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Abstract

Background: Family support is essential in shaping the social integration and
emotional well-being of children with cerebral palsy (CP). Caregivers play a central
role in helping their children participate in daily and social activities while navigating
emotional, physical, and societal challenges. Understanding caregivers perspectives
provides valuable insight into how family support systems influence inclusion and help
overcome barriers to participation.

Aim: This study explored caregivers perspectives on how family support influences the
social integration of children with cerebral palsy.

Methods: A qualitative phenomenological approach was applied to capture caregivers
lived experiences. Twelve primary caregivers of children with cerebral palsy (CP) were
purposively selected. Data were collected through semi-structured interviews using a
self-developed interview guide. Additional sources of data included field notes and a
reflective journal. The interviews typically lasted 30 to 45 minutes. Braun and Clarke’s
six-step thematic analysis was used to analyse the data.

Results: Six themes emerged: (I) perception of the child’s condition, (II) caregiving
journey, (III) family as the pillar of support, (IV) Socioeconomic and Environmental
Barriers, (V) pathways to social integration, and (VI) aspirations and future hopes. The
findings demonstrate that strong family unity, emotional reassurance, and shared
caregiving responsibilities significantly influenced children’s confidence and
participation in school, family, and community activities. Family acceptance within the
home enabled caregivers to promote inclusion and manage social stigma, while
financial hardship and negative community attitudes remained major challenges in the

process of social integration.



XV

Conclusion: Family support significantly enhances the social integration and
emotional growth of children with cerebral palsy. Strengthening community awareness,
inclusive education, and institutional support can promote equal participation and

improve quality of life for children with CP.

Keywords: Cerebral palsy, caregiver experience, family support, social integration,

lived experience.



CHAPTER I: INTRODUCTION

1.1 Background

Family support plays a central role in shaping the caregiving journey of parents and
relatives of children with cerebral palsy (CP). In Bangladesh, caregiving is often viewed
as a shared family responsibility, where mothers are the main caregivers, but other
family members also influence how support and social participation develop (Anam et
al., 2020). According to Hoque et al. (2021), when families work together with mutual
understanding and emotional care, caregivers experience less psychological stress and
show better coping abilities. Elangkovan and Shorey (2020) observed that family
encouragement builds caregiver’s emotional resilience and confidence to face the

challenges of daily life.

The caregiving experience extends far beyond the child’s physical care, it
includes emotional stability, financial management, and social inclusion. Research
shows that caregivers of children with disabilities often experience fatigue, frustration,
and loss of personal freedom when family cooperation is absent (Rashid et al., 2022).
Gomes et al. (2019) found that when families share caregiving duties, the stress
becomes more manageable, and caregivers can maintain a healthier emotional state.
Similarly, Hossain and Yasmeen (2023) noted that emotional and instrumental support

within the family system enhances the caregiver’s motivation and overall well-being.

Social integration is closely linked to the strength of family support. It refers to
how well children with disabilities and their caregivers can engage in social,
educational, and community activities (Islam et al., 2018). Taylor et al. (2021)

highlighted that caregivers who feel supported by their families are more likely to



promote their child’s participation in social events and inclusive education. Rahman et
al. (2022) further explained that family encouragement helps caregivers overcome
stigma and develop positive attitudes toward inclusion. Conversely, when caregivers
experience rejection or lack of cooperation within the family, they are less confident in

exposing their children to social environments (Gupta et al., 2019).

Therefore, this study aims to explore the perspectives of caregivers regarding
the role of family support in promoting social integration among children with cerebral
palsy. Understanding these perspectives will help occupational therapists and
rehabilitation professionals to design more family-centered interventions that
strengthen inclusion, resilience, and community participation within the Bangladeshi

cultural framework.



1.2 Justification of the Study

Caring for a child with cerebral palsy is not an easy responsibility. In Bangladesh, where
family plays a central role in everyday life, the caregiving journey often becomes both
a challenge and a test of emotional strength. Most of the time, mothers take the main
responsibility for looking after their children, while other family members support them
in different ways. However, not all families are equally understanding or cooperative.
Some caregivers receive full support, while others feel alone, misunderstood, and
emotionally exhausted. These differences in family attitudes can make a big impact on
how caregivers manage their stress and how they help their children participate in

society.

Through my personal observation during clinical placements, I have seen how
family support can change a caregiver’s life. When family members stand beside the
caregiver, share responsibilities, and show empathy, the caregiver becomes more
hopeful and confident. On the other hand, when family members do not show interest
or blame the caregiver, it increases their mental stress and isolation. This emotional
burden not only affects the caregiver’s health but also limits the child’s opportunities

to interact with others.

This study is important because it focuses on caregiver’s own experiences and
perspectives. It seeks to understand how family support influences their efforts to
include their children in everyday social life. In Bangladesh, where cultural beliefs and
community attitudes often create barriers, family support can become the strongest
source of empowerment. By listening to the voices of caregivers, this research aims to

highlight their strengths, challenges, and hopes for a more inclusive society.



The findings of this study will help occupational therapists, rehabilitation
professionals, and policymakers to understand caregivers’ needs from their own point
of view. It will also provide guidance on how to design programs that strengthen family
support and promote social inclusion. Most importantly, this study will give recognition
to the silent struggles and achievements of caregivers who continue to stand by their

children with love, courage, and faith.

1.3 Operational Definitions

1.3.1 Cerebral Palsy
Cerebral palsy refers to a list of sustained motorization and posture disorders that result
in the reduced activity with others being identified as nonprogressive impairments in

the developing brain (Rosenbaum et al., 2007).

1.3.2 Family Support

The family support is defined as multidimensional support and emotional sustenance
of a primary caregiver that the family members will offer (Skok et al., 2006). This
includes instrumental assistance, including assistance with activities of daily living and
finances (Hsiao, 2018). It encompasses emotional support; this is whereby empathy and
validation are employed (Ones et al., 2005). Informational support refers to the advice

and guidance (Skok et al., 2006).

1.3.3 Social Integration

The degree of involvement in the social interactions and community life is referred to
as social integration (Verdonschot et al., 2009). It includes socially taking part in the
events or informal interactions. It involves the format and quality of social networks
outside of immediate household (Green, 2007). It is also characterized by a subjective

belonging and acceptance (Hsiao, 2018).



1.3.4 Caregiver

A caregiver refers to the major person who has taken up the continued responsibility of
taking care of the child and provides the daily supervision (Raina et al., 2005). This
person organizes healthcare and is involved in big decisions. It is broad in the definition
of family relationships, which consider the joint responsibility in collectivist societies

(Mobarak et al., 2000).

1.4 Aim of the study

Exploring the lived experience of caregiver in providing family support that enhances

social integration of children with cerebral palsy.



CHAPTER II: LITERATURE REVIEW

This literature review chapter provides an overview of studies that family support

influences the social integration of children with cerebral palsy. This chapter concluded

with a discussion of the key gaps in the evidence. Google Scholar, PubMed, Scopus

and Google have searched for articles published within the last 5-15 years. Please see

Figure 2.1 for an overview of the findings from the literature review.

Figure 2.1

Overview of literature review findings
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2.1 Child Functional Capacities and Participation
Cerebral palsy (CP) has been clinically defined as a heterogeneous and varied group of
longlasting motor disorders (Rosenbaum et al. 2007). Consequently, children diagnosed
with CP follow pathways of development which are significant influenced by complex
combination of primary motor impairments that are accompanied by secondary factors
on cognitive processes, sensation and social function (Novak et al., 2017). These
challenges range on the spectrum from having minor speech disturbances to inability
to speak at all (Pennington et al., 2013). Children have limitations in receptive
expressive language and this can limit social interactions (Stadskleiv, 2020). These
persistent challenges in communication restricts their participation in educational,
community and peer environments to a great degree. Furthermore, these deficits have
negative impact on the general quality of life of these children (Pennington et al. 2013).
When compared with children with normal development, children with CP have
high rates of emotional and behaviour problems (Parkes et al., 2008). Additionally,
issues such as the ability to think, ability to communicate, presence of chronic pain and
chance of engagement affect the quality of affective well-being (Parkes et al., 2009).
Children's attitude to engagement in activities is influenced by a balance of their
personal interests, perceived competence, satisfaction, social encouragement and
environment (Imms et al. 2016).0On the other hand, repeated failures, fatigue, suffering
pain constantly and being excluded may lead to low motivation and to learned
helplessness patterns (King et al., 2003).
Children with CP often experience restrictions in their everyday routines in home,

school and community environments (Imms et al., 2008).

2.2 Family Stress, Coping and Resiliency

This section of the literature review discusses the Family Stress, Coping, and Resiliency



highlight how families of children with cerebral palsy manage stress, adapt to
challenges, and build resilience.

2.2.1 Caregiving Stressors

Caring for a child with CP has tremendous physical and emotional demands on
caregivers that show poorer overall health when compared with parents of typically
developing children (Brehaut et al., 2004). The daily tasks required, including lifting,
transferring, feeding and positioning the child, become more pronounced the child in
question becomes larger hence adding more stress to the physical strain of being a
parent (Brehaut et al., 2004). Emotionally, caregivers may face challenges of stressing
over having to be always worried, changed expectations, anxiety and a sense of
isolation (Raina et al., 2005). The prevalence of depression and psychological distress
is two to three times greater in this group than in the general population (Raina et al,
2005). These stress levels are affected by child-specific factors (functional severity,
behavior, communication challenges), family situation, and caregiver's health (Raina et
al., 2005). Longitudinal work suggests that often caregiving stress does not improve
over time, but instead remains stable (Raina et al., 2005).

In terms of time requirements, care of a CP child requires 3-5 more hours of
daily care-giving activities than in families with children with normal development
(Brehaut et al., 2004). These serious time requirements mean limited time for work,
leisure and shared attention to other members of the family (Davis et al., 2010).
Furthermore, financial pressures are associated with medical care and therapy services,
transportation, assistive equipment, and lost income (Parish et al., 2008). Economic
hardship is particularly acute when it comes to low-income contexts with limited
insurance coverage (Khandaker et al., 2019). Finally, social pressures such as stigma,

decreased social participation, and strained family relationships also add to increased



caregiver burden (Green, 2007). The cumulative effect raises the risk of burnout and
lower quality of life (Raina et al, 2005).
2.2.2 Coping and Adjustment
Caregivers use many ways to cope with their situation. Problem-focused coping
involves active actions for pursuing information, planning and care routine
organization, and advocacy in healthcare and educational system (e.g., Skok et al.,
2006). Nevertheless, their achievement level is greatly contingent on the availability of
supportive resources; in under-resourced environments, the inability to acquire needed
services may increase frustration (Dambi et al., 2015). Caregivers who are flexible in
their adaptation approaches have more likely to show better outcomes in adjustment
than those who adopt a single approach (Skok et al., 2006). Avoidant coping is in
general related to worse psychological outcomes, although short-term
respite/distraction may provide short-term protection (Skok et al., 2006). In many
cultural contexts, spiritual and religious coping provides a way for people to cope by
providing meaning, comfort, and emotional grounding (Dambi et al., 2015).
2.2.3 Family Resilience
Family resilience is defined as the ability to reorganise, adapt and possibly grow from
adversity (Walsh, 2016). Families that exhibit cohesive relationships, communication
patterns, flexibility in organization and mutual values have shown increased resiliency
(Hsiao, 2018). Many caregivers express, not only burdens but also personal gains,
strengthened family connections and changes in the prioritization of life attributes
(Green, 2007).

The process of adjustment within families of children with CP is also not linear,
rather consisting of recurring cycles of challenge and recovery (Walsh, 2016).

Protective mechanisms include having supportive partnerships, being involved in a
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robust extended family system, having financial stability, accessing needed services,
and acceptance in the larger community (Hsiao, 2018). Positive reframing of the

caregiving experience is also very important for resilience (Green, 2007).

2.3 Socioeconomic and Cultural Determinants of Inclusion

This section explores the socioeconomic and cultural factors that influence the inclusion
of children with cerebral palsy. It highlights how family income, available service,
social attitudes, and cultural beliefs affect access to opportunities, participation, and

overall social integration.

2.3.1 Economic Constraints

Economic circumstances have a fundamental influence on the degree to which families
gain access to healthcare, therapy and educational support services for children with CP
(Maulik & Darmstadt, 2007). In low and middle-income countries, households
frequently experience catastrophic healthcare spending, in some cases more than 40%
of income (Khandaker et al., 2019). The costs of treatment, assistive devices,
rehabilitation services, transportation and lost income from caregiving put a huge strain
(Dambi et al., 2015). These financial challenges place increased stress on caregivers

and could have adverse effects on the development of the child (Parish et al., 2008).

2.3.2 Availability of Services

Access to rehabilitation and developmental services is unequal with most professional
services being found in urban centers and rural areas are underserved (Khandaker et al.,
2019). Barriers like long traveling distance, problems with transportation, waiting time,
fragmented systems of service provision, and lack of cultural appropriateness limit the
routine use of a service (Maulik & Darmstadt, 2007). Consequently, community based
and integrated service models have been found to be promising as pathway to close

these access gaps (Khandaker et al., 2019).
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2.3.3 Cultural Beliefs and Stigma

Cultural beliefs play a great role in the understanding and management of disability
(Bywaters et al., 2003). In many contexts, disability is linked to negative stereotypes,
supernatural explanations of disability, shame or blame (Bywaters et al., 2003).
Courtesy stigma is faced by the whole family - especially mothers - who may be blamed
for the condition of the child, or be socially excluded (Mobarak et al., 2000). These
stigmatizing beliefs often lead to families withdrawing themselves from social
participation, or when seeking for help (Bywaters et al., 2003). Despite these
challenges, there are also many families who demonstrate a sense of resilience and
actively challenge the negative norms (Green, 2007).

2.4 Support Systems and Participation Enablers

This section reviews the support systems and participation enablers that facilitate the
social inclusion of children with cerebral palsy. It highlights how emotional, practical,
informational support, accessible environment and rehabilitation services work
together to enhance children’s participation, independence, and overall well-being.
2.4.1 Emotional, Instrumental and Informational Support

Informal support systems, such as the family, relatives, neighbors, and peers, are often
the source of the emotional support and empathy that caregivers of children with CP
need, as well as practical support (Hsiao, 2018). Research shows that ever having
perceived emotional support is consistently linked with reduced caregiver stress and
improvements in psychological well-being (Skok et al., 2006). Practical help such as
helping with daily caregiving responsibilities, household duties, or caring for other
siblings can take a great deal of pressure off the caregivers (Hsiao, 2018). In this context
there are unique benefits of peer support groups, specifically with other caregivers of

children with disabilities, provide a level of mutual understanding and validation
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(Green, 2007).

Formal systems refer to healthcare, therapy, educational and social welfare
services (Maulik and Darmstadt, 2007). Research demonstrates that professional
coordinated support, where all tasks are working in concert, affects outcomes of the
child and decreases caregiver burden (Novak et al., 2017). However, in many low-
resource settings, services are still fragmented, inaccessible or not culturally responsive
(Maulik & Darmstadt, 2007). Family-centered model-Family involvement as active

partners in planning and decision making contributes to stronger outcomes (King, et al.,

2004).

2.4.2 Environmental and Community Enablers

Accessibility of the environment is extremely important to children's participation
(Rosenbaum & Gorter, 2012). Barriers such as uneven terrain, inaccessible public
buildings, unpaved roads and lack of transport options are factors that greatly limit
mobility and inclusion (Rosenbaum & Gorter, 2012). Poor infrastructure in poor
countries makes these challenges even more severe (Maulik & Darmstadt, 2007).
Environmental modifications, such as ramps, widened pathways and adapted
playgrounds, have been shown to improve levels of participation (Bornman et al.,
2010). Assistive technologies such as wheelchairs, walkers, orthotics and
communication devices promote independence but may be out of financial or
geographic reach (Bornman et al., 2010).

Regarding community engagement, children with CP have lower participation
levels in community-based recreation as well as organized activities because of barriers
that include stigma, cost, and lack of appropriate adaptation (Imms et al., 2008).
Communities which invest to make their programming inclusive, their staff informed,

and their environments accessible provide higher levels of participation for children
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with disabilities (Imms et al., 2016). Community-based rehabilitation (CBR) models in
which workers are trained to work with children in the community itself are particularly

successful in low-resource settings (Maulik & Darmstadt, 2007).

2.4.3 Supportive, Collaborative and Inter-disciplinary

Effective interdisciplinary team work (based on shared goals and communication and
working together) reduces fragmentation and impacts on outcomes (Novak et al, 2017).
Barriers such as workforce shortages and limited training and communication can occur
in collaborative care, particularly in poor income settings (Maulik & Darmstadt 2007).
Task-shifting models in which trained non-specialists provide basic interventions under
supervision are a promising solution (Maulik and Darmstadt, 2007). Strong families

and professionals partnerships remain important to successful care (King et al., 2004).

2.5 Advocacy and Social Integration

Community attitudes play an important role in influencing children with CP's
experiences of living with this disability (Verdonschot et al., 2009). Negative
perceptions such as fear, pity or low expectations can result in powerful barriers to
inclusion (Verdonschot et al., 2009). Misconceptions about what children can do and
what they can achieve help reinforce exclusions and discrimination (Bywaters et al.,
2003). Awareness program to counter stereotypes and encourage appropriate
knowledge of disability (Verdronschot et al., 2009). Successful initiatives often have
the direct involvement of people with disabilities and the enhancement of strengths over
deficit attribution (Verdonschot et al., 2009). A caregiver's social competency affects
not only individual well-being but also a child's chances of participation (Green, 2007).
Skills such as communication, negotiation, and advocacy facilitate interaction with the
schooling environments, communities and service providers (Green, 2007).

Advocacy means achieving appropriate services, accommodations and rights
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for children with CP (Maulik & Darmstadt, 2007). Effective advocacy involves

knowledge of systems, communication and persistence (Maulik & Darmstadt, 2007).

Caregivers frequently encounter barriers such as low literacy, unfamiliarity with rights

frameworks or cultural norms that frown on assertiveness (Green, 2007).

Empowerment programs education for family support, partnering with peers, and

working together in service within the community increase the capacity of families to

be advocates (Green, 2007). Collective advocacy groups are also helpful in redressing

systemic inequities (Verdonschot et al., 2009).

2.6 Key Gaps in the Evidence

Geographical Gaps: Majority of the studies on CP are conducted in high-
income nations, which means that minimal representation is given to children
and families in low and middle-income nations (Maulik and Darmstadt, 2007).
The evidence unique to Bangladesh is still uncommon; it is commonly reduced
to epidemiological evidence, but not a research on the psychosocial or an
intervention (Khandaker et al., 2019).

Methodological Consideration: Cross-sectional studies are dominant thereby
limiting the knowledge of causal relationships (Raina et al., 2005). There is
limited use of non-Western qualitative and mixed-methods methods (Dambi et
al., 2015). It does not cover the lived experience of families with CP.
Disability coverage Gaps: The current literature is highly biased towards
motor impairment, and attention is not paid to communication, cognitive,
sensory, and behavioral issues (Stadskleiv, 2020). Little is done concerning the
way in which social and family support affect the child integration (Hsiao,

2018).
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Focus Gaps: Whereas the caregiver burden is widely reported, the focus on
positively adapting the family, strengths, and resilience has been the focus of
fewer studies (Walsh, 2016). The process by which social support facilitates the

integration process needs to be studied further (Hsiao, 2018).
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CHAPTER III: METHODS AND MATERIALS

This chapter aims to present the study question, aim, and objectives, along with the
methods used, including the rationale for the research design, study setting, study
participants, ethical considerations, data collection process, data management and

analysis and trustworthiness.
3.1 Study Question, Aim, Objectives

3.1.1 Study Question

How does family support influence the social integration of children with cerebral
palsy?

3.1.2 Aim of the study

Exploring the lived experience of caregiver in providing family support that enhances

social integration of children with cerebral palsy.

3.1.3 Objectives

e To understand the challenges families face while promoting social integration
for their children with cerebral palsy.

e To identify the coping strategies families use to overcome social and
environmental barriers.

e To explore how family support influences the social participation of children

with cerebral palsy.
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3.2 Study Design

3.2.1 Study Method

The student researcher used a qualitative research design for this study because it helps
to explore and understand how people make sense of their personal experiences
(Creswell & Poth, 2018). This focuses on people’s real-life stories, emotions, and
perspectives, allowing the researcher to see the world through the participants’ eyes
(Liamputtong, 2017). Qualitative research also values the context in which people live,
helping to uncover the deeper meanings behind their experiences (Fossey et al., 2002).
On this study, the student researcher wanted to understand how caregivers experience
providing family support that helps children with cerebral palsy become more socially
included. Using a qualitative method made it possible to capture the caregivers’ voices,
feelings, and challenges in their own words. This method provided a richer
understanding of what family support means to them and how it shapes the social lives

of their children.

3.2.2 Study Approach

This study used a phenomenological approach within the qualitative research design. A
phenomenological study focuses on understanding how people experience and make
sense of a particular phenomenon in their everyday lives (Creswell & Poth, 2018). It
aims to capture the shared meanings of those experiences and describe them as they are
lived by the individuals themselves (Moustakas, 1994). This approach values personal
stories and reflections, helping the researcher to see the world through the participants’
perspectives (Neubauer et al., 2019).For this research, the focus was on exploring how
caregivers experience providing family support that helps children with cerebral palsy
to become more socially integrated. The phenomenological approach was chosen

because it allows for an in-depth understanding of each caregiver’s perspective and the
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emotions, challenges, and meanings behind their lived experiences. Through this
approach, the study aimed to give voice to caregivers and highlight their experiences in

supporting their children’s social participation.
3.3 Study Setting and Period

3.3.1 Study Setting
The data were collected from twelve participants from Paediatric Department of the
Centre for the Rehabilitation of the Paralysed (CRP) and William and Marie Taylor

School (WMTYS), an inclusive school of CRP.

3.3.2 Study Period
The study period was from June 2025 to December 2025 with data collection conducted

between 2nd August 2025 and 15th September 2025.
3.4 Study Participant

3.4.1 Study Population

The study involved family members who are the primary caregivers of children
diagnosed with cerebral palsy. These caregivers are directly responsible for providing
daily care, emotional support, and opportunities for social integration for their children.
3.4.2 Sampling Techniques

The researcher used purposive sampling, a type of non-probability sampling, to select
participants for the study. In purposive sampling, participants are chosen based on
specific characteristics or experiences that make them most suitable to provide rich
information about the research topic (Etikan et al., 2016). This method allows the
researcher to use their judgment to include individuals who meet the study’s inclusion
and exclusion criteria. Purposive sampling is appropriate for qualitative studies because
it helps identify participants who can best explain and reflect on the phenomenon being

explored (Palinkas et al., 2015).
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3.4.3 Inclusion and Exclusion Criteria
Inclusion Criteria
e Family members who are the primary caregivers of children diagnosed with
cerebral palsy.
e Caregivers who have been providing continuous care for at least one year.
e (Caregivers of children aged between 3 and 13 years.
e Caregivers willing to share their experiences.
Exclusion Criteria
e Caregivers of children who have other severe medical or developmental
conditions.
e Caregivers who have serious health or mental conditions that could limit their
ability to participate in interviews
e Caregivers who are professional paid attendants rather than family members.
3.4.5 Participant Overview
The study involved twelve participants whom were primary caregivers of children with
cerebral palsy. Due to ethical concerns, participants were given a pseudonym to protect
their confidentiality (Goodyear et al., 2007, NHMRC, 2023). An overview of the

participants is shown below. (Please see the next page for participant’s overview)



Table 3.1

Overview of Caregivers of Children with Cerebral Palsy
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Pseudo Occupation Child’s Sex Types of Cerebral Educational
Name Age Palsy (CP) Level/
Patient ID
Reshma(C1) Homemaker 4 Year & Boy  Spastic 25.01.040307
8 Month Hemiplegic CP
Rehena(C2) Homemaker 3 Year Boy  Spastic 24.01.024612
Diaplegic CP
Nasima (C3) Homemaker 5 Year Girl  Spastic 25.01.044475
Quadriplegic CP
Mira (C4) Homemaker 3 Year & Girl  Dyskinetic CP 25.01.036459
1 Month
Mily (C5) Homemaker 12 Year Boy  Spastic Class Two
Diaplegic CP
Afrin (C6) Homemaker 11 Year Boy  Spastic Class Two
&3 Diaplegic CP
Month
Jesmin(C7) Homemaker 6 Year Girl ~ Spastic Golap class
Hemiplegic CP
Jerin (C8) Homemaker 11 Year Boy  Spastic KG Class
Diaplegic CP
Memy (C9) Homemaker 9 year Girl  Spastic Nursery Class
Hemiplegic CP
Tamanna Homemaker 10 Year Girl  Spastic Nursery Class
(C10) Hemiplegic CP
Sahina (C11) Homemaker 11 Year Girl  Spastic KG Class
Hemiplegic CP
Shammi Homemaker 8 Year Girl ~ Spastic Rongon Class
(C12) Hemiplegic CP
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3.5 Ethical Consideration

The Declaration of Helsinki provides internationally recognized ethical guidelines that
protect human dignity, rights, and well-being in research (World Medical Association,
2024). This study followed these principles to ensure that participants were treated with

respect, fairness, and care throughout the research process.

3.5.1 Ethical Clearance from IRB

Ethical approval for this study was obtained from the Institutional Review Board (IRB)
through the Department of Occupational Therapy at the Bangladesh Health Professions
Institute (BHPI). The IRB approval number is CRP-BHPI/IRB/07/2025/1098 (see
Appendix A). Before collecting data, formal permission was also obtained from the
authorities of the Paediatric Department of CRP and the William and Merry Taylor
School, where the participants were recruited. All interviews were scheduled at times

and locations convenient and comfortable for participants.

3.5.2 Informed Consent
Informed consent is a key ethical principle that ensures participants take part in research

voluntarily, after being fully informed about its purpose, nature, risks, and benefits

(Guraya et al., 2014).

e Participant Explanatory Statement
Each participant received an information sheet that explained the study’s
objectives, purpose, possible risks, and expected benefits. The researcher
discussed the information with each participant to make sure they understood

what participation involved (see Appendix B).
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e Consent From
Participation in this study was completely voluntary. Before starting the
interview, the researcher explained the purpose of the study and ensured that
participants understood what their involvement meant. After that participants
agreed to take part, they signed a written consent form confirming their

voluntary participation (NHMRC, 2023).

e Withdrawal Form
Participants were informed that they could withdraw from the study at any time
within two weeks after the interview, without giving a reason or facing any
negative consequences (see Appendix B).
3.5.3 Unequal Relationship
The student researcher maintained a neutral and respectful relationship with all
participants. There was no prior personal or professional connection that could

influence participation or responses (NHMRC, 2023).

3.5.4 Risk and Beneficence

According to the NHMRC (2023) ethical guidelines, this study did not involve any
physical, emotional, or social risks for the participants. Although there were no direct
benefits, caregivers had the chance to share their personal experiences and challenges.
Their insights may help improve future programs and support services for families of
children with cerebral palsy.

3.5.5 Power Relationships

The student researcher maintained an equal and respectful relationship with all
participants. No authority, influence, or pressure was placed on anyone to participate.
Each caregiver took part voluntarily and was treated with fairness and understanding

throughout the study (NHMRC, 2023).
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3.5.6 Confidentiality

All information shared during the interviews was kept completely confidential.
Participants’ names and any identifying details were removed from transcripts and
reports. Only the researcher and the academic supervisor had access to the data.
Participants were assured that their identities would remain anonymous in all reports,

presentations, and future publications (NHMRC, 2023).
3.6 Data Collection Process

3.6.1 Participant Recruitment Process
Figure 3.6.1

Overview of Participant Recruitment Process

» Permissions were obtained from head of paediatric department and
pincipal of WMTS.

* Participants were selected based on the inclusion and exclusion criteria

» Communicated with the participants and invited them to participate..

 Bengali information sheet and consent forms were provided to the
participants and took sign from the participants.

* The student researcher went to the participants' preferred location as per
the appointment scheduled to conduct face-to-face interviews.

* Data were collected through face-to-face interviews using a semi-
structured, self-developed interview guide.

€E€E€C€EC



24

3.6.2 Data Collection Method

Data for this study were collected through semi-structured, face-to-face interviews with
the participants. This method was chosen because it allows for open conversation and
helps capture participants’ real experiences, feelings, and perspectives in their own
words (Griffee, 2005). Semi-structured interviews provided the flexibility to explore
important topics in depth while keeping the discussion focused on the study’s objectives
(Jessiman, 2013).Each interview lasted around 30 to 45 minutes and was conducted in
a quiet and comfortable setting within the Paediatric Department and the William and
Marie Taylor School at the Centre for the Rehabilitation of the Paralysed (CRP). With
permission from each participant, interviews were audio-recorded and later transcribed
word-for-word to ensure accuracy and completeness of the data (Liamputtong,
2017).The entire data collection process followed the Consolidated Criteria for
Reporting Qualitative Research (COREQ) guidelines to maintain ethical standards,

transparency, and credibility throughout the study (Tong et al., 2007).

3.6.3 Data Collection Instrument

A self-developed semi-structured interview guide, informed by relevant theoretical
frameworks and literature, was used to collect data from participants. The guide was
developed drawing upon the Person-Environment-Occupation (PEO) Model, Model of
Human Occupation (MOHO), Family Ecology Model, Kawa Model, and the Stress and
Coping Model. The questions explored caregiver’s perceptions, caregiving roles,
family support, barriers, coping strategies, and the social participation of children with
cerebral palsy. Open-ended questions were used to encourage participants to express
their experiences and perspectives freely. The student researcher also developed a

sociodemographic information sheet, which was included in the semi structured
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interview guide. Field notes, a reflection diary and a high-quality recorder, were also

used as instruments for the study.

Figure 3.6.3

Overview of conceptual framework

Child’s Functional Abilities

(Based on PEO & MOHO Models)

Socioeconomic and Cultural Factors
(Based on Ecological & Kawa Models)
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3.6.4 Field Test

A field test was conducted with *three participants® before beginning the main data
collection. The purpose of the pilot interview was to assess the clarity, flow, and
relevance of the questions in the interview guide. Conducting a pilot interview helps
researchers refine questions, improve interviewing techniques, and receive feedback on

the content and structure of the guide (Griffee, 2005).

Based on the feedback from the pilot interviews, minor adjustments were made to the
interview guide to improve clarity and ensure that the questions were easy for
caregivers to understand. Some questions were rephrased to better capture caregivers’
experiences of providing family support and their perceptions of their children’s social
participation. The field test helped ensure that the final interview guide was clear,

relevant, and appropriate for the study population.

3.6.5 Field Notes and Reflective Journal

In this study, both field notes and a reflective journal were maintained throughout the
data collection process. Along with the audio recordings, the field notes provided an
additional layer of data that captured the context of each interview (Braun & Clarke,
2013; Creswell & Poth, 2018). All interviews were conducted in Bengali, allowing
participants to express their thoughts and feelings more naturally. The field notes
included nonverbal cues, emotional expressions, and any contextual details observed
during the interviews. The reflective journal was used by the researcher to document
personal insights, reflections, and emerging thoughts after each interview, helping to
maintain reflexivity and ensure a deeper understanding of the data (Phillippi &

Lauderdale, 2018).
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3.7 Data Management and Analysis

The data in this study were analyzed using Braun and Clarke’s six steps of thematic
analysis. This method was chosen because it helps organize and interpret participants
experiences in a clear and meaningful way (Braun & Clarke, 2013). It allowed the
researcher to identify patterns and key ideas that reflected how caregivers experience
and understand their role in supporting the social integration of children with cerebral
palsy.

Step 1: Familiarisation with the Data

The researcher began by becoming fully familiar with the data. All interviews were
conducted and transcribed verbatim in Bangla, then translated into English to prepare
for analysis. One of the transcripts was first translated by a volunteer and then
rechecked and retranslated by the researcher to ensure accuracy. All final versions were
reviewed by the academic supervisor. The researcher carefully read and reread the
transcripts and field notes to get a deep understanding of the participants’ stories and to
note early thoughts and impressions.

Step 2: Generating Initial Codes

In this step, important phrases, sentences, and ideas that captured the caregivers’
experiences were identified and labeled with codes. Coding was done manually across
all transcripts to make sure every meaningful piece of data was included. These initial
codes were later reviewed and refined with input from the supervisor.

Step 3: Generating Themes

After coding, similar or related codes were grouped together to form potential themes.
The researcher wrote the codes on separate sheets and used sticky notes to arrange them
by topic and meaning. This visual process helped identify patterns and connections

between different caregivers’ experiences. These groupings were then discussed with
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the supervisor to refine and organize the emerging themes.

Step 4: Reviewing Potential Themes

The researcher reviewed the initial themes carefully to check if they accurately
represented the data. Each theme and subtheme was compared with the transcripts to
make sure nothing important was missed. A preliminary thematic map was created to
show how the themes were connected. The supervisor reviewed the themes and
provided feedback to improve clarity and accuracy.

Step 5: Defining and Naming Themes

Once the themes were finalized, the researcher refined their names and meanings so
that each clearly represented a specific aspect of the caregivers’ experiences. The final
themes were reviewed by the supervisor to ensure that they were coherent and
meaningful.

Step 6: Producing the Report

In the last step, the researcher wrote the results chapter, organizing the findings under
each theme. Direct quotes from participants were included to illustrate their voices and
give authenticity to the findings. This process helped present a clear picture of how
caregivers support their children with cerebral palsy and the challenges they face in
promoting social integration.

3.8 Trustworthiness and Rigor

The trustworthiness of this study was ensured by maintaining both methodological and
interpretive rigor as described by Fossey et al. (2002).

3.8.1 Methodological Rigor

Congruence: This refers to how well the chosen research design fits with the study’s
philosophical approach (Fossey et al., 2002). A phenomenological qualitative design

was used in this research, which appropriately matched the aim of exploring caregivers’
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lived experiences and understanding their perspectives (see Section 3.2: Study Design).

Responsiveness to Social Context: Responsiveness to social context refers to studying
a real-life issue within its natural setting (Fossey et al., 2002). The interviews were
conducted face to face in locations familiar and comfortable for the participants. This
allowed the researcher to build rapport and better understand each caregiver’s situation

(see Section 3.3.1: Study Setting).

Appropriateness and Adequacy: This aspect considers how well the study’s sample,
data collection, and analysis methods align with its purpose (Fossey et al., 2002).
Purposive sampling was used to select participants who were primary caregivers of
children with cerebral palsy, based on defined inclusion criteria. Data were collected
through semi structured interviews and analyzed thematically (see Sections 3.4.2 and

3.7).

Transparency: The student researcher was responsible for conducting all interviews,
transcribing, and analyzing the data (Fossey et al., 2002). The supervisor reviewed each
stage of the analysis process to ensure accuracy and reduce bias. Regular discussions
with the supervisor helped maintain transparency and strengthen the credibility of the

findings (see Sections 3.6 and 3.7).

3.8.2 Interpretive Rigor

Authenticity: The authenticity of the findings was maintained by including verbatim
from participants, allowing their voices to be represented accurately (Fossey et al.,
2002). The student researcher also confirmed understanding during interviews by

restating or clarifying participants’ statements (see Chapter IV: Results).
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Coherence: Coherence refers to the alignment between the data, the findings, and the
research objectives (Fossey et al., 2002). The data were directly linked to the study’s
aims, and the researcher transcribed all interviews verbatim in Bengali and then
translated them into English. The supervisor reviewed all transcripts and translations

before data analysis (see Section 3.7).

Reciprocity: The student researcher ensured that all data were translated without
altering participants original meanings. Data analysis was not discussed with

participants (see Section 3.7).

Typicality: This refers to how well the results can be applied to different contexts
(Fossey et al., 2002). The student researcher provided a detailed description of the
study’s context to ensure a clear understanding for the readers (see Sections 3.4.4 and

3.7: Participant Overview and Data Management and Analysis).

Permeability of the Researcher: By strictly adhering to ethical guidelines, the student
researcher's intentions, preconceptions, values, or preferred theories were maintained.
The student researcher followed all research strategies, as discussed with the supervisor,
which ensured the study's unbiased nature (see Section 3.7: Data Management and

Analysis).
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CHAPTER 1V: RESULTS

This chapter presents the findings derived from in-depth interviews with twelve
caregivers of children with cerebral palsy (CP). All caregivers were family members,
primarily mothers, who provided daily support and were deeply involved in their child’s
development and social engagement. The thematic analysis generated six major themes
and related subthemes that reflect caregivers’ lived experiences in recognizing,
accepting, and managing their child’s condition while navigating emotional, familial,
and societal contexts.

Table 4.1

Overview of results

Themes Subthemes
Theme 1: Perception of the Child’s Parenteral Concern for Developmental
Condition Delay

Diagnostic Journey and Uncertainty

Awareness toward Acceptance

Theme 2: Caregiving Journey Emotional Struggle after Diagnosis

Physical Stress of Daily Caregiving
Personal Sacrifice for the Child
Building Resilience

Theme 3: Family as the Pillar of Maternal Leading role in Caregiving

Support Paternal Involvement in Support

Support from Extended Family Members

Consequence of Family Support

Theme 4: Socioeconomic and Financial Burden of Child Care
Environmental Barriers Negative Community Attitude

Inadequate Institutional and Policy Support
Theme 5: Pathways to Social Family Encouragement and Advocacy
Integration Participation in School and Social

Activities

Community Awareness and Acceptance
Theme 6: Aspirations and Future Dream for the Child’s independence
Hopes Motivation for Child’s progress

Vision of Inclusivity
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4.1 Theme One: Perception of the Child’s Condition
The findings revealed that all caregivers experienced a gradual and emotionally intense
process of recognising and understanding their child’s condition. This theme captures
how early signs of concern evolved into the search for a diagnosis and eventual
acceptance of cerebral palsy through awareness, experience, and faith.
4.1.1 Parenteral Concern for Developmental Delay
Almost all families first noticed developmental irregularities during infancy. Rehena
(C2) mother of a three years old boy with spastic diplegic cerebral palsy shared that:
“When my son was one year old, we noticed he could not even hold his neck straight.”
Nasima (C3) mother of a five years old girl with spastic quadriplegic cerebral palsy
expressed similar concerns:
“When my daughter was about two months old, I noticed her neck wasn’t
becoming steady the way it should. Other babies of her age were lifting their
heads, but she wasn’t. It made me anxious...I decided to seek medical advice
immediately.”
Jesmin (C7) recalled, “When my daughter was about one year old, I realised she could
not sit up on her own.” These early observations triggered anxiety and prompted the
caregivers to seek medical explanations.
4.1.2 Diagnostic Journey and Uncertainty
Caregivers described a lengthy journey of uncertainty before obtaining a confirmed
diagnosis. Reshma (C1) mother of a four years and eight months old boy with spastic

hemiplegic cerebral palsy said that:

“When he was only three days old, I noticed something unusual but could not

understand what it meant. We visited several doctors and heard different
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opinions, but none made sense...later I came to know that it was cerebral

palsy.”

For many families, the path involved visiting multiple hospitals and specialists before
reaching CRP. Jerin (C2) mother of an eleven years old boy with spastic diplegic
cerebral palsy shared that: “When he was seven months old, we came to understand
that he had CP.” Some caregivers related the condition to birth complications. Shammi
(C12) explained, “The doctors said the brain damage happened during delivery.” This

diagnostic process was emotionally draining but marked the beginning of acceptance.

4.1.3 Awareness toward Acceptance
Once the diagnosis was understood, caregivers gradually moved from denial and
despair toward acceptance, often supported by faith and repeated visits to therapy
centres. Memy (C9) mother of a nine years old girl with spastic hemiplegic cerebral
palsy shared that:, “It was extremely difficult for us. Emotionally, we were devastated.
But eventually, we accepted the situation and decided to do everything we could for
her.” Rehena (C2) mother of a three years old boy with spastic diplegic cerebral palsy
expressed a similar transformation: “Gradually, we accepted that our child was not
developing normally.” Faith played a vital role in this transition. Sahina (C11) mother
of an eleven years old girl with spastic Hemiplegic cerebral palsy explained:
“I believe Allah gave my daughter to me this way for a reason. There is nothing
I can do without accept it with patience and gratitude. My faith helps me stay
calm and gives me the courage to continue caring for her.”

Through time, caregivers learned to replace fear with understanding and determination.
4.2 Theme Two: Caregiving Journey

This theme highlights the physical, emotional, and psychological dimensions of
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caregiving. The caregivers’ narratives portray exhaustion, sacrifice, and resilience

sustained by unconditional love and faith.

4.2.1 Emotional Struggle after Diagnosis

Caregivers described intense emotional struggles following diagnosis. Afrin (C6)
mother of an eleven years and three months old boy with spastic diplegic cerebral palsy
shared that: “Everyone of family was mentally broken. We felt very sad, and there was
a lot of crying.” Tamanna (C10) mother of a ten years old girl with spastic hemiplegic

cerebral palsy expressed uncertainty about the future and describe:

“Even after all these years, I still feel emotionally shaken sometimes. I often
think about her future and worry about what will happen when I am no longer

here to care for her. It is a constant fear I live with every day.”

Despite emotional turmoil, caregivers gradually developed emotional endurance

through experience and acceptance.

4.2.2 Physical Stress of Daily Caregiving

The physical requirements of caregiving were immense, particularly as children grew
older. Nasima (C3) mother of a five years old girl with spastic quadriplegic cerebral
palsy explained: “Physically, we get exhausted, especially when she is sick because we
have to stay awake at night.” Rehena (C2) mother of a three years old boy with spastic
diplegic cerebral palsy state that: “Feeding him takes almost two hours. I am constantly
tired, both physically and mentally.” Afrin (C6) mother of an eleven years and three

months old boy with spastic diplegic cerebral palsy describe:
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“Now that my son has grown bigger, lifting him has become very hard. My
back often hurts, but I still do everything myself because I can not rely on anyone

else. It is painful but part of my love for him.”

These daily tasks imposed significant fatigue but were seen as expressions of love rather

than burden.

4.2.3 Personal Sacrifice for the Child
Caregivers often sacrificed careers and personal time to meet their children’s needs.
Afrin (C6) mother of an eleven years and three months old boy with spastic diplegic

cerebral palsy said:

“I used to work before, but after my son’s birth, I had to quit...It was not an
easy decision, but my child needed me more than any job ever could. Now my

entire day revolves around his needs and progress”

Jerin (C2) mother of an eleven years old boy with spastic diplegic cerebral palsy shared:
“I was an artist. Because of my child, I cannot work like before.” Despite these
sacrifices, caregivers expressed pride rather than regret. Rehena (C2) said: “He is my
child. Why should I feel ashamed of my own child?” Their devotion reflected deep

parental commitment and moral responsibility.

4.2.4 Building Resilience

Through repeated challenges, caregivers cultivated patience and strength. Jesmin (C7)
mother of a six years old girl with spastic hemiplegic cerebral palsy said, “I try to stay
patient and calm even when it’s hard.” Reshma (C1) mother of a four years and eight
months old boy with spastic hemiplegic cerebral palsy expressed preparedness: “We

prepare everything in advance. We do not face such problems.” Faith anchored their
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perseverance. Taskir’s Jerin (C2) mother of an eleven years old boy with spastic
diplegic cerebral palsy said, “Allah gave him to me, and I must take care of him.”
Resilience, therefore, was defined not by the absence of hardship but by the ability to

persist through it.

4.3 Theme Three: Family as the Pillar of Support

Family solidarity emerged as the central foundation of caregiving. While mothers
served as primary caregivers, fathers, grandparents, and siblings contributed to
emotional, financial, and practical support. The collective family system sustained care

and enhanced the child’s social participation.

4.3.1 Maternal Leading Role in Caregiving
Mothers consistently assumed the leading role in managing daily care. Tamanna (C10)

mother of a ten years old girl with spastic hemiplegic cerebral palsy shared:

“I handle everything on my own.Taking her to therapy school, therapy session,
bringing her home, feeding her, even managing her schooling. Sometimes I feel
completely drained, but I know that if I do not do these things, nobody else will.

My child depends on me fully.”

Sahina (C11) explained: “All responsibilities fall on me. I manage the household, take
her to therapy, and care for my other daughter.” Mothers’ dedication symbolised

strength, coordination, and unconditional love.

4.3.2 Paternal Involvement in Support

Fathers’ participation varied across families. Rehena (C2) mother of a three years old
boy with spastic diplegic cerebral palsy said: “My husband has very little time, and I
cannot manage everything alone.” In contrast, Arfin (C6) said: “My husband is very

good; he even gives more priority to our child than I do.” Jesmin (C7) mother of a six
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years old girl with spastic hemiplegic cerebral palsy state that: “My husband spends
time with her and helps her with feeding or writing.” These accounts show that where
paternal involvement was consistent, caregiving became more balanced and less
isolating.

4.3.3 Support from Extended Family Members

The presence of grandparents, siblings, and relatives reduced stress and created a more
inclusive home environment. Nasima (C3) mother of a five years old girl with spastic
quadriplegic cerebral palsy shared: “My father-in-law and mother-in-law live with us
and help regularly in looking after her.” Mira (C4) mother of a three years and one
month old girl with dyskinetic cerebral palsy said that: “Because my sister helps, I can
manage without feeling overwhelmed.” Such shared participation not only eased the

caregiver’s burden but also reinforced emotional well-being for both caregiver and

child.

4.3.4 Consequence of Family Support
All participants emphasised that family support is not merely helpful but fundamental
for the child’s participation and development. Rehena (C2) mother of a three years old

boy with spastic diplegic cerebral palsy explained:

“Without my family’s understanding, I could not handle everything not the
therapy sessions, not the emotional breakdowns, not the financial issues. We
stand together for my son, and that unity keeps my child moving forward every

single day.”

Similarly, Tamanna (C10) mother of a ten years old girl with spastic hemiplegic
cerebral palsy shared that: “If my family did not support me, I could not take him to

therapy every week. They take turns helping when I get tired.” For several caregivers,
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emotional reassurance from spouses and relatives prevented despair. Afrin (C6) state
that: “Whenever I break down, my husband and family give me strength and say, ‘Don’t
cry, he will improve one day.” Shammi (C12) also reflected on the unifying effect of
caregiving: “We all gather around her when she tries something new; everyone claps
and encourages her.” Such collective affirmation was described as vital for the child’s
confidence and inclusion. Jesmin (C7) said that: “When we all treat her equally, she
feels normal, she laughs and wants to try more.” This subtheme underlines that the
family unit functions as both the emotional nucleus and the primary environment for

inclusive participation.

4.4 Theme Four: Socioeconomic and Environmental Barriers

Despite strong family support, caregivers faced numerous barriers, including financial

hardship, negative community attitudes, and inadequate institutional support.

4.4.1 Financial Burden of Child Care

The cost of treatment, therapy, and assistive devices placed heavy pressure on families.
Afrin (C6) mother of an eleven years and three months old boy with spastic diplegic
cerebral palsy said that: “Right now he needs an AFO. It costs around nine to ten
thousand taka.it is hard to manage all the time” Mily (C5) mother of a twelve years old
boy with spastic diplegic cerebral palsy describe that: “Four hundred taka per therapy
is difficult for a middle-class family.” Rehena (C2) mother of a three years old boy with

spastic diplegic cerebral palsy added that:

“Children like him require special food, medical checkups, and treatment. All

of which are costly. Managing everything is very tough, yet we somehow adjust

)

because stopping treatment is not an option.’
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Financial strain often forced families to reduce therapy frequency or seek external

assistance.

4.4.2 Negative Community Attitude

While some communities showed acceptance, many caregivers reported enduring
stigma and social distance. Sahina (C11) mother of an eleven years old girl with spastic
Hemiplegic cerebral palsy explained that: “Village people directly say things like your
daughter limps or your daughter is disabled.” Afrin (C6) said that: “People sometimes
look at him silently, which feels hurtful.” However, some caregivers resisted stigma
through confidence and advocacy. Rehena (C2) mother of a three years old boy with
spastic diplegic cerebral palsy state that: “I never allow anyone to neglect my son. If a

mother shows affection, others will follow.”

4.4.3 Inadequate Institutional and Policy Support

Caregivers expressed dissatisfaction with inadequate public assistance. Rehena (C2)
mother of a three years old boy with spastic diplegic cerebral palsy appealed that: “I
want to request the Government of Bangladesh to increase the disability allowance.”
Jerin (C2) mother of an eleven years old boy with spastic diplegic cerebral palsy said
that: “Even with a government job, there are limitations. We have to buy many
devices.” Dependence on CRP highlighted the lack of accessible state-run rehabilitation

and inclusive education programs.

4.5 Theme Five: Pathways to Social Integration

The findings revealed that caregivers actively pursued opportunities for their children’s
social integration through family engagement, education, and advocacy. Despite social
stigma and infrastructural barriers, these efforts reflected their deep desire to normalize

their children’s lives and enhance their self-esteem.
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4.5.1 Family Encouragement and Advocacy

Family played a crucial role in promoting children’s participation beyond the home.
Caregivers reported deliberately including their children in family and community
events to foster belonging. Memy (C9) mother of a nine years old girl with spastic
hemiplegic cerebral palsy state that: “Whether it is a family event or any gathering, I

make sure she is included.” Rehena (C2) expressed similar:

“Wherever we go, we take our son with us relative’s weddings, parks, social
events. We never hide him. We want people to see that he is part of our family,

not someone to be pitied or avoided.”

These acts of inclusion were seen as opportunities to challenge stigma and raise
awareness. Jerin explained that: “We never hide him. We introduce him proudly and
tell people he is taking therapy.” Parents viewed visibility as a form of advocacy that
helped others accept disability as part of normal life. Sahina (C11) mother of an eleven
years old girl with spastic Hemiplegic cerebral palsy explained that: “When we go out
together, my daughter becomes very happy, she feels confident that she is part of

everything.”

Everyday advocacy within social spaces enabled emotional development and promoted

community understanding.

4.5.2 Participation in School and Social Activities

School was identified as the primary site of social learning and adaptation. Caregivers
associated education not only with academic progress but with communication,
confidence, and social growth. Tamanna (C10) shared that: “When the school gives

new tasks, he tries to complete them.” Sahina (C11) explained that: “I tell her she must
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go to school because education helps a person mix with others and gain confidence.”
Parents valued teachers who encouraged inclusion. Jesmin (C7) mother of a six years

old girl with spastic hemiplegic cerebral palsy state that:

“Her teacher always includes her in class activities like drawing or singing.
That makes her so happy. It is not just about studying it is about learning to be

’

part of a group and developing confidence for participation.’

However, mainstream schools often lacked accessibility. Mira (C4) mentioned that:
“Sometimes other children don’t want to play with him, but teachers motivate them to
include him.” In contrast, CRP and special schools were praised for structured, activity-
based environments. Mily (C5) said that: “At CRP, my son plays football and learns
teamwork. It makes him happy.” Educational participation therefore became a key

pathway toward integration and confidence.

4.5.3 Community Awareness and Acceptance

Participants consistently highlighted the need for improved public awareness. Rehena
(C2) shared that: “I expect that our local representatives will take the initiative to
identify and look after all special children.” Afrin (C6) reported that: “Some people still
look at him differently, but when I explain about therapy, they understand.” Mira (C4)
added that: “People need to understand that these children deserve care, not pity. If

awareness increases, they will have more friends and opportunities.”

Through persistence and advocacy, families gradually transformed exclusion into
understanding. Social integration thus emerged as an evolving process supported by

family commitment, education, and community empathy.



42

4.6 Theme Six: Aspirations and future hopes
The final theme encapsulates faith, optimism, and determination to ensure a better
future for their children. Despite financial strain and social challenges, their narratives

were anchored in hope and belief that persistence would bring progress and acceptance.

4.6.1 Dream for the Child’s Independence

All caregivers expressed aspirations for their child’s eventual independence. For many,
this meant performing daily activities without help; for others, it symbolised
educational or social autonomy. Shammi (C12) state that: “If she could do her work,
our suffering would lessen.” Jeasmin (C7) shared: “I just want her to become more

capable and take care of herself.”

Even small achievements carried deep emotional meaning. Maria stated, “When he
holds his spoon properly or writes a word, I feel like he has achieved something big.”

These micro-achievements represented hope and progress within each family.

4.6.2 Motivation for Child’s Progress

Encouragement and emotional reinforcement were central to children’s growth. Sahina
(C11) mother of an eleven years old girl with spastic Hemiplegic cerebral palsy share
that: “I always motivate him so he feels confident.” Sahina (C11) said that: “If she
cannot study, I tell her to try again. I encourage her to mix with others.” Mily (C5)
noted: “When he completes a task, we clap and tell him he did great. Then he tries
again.” Jerin (C8) expressed: “Sometimes he gets frustrated, but I say, ‘You can do it,

Allah is helping you.” Then he smiles.”

Motivation became both a teaching strategy and an act of love, creating emotional

resilience in children and strengthening the bond between caregiver and child.
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4.6.3 Vision of Inclusivity

Beyond personal growth, caregivers imagined a future society where children with
disabilities are accepted and valued equally. Memy (C9) express that: “I simply hope
that people continue to accept her and support her as she grows.” Nasima (C3) mother

of a five years old girl with spastic quadriplegic cerebral palsy reflected that:

“I know my daughter may never become fully normal, but I still hope therapy
brings improvement and that people will accept her the way she is. Every act of

kindness from others gives me new hope of equity.”

For most, hope was sustained by faith and community progress. Jesmin (C7) beautifully
stated that: “We do our duty, the rest is in Allah’s hands. I believe He will make her life
better.” Hope therefore served as both a coping mechanism and a vision for social

transformation.
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CHAPTER V: DISCUSSION

This qualitative study explored the lived experiences of family caregivers in providing
support that enhances the social integration of children with cerebral palsy. Guided by
three objectives, the discussion interprets the findings in relation to existing literature
identified in the literature matrix and situates them within the sociocultural context of
family caregiving in Bangladesh. The findings highlight family support as a dynamic
and relational process that enables both caregiver capacity and children’s social
participation.

The first objective of the study was to explore how family support influences
the social participation of children with cerebral palsy in everyday activities. The
findings revealed that emotional, practical, and shared caregiving support within the
family enabled caregivers to actively involve their children in school, therapy, family
gatherings, and community activities. Caregivers reported that when family members
assisted with daily care, emotional reassurance, and logistical responsibilities, they felt
more confident and motivated to promote their children’s social participation.

These findings strongly align with Elangkovan et al. (2020), as reported in the
literature matrix, who found that supportive family environments reduced caregiver
stress and encouraged parents to engage their children more frequently in social and
educational activities. Similarly, Dezoti et al. (2015) highlighted that emotional and
instrumental family support enhanced caregivers’ psychological well-being, which in
turn positively influenced children’s participation in social contexts. The present study
extends these findings by demonstrating that family support directed toward caregivers
indirectly enhances children’s social integration by strengthening caregivers’ capacity

to advocate for inclusion.



45

Importantly, the findings suggest that family support does not function solely at the
child level. Rather, support provided to caregivers enhances their resilience,
confidence, and caregiving effectiveness, thereby facilitating children’s participation.
This dual pathway supports the family-centered perspective emphasized in the
literature, where strengthening caregivers is viewed as a prerequisite for improving
participation outcomes for children with disabilities.

The second objective of this study was to understand the challenges families
face while promoting social integration for their children with cerebral palsy. The
findings indicated that caregivers encountered multiple challenges, including social
stigma, negative community attitudes, financial constraints, limited accessibility, and
emotional exhaustion. Several caregivers described feeling judged or misunderstood in
public spaces, which sometimes discouraged social participation.

These findings are consistent with Kabir et al. (2020), who reported that families
of children with disabilities in Bangladesh frequently experience stigma and social
exclusion, leading to reduced community participation. Financial challenges identified
in the present study also align with Haque et al. (2019), who found that economic
burden significantly increased caregiver stress and limited access to rehabilitation and
social activities. The present study further highlights that financial strain often
intersects with caregiving responsibilities, restricting caregivers’ employment
opportunities and increasing dependency on family support.

Additionally, challenges within the family system itself were evident. Some
caregivers reported limited understanding or unequal distribution of caregiving
responsibilities among family members, which intensified emotional distress. This
finding supports (Hasan & Dubey, 2025), who emphasized that inadequate family

cooperation and poor family functioning exacerbate caregiver burden and negatively
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affect caregiving outcomes. These challenges demonstrate that both external societal
barriers and internal family dynamics influence families’ ability to promote social
integration.

The third objective of the study was to identify the coping strategies families
use to overcome social and environmental barriers. The findings revealed that
caregivers relied heavily on family cohesion, shared caregiving responsibilities,
emotional reassurance, and spiritual beliefs to cope with caregiving demands.
Caregivers who reported strong family cooperation described feeling emotionally
supported and better equipped to manage social challenges and caregiving stress.

This finding aligns with (Hasan & Dubey, 2025), who reported that strong

family support networks reduced caregiver stress and enhanced coping capacity.
Similarly, Hossain et al. (2023), as included in the literature matrix, found that family
resilience played a protective role in mitigating caregiving stress among parents of
children with disabilities in Bangladesh. Spiritual coping, which emerged as a key
strategy in the present study, was also identified by Adhikari et al. (2021) as an
important source of emotional strength for caregivers in low-resource settings.
The findings further suggest that coping strategies are embedded within family
relationships rather than being solely individual responses. Emotional reassurance from
spouses and extended family members enabled caregivers to sustain long-term
caregiving efforts and continue promoting their children’s social participation. These
findings reinforce the understanding of family support as both a coping mechanism and
an enabler of social integration.

Overall, this study clarifies that family support operates simultaneously at two
interconnected levels: support provided to caregivers enhances their emotional well-

being and caregiving capacity, while support provided to children facilitates social
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participation. Caregivers, as family members themselves, act as the primary agents
through whom family support is translated into social integration outcomes for children
with cerebral palsy. These findings underscore the importance of family-centered
approaches in occupational therapy practice and policy development aimed at

promoting inclusive participation for children with disabilities.
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CHAPTER VI: CONCLUSION

6.1 Strength and Limitation

6.1.1 Strength

e The study explored an under-researched area on the role of family support in
promoting social integration among caregivers of children with cerebral palsy
in Bangladesh.

e Participants were recruited from diverse family and socio-economic
backgrounds, which enriched the depth and variation of experiences.

e The qualitative phenomenological approach allowed for a detailed
understanding of the lived experiences of caregivers.

e Thematic analysis following Braun and Clarke’s six-step framework ensured
systematic data interpretation and credibility of the findings.

e The study maintained qualitative research standards by adhering to the COREQ

(Consolidated Criteria for Reporting Qualitative Research) checklist.

The findings provide a baseline for future research.
6.1.2 Limitation

e All participants were selected from a single rehabilitation centre within Dhaka
district; experiences from rural regions may differ.

e The study included only mothers as primary caregivers because other family
members could not be reached during data collection, and therefore the findings
represent only the maternal perspective.

e As the data were collected through self-reported interviews, some responses

may have been influenced by personal bias or emotional expression.
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e The researcher’s limited prior experience in qualitative interviewing may have

affected the depth of probing and data collection.
6.2 Practice Implication

6.2.1 Recommendation for future Practice

e The findings have important implications for occupational therapy, social work,
and rehabilitation practice in Bangladesh.

e Health professionals should focus on family-centered intervention models that
strengthen caregiver resilience and improve child participation.

e Policymakers should expand community-based rehabilitation (CBR) programs
and disability friendly infrastructure, particularly in rural areas.

e Rechabilitation centres should provide training sessions and counselling for
parents to manage stress, enhance communication, and improve caregiving
skills.

e Collaboration among families, schools, and community organizations should be
strengthened to promote inclusive social participation for children with cerebral
palsy.

e Public awareness campaigns should address stigma and misconceptions related
to disability, encouraging empathy and inclusion.

6.2.2 Recommendation for future Research

e Future studies should include larger and more diverse samples from different
regions to enhance representativeness.

e Comparative studies can explore differences in caregiving between urban and
rural families or between mothers and fathers.

e Mixed-method designs could be used to measure psychological well-being,

stress levels, or social participation outcomes.
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e Further research could include professionals and policymakers perspectives to
provide a broader understanding of social integration.
e Longitudinal studies could examine how family support evolves over time as

children grow and rehabilitation needs change.

6.3 Conclusion

The study explored the experiences of caregivers of children with cerebral palsy and
examined how family support influences social integration in the Bangladeshi context.
It revealed that families play a crucial role in ensuring emotional stability, physical care,
and social participation for their children. Despite financial constraints, physical strain,
and societal stigma, caregivers demonstrated strong resilience and faith-based coping
mechanisms. The presence of supportive family members, especially within extended
family systems, significantly enhanced caregiving capacity and children’s inclusion in
social activities.

The study emphasizes the importance of family centered support systems and inclusive
community practices to promote the well being and dignity of children with cerebral
palsy. It also highlights the need for accessible rehabilitation services, social awareness,
and policy level initiatives to create an inclusive environment for all children with

disabilities in Bangladesh.
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Introduction

I am Nilufa Yasmin, a 4th-year student of B.Sc. in Occupational Therapy at the
Bangladesh Health Professions Institute (BHPI), an academic institute of the Centre for
the Rehabilitation of the Paralysed (CRP). To complete the B.Sc. in Occupational
Therapy degree from BHPI, conducting a research project is mandatory. This research
is being conducted under the supervision of Professor Sheikh Moniruzzaman, Professor
and Head, Department of Occupational Therapy, and Co-supervisor Ms. Amina
Rahman, Lecturer, Department of Occupational Therapy, BHPI, CRP, Savar, Dhaka-
1343.In this participant explanatory statement, the researcher has presented detailed
information about the study purpose, data collection process, and ethical considerations.
If you wish to take part in this study, a clear understanding of the research topic will
help you make an informed decision. After reading this document, if you find anything

unclear or would like to know more, you are encouraged to ask questions.

Purpose of the Study

The purpose of this research is to explore the lived experiences of caregivers of children
with cerebral palsy, specifically how they provide family support that promotes their
children’s social inclusion and participation. This study will explore the daily
challenges faced by child and caregivers, the social barriers, emotional pressures,
family support systems, and coping strategies they use. The findings may help develop
future therapeutic programs, rehabilitation initiatives, and policies that support the

social participation of children with cerebral palsy and their families.

How the Research Will Be Conducted
The study data will be collected through face to face interviews. Each interview will

last approximately 30 to 45 minutes and will be conducted at a convenient time and
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place for the participant. With your permission, the interview will be audio recorded.
These recordings will be used only for data analysis. The entire research process will

be conducted respectfully and confidentially.

Why You Have Been Chosen

You have been selected for this research because you are a primary caregiver of a child
with cerebral palsy. Your experiences are important and valuable to this research and
will help others better understand the needs and realities of families caring for children

with cerebral palsy.

Source of Funding

This research is being conducted with the researcher’s own funds.

Participation and Withdrawal

To participate in this study, you will be asked to sign a consent form before the
interview. Participation is completely voluntary, and there is no obligation to take part.
If you wish to withdraw before the data analysis stage, there will be no negative effect
or consequence. You may also choose not to answer any question if you feel
uncomfortable. Your comfort and autonomy will be prioritized throughout the research

process.

Possible Benefits and Risks

Participation in this study may not bring any direct benefit to you, but the information
collected will contribute to knowledge in the field and may help professionals and
families in the future. It is expected that there will be no risks involved. The interviews

will not interfere with your daily activities.
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Confidentiality

All information obtained from you during this research will be kept strictly confidential.
Your name or any identifying information will not appear in any report or publication.
Only the researcher will have access to the data, and confidentiality will be maintained

throughout the study.

Data Storage
The collected data will be securely stored on a password protected computer. Interview
recordings and transcripts will be kept confidential, and only the researcher will have

access to them.

Results

The findings of this study will help to understand how caregivers of children with
cerebral palsy manage challenges in providing care and promoting their children’s
social participation. The results will also highlight their strengths and coping strategies,

which may support future rehabilitation planning and family-centered approaches.

Complaints
If you have any questions, concerns, or complaints regarding this study, you may
contact the supervisor directly. All complaints will be treated with respect and

confidentiality.

Thank you,

Nilufa Yasmin



Consent From (English Version)

Consent Form

Title: Exploring the Perspective of Family Support on Social Integration among
Caregiver of Children with Cerebral Palsy.
I have been invited to participate in the above-mentioned research study conducted by

the Bangladesh Health Professions Institute (BHPI). I have read and understood the

information sheet provided to me and voluntarily agree to participate in this study.

Please read the following statements carefully and mark (V') in the appropriate box to

indicate your agreement.:

will be used only for transcription and analysis.

Statements Yes No

1. I understand the purpose of this research. O O

2. I understand that my participation is entirely voluntary. O O

3. I confirm that I have been informed about the purpose, | ] O
procedures, possible risks, and benefits of this research, and I

agree to take part in it.

4. I understand that my personal information will be kept | O
confidential and that my identity will remain anonymous in all

reports or publications.

5. I give my consent to audio recording of the interview, which | [J O

Participant’s Name:

Participant’s Signature / Thumb Impression:

Date:
Phone:

For Researcher:

Researcher’s Signature:

Date:
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Withdrawal From (English Version)

Withdrawal From

Title: Exploring the Perspective of Family Support on Social Integration among
Caregiver of Children with Cerebral Palsy.
Researcher: Nilufa Yasmin,4th Year, B.Sc. in Occupational Therapy, Bangladesh

Health Professions Institute (BHPI), CRP, Savar, Dhaka-1343.

I, (participant), confirm that I

wish to withdraw all my information and participation from this study before the data
analysis begins. I understand that none of my information will be included in the
research.l also request that all materials related to my participation, including audio
recordings and any written data, be securely removed. I expect that my decision to

withdraw will be fully respected and that it will not cause me any disadvantage or harm.

I sincerely appreciate your understanding and cooperation in this matter.

Participant’s Name:

Participant’s Signature:

Date:
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Consent Form (Bangla Version)
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Withdrawal Form (Bangla Version)
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Appendix C: Interview Guide (English and Bangla Version)
Interview Guide (English Version)

Demographic Information

Child’s Name:

Age:

Gender:

Child’s ID Number/Class:
Type of Cerebral Palsy:
Family Structure:
Caregiver’s Name:

Age:

Occupation:

Family’s Financial Status:

Interview Questions

Initial Experience with Child’s Cerebral Palsy:
1. How and when did you first come to know that your child has cerebral palsy?
2. What was your and your family's mental/emotional state when you received this
information?
3. Was there any superstition, shame, or negative attitude in your family regarding
this?
4. At that time, from where or how did you receive accurate information or

treatment about cerebral palsy?
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Child’s Abilities in Daily Life
5. How does your child perform daily activities such as eating, dressing, walking,
or moving? How much assistance do they require?
6. How does your child express their needs or emotions (through speech or
gestures)?
7. Does your child try to learn or adapt to new tasks independently?
8. When your child experiences discomfort or distress, how do they manage or

control their emotions?

Child’s Upbringing
10. What roles do other family members play in your child’s care and upbringing?
11. How do you and your family members encourage your child to participate in
social activities?
12. In what ways do you or your family members help your child’s social
participation, for example, by giving verbal support or direct assistance?

13. Do family members show empathy and supportive behavior toward your child?

Barriers in Caregiving and Social Participation
14. What types of mental stress or physical exhaustion do you or your family
members experience while caring for your child?
15. Have you ever faced financial difficulties that made it hard to meet your child’s
needs or buy necessary items?
16. Have you or your family members ever faced negative comments or attitudes

from relatives or neighbors regarding your child?
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17. Does your child face barriers while participating in social activities such as at
school, during play, or in family events, either from the environment or from
others?

18. Are you or your family members involved in any profession? If yes, how does

it affect your child’s care.positively or negatively?

Coping with Barriers

19. What types of help or support have you or your family received from relatives
or friends?

20. Do any spiritual or religious beliefs help you stay mentally strong? If yes, how?

21. How do you cope when your child faces any difficulties or problems?

22. When your child faces challenges in studies, play, or daily activities, does your
child ask for help from others?

23. When your child faces difficulties in studies, play, or daily tasks, does your child
try to solve the problem independently, for example, by doing it differently or

finding a new way?

Child’s Active Social Participation
24. Does your child take part in recreational activities, play, and attend school?
25. Do you think that your family’s support helps your child participate more
actively in social activities?
26. Do you believe that, compared to before, your child has become more

interested and confident in social participation because of family support?



Interview Guide for Parents (Bangla Version)

TR o

Mg 1N

IRNERCICUCGIEIGR
foeg GIfsE st 999
sAfe=ifes SO

CRIGIRRIGERI

Corel:

IREILICNRIRIOR

Afqaicaa wfds a3

Mg CTERE AFER T ARt afows:

S, T PO € FE AT TCS COIERRE @ QTR TS G A See?
2. T B O T, ©IF WHAIF [0ew @ +AfF_iEs W 99w (@ &2
O, I SR @t @ @ THFE, T A (@([od6d Mo e [F?

8. (AN AT T Ao w2 41 DA (IR (AT A PO (ATET?



78

g A SR TS

¢, AT TSI AW FICS (N AST, (A =11, 01/Faneear )« s Face
AN, FO0! ARF ARG 27

b, TR B FOIE OF ARG Il STghe dF FCI? (FA ¢ A WS FCH)
q. FoFE T & e (AF @I Tgq Fe Hice b Wb e o8 w@?

b, FANE TSI T (SN F8 97 ©LF (7 IO [ 0ed Qs AWy At fees
g w2

g wee AeTe st ot

s, AT T 2AIETe AR S A1 T QNP 2N 2

Y. WA A o AT AR SO AT AR (F AT qeHaze TR
@?

3, T I oA Af_EE Twendl e e wediaed [ ¢ «@e 2w
R (@1 PR I LA (@I & AR T Tex)?

0, 2RI e 5 fiew afs Teiqgfede wivee Feaa?

g T08 R TN weRaRd AfeTwee:

38, ez Tg fATe foa =i+ A Si7aE ~RRIEE AR F GRS A Biof A
A FifE STe7 FCaa?

3¢, ST @ AT S AT AHIF (FI AACH (OIS LA TG &=
IS AT T FECZA?

MY, TERFGH I SAHATHT NED (A A=A A AR IR AT o=
ARIE a0 Fee @oane fo%a T @02



79
9. TR TS F @I ANGE st (1, (e, sl sepie) @ frs
foIc i I 21 AT A & FIERT (AT AL SN ?

Str, A A AT HARRICET TNl [ (@I (P e I 1 I 2, otz «ft
PR AGICAR AT 2HeTC] Freicd 2ol (@Feel (et /1 woyfaa)?

fSmre anife:

5. T A T A SR 9 I99 IR (A0S T Gq0a A2 Heeed 9@t
CATTZ?

Q0. T FC YT T ANATE TAFeIE A& AFCe AR Fd | AW FE
FeIA?

3. AR ASE (I FPTH FTYIA 2 Aol I (P T2

22, WA TS S (FICAT TR AT (@I 2T, (RG], [l A we BIeT) ey
IS IR AR BIR?

R0, AN ABIF T (FICT PP ATG (N AN, (AL [l e FIen

9o ) O (7 i W0s TLes (68 07 | (@qN-[OFSIE FISv T4 A g SAR
(]9 4N

g e stern aeaiaRd

38, SR TR & (TG /REARTETS BIOR & (77 G FeT T2

3¢, 9ol i 0 S0, SAFaEa TREiered I Qe e ANEE FIe A8
Ao we | re TF 25?2

Q. FHTE T WA 27, ARRAET TR S0 A2qE B AT Qe ANE
Texiazre @ W 8 Sy



80

Contact Schedule
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