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Abstract

Background: Mental disorders represent a significant global and national public health
concern, affecting millions of individuals worldwide Mental illness may cause a variety
of problems such as experience psychological distress, social isolation, financial strain,
and reduced quality of life due to caregiving responsibilities of the patient’s family
members as well as increased social distance for the patient and the family caring for
the patient.

Aim: To explore the psychological functioning and occupational participation of
caregivers of individuals with mental illness and how caregiving influences their daily
occupational participation.

Methods: This study was designed using a qualitative, phenomenological approach.
Participants were recruited from the National Institute of Mental Health and Hospital.
Data gathered from twelve family caregivers among individuals with mental illness
involved conducting in-depth face-to-face interviews using semi-structured interview
guidelines and the age of the caregiver above 18. The sample size was based on
achieving data saturation. The study employed audio-recording techniques to capture
first-person narratives in Bangla, which were transcribed and translated into English.
The present study integrated thematic analysis, utilizing Braun and Clark's six-step
approach.

Result: Four main themes emerged with emotional and psychological burden, physical
health and self-care impact, disruption in daily functioning and finances, and changes
in social relationships, identity, and coping. This study shows caregivers experienced
persistent emotional distress, physical exhaustion, reduced occupational participation,

financial strain, and social isolation. Despite these challenges, caregivers relied on



XV

coping strategies such as religious faith, acceptance, and emotional endurance, which
helped them continue caregiving but did not substantially reduce the overall burden.
Conclusion: Family caregivers of individuals with mental illness experience significant
psychological, physical, social, and occupational challenges. Although coping
strategies support endurance, the findings underscore the urgent need for caregiver-
centered mental health services, psychosocial support, respite care, and policy-level
interventions to address caregivers’ psychological functioning and occupational
participation.

Keywords: Caregivers, Mental Iliness, Psychological Functioning, Occupational

Participation, Caregiver Burden.



CHAPTER I: INTRODUCTION

1.1 Background

Mental disorders are a major global public health concern because of their high
prevalence and their wide-ranging effects on health, functioning, and well-being.
Earlier estimates suggested that around 450 million people worldwide were affected
by mental disorders at any given time, including approximately 121 million
individuals with depression, 24 million with schizophrenia, and 37 million with
dementia (Iseselo et al., 2016). More recent estimates indicate that in 2019, about
one in eight people globally approximately 970 million individuals were living with
a mental disorder, with anxiety and depressive disorders identified as the most
common conditions (World Health Organization [WHO], 2022). According to the
World Health Organization, mental disorders are characterized by a combination of
abnormal thoughts, perceptions, emotions, behaviors, and interpersonal
relationships (WHO, 2022). Clinically, they involve significant disturbances in
cognition, emotional regulation, or behavior and are typically associated with
distress or impairment in important areas of functioning. The term also covers a
broad range of mental health conditions, including psychosocial disabilities and
other mental states linked to substantial distress or risk of self-harm (WHO, 2022).
The burden of mental illness is not limited to affected individuals; it also extends to
families, particularly those who provide day-to-day care.

In Bangladesh, mental disorders represent a significant public health challenge.
The prevalence of psychiatric disorders among Bangladeshi adults has been
reported as 18.7%, with higher rates among women than men (21.5% vs. 15.7%).

The National Mental Health Survey (2024) further reported that mental disorders



2
affect approximately 16.8% of adults and 13.6% of children. Among individuals
receiving care, commonly reported mental illnesses include schizophrenia (31.5%),
bipolar disorder (25.5%), autism spectrum disorder (14.9%), and depressive
disorders (8.6%) (Yao et al., 2024). Within this context, informal caregivers play a
central role in supporting individuals living with mental illness. Informal caregivers
are individuals who provide unpaid, ongoing assistance with activities of daily
living (ADLSs) and/or instrumental activities of daily living (IADLS) to persons with
chronic illness or disability (Roth et al., as cited in Yao et al., 2024).

However, caregiving for a person with mental illness is frequently associated
with psychological, emotional, social, physical, and financial challenges. Evidence
indicates that caregivers often experience emotional distress, reduced social
contact, financial strain, lower life satisfaction, and compromised physical and
mental health due to caregiving responsibilities (Jeyagurunathan et al., 2017). In
addition, mental illness within a family can negatively affect parental mental health,
marital relationships, and overall family functioning. Primary caregivers may
experience ongoing stress while managing unpredictable behaviors, treatment
demands, and social stigma. These pressures can influence caregivers’
psychological functioning and may also disrupt their participation in everyday
occupations such as self-care, work, leisure, and social roles. Despite the increasing
reliance on family caregiving in Bangladesh, research examining caregivers’
psychological functioning and occupational participation in the Bangladeshi

context remains limited.

Therefore, this study aims to explore the psychological functioning and
occupational participation of caregivers of individuals with mental illness and how

caregiving influences their daily occupational participation.



1.2 Justification of the study
Caregiving for individuals with mental illness is widely recognized as burdensome;
however, much of the existing literature has predominantly employed quantitative
research designs focusing on measurable outcomes such as caregiver burden,
depression, anxiety, and quality of life (e.g., Liu et al., 2024; Karambelas et al.,
2022; Jeyagurunathan et al., 2017). While these studies provide important statistical
evidence, they offer limited insight into caregivers’ in-depth psychological
experiences and how caregiving influences their everyday occupational lives.
Moreover, most caregiving research has been conducted in high-income countries,
limiting the applicability of findings to low- and middle-income countries (LMICs)
such as Bangladesh. The Bangladeshi caregiving context is shaped by unique
cultural, religious, socioeconomic, and family dynamics, including strong family
obligations, stigma surrounding mental illness, and limited access to formal mental
health services. These contextual factors may influence caregivers’ psychological
functioning, coping strategies, and occupational participation in ways that are not
adequately captured in existing literature. From an occupational therapy
perspective, there remains a notable gap in understanding how caregiving affects
engagement in daily occupations, routines, and roles. Although studies by (Isobel
et al.2021) and (Fairfax et al.2019) have discussed coping and occupational
identity, they do not sufficiently detail the impact of mental health caregiving on
everyday occupational participation. Additionally, there is limited exploration of
how caregivers develop coping strategies, adapt routines, and sustain caregiving
roles within their daily lives and sociocultural contexts. Therefore, this qualitative
study seeks to contribute uniquely by exploring caregivers’ psychological

functioning and occupational participation within the Bangladeshi context from an



occupational therapy perspective. By focusing on caregivers’ lived experiences,
this study aims to generate context-specific and culturally relevant evidence that
can inform mental health services, caregiver support programs, occupational

therapy interventions, and policy development in Bangladesh
1.3 Operational Definition

1.3.1: Mental Illness

Mental illness refers to a clinically significant disturbance in an individual’s cognition,
emotional regulation, or behavior that is associated with distress or impairment in
important areas of functioning (World Health Organization [WHO], 2022). In this
study, mental illness refers to diagnosed mental health conditions requiring ongoing
caregiving support.

1.3.2: Caregiver

A caregiver is defined as a family member who provides unpaid, ongoing assistance
with activities of daily living and/or instrumental activities of daily living to an
individual with a chronic illness or disability (Yao et al., 2024; Roth et al., 2015). In
this study, caregivers are family members providing primary care to individuals with

mental illness.

1.3.3: Psychological Functioning

Psychological functioning refers to an individual’s emotional and mental state,
including their ability to regulate emotions, cope with stress, and maintain
psychological well-being in response to life demands (American Psychiatric
Association [APA], 2013). In this study, psychological functioning reflects caregivers’
emotional experiences within the caregiving role.

1.3.4: Occupational Participation

Occupational participation is defined as engagement in meaningful daily life activities,



including self-care, work, leisure, and social roles, within one’s sociocultural context
(American Occupational Therapy Association [AOTA], 2020). In this study,
occupational participation refers to caregivers’ involvement in daily occupations while
managing caregiving responsibilities.

1.3.5: Caregiver Burden

Caregiver burden refers to the perceived physical, psychological, social, and financial
strain experienced by individuals who provide long-term care to a family member with
illness or disability (Zarit et al., 1980). In this study, caregiver burden is considered as
a factor influencing caregivers’ psychological functioning and occupational
participation.

1.3.6: Coping Strategies

Coping strategies are defined as cognitive and behavioral efforts used to manage
internal or external demands that are perceived as stressful or exceeding an individual’s
resources (Lazarus & Folkman, 1984). In this study, coping strategies refer to the ways

caregivers manage caregiving-related stress within their daily lives and occupations.
1.4 Aim of the study

To explore the psychological functioning and occupational participation of caregivers
of individuals with mental illness and how caregiving influences their daily

occupational participation.



CHAPTER II: LITERATURE REVIEW

This literature review chapter is an overview of articles that highlight the experiences

of family caregivers among individuals with mental illness patient in the previous

literature. Caregiving for individuals with mental illness is widely recognized as a

complex and demanding role that significantly affects caregivers’ psychological

functioning and daily occupational participation. Existing qualitative literature

consistently demonstrates that caregivers experience emotional strain, disrupted

occupational roles, and ongoing adaptation in response to caregiving demands. A search

strategy is used to locate relevant articles from different databases, including CHINAIL,

Embase, Scopus, PubMed, Google Scholar, and Google.

Figure 2.1

Overview of literature review
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2.1 Psychological Functioning

Across diverse settings, caregiving for individuals with mental illness is consistently
associated with compromised psychological functioning. Qualitative evidence shows
recurring experiences of stress, anxiety, depressive symptoms, and emotional strain,
often linked to prolonged responsibility, symptom management, and limited time for
self-care. For example, caregivers reported psychological distress connected to
continuous supervision and lack of personal time (Howes & Ellison, 2021) Another
study carried out a qualitative study in Beijing, China, and reported that primary family
caregivers of individuals with schizophrenia experienced high levels of psychological
burden. The study revealed that caregivers frequently suffered from emotional stress
and depressive symptoms, which negatively affected their psychological functioning.
Limited access to community mental health services further intensified caregiver
burden (Chen et al., 2019).

A study in Canada and found that caregivers of adults with mental illness
experienced persistent psychological distress and emotional exhaustion. The authors
reported that prolonged caregiving without adequate support led to chronic stress and
reduced psychological resilience among caregivers (Cruz et al., 2024). Most studies are
context-specific and commonly cross-sectional or small-sample qualitative designs,
which limits transferability and understanding of change over time in Bangladesh.
These findings support the need to explore caregivers’ psychological functioning and
emotional experiences in Bangladesh.

2.1.1 Psychological distress and caregiver burden
Psychological distress and caregiver burden emerge as central, interconnected themes.
Evidence indicates that long-term caregiving contributes to chronic stress, anxiety, and

emotional strain, particularly where caregivers lack adequate social and professional



support (Chen et al.,, 2019). A multi-country systematic review further suggests
caregiver burden negatively affects mental health regardless of diagnosis, indicating
psychological distress is a broad caregiving outcome (Karambelas et al., 2022). A study
conducted in Tanzania by (Iseselo et al., 2016) further reported that caregivers
experienced psychological burden due to financial strain, lack of social support, and
stigma. These stressors significantly affected caregivers’ psychological functioning and
overall well-being.

Caregiver burden is shaped not only by individual demands but also by
structural and contextual factors. This is particularly relevant to Bangladesh, where
resource constraints and limited formal support may heighten caregiver burden and

distress.

2.1.2 Emotional exhaustion

Emotional exhaustion is frequently reported as a consequence of sustained caregiving
with limited opportunities for rest and recovery. Caregivers describe fatigue and
burnout when caregiving requires constant vigilance and reduces time for self-care
(Howes and Ellison, 2021).

Similarly, a qualitative study in Canada and reported that emotional exhaustion
was a common experience among caregivers of adults with mental illness. The study
revealed that prolonged caregiving without recognition or support resulted in emotional
fatigue and burnout (Cruz et al. 2024).

In Australia, also reported that caregivers of individuals with bipolar disorder
experienced emotional exhaustion due to unpredictability of symptoms and fear of
relapse, which further compromised their psychological functioning (Speirs et al.
2023).

Emotional exhaustion appears to function both as a psychological outcome and



a sign of occupational imbalance, with potential implications for daily occupational
engagement. This reinforces examining how psychological strain (including
exhaustion) influences caregivers’ everyday occupational participation.
2.2 Emotional Experiences of Caregiving
This section of the literature review provides an overview of Emotional responsibility,
guilt and Stigma-related emotional impact. Understanding these emotional experiences
is essential for exploring caregivers’ psychological and emotional functioning.
2.2.1 Emotional responsibility and guilt
A study was carried out in Australia by (Speirs et al. 2023) and established that
caregivers often felt strong emotional responsibility toward the individual with mental
iliness. Caregivers reported feelings of guilt when they perceived themselves as unable
to adequately support the care recipient, which contributed to emotional stress.
Similarly, (Issac et al. 2023) conducted a qualitative study in India and reported
that caregivers of individuals with paranoid schizophrenia experienced guilt and self-
blame related to caregiving expectations. Emotional responsibility was intensified by
cultural expectations and family obligations.
In a study conducted in Uganda, also reported that caregivers experienced guilt
and emotional pressure when caregiving demands interfered with other family roles,
particularly among caregivers of adolescents with bipolar disorder (Amanyire et al.

2025).

2.2.2 Stigma-related emotional impact

A study was carried out in Beijing, China Stigma related to mental illness consistently
emerges as a major emotional stressor. Caregivers report shame, embarrassment, and
emotional isolation due to negative societal attitudes (Pan et al., 2024)

A study in Tanzania and established that caregivers experienced stigma and
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discrimination, which negatively affected their emotional well-being. Fear of social
judgment often led caregivers to withdraw from community interactions (Iseselo et al.
2016). Stigma contributed to feelings of emotional invisibility and helplessness among
caregivers, further exacerbating emotional distress (Cruz et al. 2024).

This supports examining how social stigma affects both psychological
functioning and participation in daily occupations, particularly in settings where stigma
remains high and supports are limited.

2.3 Occupational Participation and Daily Routines

This section of the literature review covers information related to the Occupational
disruption, Role and routine changes. This directly aligns with examining how
caregiving influences occupational participation and meaningful roles

2.3.1 Occupational disruption

Across studies, occupational disruption appears as a consistent consequence of mental
health caregiving, affecting leisure, employment, and self-care. Caregivers report
reduced engagement in meaningful occupations due to caregiving demands and
emotional strain (Howes and Ellison, 2021; Chen et al., 2019; Mandani et al., 2018;).
These findings indicate that psychological burden and occupational disruption are
interconnected outcomes rather than separate experiences.

This underscores the relevance of exploring caregivers’ occupational
participation and the occupational consequences of caregiving within the Bangladeshi

context.

2.3.2 Role and routine changes
Caregiving often requires substantial changes in daily routines and roles. Evidence
suggests caregivers re organize schedules around monitoring, care tasks, and safety

needs, which can result in occupational imbalance (Pan et al., 2024). Role overload is
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also reported in low-resource settings where caregivers assume multiple responsibilities
with minimal external support (Amanyire et al., 2025).

Over time, caregivers may alter work and family roles to accommodate
caregiving demands (Speirs et al., 2023), suggesting longer-term occupational role
transformation with implications for well-being and identity.

These findings support exploring how caregiving reshapes meaningful
occupational roles and daily routines, especially where formal respite and services are

limited.

2.4 Coping Strategies and Occupational Adaptation

Despite challenges, caregivers actively develop coping strategies and adaptive routines
to manage caregiving demands. Coping and adaptation appear influenced by cultural
beliefs, social support, and available resources.

2.4.1 Adaptive coping strategies

A study was carried out in Malaysia by (Azman et al. 2016) and established that
caregivers used adaptive coping strategies such as acceptance, emotional regulation,
and seeking family support. These strategies helped caregivers manage psychological
distress.

Similarly, (Ntsayagae et al. 2019), through a qualitative meta-synthesis in Sub-
Saharan Africa, reported that caregivers relied on emotional coping and social support
to manage caregiving stress. In LMIC contexts, religious coping is commonly described
as a key strategy (Iseselo et al., 2016). These strategies highlight the culturally
embedded nature of coping and the importance of understanding coping within local

contexts.
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2.4.2 Occupational adaptation

A study was carried out in the United Kingdom by (Howes and Ellison et al. 2021) and
established that caregivers gradually developed occupational adaptation by modifying
daily routines and redefining meaningful activities.

Caregivers adapted occupational roles over time, allowing them to maintain
caregiving responsibilities while preserving some level of occupational balance (Speirs
etal. 2023). However, lack of professional guidance may limit effective adaptation (Pan
et al., 2024), suggesting a potential role for occupational therapy support to promote
healthier occupational engagement. This supports examining everyday occupational

adaptation and the challenges that shape it among caregivers.
2.5 Key Gaps of the Study

e Most existing studies on caregivers of individuals with mental illness have used
quantitative or systematic review designs, which limit in-depth understanding
of caregivers lived psychological and occupational experiences (Tulek et al.,
2020).

e Many studies focus mainly on caregiver burden or stress, with limited
integration of occupational participation and daily routines, particularly from an
occupational therapy perspective (Howes and Ellison, 2021).

e Several studies provide insufficient information on caregivers’ general health
conditions, comorbidities, and social support, limiting holistic understanding of
caregiving experiences (Tsai et al., 2021).

e Alarge number of studies employed cross-sectional designs, which do not allow
examination of changes over time or causal relationships between caregiving
and psychological outcomes (Abdollahpour et al., 2018; Huang et al., 2012).

¢ In some studies, convenience sampling and limited demographic data reduced
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the transferability of findings and failed to reflect diverse caregiving contexts
(Connors et al., 2020).

The majority of studies are based in high-income countries (Singapore, UK,
Australia, Canada), offering little cultural relevance to the Bangladeshi context.
There is a significant lack of research capturing the unique sociocultural, and

caregiving experiences in Bangladesh or similar LMICs.
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CHAPTER IlI: METHODS AND MATERIALS

3.1 Study Question, Aim, Objective

3.1.1 Study Question

How does caring for a relative with mental illness influence caregivers’ psychological
functioning and occupational participation?

3.1.2 Aim

To explore the psychological functioning and occupational participation of caregivers
of individuals with mental illness and how caregiving influences their daily
occupational participation.

3.1.3 Objective

* To explore the psychological and emotional experiences of caregivers in relation to
their care giving.

* To understand how caregiving influences caregivers’ participation in occupation and
meaningful occupational roles.

* To identify perceived challenges coping strategies and adaptation in everyday

occupational routines.
3.2 Study Design

3.2.1 Study Method

This study followed a qualitative research method that is appropriate for this study as it
allows for in depth exploration of psychological functioning and occupational
participation among caregivers of mental illness patients. Because qualitative study
focuses on human experience, perceptions, motivations, intentions, behaviors, and

meanings which are based on description and observation. And a naturalistic
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interpretative approach to a subject and its contextual setting. This study requires an
exploration of the experience of real-life situations (Creswell, 2018).

3.2.2 Study Approach

A phenomenological approach is suitable for this study which is focused on
understanding people's lived experiences and how they perceive the psychological
and occupational consequences of caregiving (Creswell and Poth, 2018).
Phenomenology is particularly suitable for examining shared meanings and common
patterns across participants who experience the same phenomenon. In this case,
the focus is on the participants' views on psychological functioning and
occupational participation. By using this approach, the researcher is trying to
capture the shared feelings, thoughts, and experiences of caregivers (van Manen,
2016). Thematic analysis was used in order to gain a deeper and clearer
understanding and a formation of themes. The unit of analysis was the themes
expressed in the text about social and psychological problems found in families caring
for persons with mental illness (Guest, MacQueen, & Namey, 2012).

3.3 Study Setting and Period

3.3.1 Study Setting

The study was conducted at The National Institute of Mental Health & Hospital
(NIMH). As this institute served as the principal source of participants for the study,
the student researcher chose this setting.

3.3.2 Study Period

The study period was from 15 June 2025 to 15 December 2025 and the data collection

period was from 15 August, 2025 to 15 September, 2025.
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3.4 Study Participant

3.4.1 Study Population
The target population for this study consists of caregivers who came to the National
Institute of Mental Health (NIMH) for treatment purposes among individuals with

mental illness.

3.4.2 Sampling Techniques
Purposive sampling, a form of non-probability sampling, was used in this study to
recruit participants who could provide rich and relevant information about the
phenomenon. This method relies on the researcher’s informed judgment when
selecting individuals who satisfy specific inclusion and exclusion criteria (Galloway,
2005). Because the study required participants with particular characteristics,
purposive sampling was considered appropriate, allowing the researcher to
intentionally recruit those who were most capable of offering meaningful insights
(Banerjee and Chaudhury, 2010; Rai and Thapa, 2015). For these, the student
researcher uses this sampling because there are some inclusion and exclusion criteria
in this study and after judgment of all the criteria the researcher would select the
participants.
3.4.3 Inclusion Criteria
* Primary caregivers (informal or family) of individuals diagnosed with a
mental illness (e.g., schizophrenia, bipolar disorder, depression, generalized
anxiety disorders etc).
» Participant age 18-60 years
» Caregiver living with relative who had been suffering from mental illness for
at least 6 months

« Able and willing to share personal experiences in an in-depth interview
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3.4.4 Exclusion Criteria
» Professional or paid caregivers (e.g., nurses, domestic workers) who are not
family members.
» Individuals who themselves have a diagnosed severe mental illness, which
may interfere with participation or data quality.
» Persons unable or unwilling to provide informed consent.
» Participants who are unable to participate in an in-depth interview due to

cognitive, hearing, or language difficulties that affect communication.

3.4.5 Study Sample Size
The study included 12 participants because saturation was reached through iterative

data collection and analysis.
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Participant Overview

18

Participant Age Occupation Relation with Duration of
Pseudo name Mentally ill Patient Caregiving
Rahima 40 years Housewife Mother 2 years
Salma 35 years Housewife Wife 3 years
Khadija 22 years Student Daughter 1.5 years
Abdul Karim 50 years Business Father 4 years
Rita 38 years Housewife Mother 2 years
Shemoly 35 years Housewife Wife 4 years
Rina Begum 38 years Housewife Mother 6 years
Tamanna 33 years Garments Mother 2.5 years
worker

Konika 37 years Housewife Mother 3 years
Lamiya 39 years Housewife Mother 4 years
Shiuli 28 years Housewife Mother 2.5 years
Roma 36 years Housewife Wife 3 years
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3.5 Ethical Consideration

3.5.1 Ethical clearance

The ethical clearance has been approved by the Institutional Review Board of BHPI,
explaining the purpose of the research, through the Department of Occupational
Therapy, Bangladesh Health Professions Institute (BHPI), The IRB number CRP-
BHPI/IRB/07/2025/1125 (See Appendix A for details). Permission from the National
Institute of Mental Health (NIMH). All the participants were informed that their
information was used in the research, but their names and addresses were confidential.
The ethics was maintained according to the World Medical Association,2013
Declaration of Helsinki Ethical Principles for Medical Research Involving Human
Subjects.

3.5.2 Informed Consent

* Information sheet

The student researcher informed each participant about the details of the information
sheet. Every participant was given an information sheet from the student researcher,
which includes the goal, purposes, and risks or benefits of the study. The information
was provided to participants in a language and format that was easy to understand
(World Medical Association., 2013). (Please see Appendix B).

* Consent form

The student researcher explained the purpose and procedure to the participants, inviting
them to participate in the study. The student researcher did not force the participants to
participate in the survey against their interests. The participants, who felt willingly
interested in participating in the study, their data was collected. Written consent was
obtained from the participant during the face-to-face survey (World Medical

Association., 2013). (Please see Appendix B).
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» Withdrawal Form

Participants had complete freedom to choose whether to participate or not in this study.
The withdrawal form was attached with the consent form, so that the participants could
withdraw their participation from the study within two (02) weeks from the time of

collecting data (World Medical Association., 2013). (Please see Appendix B).

3.5.3 Unequal Relationship

The student researcher maintained an equal and neutral relationship with all
participants, ensuring that no power imbalances or biases influenced the study results.
(NHMRC, 2023)

3.5.4 Risk & Beneficence

There were no direct risks or benefits involved in this study. There was no monetary or
any other benefit involved in this study. Although no physical risk was expected,
participation involved minimal psychological risk, such as emotional discomfort or
distress when discussing personal caregiving experiences. Direct benefits were not
guaranteed; however, participants may experience indirect benefits such as the
opportunity to share their experiences, and the findings may contribute to improving
caregiver support services in the future.

3.5.5 Power Relationships

The student researcher ensured that there were no unequal relationships among the
participants and that the dynamics remained neutral and equitable throughout the study
(NHMRC, 2023).

3.5.6 Confidentiality

The participants' information was kept strictly confidential. Their names and identities
were shared solely with the supervisor and clearly displayed on the information sheet.

Participants were assured that their identities would be kept anonymous in any
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subsequent reports, publications, presentations, or other written or spoken materials

(NHMRC, 2023).
3.6 Data Collection Process

3.6.1 Participant Recruitment Process
Figure 3.6.1 shows the participant recruitment process
Figure 3.6.1

Overview of participant recruitment process

( A
Obtained permission from the authority of NIMH

&

( A
Collected information from NIMH

(. J

( A
Invited to participate in the study

& J

( A
Selected potential participants

(. J

( A
Selected interview place, time and schedule

(.

Step 6 Conducted face-to-face interview

The student researcher obtained the ethical consideration letter and subsequently
proceeded to the National Institute of Mental Health to gather data from the NIMH
database. After obtaining permission from the relevant authority investigator to collect
population data, caregivers among individuals with mental illness were invited to
participate in the study. Interested participants received an information sheet, consent

form, and withdrawal form.
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3.6.2 Data Collection Method

The student researcher conducted face-to-face, in-depth, semi-structured interviews to
collect data, which provided flexibility to explore participants’ experiences and obtain
detailed responses. At first, the student researcher introduced with the participants
before data collection. The student researcher also verbally presented the details of the
study, including the aim, objectives, and purpose of the study. The interviews were held
in Bengali using a semi-structured questionnaire to gather comprehensive information
from each participant. Consent forms and information sheets in Bengali were provided
to ensure that participants felt comfortable and could express themselves accurately and
no non-participants were present during interviews. Observation techniques were used
to note participants’ facial expressions, and each interview was audio-recorded, with
written transcriptions prepared afterward following the method described by
(Liamputtong et al.;2017). The duration of each interview was approximately 3040
minutes.

3.6.3 Data Collection Instrument

A self-developed interview guide was used by the student researcher to collect data
from the participants. A semi-structured interview guide was developed by a student
researcher. Because it encouraged a more in-depth response from research participants
and helped to keep the interview and the subject focused. There are 14 open-ended
questions in the interview guide. The student researcher developed an interview guide
by reviewing literature related to this study and according to the research aim and
objectives ((Issac et al., 2023; Howes and Ellison, 2022; Jeyagurunathan et al., 2017;
Von Kardorff et al., 2016; Iseselo et al., 2016, Azman et al., 2016) and in discussion
with the supervisor. The student researcher also developed a sociodemographic

information sheet, which was included in the semi structured interview guide. Phone
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recorder, was also used as instruments for the study. The data collection instrument was
a self-developed interview guide and flowchart following the literature review. (Please
see the Appendix C)

Field Test: Before the data collection process a field test is done by student researcher
for ensuring an effective data collection and measuring the reliability of interview
guide.

3.7 Data Management and Analysis

The student researcher used thematic analysis according to Braun and Clarke's six steps
of thematic analysis to analyze the data (Braun & Clarke, 2021). The six steps are given
below:

1. Familiarizing with data: At first the student researcher transcribed data verbatim
in Bengali as their first language and translated them into English. She translated
interviews by herself. After that, the respected supervisor re-checked all the
transcription and translation. Then the student researcher read the data two times
thoroughly to understand the meaning of data and noted down initial ideas.

2. Generating initial codes: In this step, the student researcher generated interesting
features of the data by highlighting interesting sentences and generated some
initial codes from the interesting sentences and named them. The initial codes
were checked by the supervisor.

3. Searching for themes: The student researcher wrote down all the codes on paper
and highlighted the similar codes by reading the translation. and discussing them
with a supervisor. Then the student researcher collated codes into potential
themes, wrote them. Through this gathered all data relevant to each potential
theme.

4. Reviewing themes: In this fourth step the student researcher re-checked if the
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themes worked about the coded extracts and the entire data set, generated a

thematic 'map’ of the analysis, and discussed it with the supervisor. Four themes

emerged from the study.

5.

Defining and naming themes: Here, the student researcher refined the specifics
of each theme, and the overall story the analysis tells, generated clear definitions,
and named each theme. The respected supervisor rechecked all the themes.

Producing the report: Finally, the student researcher produced a scholarly report
in the dissertation by writing the results chapter with verbatim quotes from

participants.

3.8 Trustworthiness and Rigor

Trustworthiness was maintained by following methodological and interpretive rigor.

3.8.1 Methodological rigor

Congruence

The following steps-maintained congruence:

The study followed a phenomenological qualitative research design, which was
appropriate for exploring the lived experiences of family caregivers of
individuals with mental illness.

The research design, objectives, data collection method, and analysis were

aligned to maintain internal consistency.

Responsiveness to Social Context

The following steps ensured responsiveness:

Face-to-face interviews were conducted in a private and comfortable setting to
encourage open communication.
The student researcher spent time engaging with participants and becoming

familiar with the caregiving context, which fostered rapport and deeper
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understanding.

Appropriateness

The following steps ensured appropriateness:

Purposive sampling was used to include participants who were best suited to
address the research questions.
Twelve participants were selected based on clear inclusion and exclusion

criteria to ensure relevance and adequacy of the sample.

Adequacy

The following steps supported adequacy:

A semi-structured interview guide in Bangla was used to conduct in-depth
interviews.

All interviews were audio-recorded for accuracy and later transcribed.
Participants’ experiences were presented through verbatim quotations to
maintain the authenticity of the data.

The methodological description was sufficiently detailed so readers could

understand how the study was conducted.

Transparency

The following steps ensured transparency:

All interviews were first transcribed verbatim in Bangla and then translated into
English.

Data analysis followed Braun and Clarke’s six-phase thematic analysis
framework.

The respected supervisor rechecked all the transcriptions and data analysis,

which provided multiple views on the data.
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3.8.2 Interpretive rigor

Authenticity

The following steps ensured authenticity:

Participants’ views were preserved through the use of verbatim quotations.
After each interview, the student researcher verbally clarified and confirmed the
meaning of participants’ statements to enhance accuracy.

Due to time limitations, participants were not involved in reviewing transcripts

or findings, but their perspectives were accurately represented.

Coherence

The following steps ensured coherence:

The student researcher transcribed the data verbatim in Bangla, (the first
language) listening to the audio in Bengali, and then translated them into
English, maintaining conceptual consistency between languages.

All transcripts and thematic interpretations were reviewed by supervisor and

refined to ensure the findings logically reflected the data.

Reciprocity

The following steps ensured reciprocity:

The student researcher developed initial codes from the similar data, which were
reviewed by the supervisor to minimize bias and enhance analytical depth.
After completing coding, similar codes were clustered into potential themes and

discussed with the supervisor for validation.

Typicality

The following considerations ensured typicality:

The experiences of caregivers in this study reflect common caregiving patterns

in South Asian cultural contexts.
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e Readers from regions with similar sociocultural and healthcare structures may
find the findings transferable.
Permeability of the Researcher
The following steps ensured permeability:
e The student researcher reflected on personal assumptions, values, and
preconceptions throughout the study to minimize bias.
e The student researcher and the supervisor reviewed and there was no chance of

bias in this study.
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CHAPTER IV: RESULTS

The results chapter provides a deeper understanding of the findings of this research,

about the experiences of family caregivers among individuals with mental illness. Four
main themes emerged from the data analysis, which are: Emotional & psychological
burden, Physical health & self-care impact, Daily functioning, work & finances, social
relationships, identity & coping resources. Each theme is sorted with some sub-themes

shown in Table 4.1. They are given below in this chapter:



Table 4.1

Overview of the result
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Theme

Sub-theme

Theme 1: Emotional & psychological burden

Anxiety & fear

Anger & frustration

Sadness, hopelessness &

emotional numbing

Theme 2: Physical health & self-care impact

Sleep disturbance & fatigue

Self-care & health neglect

Theme 3: Daily functioning, work & finances

Household routines & time use

Work & economic

consequences

Leisure & personal interests

Theme 4: Social relationships, identity &

coping strategies

Social isolation & stigma

Family role changes

Coping & resilience

4.1 Theme One: Emotional and psychological burden

Caregivers described caregiving as emotionally demanding and psychologically

consuming. Their accounts showed persistent hypervigilance, uncertainty, and a sense

that their inner emotional life was reorganized around managing crises. Importantly,

emotional distress was not only a feeling state but also a functional force shaping

occupational participation when anxiety or hopelessness intensified, caregivers

reported reduced ability to sleep, work, maintain household routines, or participate in

leisure and social occupations.
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4.1.1 Sub-theme: Anxiety and fear
Caregivers expressed ongoing worry regarding illness progression, safety, and the
future. Anxiety appeared both anticipatory (future-focused fear) and situational (fear
triggered by aggression or unpredictability), creating continuous psychological threat
and reducing perceived control over everyday life.
Rahima (mother) said that, “If a child is sick, the mother will naturally worry.”
This framing normalized worry as part of motherhood, yet also revealed how caregiving
worry becomes taken-for-granted and constant. Salma (mother) said that,
“The way my child behaves, it feels like he will kill me. He is very stubborn; he
tries to hit me with a knife. 1 live in fear inside my own home. | cannot breathe
properly when he gets uncontrollable; my whole chest trembles until 1 fall
asleep.”
Fear here functioned like an occupational barrier in home, which is typically a place of
rest and routine, became a site of threat that disrupted basic occupations (sleep,
breathing regulation, daily tasks). And another father Abdul Karim said that,
“I have not slept for three days because he does not sleep. Even when he takes
medicine, he wakes up again and again. | feel like | must stay awake every
moment because I don’t know when something will happen. Every minute I am
afraid that he will hit someone or create trouble, and I will have to run to save
him...”
This illustrates how fear leads to constant monitoring, limiting rest and replacing
discretionary time with caregiving surveillance. Roma, caring for a husband, she said
that “I live in fear that he might kill me at any moment... he threatens divorce, scolds,
fights.”

These statements show that caregivers often function under continuous psychological
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threat, reflecting high emotional arousal and chronic stress.

4.1.2 Sub-theme: Anger & frustration
Caregivers described anger as emerging from long-term strain, helplessness, and lack
of support. Anger was not only directed toward the care recipient’s behavior, but also
toward the unending nature of responsibility and the collapse of caregivers’ own
routines and valued roles. Abdul Karim said that,
“My mental state is becoming worse day by day because of him. I become so
frustrated that sometimes | cannot even pray or do my own work. | have only
one son, and all my suffering is coming from him. Sometimes I cry while eating.
1 become so angry but I cannot do anything.”
This account directly links emotional strain to occupational disruption (prayer, work,
eating). Another participant Lamiya (mother) said,
“[ feel irritated all the time. The work | want to do, | cannot do. | feel frustrated
because | have to spend so much time behind him. Even then, no one wants to
look after him and all the burden falls on me.”
This reflects role overload and restricted co-care, where caregiving dominates time use

and blocks meaningful occupations.

4.1.3 Sub-theme: Sadness, hopelessness, and emotional numbing

Many narratives conveyed profound sadness, emotional depletion, and loss of interest
in life activities. These experiences resembled depression-like states and were strongly
connected to occupational withdrawal (reduced engagement in grooming, socializing,
leisure, and productive roles). Importantly, while emotional distress also appears in
Theme stigma, this sub-theme emphasizes the internal erosion of emotional energy,
whereas Theme 4 focuses on social mechanisms (stigma, rejection) that intensify

distress. Some participants in this regard stated: Rita (mother) said that,
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“Look at me. I am exhausted from crying. I feel like hanging myself. I am
educated but now | cannot do any work because of him. There is so much sorrow
in my heart that | feel like dying every day.”
Her statement illustrates severe psychological suffering alongside occupational loss
(cannot do any work). Rina Begum (mother) said that,
“I feel like a living dead person. I used to dress nicely, meet people, and enjoy
life. Now I do not even feel like combing my hair. The illness of my daughter
has taken away all the joy from my life; even the days feel long and empty.”
This shows disrupted self-care (grooming) and reduced social and leisure participation.
Another mother Shiuli said that,
“All peace in my life has vanished. I feel helpless and cry often. I do not feel
like talking to anyone. Now | do not even feel like watching TV. | have lost
interest in everything because my daughter became sick.”
This reflects occupational disengagement across communication, leisure, and daily

routine.

4.2 Theme Two: Physical health and self-care impact

Caregivers described a clear physical toll, where chronic fatigue and health neglect
emerged as consequences of prolonged emotional stress, night-time caregiving, and
constant monitoring. Physical depletion further reduced occupational capacity,
caregivers reported being unable to maintain consistent sleep, hygiene, nutrition, and
medication routines, intensifying occupational imbalance.

4.2.1 Sub-theme: Sleep disturbance and fatigue

Caregivers reported fragmented sleep due to the care recipient’s irregular sleep patterns

and the caregiver’s night-time vigilance. Abdul Karim (father) said that, “I haven’t slept
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for three days because he doesn’t sleep. Even when I lie down, I cannot sleep because
when he wakes up, [ must get up too. I am always alert at night.”

Such sleep deprivation contributed significantly to physical and psychological
exhaustion. Another participant Rita(mother) stated that, “I cannot sleep or rest now.
He keeps saying ‘outside, outside’ all the time. I cannot even sleep for one hour
properly.”

Sleep deprivation here acts as both a health issue and an occupational barrier, reducing
energy for daytime roles such as household management, income generation, and
caregiving continuity.

4.2.2 Sub-theme: Self-care and health neglect

Caregivers frequently reported neglecting bathing, eating, clothing changes, and
medical adherence. Abdul Karim (father)said that,

“I have three rings in my heart, and still, I cannot take care of myself. | have
worn the same shirt for three days even though | have more than 40 shirts. | cannot even
take my medicine regularly.”

Self-care was frequently compromised, as caregivers described neglecting their own
hygiene, nutrition, and medical needs.

Another participant Shiuli (mother) said that, “I cannot bathe properly, cannot
eat properly. My work does not get done. My daughter’s illness has broken my whole
routine. | have suffered so much that it cannot be expressed in words.” Another
participant Tamanna (mother) said that, “Today I could not even brush my teeth. [ was
running after him from the morning. I forget my own health completely.”

These accounts show that caregiving transforms self-care from a routine
occupation into a neglected activity, reflecting occupational disruption and decreased

performance capacity.
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4.3 Theme Three: Daily functioning, work, and finances

This theme most directly addresses occupational participation, illustrating how
caregiving reorganizes time use across domestic tasks, paid employment, and leisure.
The data show a pattern of caregiving-centered routines, where caregivers’ productive

and restorative occupations are reduced or abandoned.

4.3.1 Sub-theme: Household routines and time use
Caregivers described constant interruptions that prevented organized completion of
cooking, bathing, and eating. The participants illustrate how caregiving responsibilities
severely disrupt daily routines and household functioning. Another participant Rita
(mother) said that,
“Everything gets disrupted. If I cook, he goes outside and I have to run after
him. Then when will I cook, when will I bathe, when will | eat? Everything gets
messed up. I have to run after him all the time.”
Abdul Karim (father) said that, “When | go to take a bath, suddenly I hear he has hit
someone. Then I have to run there immediately. I can’t do any work properly.” Lamiya
(mother) said that, “My daily routine never stays right. Cooking, bathing, eating
everything gets delayed. | cannot do my work on time because most of my time goes
behind him.” These accounts reflect occupational imbalance, caregiving demands

consume time, producing delayed or unfinished household occupations and reducing
predictability needed for daily functioning.
4.3.2 Sub-theme: Work and economic consequences
Caregivers reported treatment costs, reduced work capacity, and job insecurity.
Rita (mother) said that, “I had to quit my job because of him. I cannot earn

anymore. All work has stopped. If | had a job, I could earn money but now | have
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nothing.” Tamanna (mother) stated that, “If I don’t go to work for long, they will
remove me. [ am the only earner for my children. If I lose my job, I cannot survive.”
Here, caregiving creates work—care conflict, worsening psychological stress and
limiting occupational choices. In the Bangladeshi context, where families often rely on
a single income and informal support systems, job loss can threaten basic security,

intensifying role strain.

4.3.3 Sub-theme: Leisure and personal interests
Caregivers described losing leisure, hobbies, and restorative activities key occupations
that support mental health and balance.

Tamanna (mother) said that, “I don’t get any leisure time. I am always doing
something for him. | stay busy with him every minute.” Lamiya(mother) said that,
“Before, I loved singing, cooking, doing creative work. Now I have no time or energy.
My mind does not stay well enough to sing anymore.” Shiuli(mother) said that, “I used
to enjoy talking, watching TV, praying. But now I don’t feel like doing anything. All
my interest is gone.”

This sub-theme illustrates occupational deprivation, where caregivers are structurally
blocked from engaging in meaningful leisure due to time pressure and emotional

exhaustion.

4.4 Theme Four: Social relationships, identity, and coping resources

This theme addresses how caregiving reshapes social participation and identity.
Caregivers described stigma-driven isolation, changes in family roles, and coping
strategies that support endurance. Notably, coping often helped caregivers continue
rather than meaningfully reduce burden, indicating adaptive but limited resources.

Caregivers prioritize caregiving roles over their own needs, resulting in changes to their
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sense of self. Although they rely on coping strategies such as acceptance, spirituality,
and learned skills, these mainly help them endure caregiving demands rather than

reduce the overall burden.

4.4.1 Sub-theme: Social isolation and stigma
Caregivers reported being judged and labeled, leading to withdrawal.

Abdul Karim (father) said that, “Relatives call me ‘the madman’s father.” They
look down on me. I don’t socialize anymore.” Rina Begum (mother) said that, “People
say my daughter is mad. It hurts a lot. No one helps, no one communicates with us.”
Roma (wife) said that, “People talk harshly. They say I should leave him. I feel small
in public, so I avoid going anywhere.”

These experiences highlight how stigma restricts community participation and reduces
support, reinforcing emotional distress and limiting caregivers’ occupational roles

outside the home.

4.4.2 Sub-theme: Family role changes
Caregivers described role absorption, where identity becomes centered on caregiving
at the expense of other roles (parent, spouse, worker). Rahima (Mother) stated that,
“My whole life has changed since my child became mentally ill. I cannot maintain the
home, cannot rest, and cannot care for myself. | feel like the person | used to be has
disappeared.” Roma (wife) said that,
“I had to give up caring for my other child because all my time goes to my
husband. I do everything for him but no one appreciates it. Their expectations
never end, and 1 feel like I am no longer a mother to my own child.”
Shiuli (mother) said that, “My entire focus is only on my daughter now. | cannot
do any other work in the house. My whole life has changed, and | sometimes feel like

I exist only to take care of her.” These accounts demonstrate identity disruption and
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role overload, shaped by cultural expectations that women especially mothers and

wives provide intensive family care, often silently.

4.4.3 Sub-theme: Coping and resilience
Caregivers described coping through prayer, acceptance, and endurance.

Abdul Karim (Father) said that, “I pray; there is no other way. Only talking to
Allah gives me peace. Whenever | feel like breaking down, | remind myself that Allah
is watching me.” Tamanna (Mother) stated that, “Even when I feel exhausted, I remind
myself that | am the only one my son has. Thinking this way gives me strength to
continue.” Rita (Mother) said that, “I have accepted everything. This is my fate. I do
not fight with destiny anymore. | just try to stay calm and continue doing what | have
to do.”
These coping strategies reflect culturally meaningful resources (faith, destiny, family
duty). However, they mainly support emotional regulation and persistence rather than
restoring occupational balance or reducing care demands suggesting resilience is

present but constrained by structural and social barriers.
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CHAPTER V: DISCUSSION

The present qualitative study explored the psychological functioning and occupational
participation of caregivers of individuals living with mental illness in Bangladesh. The
findings portray caregiving as a complex, demanding occupation that reshapes
caregivers’ emotional well-being, physical health, daily routines, social relationships,
and engagement in meaningful activities. Although these experiences align with
existing qualitative literature on caregiver burden, this study extends understanding by
highlighting how caregiving is intensified within a low- and middle-income country
context, where stigma, limited-service availability, and economic vulnerability reduce

support options and restrict participation.

Interpreted through Stress Coping Theory, participants’ anxiety, fear,
frustration, sadness, and emotional numbing reflect sustained appraisal of threat (e.g.,
relapse, aggression, uncertainty) alongside constrained coping resources (Lazarus &
Folkman, 1984). Similar patterns of psychological distress and unmet support needs are
widely reported among family caregivers in mental illness contexts (Chen et al., 2019;
Karambelas et al., 2022). The prominent “always on alert” state described by caregivers
suggests chronic stress activation; over time, such prolonged strain plausibly
contributes to emotional exhaustion and burnout, consistent with reviews of caregiver
burden in serious mental illness (Karambelas et al., 2022).

From an occupational therapy perspective, findings are well explained by the
Model of Human Occupation (MOHO). Caregiving demands disrupted volition
(reduced sense of choice and enjoyment), altered habituation (collapsed routines, role
overload), and constrained performance capacity (sleep disruption, fatigue, reduced

self-care), collectively diminishing occupational competence and participation
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(Kielhofner, 2008). Caregivers’ neglect of sleep, rest, and health management mirrors
occupational imbalance and occupational deprivation, increasing long-term
vulnerability. Empirically, caregiving has been shown to reshape occupational
participation and occupational identity, with caregivers often experiencing role
absorption and diminished engagement in meaningful occupations (Howes and Ellison,
2021).

Participants also described social isolation, stigma, and altered family roles.
These experiences can be interpreted through Occupational Justice, where stigma,
gendered expectations, and limited community resources restrict access to valued
occupations and participation on equitable terms. Stigma “by association” can amplify
self-blame and reduce help-seeking, reinforcing exclusion from work, education, and
community life (Ong et al., 2024). In low-resource settings, these structural constraints
may intensify occupational disruption and financial strain. Related qualitative work
documents economic burden and limited social support as key stressors for caregivers
(Chen et al., 2019; Iseselo et al., 2016).

Despite high burden, caregivers demonstrated resilience through acceptance,
faith, endurance, and emotional regulation. These strategies align with coping literature
indicating that caregivers commonly use emotion-focused and meaning-based coping
when stressors are persistent and resources are scarce (Hawken et al., 2018). However,
our findings suggest these strategies often supported endurance rather than sustained
recovery of occupational balance highlighting a gap between coping and genuine
restoration of well-being. Similar qualitative evidence notes that caregivers may rely
on religious and acceptance-based coping while still needing structured support (Jamir

Singh et al., 2016)
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CHAPTER VI: CONCLUSION

6.1 Strength and Limitation

6.1.1 Strength of the Study

The qualitative phenomenological approach was appropriate for exploring the
lived experiences of family caregivers of individuals with mental illness.
In-depth, face-to-face semi-structured interviews allowed caregivers to share
rich, detailed, and emotional experiences.

Data were collected from caregivers attending both inpatient and outpatient
services at NIMH, which increased variation in participants’ caregiving
backgrounds.

The study captured multiple dimensions of caregiver burden, including
emotional strain, physical exhaustion, social stigma, financial challenges, and
role changes.

Importantly, the study also identified positive adaptations (resilience, coping,
acceptance, and skill-building), offering a balanced understanding rather than a
deficit-only account.

Braun and Clarke’s thematic analysis enhanced rigor by identifying clear
patterns and themes across the data.

Ethical procedures such as informed consent, confidentiality, and pseudonyms
were strictly maintained, supporting trustworthiness and participant safety.
Verbatim quotations preserved the accuracy and authenticity of participants’

voices and experiences.
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e Using an interview guide in Bangla enhanced cultural relevance and helped
participants express experiences naturally, supporting context-sensitive

interpretation.

6.1.2 Limitations of the study

« Participants were recruited from a single mental health institution (NIMH),
which may limit the diversity of caregiving contexts represented. This limits
insight into caregiving realities in settings where services are unavailable or
avoided.

o Due to purposive qualitative sampling, the study findings cannot be generalized
to all caregivers of mentally ill individuals in Bangladesh.

o Self-report and emotional sensitivity may have influenced data quality. Some
participants may have under-reported stigma, family conflict, or coping
difficulties due to fear of judgment or distress, which could result in partial
accounts.

o Community-based caregivers who do not visit hospitals were not included,
limiting the range of caregiving experiences.

o Time constraints prevented follow-up interviews or participant checking, which
might have strengthened the credibility of interpretations.

e As this was the student researcher’s first field study, limited experience may
have influenced probing depth, handling of sensitive topics, and refinement of
themes. This may have affected the richness of some narratives and the
analytical complexity of interpretation.

o Translation from Bangla to English may have resulted in subtle loss of meaning

despite careful transcription and checking.
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o Observational data were limited because the main focus was on interviews,

restricting triangulation opportunities.

6.2 Practice Implication

This study highlights the need for mental health professionals, service providers, and
policymakers to recognize and address the complex realities faced by family caregivers
of individuals with mental illness. Understanding caregivers’ emotional, physical,
social, and financial challenges is essential to designing effective and culturally relevant
support systems.

* Developing caregiver-centered interventions

Based on the findings of this study, mental health services should design targeted
interventions such as counseling, stress-management programs, and caregiver support
groups. Such structured support can reduce emotional distress, psychoeducation, stress
management, enhance coping skills, and improve caregivers’ overall well-being.
Interventions that acknowledge caregivers’ fear, anxiety, sleep disturbance, and role

overload can better meet their needs.

* Providing caregiver education and training

Caregivers often struggle due to a lack of knowledge about mental illness, crisis
management, medication adherence, and behavioral management. Training programs
and educational materials delivered in simple Bangla can equip caregivers with
practical strategies for managing aggressive behaviors, maintaining safety, and
supporting treatment adherence. This may reduce caregiver burden and improve patient
outcomes.

* Strengthening awareness and reducing stigma

Findings revealed widespread stigma, social judgment, and isolation experienced by
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caregivers. Mental health campaigns, community workshops, and outreach programs
are needed to reduce stigma and enhance public understanding of mental illness and
caregiving roles. Reducing social stigma may help caregivers feel more supported and

less socially excluded.

* Integrating caregiver needs into mental health policy

Caregivers’ emotional strain, financial burden, and lack of formal support highlight the
need for policy-level initiatives such as caregiver allowances, respite care services,
workplace support policies, and accessible mental health facilities. Policymakers
should prioritize caregiver well-being as part of a comprehensive mental health care
model.

* Enhancing multidisciplinary collaboration

Healthcare providers including psychiatrists, psychologists, social workers, and nurses
should engage family caregivers as partners in care. Strengthening communication and
collaborative planning can improve both caregiver confidence and patient outcomes.
6.2.1 Recommendation for Future Practice

Implement structured support programs for caregivers at mental health

institutions, such as psychoeducation sessions, peer support groups, and skill-
based training workshops.

e Provide brief counseling and stress-management support, including coping-
skills training and referral pathways for caregivers experiencing high distress

e Introduce community level caregiver support services, including home-visits,
crisis helplines, and respite programs to reduce caregiver overload.

e Run community awareness programs to reduce stigma and normalize mental
health help-seeking.

o Strengthen coordination between hospitals and families by ensuring follow-up
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counseling, behavioral management guidance, and accessible communication

channels.

6.2.2 Recommendation for future research
o Future research should examine caregiving experiences across multiple settings,
including community-based caregivers, rural populations, and caregivers not
connected to hospital services. This will broaden understanding beyond a single
institution.
« Consider longitudinal to explore how caregiver burden and coping change over
time.
e Future research will recommend conducting the study with large samples to
enhance the transferability of findings across different socioeconomic and
cultural groups. As it is an undergraduate research student researcher could not
include large sample size because of time limitation.
6.3 Conclusion
This study explored the lived experiences of family caregivers of individuals with
mental illness using a qualitative phenomenological approach. The findings revealed
that caregivers face significant emotional, physical, social, and financial challenges,
including fear, anxiety, frustration, sleep disturbance, role overload, stigma, and
economic strain. Despite these burdens, many caregivers demonstrated resilience
through coping strategies such as acceptance, prayer, patience, and learning from
experience.

The findings suggest that caregiver burden is intensified by interacting
conditions: limited structured caregiver support within services, social stigma that
isolates families, and resource constraints that increase financial and daily-life

disruption.
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At the same time, caregivers’ resilience expressed through acceptance, prayer,
patience, and learning through experience shows that caregiving is not solely a story of
suffering but also one of adaptation. These coping patterns are not simply individual
traits; they point to opportunities for structured support systems that strengthen what

caregivers are already trying to do.

The study highlights the urgent need for caregiver-centered support programs,
psychoeducation, counseling services, and stigma reduction initiatives. The results also
emphasize the importance of including caregivers’ perspectives in mental health
policies and service development. Although the study was limited to a small, single-
site sample, it provides valuable insights into the realities of caregiving within the
Bangladeshi context and guide future research across broader populations.

Overall, the research underscores that family caregivers play a crucial but often
overlooked role in mental health care, and supporting their well-being is essential for
improving outcomes for both caregivers and individuals with mental illness. If
caregivers' physical, emotional, or daily lives are disrupted, patients' quality of life will

decrease.
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Appendix B: Information Sheet & Consent Form

Information Sheet (English Version)

Information Sheet (English Version)
| am Jannatul Ferdous Alo, a 4" year student of B.Sc. in Occupational Therapy
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Consent form (English version)

(English Version)

Research Title: Exploring Psychological Functioning and Occupational

Participationamong Caregivers of Individuals with Mental Iliness: A Qualitative

Study

Student investigator: Jannatul Ferdous Alo

| have been asked to take part in the research of Bangladesh Health Professions

Institute (BHPI). | have been asked to read the information sheet and hereby |

consent to participate in this project.
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Consent of the following

Yes

No

Participating in one semi-structured in-depth interview

Audio recording of interview

Being able to participate in the future research related to this

research

Name of participant:

Signature of participant/

Thumb print:

Date:
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Consent form (Bangla version)
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Withdrawal form (English Version)

Withdrawal form
Research Title: Exploring Psychological Functioning and Occupational Participation
among Caregivers of Individuals with Mental Iliness: A Qualitative Study.
Researcher’s Name: Jannatul Ferdous Alo ,4th year, Occupational Therapy. I,
.................................................................. (Participant's Name) wish to withdraw from

participating myself as a participant in this study.

Reason for WIthdraWing: ... e
Name of the partiCipant: ..........ccccocererinieninieie s Date: ..ocooovveeiierieeins
Signature of the participant: ..........c.ccooeveieneinciereen Date: ..ococovveeiieriieins

Name of the reSearCher: .........eeee e Date: .o
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Withdrawal form (Bangla Version)
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Appendix C: Questionnaire

Sociodemographic Questionnaire (English)
1. Age:

2. Gender: O Male O Female OO Other
3. Education Level:
[0 No formal education O Primary [J Secondary I Higher Secondary [J

Graduate and above

4. QOccupation:

5. Relationship to the patient:
O Parent O Spouse O Sibling O Child O Other:

6. Duration of caregiving: (in months/years)

7. Living arrangement with the patient:
0 Yes OO No

8. Monthly household income: (inBDT)

9. Area of residence:
O Urban O Semi-urban O Rural

10. Patient’s diagnosis:



Sociodemographic Questionnaire (Bangla)
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Flowchart

Psychological Functioning
and Occupational
Participation
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Interview Questions (English)
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Objective

Questions

Warm up questions

1. Canyou tell me a little about yourself
(e.g., age, family, occupation)?

Objective-1: To explore the
psychological and emotional
experiences of caregivers in relation
to their caregiving.
Mental status:

e Lack of interest and
motivation
Anger
Disruptions of sleep
Frustration
Stress

Emotional experience:
o Guilt
Fear
shame/stigma
Self confidence
Happiness
Loss of hope
Emotional isolation

2.Can you describe how your caregiving
experience affects your mental state?
e How have your day-to-day feelings
or energy levels changed since you
started caregiving?

3.What is the experience of caring for
your mentally ill relative?

e Can you give an example of a
situation that deeply affected your
emotions?

e Can you describe any positive and
negative feelings while caregiving?

Obijective-2: To understand how
caregiving influences caregivers’
participation in occupation and
meaningful occupational roles.

Occupations:

e ADL (e.g: eating, bathing,
dressing, toileting,
Transferring, continence)

e |ADL (e.g: Preparing meals,
managing finance, shopping,
housekeeping, managing
medication, caring for others)

4.How has caregiving influenced your
daily life and routines?
e What changes (if any) have occurred

in your usual activities, like self-
care?

e Are there any tasks you do more,
less, or differently now and explain
these?

5.Can you describe how caregiving has
impacted your ability to handle
household tasks or responsibilities?
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e Social participation
e Leisure

e Sleep/rest

e Health management
e Work

Performance patterns:

Routines

Habit

Rituals

Meaningful occupational role

e Have you reduced or stopped any
tasks/responsibilities or doing extra
task/responsibilities because of
caregiving, explain these?

6.How has caregiving affected your
involvement in social relationships or
community activities?

e Can you describe any changes in the
way you connect with friends,
relatives, or neighbors?

e Do you feel more connected or
isolated from your social circle since
you became a caregiver and how?

7.How do you currently spend your
leisure time, and has that changed since
you became a caregiver?

o Are there any enjoyable or relaxing
activities you engage in more or less
now, explain these?

o Have you discovered any new
hobbies or interests through
caregiving if yes, explain these?

8.How has caregiving influenced your
ability to take care of your own health/
well-being and personal needs?

e How has caregiving affected your
attention to your own health?

¢ How do you usually manage rest and
sleep while caring for your relative?

9.Can you describe how caregiving
affects your participation in work or
productivity related activities?

« In what ways have your work hours
or responsibilities been influenced
by your caregiving tasks?

10. Can you describe how your caregiving
experience has affected your life roles and
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sense of meaning?

« Have there been any positive,
negative, or meaningful outcomes
from this experience for you in life
roles (like parent, worker, or
family/community member) explain
these?

11.Since you started caregiving, have
there been any changes in your daily
routine, habits, or personal rituals? Can
you tell me about these?

e How do these changes or new
experiences influence your everyday
life and the way you manage your
time?

Objective-3: To identify perceived
challenges  coping strategies and
adaptation in everyday occupational
routines.

e Religious and Spiritual
practice

Hobbies and leisure activities
Acceptance

Patience

Mindfulness

Emotional coping
Traditional healing
Avoidance

12. How do you experience challenges in
your daily life while caring for your
mentally ill relative?

e Can you describe a situation in your
daily life that feels particularly
difficult or overwhelming?

13.What coping strategies or adaptations
have you developed to manage these
challenges in your everyday life?
e Can you share any methods,
routines, or techniques you use for
coping or make your tasks easier?

Closing Questions/Ended questions:

14.How did you feel talking about your
experiences today?
¢ Did this conversation remind you
of anything significant?
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Interview Questions (Bangla version)
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Appendix D: Thesis Supervisor-Student Contact
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