t test was conducted as the above data were normally distributed

The researcher found significant mean differences between gender and PD among
caregivers, as the P-value was 0.00, less than 0.05. Table 4.4 showed that the mean
difference in PD between males and females was statistically significant. The mean score
was 17.50 for males and 24.45 for females. This result indicates that females had higher

PD than males.

The mean difference between the caregivers who slept less than 6 hours and those who
slept more than 6 hours was statistically significant, which was 26.21 (n= 112) & 22.61
(n=145). The caregiver who slept less than 6 hours had more PD than the caregiver who

slept more than 6 hours.
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CHAPTER V: DISCUSSION

caregivers of children with disability. The data were collected from CRP and many
special schools where the researcher found the caregivers of children with disability. In
this study the overall level of psychological distress among caregivers of children with
disability was 77% which was closely related to a previous study of another country
(Terengganu) that found 79.5% of psychological distress among parents of children with
special needs (Wahab & Ramli, 2022)The mean age of the CWD was 4.46 years & the

mean age of the caregiver was 29.67.

The first objective of this research was to identify the extent of psychological
distress among caregivers of CWD. The researcher found that 30% of caregivers had
mild levels of psychological distress, 27.6% had moderate levels of psychological
distress, and 19.5% had severe levels of psychological distress. Numerous previous
studies found the caregiver had psychological discomfort. Common mental disorders
were present among 90.5% and high levels of distress among 46% of caregivers of
children with NDD (Maridal et al., 2021). The finding of a study discovered that roughly
16.2%, 29.4%, and 54.4% of the individuals, respectively, experienced mild, moderate,

and severe psychological distress (O’leimat et al., 2019).

On the hand, this prevalence rate is higher than the findings of some previous
study such as a US study revealed that 47% parents expressed significant psychological
distress (PD) during COVID 19 period for children with ASD. A study of Japan showed

that only 15.1% caregivers had psychological discomfort (Yamaoka et al., 2015).
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The second objective of this study was to identify sociodemographic information.
In this study, there were 96.1% were female, and only 3.9% were female caregivers,
which was relevant to previous studies, which showed that the majority of participants
were female(O’leimat et al., 2019). The age range of caregivers between 30-39 years was
the highest frequency according to a study of Terengganu, whereas in this current study
of Bangladesh, the researcher found the highest frequency among the caregivers of the

age range of 18-27 years (Wahab & Ramli, 2022).

Another finding from the study was significant differences in PD between
caregiver gender (male & female) whereas some previous study could not found any
statistically significant differences in PD between caregiver gender (male &female) (Al-
Gamal & Long, 2013; O’leimat et al., 2019). Previous study in Bangladesh investigated
caregiver burden that revealed that mothers of ASD experienced higher burden than

father (Solaiman et al., 2023) which was little bit consistent to this current study.

Another interesting finding of this study was caregivers who were housewives
had higher psychological distress than others. Hence, the housewife category was not
counted as a job in our country; therefore, this result was not exactly inconsistent but
closer to a previous study which found that employed parents felt a higher burden level
than unemployed parents (Alnazly & Abojedi, 2019). But this finding is more consistent
with another study which found that parent who were retired had more PD than the

parents who were full time worker (O’leimat et al., 2019).

The third objective of this current study was identifying the association between
sociodemographic information and level of PD. The results of present study revealed that

there was significant association between the relationship with CWD and PD among
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caregivers. But this result was inconsistent with a study that doesn’t founds any

association with relationship with CWD and PD.

According to this study caregivers who suffered from any chronic illness than the
other who doesn’t suffer any chronic illness. This result also consistent with previous
study. Another interesting finding of the study was the caregivers who were respectively
less educated had higher levels of PD and caregivers who were higher educated had
lower level of PD, whereas numerous studies found no association between educational
level and PD among caregivers (Barutcu et al., 2021; O’leimat et al., 2019; Wahab &

Ramli, 2022).

One of the findings of this current study was no statistically significant
association between caregiver age and PD, but a previous study investigated that the high
caregiver age is associated with caregiver burden (Barutcu et al., 2021). But the result of
this current study is consistent with a previous study of Amman city where they found no
statistically significant association between participants age and level of PD (O’leimat et
al., 2019). However, this current study findings showed that the caregiver between the
age ranges of 48-57 years had 25.9% severe level of PD whereas between the age ranges

of 18-27 years only 12.6% had severe level of PD.

The study findings showed that in several children, the child’s age and gender
were not associated with the caregiver’s psychological distress. This finding was similar
to the previous study, which revealed that age, gender, and number of siblings were not
associated with parental stress (Barutcu et al., 2021; Majnemer et al., 2012). The findings
of the present study revealed that no significant association between the types of

disability and PD of caregiver. It Whereas another study revealed that caregivers of ASD,
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ADHD, ID had equivalent high percentages of PD (O’leimat et al., 2019). The monthly
income of the caregiver was associated with the findings of this current study, which
agrees with the previous studies that showed that caregivers as parents who had higher
income levels experienced less psychological distress (Al-Gamal & Long, 2013). The
another findings of this study was caregiver who slept for less than 6 hours had higher
level of PD than who slept for more than 6 hours this was consistent with previous study

(Dhungel et al., 2023; Marquis et al., 2019).

In this study only 28.3% were well that means 71.7% had PD among the
caregivers of ASD experienced psychological distress whereas among the caregivers of
cerebral palsy only 16.8% were well that means 83.2% had psychological distress. This
finding was inconsistent with previous study as they found that caregiver of children with
autism had higher level of PD than other types of neurodevelopmental disorders (Marquis
et al., 2019). A previous study in Bangladesh investigated caregiver burden that revealed
that mothers of ASD experienced a higher burden than father (Solaiman et al., 2023)

which was agrees to this current study.
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CHAPTER VI: CONCLUSION

6.1 Strength and Limitations

6.1.1 Strengths

Reviewing the existing literature to establish a solid theoretical foundation for this

research

e Using validated and reliable instrument to assess psychological distress ensures
the data quality.

o The author permitted the Bengali version of the tools.

« The participant response rate in this study was 98.2, which was one of the
strengths.

o The researcher ensured ethical practice during the whole research period.

e Including nine types of CWD in this study could enhance the study’s

generalizability.

6.1.2 Limitations

« Though the study included caregivers of different types of CWD in this research,
the number of caregivers of cerebral palsy was highly greater than other types of
disability. It was the limitation of this study.

« In addition, a few schools and organizations were closed due to winter vacation
during the data collection period, so the researcher couldn’t reach those

participants.
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6.2 Practice Implication

6.2.1 Recommendation for Future Practice

The findings of this study indicate a significant implication for future practice for health
professionals and also for healthcare organizations. Based on the study the health
professionals can develop e support program to address PD experienced by CG of CWD
which encompasses counselling, peer support group etc. Another important implication
for future practice is to providing education and training opportunity considering
associated factors regarding PD so that they enhance their ability to cope with PD and

also manage effectively.

Besides this another recommendation for future practice is integrating mental health
services into existing health care services so that CG can get professional support when

needed.

6.2.2 Recommendation for future research

Exploring the in-depth insights into the lived experiences of caregivers.

Exploring the factors that can contribute to caregiver resilience.

Identifying areas for improvement in healthcare services.

Investigating the effectiveness of intervention for reducing psychological distress.

6.3 Conclusion

Caregivers of children with disability had significant ranges of psychological distress
with a striking 77% prevalence rate. The identification of specific factors with
psychological distress, such as the occupation of the caregiver and the educational level

of the caregiver, highlights the importance of targeted intervention tailored to address the
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diverse needs of this population. The high prevalence of psychological distress among
caregivers indicates the urgent need for a comprehensive support system. This research
emphasizes the critical role of early intervention & prevention to address the caregiver's
distress level. The investigation of sociodemographic-related psychological distress will
help a health professional to understand the factors of psychological distress. Early
diagnosis and screening of the mental health of the caregiver will make it less
complicated to identify high-risk risks. However, the result of this study raises awareness
about the mental health of a caregiver, which can help for creating a more supportive

environment for both the caregiver and CWD.
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with disability from your organization. So, I will be obliged if you grant me permission (o collect

data.

| therefore, pray and hope that you would be kind enough to grant my request and give me
permission to collect data from pediatric unit, CRP, Mirpur.

Sincerely yours,

Fdirn
[‘atema Akter
4™ Year, B.Sc. in Occupational Therapy
Session: 2018-2019, Student 1D: 122180313
Bangladesh Health Professions Institute (BHPT)

CRP, Savar, Dhaka-1343

Signature and comments of the Head of the Department

Sk Moniruzzaman
\ssociate Professor & Head of the Department W
X AL 002
Pepmy 3

Oncupational Therapy Department
tansladesh Health Professions Institute (BHPI) % vt
( RI", Savar, Dhaka-1343 g.-.-‘y: _.l‘.;i: g:“
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FT (o2l 2T 3af2f6e5 (faassiomas)

"m‘u%m_w] BANGLADESIH HHEALTT PROFESSIONS INSTITUTE (131 1)
PROFESSIONS INSTITLTE e Academie Instute of CRP)

ERPChapam Savar Ehaka Tel 2220816 2220840 1y Wt i it i

Date: 10122023

l (4]
I'he Chairperson
I herapy Station Autism Rehab Centre,

['17. Shantinogor, Dhaka - 1217,

Subject: Regarding Data collection for dissertation

Gireetings from Bangladesh Health Professions Institute (BHPH. 1 would like to inform you
that. BHPL the Academic Instutute of CRP s running 3. Sc in Occupational 1 herapy

Course. under Faculty of Medicine. University of Dhaka.

» o ot - o 3 .
According to the content of 4" year of University course curriculum, the students have to
do Research and Course work in different topies to develop their skills: Considerine the

situation. your institute will be the most appropriate place to colleet data.

1" vear students of BHPT Fatema Akter would like to collect data in your organization from

11122023 1o 30 01.2024 Her ttle: ~Psychological distress among caregivers of children
with disability: A cross Sectional study™

We shall remain grateful to you it you could Kindly allow us in conducting the placement.

With regards

" L)
Sk. Moniruzzalman

Associate Prof. & Head

Dept. of Occupational Therapy

BHPL



Date: 19-10-2023

l'o

Principal

William & Marie Taylor School

CRP-Savar, Dhaka-1343, Bangladesh

Subject: Regarding permission for data collection for undergraduate rescarch

Sir,

With due respect I would like to draw your kind attention that T am a student of B.Sc. in
Occupational Therapy at Bangladesh Health Professions Institute (BHPI), an academic institute of
Centre for the Rehabilitation of the Paralysed (CRP) under faculty of Medicine of University of
Dhaka. According to my course curriculum I have to conduct rescarch and my rescarch tittle is
“Psychological distress among caregivers of children with disability; A cross sectional
study.” with myself, Sk. Moniruzzaman as my thesis supervisor & Monika singha as my thesis
co- supervisor. The purpose of the study is “to measure the level of psychological distress among
caregivers of children with disability”. That’s why I need to collect data from caregivers of children

with disability from your institute. So, T will be obliged if you grant me permission to collect data.

I therefore, pray and hope that you would be kind enough to grant my request and give permission

to collect data,

Sincerely yours,

W~
Fatema Akter
4™ Year B.Sc. in Occupational Therapy
Session: 2018-2019, Student ID; 122180313
Bangladesh Health Professions Institute (BHPI)
CRP, Savar, Dhaka-1343 €
\?UIYV; |\‘\¢A J—l * DO"’ o

ths and Signature of the head of the department

o RS L3 .W ........................... W 6
.23 e
Sk. Moniruzzaman. \© :\'1\)!“ R

3\~
Associate Professor & head of the department . “Q\)\i",\“:e\g%\; gor ﬁ :_»_3\00\
Bangladesh Health Professions Institute (BHPI) a“g\:\:\“;_.:‘k'i"“

CRP, Savar, Dhaka-1343, Bangladesh.

Q,D“?&'J:'DV‘ awm \/\)m—l“).
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Date: 29.10.2023

To

The chairperson

Institute for Autistic Children & Blind Old Home & TN Mother Child Hospital.
Chandulia-Boliyarpur, Savar, Dhaka

Subject: Regarding permission for data collection for undergraduate research

Sir,

With due respect 1 would like to draw your kind attention that I am a student of B.Sc. in
Occupational Therapy at Bangladesh Health Professions Institute (BHPI), an academic institute of
Centre for the Rehabilitation of the Paralysed (CRP) under faculty of Medicine of University of
Dhaka. According to my course curriculum I have to conduct research and my research tittle is
“Psychological distress among caregivers of children with disability; A cross sectional
study.” with myself, Sk. Moniruzzaman as my thesis supervisor & Monika singha as my thesis
co- supervisor. The purpose of the study is “to measure the level of psychological distress among
caregivers of children with disability”. That’s why I nced to collect data from caregivers of children
with disability from your organization. So, I will be obliged if you grant me permission to collect
data.

[ therefore, pray and hope that you would be kind enough to grant my request and give permission
to collect data.

Sincerely yours,

Fodema,

Fatema Akter

4™ Year B.Sc. in Occupational Therapy
Session: 2018-2019, Student ID:122180313
Bangladesh Health Professions Institute (BHPI)
CRP, Savar, Dhaka-1343

Comments and Signature of the head of the department

oo DRI i

Sk. Moniruzzaman. M A0 IR@

Associate Professor & Head of the Department 0'9:9
Department of Occupational Therapy \:\d\o{‘p,\
Bangladesh Health Professions Institute (BHPT)

CRP, Savar, Dhaka-1343, Bangladesh.



eI (e AT 3wiaf6es (fra3sfens)

BANGLADESH HEALTH PROFESSIONS INSTITUTL (BHPI)
(The Academic Institute ol CRP)
CREP=Chapain. Savar, Dhaka, Fel: 0222400454064 . 0222444 1404, Wehsite: waws blips edu b

Date: 10.12.2023

lo
I'he Principal
Autism Care Foundation Special School.

House No# 13, Road#12/1, Block # G. South Banasree.

Khilgaon. Dhaka.

Subject: Regarding Data collection for dissertation.
Gireetings [rom Bangladesh Health Professions Institute (BIPT). T would like to inform you
that. BHPIL. the Academic Institute of CRP is running B. Sc in Occupational Therapy
Course. under Faculty of Medicine. University of Dhaka.

" vl . . 5 .
According 1o the content ol 4" year of University course curriculum, the students have to
do Research and Course work in different topics to develop their skills. Considering the

situation. vour institute will be the most appropriate place to collect data.

4" year students of BHPI Fatema Akter would like to collect data in your organization (rom

[1.12.2023 10 30.01.2024. Her title: “Psychological distress among caregivers of children

with disability: A cross Sectional study™.
We shall remain gratelul to vou if vou could kindly allow us in conducting the placement.

With regards

q‘vev\/\»\-c_)

Sk. Moniruzzaman

Associate Prof. & Head

Dept. of Occupational Therapy
BHPI.
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Appendix B: Information sheet & consent from

Information sheet (English Version)

LS4

| e Syg®)

&HP\

BANGLADESH HEALTH
PROFESSIONS INSTITUTE

I\

BANGLADESH HEALTH PROFESSIONS INSTITUTE (BHPI)

DEPARTMENT OF OCCUPATIONAL THERAPY

CRP-Chapain, Savar, Dhaka-1343, Telephone: 02-7745464-5. 7741404. Fax: 0774506

Research information

Research title: Psychological distress among caregivers of children with disability; A

cross sectional study.

Researcher: Fatema Akter, B.Sc. in Occupational Therapy (4th Year), Session: 2018-

2019, Bangladesh Health Profession Institute (BHPI), CRP, Savar, Dhaka- 1343

Supervisor: Sk. Moniruzzaman, Associate professor and Head, Department of

Occupational Therapy, Bangladesh Health Professions Institute.

Co-supervisor: Monika Singha, Lecturer, Department of Occupational Therapy,

Bangladesh Health Profession Institute.
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Research place: The study will be conducted in the Inpatient and outpatient of pediatric
unit of CRP Savar & Mirpur, William and Marry Tailor School, Prottasha Center for
Autism care, Therapist point & Shonirvor Special School for Autism and
Neurodevelopmental Disorder, INNOBHAT Hospital (Institute for Autistic Children &
Blind, Old Home and TN Mother Child Hospital), Therapy Station: Autism Rehab

Centre, Autism Care Foundation Special School.

Information sheet

Introduction

| am Fatema Akter, a fourth-year Occupational Therapy student at the Bangladesh Health
Professions Institute under the Medicine Faculty of Dhaka University and | am enrolled
in the 2018-2019 academic session of the undergraduate education program. To complete
the education program of B.Sc. in Occupational Therapy from BHPI | have to conduct an
undergraduate research project. This research project will be done under the supervision
of Sk. Moniruzzaman & Monika Singha. You will be given a thorough presentation of
the research project's purpose, the data collection methods, and how the topic related to
the research will be maintained through this participating information and paper. If you
are willing to participate in this study, it will be easier for you to make judgments and if
you have a clear idea about the topics related to this research. Of course, we don't have to
confirm your participation now. If you wish, you can discuss this matter with your
relatives, friends or confidants before making any decision. Feel free to ask if you have
trouble in understanding any content by reading the information sheet or if there is a need

to know more about something.
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Background and purpose of the research:

This study will invite the caregivers of children with disability. So, you are also being
invited to be a part of this study. This study will investigate the level of psychological
distress of your life. Your emotional, mental and social information will help to
determine your overall psychological distress. As you have to spend a lot of time with the
children with disability, so the main purpose of my study is whether you feel any
nervousness, restlessness, worthlessness for the children with disability. Your
information will be helpful to reveal the understanding of your health status through your
voluntary participation in this study. The general purpose of the study is to identify your

overall psychological distress of your life for the children with disability.

Issues related to participation in this research work:

Through this participating information sheet, the information about the conducting the
research project will be presented to you in detail before you sign the consent form. If
you want to participate in this study, you must sign the consent form. Participants will
then be asked to complete a standard questionnaire that may take 20-25minutes. This
questionnaire will contain questions on socio-demographic factors (for example: age,

gender, educational qualification).

The confidentiality of the information collected will be maintained and your identity will
not be disclosed. If you don't give consent, you don't have to participate. You may
withdraw your participation without providing any explanation to the researcher until the

time before the data is approved.

What are the benefits and risks of participating?
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During the course of the research project, you may have to answer some personal
questions due to which you may feel extremely unprepared. If you don't want to do that,
you don't have to participate. On the other hand, you may not benefit directly from
participating in this study, but your valuable participation will help you to know the
prevalence of psychological distress among caregivers of children with disability. It is
expected that there is no additional risk, hazard or discomfort in participating in the
relevant research here.

Is it certain that the information is confidential?

By signing this consent letter, you have allowed the research staff studying in this
research project to collect and use your personal information. Any information collected
for this research project, which can identify you, will remain confidential. The
information collected about you will be mentioned in a symbolic way. Only the
researcher and her supervisor directly associated with it will have access to this
information. The data identified by the symbolic means will be used for further data
analysis. The documents will be kept in a locked door. Electronic acquisition of the data
will be collected in the Occupational Therapy Department of BHPI and on the personal

laptop of the researcher.

It is expected that the results of this research project will be published and presented in
various forums. In case of any type of publication and presentation, the information will
be provided in such a way that you are not identified in any way without your consent.

The data will be collected initially on paperwork.

Participants fees

There is no remuneration for participating in this study.
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Source of Fund

This study will only be funded by the researchers' own resources.

Where to contact to know more about the research?

If you want to contact about the research project or if you have any complain or questions
about the research project, you can ask now or at any later time. In that case, you can

contact through the given address

Researcher: Fatema Akter

B.Sc. in Occupational Therapy

Session: 2018-2019

Bangladesh Health Professions Institute (BHPI)

CRP, Chapain, Savar, Dhaka

Email: fatema.crp.ot22@gmail.com

Contact: 01994365870

Supervisor: Sk Moniruzzaman

Associate professor& Head

Department of Occupational Therapy

Bangladesh Health Professions Institute (BHPI)

CRP, Chapain, Savar, Dhaka-1343

Phone- 01716358212


mailto:fatema.crp.ot22@gmail.com

Co-supervisor: Monika Singha

Lecturer

Department of Occupational Therapy

Bangladesh Health Professions Institute (BHPI)

CRP, Chapain, Savar, Dhaka-1343

Phone- 01997631361

Email: monikamoni.ot.edu@gmail.com

66
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Consent form (English Version)
Assalamualaikum/ Namaskar,

| am Fatema Akter, 4" year student, BSc in Occupational Therapy at Bangladesh Health
Profession Institute (BHPI) under the Faculty of Medicine, University of Dhaka. | have to
conduct a research project and it is a part of my study to obtain my bachelor degree. My
research title is "Psychological distress among caregivers of children with disability; A
Cross Sectional Study” To fulfil my research project. | need to some information from
you to collect data. So, you can be a respected participant of this research that’s why |
want to ask you some question related to the topic and the conversation time will be 20-

25 minutes.

I would like to inform you that this is a purely academic study and will not to be used for
any other purposes. | assure that all data will be kept confidential. Your participation will
be voluntary. You may have the rights to withdraw consent and discontinue participation

at any time of the experiment.

Please read the following statements to understand the content of information sheet and

that you agree to take part in the study.

| confirmed that I have read the and understand the participant information sheet, aim and
purpose of the study or that has been explained to me and | have had the chance to ask

questions.
| confirmed that | voluntarily consent to participate in the above study.

If you have any query about the study, you may contact with researcher Fatema Akter
and or my supervisor, Sk. Moniruzzaman (Associate Professor and Head, Dept. of
Occupational Therapy BHPI, CPR, Savar, and Dhaka-1343)

Signature of the participant: ..o
Date: ..ooviiiiiii
Signature of the researcher: ................cooiiiiiiiiiiiiina

Date: oo
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Withdrawal Form

Research Tittle: Psychological Distress Among Caregivers of Children with Disability;

A Cross Sectional Study.
Name of the Researcher: Fatema Akter, 4" year, B.Sc. in Occupational Therapy, BHPI

L (participant), wish  to

withdraw my consent to the use of data arising from my participation.

Reason of Withdrawing.............c.oiiiiiiiii e
Participants Signature: .................cooeeviiinnn.n. Date.....cooovviiiiiiiiiii
Signature of the Researcher: ........................... Date.........coovvviiiiiinn,

Witness Signature: ............cooooiiiiiiiiiiiiiinan., Date......cooovviiiiiii
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Appendix: Information sheet, consent form, withdrawal form (Bengali Version)
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Appendix C: Questionnaire

Questionnaires (English Version)

Kessler Psychological Distress Scale

75

Please tick the answer that is correct for you:

All of the
time
(scoreb)

Most of
the time
(scored)

Some of
the time
(score3)

A little of
the time
(score2)

None of
the time
(scorel)

1. In the past 4 weeks, about how often did
you feel tired out for no good reason?

2. In the past 4 weeks, about how often did
you feel nervous?

3. In the past 4 weeks, about how often did
you feel so nervous that nothing could calm
you down?

4. In the past 4 weeks, about how often did
you feel hopeless?

5. In the past 4 weeks, about how often did
you feel restless or fidgety?

6. In the past 4 weeks, about how often did
you feel so restless you could not sit still?

7. In the past 4 weeks, about how often did
you feel depressed?

8. In the past 4 weeks, about how often did
you feel that everything was an effort?
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9. In the past 4 weeks, about how often did
you feel so sad that nothing could cheer you
up?

10. In the past 4 weeks, about how often did
you feel worthless?

Interpretation of scores:

K10 Score: Likelihood of having a mental disorder (psychological distress)
10 - 19 Likely to be well

20 - 24 Likely to have a mild disorder

25 - 29 Likely to have a moderate disorder

30 - 50 Likely to have a severe disorder




Socio Demographic Information (English version)
Participants name:

Age:

Gender:

Male

Female

Educational level:

Iliterate

Primary

Secondary/ higher secondary

Higher education

What is your occupation?

Government job

Nongovernment job

Businessman

Abroad

Housewife

Student

Relationship with the child:

Mother

Father

Brother

Sister

Grandfather

Grandmother

Others (paid caregiver, paternal aunt, Maternal aunt)
Are you suffering from any chronic illness? Yes/ No

How much is your monthly income?
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Below 10 thousand
10-20 thousand
21-35 thousand
36-50 thousand
More than 50
How many hours do you sleep daily?
less than 6 hours
6 or more than 6 hours
How many children do you care for?.....................
Number of children with disability that you care for are .............
How many hours do you spent with children with disability?
a) 10-12 hours b) More than 12 hours
What is the name of children with disability? ....................oooiiiiniin.
Gender of children with disability:
Male
Female
Age of children with disability:
Types of disability:
Cerebral palsy
Autism Spectrum Disorder
Attention Deficit Hyper Activity Disorder
Spinal Cord Injury
Spina Bifida
Down syndrome
Muscular Dystrophy
Brain Injury
Intellectual disability

Amputation



Developmental delay.

Others (Marfan syndrome)
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Kessler psychological distress scale (Bengali version)
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