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ABSTRACT

Background: Resilience is regarded as a crucial coping capacity for persons dealing
with trauma and loss, such as spinal cord injury. It has been reported that resilience has
moderate to strong relationships with a variety of psychosocial traits, including coping
mechanisms, spiritual belief, and life satisfaction, in addition to mental health. Spinal
Cord Injury (SCI) can have psychological effects that worsen the quality of life. It is
becoming increasingly clear that developing resilience may be linked to better health
outcomes. A spinal cord injury is frequently an abrupt and life-altering occurrence that
requires significant and prolonged rehabilitation. The ability to bounce back from a
spinal cord injury and adjust to their impairment after returning to the community

depends on their ability to build resilience.

Aim: The study aims to explore the understanding of how resiliency helps persons with

paraplegia to adjust to their disability.

Methods: A phenomenological qualitative study design was used. Nine paraplegic SCI
patients—seven men and two women—participated; they had all completed
rehabilitation and were returning to their community. Individuals took part in a face-to-
face, semi-structured interview conducted by the study's investigators adopting a self-
developed interview guide. Thematic analysis is chosen for data analysis. Thematic
analysis is utilized to focus on how survivors of spinal cord injury experience and build

resilience.

Results: Eight themes in the responses of participants describing what they felt
contributed to their resilience in adjusting to SCI emerged through a thematic analysis

of the data. The eight themes were: From denial to determination, health issues and



xii

their influence on life, barrier, support system, adaptation, participation, spirituality or

faith, and inspired by others.

Conclusion: Individuals with SCI recognized a positive attitude, perseverance and
determination to move forward, and social support from friends and family as major
contributors to their ability to adapt in the face of traumatic circumstances that resulted
in SCI, which was consistent with previous research findings. Resilience is a crucial
component in the long-term treatment of SCI that can be improved by focusing
rehabilitative therapies on mood management as well as self-efficacy beliefs. Larger-

scale research can help in a better understanding of these findings.

Keywords: resilience, spinal cord injury, tetraplegia, paraplegia, rehabilitation.



CHAPTER I: INTRODUCTION

1.1 Background

Spinal cord injury (SCI) is a severe neurological disorder that has a significant
Socioeconomic impact on those who are affected as well as on the healthcare system.
There are 12,500 new cases of spinal cord injury in North America each year, according
to the National Spinal Cord Injury Statistical Center (Hachem et al., 2017). A sudden,
unexpected, and traumatizing incident like a spinal cord injury (SCI) often requires
extensive, ongoing rehabilitation to maintain the patient's physical and psychological
well-being (Singh et al., 2014). According to the World Health Organization (WHO),
between 250,000 and 500,000 persons worldwide experience spinal cord injury each
year (WHO, 2013). Physical challenges result from a disruption in the cord's normal
motor, sensory, or autonomic function and can include immobility issues(the majority
of SCI patients use an electric or manual wheelchair to get around), a loss of sensation,
including sexual sensation, autonomic dysreflexia (a condition that causes excessively
high blood pressure), complications with the bowel and bladder (like urinary tract
infections), muscle spasms, pain, pressure sores, and obesity (with 40% of people being
overweight or obese following SCI) and difficulty in temperature regulation (Anson &
Shepherd, 1996). People who have had SCI may also struggle psychologically.
According to research, 30—40% of patients with spinal cord injuries develop depression
and 20-25% of them experience anxiety(Kennedy et al., 2000). Additionally, spinal
cord injuries frequently occur quickly and unexpectedly (for example, by falling off a
horse or being tackled in a sport like a rugby union). People are not ready for such a
life-changing event, so this is traumatizing. These unexpected occurrences might also

bring back unpleasant and unsettling memories, like those of a car accident or a war.



After an injury, this might lead to post-traumatic stress disorder (PTSD), which affects
10-40% of people(Kennedy & Duff, 2001). In addition to these challenges, patients
with spinal cord injuries may also have short attention spans, restricted initial learning
capacity, poor concentration skills, memory impairment, and altered problem-solving

abilities, all of which may hinder the initial rehabilitation process (Singh et al., 2011).

Following SCI, a person's physical, psychological, and social environments
significantly shift, going from being very accessible to extremely restricted.
Nevertheless, many survivors of SCI have healthy, fulfilling lives(Quale & Schanke,
2010). Some people appear to "bounce back" and adapt more quickly when adversity
hits their life. Others, though, seem to never entirely return after the incident (Tugade
& Fredrickson, 2004). Being able to cope with these stressful situations shows
resilience rather than luck. An individual's capacity to cope with and recover from
adversity or a traumatic experience is referred to as resilience (White et al., 2010).
Resilience is a term used to describe how adversity is lessened and how it improves
well-being in children, adolescents, and adults around the world (Ungar et al., 2008).
Resilience is important during such physical, psychological and social difficulties,
enabling physically ill individuals to live and function better with their illness (Stewart
& Yuen, 2011) as well as in the transitional process of learning to live with chronic

illness (Kralik et al., 2006).

The concepts of resilience theory deal with how people respond to and adjust to difficult
situations like adversity, change, loss, and risk. Numerous disciplines, including
psychiatry, human development, and change management, have examined resilience
theory (Katie Hurley, 2022). Although the resilience theory's process-outcome debate
is legitimate, it unnaturally separates the process from the consequence. Adversity,

outcomes, and mediating factors are the three interconnected parts of resilience



research. Without taking into account these three factors, resilience cannot be thought
about or researched. However, the issue with the outcome definition of resilience is that
it does nothing to explain the observed positive results in the face of adversity. The
process definition of resilience is preferable since a declaration without justification is
of limited use. Therefore, conceptually, resilience is a process that results in an
outcome, and the mediating mechanisms are the main focus of the resilience study

(Figure 1.1).

Figure 1.1: Resilience as a process

Resilience
Resilience as a process

Better-
than-
expected

outcomes

Mediating
processes

Resilience as an outcome
Resilient

A person's life is significantly impacted if they suffer a spinal cord injury. The patient's
life and/or those of her family have significantly changed as a result of the injury.
Patients find it difficult to adapt to this kind of shift. Self-esteem issues may arise after
acquiring SCI (Gerschick et al., 1995). someone who was once independent may no
longer be in charge of his or her own life or even body and may require assistance from
others. People with traumatic SCI may also have a concurrent traumatic brain injury,
which makes adjusting more difficult (Buchanan & Elias, 2001). Additionally, using a
wheelchair in unadopted situations can be challenging, and encountering environmental

obstacles is linked to reduced life satisfaction (Whiteneck et al., 2004). Disability



adjustment is a dynamic process that helps people with SCI become more adapted to
their surroundings. Following SCI, social adjustment is another area that can be
challenging. According to research, 34% of spinal injury victims were a significant
burden on their families, 32% had cold, distant relationships with their partners, and
only 34% were able to return to work or work from home after the accident (Singh et

al., 2011).

This study takes the idea of resilience and explores how it helps people with paraplegia
to adjust to their disability in the community. It will tackle it from a phenomenological
perspective. The objectives set by the four types of resilience are psychological,

physical, emotional, and social.

1.2 Justification of the study

Although resilience is crucial after SCI (deRoon-Cassini et al., 2010; Quale & Schanke,
2010; Stewart & Yuen, 2011; White et al., 2010; white et al., 2008), we know very little
about what it is and how it is nurtured, particularly beyond the rehabilitation phase.
Therefore, this study will examine the resiliency of persons with spinal cord injuries

and paraplegia who have finished rehabilitation and are now residing in the community.

The primary goal of this study is to gain a greater understanding of how people with
SCI think about the actions they take to maintain resilience and well-being over the
long term. For health practitioners that interact with patients during the acute and post-
acute phases of rehabilitation, a deeper grasp of what people with SCI experience as
crucial to sustaining and nurturing psychosocial well-being over time is essential
knowledge. A lot of attention is paid to the kind of support that the participants, looking

back, felt was crucial.



This study may reveal how resilience helps patients with SCI in adjusting to their
impairment. To help the person with SCI become resilient, health professionals, as well
as family members, may find this result useful. In Bangladesh, this kind of research has
not yet been conducted. Therefore, it is crucial to understand how resilience functions
in SCI patients in the context of Bangladesh. Resilience research may have a significant

impact on the health and well-being of SCI survivors.

1.3 Operational Definition
Resilience: Resilience is the ability to deal with and recover from adversity. Resilient

people maintain their composure in the face of adversity (Horn & Feder, 2018).

Spinal Cord Injury: A spinal cord injury, defined as damage to any segment of the
spinal cord or nerves at the end of the spinal canal (cauda equina), frequently results in
permanent changes in strength, sensation, and other body functions below the site of

the injury(MayoClinic, 2021).

Additionally, paralysis caused by spinal cord damage is known as:

e Tetraplegia: The arms, hands, trunk, legs, and pelvic organs are all impacted
by the spinal cord injury, which is also referred to as quadriplegia.
e Paraplegia: The trunk, legs, and organs of the pelvis may be completely or

partially paralyzed. (MayoClinic, 2021)

Rehabilitation: Rehabilitation is defined as “a set of interventions designed to optimize
functioning and reduce disability in individuals with health conditions in interaction

with their environment” (WHO, 2021).



1.4 Study Questions, Aim and Objectives

1.4.1 Overarching Research Question

How does resiliency help persons with paraplegia to adjust to their disability?

1.4.2 Aim and Objectives
Aim: To explore the understanding of how resiliency helps persons with paraplegia to

adjust to their disability.

Objectives:

1.  To find out how psychological strength helps to cope with challenges or
uncertainty related to disability adjustment.
ii.  To identify how physical ability helps to adapt to challenges related to
adjustment.
iii.  To explore how people with paraplegia cope emotionally with stress and
adversity related to disability adjustment.
iv.  To explore how the family and society help a person with paraplegia for

adjustment after SCI.



CHAPTER II: LITERATURE REVIEW

The significant information from this study was presented in this section. The findings
of a few articles about resilience and disability adjustment in spinal cord injury are
summarized in this chapter. This review chapter demonstrates the resilience of SCI
Patients after rehabilitation and their ability to cope with disabilities after returning to

the community.

2.1 Overview of Resilience

Resilience is a multifaceted dynamic system of cognitions, behaviours, and biological
factors operationalized as an outcome pattern of positive adaptation in the presence of
a significant disruption event (e.g., tragedy, trauma, adversity, significant life pressures)
(Bonanno et al., 2011; Rutter, 2007; White et al., 2010). Everybody encounters
difficulties in life, and resilience is the capacity to overcome them. According to
findings from previous research, resilience is a trait that everyone possesses to varied
degrees and is based on a system of fundamental human adaptability (Masten, 2001;
Newman, 2005). Resilience is strongly related to the concepts of coping and adaptation
that take place under challenging circumstances(Rutter, 2007). According to Masten,
the term "resilience" refers to a class of occurrences marked by positive results despite
significant challenges to adaptation or development. An individual is believed to be
unable to make the claim that they are resilient "if there has never been a substantial
threat to their growth."(Masten, 2001) It may be claimed that until they have
experienced hardship, people do not build resilience. Definitions and comparisons are
challenging because hardship is experienced and defined differently by different
people. Norman (2000) nonetheless outlines three fundamental requirements for

resilience. First of all, resilience is not a fixed quality that belongs only to one



individual. The second is that adversity may worsen with time and Last but not least,

resilient behavior may not always indicate a normal emotional state. (Norman, 2000).

A cross-sectional survey of people with SCI living in the community included written
comments that were completed. These comments were then subjected to qualitative
analysis. Through the data and/or membership lists of 4 organizations, more than 1,800
mail questionnaires were sent to those who had been identified as having a traumatic
SCI. The survey was completed and returned by 475 persons, and about half (48.6%; n
= 231) of those who participated responded to the open-ended question, "Is there
anything else you would like to tell us about your resilience or capacity to "bounce
back" when you confront a challenge?" Most respondents with SCI considered
themselves to be happy and said that their ability to adjust and resiliency was influenced
by their personalities, strong social networks, and spirituality (Duggan et al., 2016). But
in this study the fact is that only people who choose to answer the open-ended question
and take part in the larger survey were included in the study is a major drawback due
to self-selection bias. Although the sample is still quite large and varied for a qualitative
study, it is unquestionably weighted to reflect the viewpoints of people with SCI who

were motivated and energetic enough to participate.

2.2 Overview of Resilience in persons with SCI

The idea of resilience specifically regarding traumatic SCI has been examined in six
research. In 2008 White, Driver and Warren identified resilience's impact after injury,
they became the first researcher to emphasize its significance in spinal cord injuries
(white et al., 2008). They extended on this in 2010 by doing a quantitative analysis of
how resilience changed throughout the rehabilitation process. This was also the first

investigation on SCI specifically(White et al., 2010). According to Dunn, Uswatte, and



Elliott (2009), adults with an acquired physical handicap can be resilient. They first
contend that as they assist in reestablishing baseline levels of psychological and
physiological functioning, good emotions are crucial for resilience(Dunn et al., 2012).
Second, they advocate for encouraging resilience rather than mandating it. This is so

because there are many different ways to handle difficulty.

In order to study resilience in individuals with SCI, Catalano, Chan, Wilson, Chiu, and
Muller (Catalano et al., 2011) applied their own model of resilience to the Framework
of Resilience Model(Kumpfer, 1999). Using structural equation modeling to verify
their hypothesis, they discovered that social support and problem-focused coping
directly affected resilience. By acting as a mediator between depression symptoms and

perceived stress, resilience in turn buffered depressive symptoms(Catalano et al., 2011).

A qualitative study in USA included 42 individuals with SCI where 33 men and 9
women, who were in inpatients. According to the study, resilience did not alter
significantly after inpatient rehabilitation, but each indication of adjustment did.
Significant relationships between resilience, life satisfaction, spirituality, and
depressive symptoms were also found in the research. But this study made no ideas for
prevention strategies or looked at the factors that indicate resilience(White et al., 2010).
The Spinal Injury Rehabilitation Center and communities in Nepal contributed 82
individuals to a descriptive cross-sectional study. Significant correlations were found
between resilience and social support, self-efficacy, depressive mood, and demographic
factors as sex, employment, and current residence. But in this study, the researcher read
the questions and filled out the questionnaires for individuals who were illiterate, which
may have led to biases. Participants were more inclined to respond favorably than to

their own feelings(Bhattarai et al., 2018).
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The most recent study about resilience And SCI is a scooping review, where 40 studies
were reviewed. An overview of the state of resilience research in SCI was given in this
scoping review. The goal of resilience research is to identify and enhance the
circumstances and associated mechanisms that promote personal well-being in the face
of difficulty. The bulk of studies used cross-sectional data and were quantitative
correlational studies. The majority of those research viewed resilience as a result, a
collection of human traits, or a set of resources, while tacitly or explicitly recognizing
that both are crucial factors to take into account while studying resilience(McDonald et

al., 2020).

2.3 Knowledge about Disability adjustment

Leah Curran and Louise Sharpe wrote an article that was published in 2005.In that
article, the literature on adjustment with physical illness is examined. The definition of
adjustment in the literature almost often involves a psychological function. In reality,
however, adjustment is a process that starts as soon as symptoms appear, continues all
the way through the illness, and reacts to changes in the illness state. A comprehensive
strategy that explains how the process of adjustment develops is required, despite the
fact that numerous models have been proposed to explain various elements of
adjustment to chronic illness. With such knowledge, clinicians will be better able to
support adjustment and perhaps even stop long-term issues. Providing the best possible
level of medical treatment must prioritize assisting patients in adjusting to their

illness(Sharpe & Curran, 2005).

Forty-eight people with spinal cord injury who were at least 18 years old and in stable
medical condition participated in a hypothetical study in Memphis, US. Ages of

participants ranged from 18 to 61. For a sample of individuals with spinal cord injuries,
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this study looked into the relationship between perceived changes in sense of coherence
from pre- to post-injury and adjustment. It was assumed that a person's perception that
their sense of coherence had been considerably diminished following a spinal cord
injury would be linked to poor adjustment. The Reactions to Impairment and Disability
Inventory by Livneh and Antonak and the Sense of Coherence Scale by Antonovsky
were completed by 48 spinal cord injury patients. Results showed a link between
adjustment and a more solidified feeling of coherence(Lustig, 2016). But due to the
restrictions that limit the generalizability of the findings, the study's findings should be
regarded with caution. The nonprobability and cross-sectional nature of the data suggest
that the study's sample should only be used in the interpretation of the findings. It's
probable that some of the participants are different from the majority of people with

spinal cord injuries (e.g., better educated) because they took the survey online.

A most recent narrative review of Research on Adjustment to Spinal Cord Injury and
Mental Health: Gaps, Future Directions, and Practice Recommendations. This review
does not aim to evaluate various theories of adjustment in a systematic manner. The
process of adjustment, however, cannot be generalized since it is dynamic, unique, and
complex, as persuasive reviews of the literature have demonstrated. Both qualitative
and quantitative studies were chosen to record bottom-up and top-down viewpoints.
Reference directories of retrieved documents were appropriately searched. According
to the reviewed research, positive coping mechanisms are ignored in current mental
health after SCI guidelines, which may lead to a deficit-based understanding of this
condition. Research on "positive" or adjustment-enhancing processes is typically cross-
sectional, heterogeneous, and not well-suited to influence the creation of future

guidelines. To better guide the management of mental health following SCI, researchers
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should come to agreement on the operationalization of key processes and move past a

fixation with "outcomes"(Sandalic et al., 2022).

2.4 Relation of Resilience and Disability Adjustment

The experiences of people with disabilities lack any concepts of resilience. Although
there is a lack of research in this area, person with disabilities are frequently excluded
from the resilient category and placed in the vulnerable category(Runswick-Cole &
Goodley, 2013). First off, resilience has far too frequently been seen in the context of
disability as “the positive pole” of individual diversity in people's response to stress and
hardship(Young et al., 2008). This has a variety of repercussions. First, person with
disabilities are accused of having a lack of willpower to deal with "their lot in
life"(Ungar, 2005), and second, they are charged with using their disabilities as a

justification(Runswick-Cole & Goodley, 2013).

A study by deRoon-Cassini, Mancini, Rusch and Bonanno (2010) longitudinally
examined by identifying four trajectories that explain how one might adjust to a severe
physical injury. These four concepts were resilience, recovery, delayed distress and
chronic distress. Although resilience was the most common trajectory, it should be
noted that resilience was only determined from the absence of psychopathology and not
through positive development, therefore this conclusion should be interpreted with
caution(deRoon-Cassini et al., 2010). In 2010 Quale and Schanke used questionnaires
and in depth semi-structured interviews to expand on these findings. Additionally, they
discovered that both positive affect and negative affect could indicate resilience, the
most common trajectory among the four. Other factors that distinguished the various

trajectories included optimism, social support, and suffering. They proposed that
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resilience resulted from having an ideal degree of coping and self-efficacy and that

more education appeared to be protective (Quale & Schanke, 2010).

A thematic analysis of in-depth interviews with seven men who had previously
undergone medical rehabilitation and had lived with spinal cord injury for 2-32 years
as part of an exploratory qualitative study. The study's findings demonstrate that
participants needed ongoing adaptability, perseverance, and solution-focused
adjustment, all of which are seen as processes demonstrating resilience(Geard et al.,
2018). But in this study the sample size was further constrained because only men
accepted the request for in-depth interviews; hence, the findings should be evaluated
with care. This study's main limitation—the absence of female participants with SCI—

raises questions about whether the results also apply to women.

2.5 Gap of the Study

e Among the published literature were found, few articles worked on person with
SCI in inpatients and did not find any significant change in resilience. Because in
inpatient, it is too early to developed resilience.

e The majority of articles on resilience deal with people with physical disabilities
rather than SCI.

e The majority of studies used cross-sectional data and were quantitative
correlational studies. The majority of those research viewed resilience as an
outcome, a collection of human characteristics, or a set of resources, while tacitly
or explicitly recognizing that both are crucial factors to take into account while

studying resilience.



14

e The biggest flaw in the majority of the research is the lack of female SCI
participants, which raises concerns about whether the findings also hold relevant
for females.

e Although there are few studies on resilience in SCI, the timing of their publication
reveals that the majority of this field's study was done in the late 1990s and early
2000s. Recent research on resilience in SCI has largely consisted of some scoping
reviews.

e Due to the largest prevalence of SCI in the globe, the majority of studies on
resilience in SCI were undertaken in the Iran, and Saudi Arabia(Lee BB, 2014).
There is some research conducted in USA, UK and Canada. Except for Nepal

and India, there are no studies on this topic in South Asia or Bangladesh.

Therefore, it's crucial to understand how resilience helps in adjusting to a person's

disability after returning to the community.
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CHAPTER III: METHODS

This chapter will provide an overview of the research methods, including the
justification for the research design, the ethical issues, the study setting, the strategy for
recruiting and sampling participants, the methods for collecting data, the process for

analyzing that data, and the level of research rigour.

3.1 Study Design

3.1.1 Method

The researcher used qualitative research design to explore how resiliency helps persons
with paraplegia to adjust their disability. Since the aim of this study was to explore,
qualitative research was deemed appropriate for it. Even though qualitative research
can imply different things to different people, it can be challenging to
describe. Additionally, it is surrounded by a complicated family of terminologies,
concepts, and presumptions that are interrelated (Denzin & Lincoln, 2011). Denzin and
Lincoln describe qualitative research as a complex research technique that takes a
subject-centred, interpretive approach. Researchers can create a comprehensive
understanding of the topic under study thanks to qualitative research's complex nature
(Denzin & Lincoln, 2011). The researcher utilized a qualitative research strategy
because it may address the experience of a specific event and how living conditions are

changed by the event of the people (Patton & Cocharn, 2002).

3.1.2 Approach

The phenomenological approach was used by the student researcher to carry out this
investigation. Because any study where the researcher is interested in how people
interpret their own lives or circumstances can use a phenomenological approach. This

phenomenological qualitative research design can be used to learn about the
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participants' everyday experiences (Kitzmiiller et al., 2012). To ascertain whether a
phenomenological technique is the most effective way to analyze the study problem.
An issue where it is crucial to comprehend different people's common or shared
experiences of a phenomenon is best suited for this style of research. Understanding
these typical experiences will be crucial for developing strategies, policies, or deeper
comprehension of the characteristics of the phenomenon (Creswell & Poth, 2017).
Hicks (2009) asserts that a qualitative research design is suited for a study when the
researcher is eager to learn the answers to the research questions by exploring the
participants' experiences, emotions, and performance (Hicks, 2009). So, this approach

is excellent for obtaining participant insights, judgment, experience, and perspective.

3.2 Study Setting and Period

e Each participant took part in the study from their respective community. This
in-depth study was carried out in the communities of Savar. Savar was chosen
since the study duration was short, and Savar is a fairly vast area with the
greatest rehabilitation centre for SCI.

e The participant-recommended locations where they felt comfortable sharing

their stories were used by the researcher to collect data.

Study Period: April,2022 to March,2023

3.3 Study Participants

3.3.1 Sampling Techniques

For this qualitative study, the researcher used a purposive sampling of participants who
met the inclusion criteria. Because the researcher utilized judgment while choosing
participants, intentional sampling was used.(French et al., 2001) Samples were drawn

from a diverse population. In qualitative research, the purposeful sampling method is
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used to examine the lived experiences of a particular population using predetermined
selection criteria. In qualitative research studies, sample sizes are quite small and they

are not always representative of the entire community (Patton & Cocharn, 2002).

In order to perform the study, purposive sampling was chosen to pick nine individuals,
and the sample size was determined by the saturation of the data. Data saturation in
qualitative research refers to situations where the sample size is chosen and data is
repeatedly gathered before the qualitative researcher stops recruiting participants for
data collection (Saumure & Given, 2013). Two of the nine participants are women,
while the other seven are men. The proportion of male and female SCI patients in
Bangladesh was used to determine the number of participants. In Bangladesh, there are

13,14% female and 86.82% male SCI patients (Rahman et al., 2017).

3.3.2 Inclusion and Exclusion Criteria

Inclusion Criteria

1.  Ageover 18 years.
ii.  Persons with paraplegia using wheelchairs.
iii.  Both male and female (ratio 7:2).

iv.  Completion of rehabilitation service at CRP.

Exclusion Criteria

1. SCI with progressive diseases include cancer and Alzheimer's disease.

3.3.3 Participant Overview
The participants included 9 spinal cord injured paraplegic men and women (7 men and
2 women) who are wheelchair user. Participants were aged between 32 and 62. A

summary of participants’ details is provided below:



Table 3.1

Overview of Participants
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Pseudo Age Sex Year Marital ~ Living Educational ~ Occupational
Name  (Year) of Status Arrangement Qualification status
Injury
Shafiq 49 Male 1983  Married Wife SSC Retired and
social
worker
Chayan 45 Male 2008 Married  Wife and Class 9 Unemployed
two
daughters
Mofiz 55 Male 1988  Married Wife and SSC Social and
daughter volunteer
worker
Shefali 32 Female 2003 Married  Mother, Class 7 Homemaker
sister, and social
Husband and worker
son
Fayaz 62 Male 2011 Married  Wife and M.Sc. in Retired
daughter Economics
Joshim 41 Male 2003  Unmarri Siblings Class 5 Small
ed business
(shop)
Rokeya 32 Female 2019  Unmarri Mother, M.Sc. Part time
ed brother and employed
his family
Karim 46 Male 1999  Married Wife M.Sc. Business and
social
worker
Shobu; 37 Male 2014  Married Wifeand son SSC Internet

Business
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3.4 Ethical Considerations

The Declaration of Helsinki, which includes research on identifiable human material
and data, was created by the World Medical Association (WMA) as a statement of
ethical standards for medical research involving human beings. Each of the
Declaration's individual paragraphs should be applied while taking into account all
other pertinent paragraphs because the Declaration is meant to be interpreted as a whole
(WMA, 2022). The following list of ethical guidelines for research are based on the

helsinki - ethical principles.

3.4.1 Research Ethics Committees

Institutional Review Board (IRB), BHPI, CRP, Savar, Dhaka-1343, granted its
approval, ensuring ethical conduct. The project has the reference number
(CRP/BHPI/IRB/09/22/620) (the IRB's certificate of ethics approval included in
Appendix Al). Since the data belonged to CRP, data collection approval was also
acquired from CRP (see Appendix A2 for Data Collection approval certificate from

CRP, Bangladesh).

3.4.2 Informed Consent

In order to obtain participants' assent, the researcher created information sheet and
consent forms in both Bangla (Appendix B1l) and English (Appendix B2). Each
participant who expressed interest in participating in the interview was asked to sign a
written consent form, and the researcher also explained information sheet thoroughly

before asking for signature in consent form.

The researcher made sure that each participant understood their position in the study
and was assured that they would not suffer any negative effects as a result. The value

of this study was also discussed by the researchers. Participants were made aware that
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the study supervisor would be the only person to whom the information they provided

would be shared. The researcher made clear the participants' rights.

3.4.3 Unequal Relationship
e There is no uneven power between the participants and the researcher.
e The participants were selected after having their information acquired from the
CRP's social welfare department through purposive manner.
e The study participants were chosen based on inclusion and exclusion criteria, so

there was no bias in the selection process.

3.4.4 Risk and Beneficence

e There is no known risk of the participants for providing the information.

e Participants may not directly benefit from providing data, but others with SCI or
other disabilities and healthcare professionals may benefit as a result of their
experiences.

e The procedure for withdrawing was explained to participants. Before the data
analysis began, any interviewee could choose not to participate.

e Confidentiality of the participants was guaranteed and upheld by the student
researcher. Access to the interviews is restricted to the student researcher and the
supervisor, as was explicitly noted in the information sheet.

e The student researcher was accessible to respond to any participant inquiries or

questions regarding the study.
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3.5 Data Collection Process

3.5.1 Participant Recruitment Process
The social welfare department of CRP is contacted for participant information.
According on the data gathered, the researcher chose participants who fit the

requirements for inclusion.

The researcher first called the individuals to establish contact. After describing the
study, enquire about their interest in participating, and set up an interview time. The
population that has agreed to give consent is then recruited to participate. Below is a

diagram of the flow of participant recruitment:

Figure 3.1 Steps involved in participants recruitment
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3.5.2 Data Collection Method

Semi-structured interviews were the main method of collecting data. All information
was gathered utilizing a semi structured research question during face-to-face
interviews. Semi structured interviews with participants were done as part of this study
to gather comprehensive data (Patton & Cocharn, 2002). Participants in interview
would be able to use their own words to describe their thoughts, experiences, or
perceptions. Additionally, they would have the chance to express their thoughts and
discuss actual events or facts (Dicicco-Bloom & Crabtree, 2006). The researcher would
be able to assess the participants' level of comprehension of the questions by looking at
their faces during the interview process. All participants could easily understand the
question because it was written in Bengali. At the very beginning, the researcher would
first verbally outline the aims, objectives, and purpose before outlining the rights,
obligations, advantages, and significance of the written consent form in a clear manner
and giving information sheets and consent forms. Before the interview began, the
location of the interview was selected according to the participant’s choice. The
researcher began conducting interviews as soon as the individual gave their consent. A
recorder was utilized during the interview to capture the exchanges and discussions
between the interviewer and the participants. It took 40 to 45 minutes to complete the
interview. Two of the nine participants were women, and the remaining seven were
men. Interviews with the two female participants take place at their homes. All of the
male participants participate in interviews, either in their places of work or other chosen
locations within their communities. The participant's signature on the consent form was
taken by the student researcher as validation of their willingness to participate. The
participant's demographic data was then gathered by the researcher. After it was

finished, the student researcher began conducting a semi-structured interview and
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asking questions in accordance with a "self-developed interview guide" (See appendix
C1 for Bangla and C2 for English). The data was collected from 23rd October 2022 to

&th November 2022.

3.5.3 Data Collection Instrument
3.5.3.1 Self-developed Interview Guide

Using a self-developed interview guide, data were gathered through in-depth
interviews. I was inspired by the different types of resilience when I formed my study
objectives, and as a result, I divided the guide's questions into four categories.
Psychological, physical, emotional, and community resilience are the four different
types of resilience (Cherry, 2022). As a result, my interview questions primarily reflect
each participant's capacity for resilience and adaptation in four areas (See Appendix C1

for Bangla and C2 for English).

3.5.3.2 Field Test
Two people took part in a field test. A field test has to be carried out prior to the final
data collection in order for the researcher to refine their data-gathering strategy. The
researcher explained the aim and objectives of the study to the participants during the
interview. The researcher knew from the field test which parts of the question
participants struggled with or did not fully comprehend. The researcher watched the
interview's circumstances and the participant's responses, which helped her decide
whether to change the question or not. There is no major change in the interview
questions after the field test. Last but not least, the question was created in both English

(Appendix C2) and Bangla (Appendix C1).
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3.5.3.3 Field Notes
Field notes are frequently advised in qualitative research as a way to record necessary
contextual data. Field notes make a guarantee that rich context endures beyond the
initial research team with the increasing usage of data sharing, secondary analysis, and
meta-synthesis (Phillippi & Lauderdale, 2017). The field notes were another data source
in addition to the audio recording. The physical aspects of the residence, the working
area, and the roadways, as well as the participants' nonverbal cues and any family

members' information that was accessible, were all included in the field notes.

3.6 Data Management and Analysis

Thematic analysis was the method of choice for data analysis. The researcher applied
the six steps of thematic analysis outlined by Braun and Clarke when analyzing the data
(Braun & Clarke, 2016). The supervisors and the student researcher first discussed the

phases of analysis, which are detailed below.

Step 1: Make yourself familiar with the data

Student researchers became familiar with the data by conducting interviews, and
authentically transcribing the data in Bangla as participant’s first language. Then
translating all of the transcripts into English, because English is the academic language.
Student researcher then read everything in-depth to grasp the significance and data

pattern. The key points were underlined using highlighters.

Step 2: Generating the initial codes

In this step, the student researcher began creating the first codes by writing an

explanation of the points that were highlighted. Student researchers create initial codes
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by emphasizing the relevant respondent topics. Writing down what is important about
the same or similar features was done in a consistent manner. With an experienced
instructor who is competent, the student researcher discussed the coding process with

her.

Step 3: Searching for tentative themes

In the third stage, the student researcher copied the codes from each interview along
with the line numbers on a huge piece of paper. Following a study of the codes, related
concepts were gathered to identify probable themes. This theme is based on the shared

code that each participant has adopted.

Step 4: Reviewing themes

The student researcher reviewed the theme in the fourth step. The theme was evaluated
and improved in this step by the investigator using reasonable evidence. The student

researcher then developed sub-themes underneath the primary theme.

Step 5: Defining and naming themes

The theme was identified and specified in the fifth step by the student researcher. The

reader can figure out what is represented in the theme from the theme's name.

Step 6: Producing the report

The sixth and final procedure includes student researchers developing a result in
accordance with the theme. It is an effective technique for data analysis that enables

researchers to summarize, highlight, and understand a variety of data sets.

Researchers have indicated that thematic analysis is an excellent initial analytical
method for beginner qualitative researchers to understand, in large part due to those

who have clearly spelt out its analytical processes (Braun & Clarke, 2016). Thematic
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analysis is the appropriate method of data analysis since the student researcher
thoroughly investigated how resiliency helps people with paraplegia in adjusting to
their disability in SCI paraplegics’ the community. With investigator triangulation,
researchers include several observers to record, process, or analyze data separately and
receive feedback from respective teachers while coding to emergent themes and sub-

themes.

3.7 Trustworthiness and Rigor

3.7.1 Methodological Rigour
Methodological rigour was defined by (Fossey et al., 2002) using the following
standards: Congruence, responsiveness to social context, appropriateness, adequacy,

and transparency are among the criteria.

Congruence: The study was conducted using a qualitative design and
phenomenological methodology which was compatible with its aims and objectives

(see section 3.1: Study Design).

Responsiveness to social context: Due to the researcher's face-to-face interaction with
participants throughout the interview, this study was aware of the social situation.
Because the interview was conducted in the individuals' actual settings, such as their
homes, CRP, or their workplaces, the situation as it actually occurred was documented

(see section 3.2: Study Setting and period).

Appropriateness and adequacy: The most appropriate study participants were chosen
using a purposive sampling technique. The main method used to gather data was a face-
to-face interview. Following the interviews, remarks were immediately recorded

together with field notes from observations for use in the data analysis. Earlier, in the
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section on participant recruitment, a thorough description of the participants was given
along with a complete explanation of the sampling process (see section 3.3: Study

Participants).

Transparency: The researcher does, however, ensure that the data collection procedure
is transparent, without bias in sampling, and without a history of power relationships.
The supervisors actively participated in various stages of the data analysis. Overall, the
entire study was carried out methodically by following research procedures with the
guidance of an expert supervisor (see section 3.5: Data Collection Process for more

information).

3.7.2 Interpretive Rigour
According to the following six criteria, (Fossey et al., 2002) defined interpretive rigour

as:

Authenticity: The opinions and voices of participants were quoted verbatim, proving
the authenticity of the data. The researcher accepted the participant's responses
regardless of how they were presented. The translated data has been doubled and
tripled check by the researcher to make sure it contains all the relevant information.
Throughout data collection and analysis, the researcher never tries to influence the
results in accordance with her own beliefs or values (see section 3.6: Data Management

and Analysis).

Coherence: The subject teacher guided us through each step of the data analysis
process. The experts with this kind of knowledge assist the researchers with everything
from highlighting the key features of the transcript to coding and emerging themes and

sub-themes. Since the direct supervisor was out of the country at the time, subject
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teachers checked the themes and sub-themes in the end (see section 3.6: Data

Management and Analysis).

Reciprocity: Reciprocity is maintained by digitally recording the interviews, verbatim
transcribing each interview in the following phase, and having the researcher translate
the interviews while maintaining the original meaning (see section 3.6: Data

Management and Analysis).

Typicality: Since that the research was conducted in Bangladesh, it may be challenging

for people from other countries to comprehend the context.

Permeability of the researcher: The outcome and data analysis accurately and
completely reflect the opinions and statements of the participants. The section on data
analysis and coherence has a description of the supervisor engagement process.
The participation of the supervisor and subject teacher helped to maintain the study's

fairness (see section 3.6: Data Management and Analysis).



29

CHAPTER IV: RESULTS

This chapter discusses how resiliency helps persons with paraplegia to adjust
to their disability. Participants discussed their experience in four areas which are
psychological, physical, emotional and community through semi-structured interview.
Eight main themes emerged from interview data, for and each theme several sub-themes
are identified. An overview of the themes and sub-themes is included in the following
table:

Table 4.1

Themes and Sub-themes

Themes Sub-Themes
1. From Denial to Determination Denial of Situation
Frustration

Positive Attitude

Determination to Move Forward

2. Health Issues and their Influence on  Pressure Sore

Life Age-related Conditions

3. Barriers Environmental Barriers

Societal Barrier

4. Support System Family and Finance

Relatives, Friends and Community

NGOs and Rehabilitation Centre

5. Adaptation Acceptance
Learning
6. Participation Participation in Sports

Participation in Vocational Training

Involvement in Workforce

Involvement in Social-works

7. Spirituality/ Faith

8. Inspired by Others.
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Each theme is described, below, with quotes from participants.

4.1 Theme One: From Denial to Determination
While talking about their whole SCI journey, most of the participants said that they did
not believe the situation at first, actually, they do not want to believe it. They became

frustrated, and some of them restrain them from any activities.

4.1.1 Denial of the Situation

All of the participants expressed that, just after the injury when they heard that they
may not be walk again, they did not want to believe that. They feel that they lost
everything of their lives. For example, Shafiq, the 54-year-old male participant with

paraplegic SCI, who is a wheelchair user, said:

“At first, I could not accept myself for a year, I would never go out of the house,
stay away from social activities or social events. I did not go out of the house or

do anything. I used to spend 24 hours a day in my room.”

Mofiz, 55 years old male with paraplegia, expressed that:

“When I heard that [ may have to lead the rest of my life in a wheelchair, I feel
like it would rather be better if I die from the accident. I could not accept myself

for a long time and hold myself from many things at that time.”

4.1.2 Frustration
After the denial of the situation, most of the participants go through many mental and
emotional ups and downs. Fayaz, 62 years old male with paraplegia, expressed his

emotion and stated:

“I was in such a state that I thought my life was over here. There is nothing more

to say about life. I have to sit on it, the w/c. This is how I have to die. What is



31

the benefit of living? Or what can I do to survive? These thoughts would come.
If I compare it with my earlier life, I will see many differences. So, what is the

benefit of this life to me, I had this disappointment for a long time.”

Shobuj, 37 years old male with paraplegia, expressed that:

“I wanted to commit suicide. In one word, I wanted to commit suicide. I have
tried three times to commit suicide. Once I thought that I had to cut my wrist
and try to cut the wrist with blades. (With a smile of scorn) I do not have my
own balance, what do I cut? Then I fell off the bed. Once, thinking that I would

die if I fall from the bed.”

4.1.3 Positive Attitude

Some participants reported that their positive attitude regarding their condition or
situation help them to accept and adjust to the uncertain incident in their life after the
stages of denial and depression. Mofiz, 55 years old male with paraplegia, expressed

that:

“In the future, I will have to move around, I will have to move around in a
wheelchair, there is nothing for anyone to do here. Since there is nothing to do,

what is the point of worrying about it? After that, I turned my attention to work.”

4.1.4 Determination to Move Forward

Both female participants and some of the male participants think that determination is
one of the biggest things which helps them to adjust after this big accident. The urge of
doing something, to show others that they can also do something for others and society.
This thinking helps them a lot to go through their adjustment journey. Sally, 32 years

old female paraplegic SCI, expressed that:
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“I think that rather than thinking about the past, I have to show a little bit that I
can do it. Yes, I'm sick, so what?” ... It is totally possible. Because we cannot
walk, that doesn’t mean we have to stay indoors. We also have to work. We also
have to clean the house; we also have to cook. We have to do everything for

ourselves. I will not be myself if I am dependent on others.”

Rokeya, 32 years old female with paraplegia, also stated:

“My whole being turns out better if I had a will. When I could not even sit up
at all or if I sat down with help, I would put something behind me to support.
And then I would try to wear my clothes alone and thinking that “I had to be

99 9

like me”.

4.2 Theme Two: Health Issues and their Influence on Life
All of the participants discussed their physical health and strength, and also how all of
these had an impact on their lives. They addressed issues related to health and

functioning as affecting the participants’ ability to bounce back after a challenge.

4.2.1 Pressure Sore

When they are asked about their health, all of the individuals mentioned pressure sores
and how this had affected their lives. Joshim, 41 years old male with paraplegia, who
has a pressure ulcer and urinary infection, who works in his own shop, expressed his

frustration by stating:

“It may take a month, maybe even two months to heal or recover. So, this gap,
in this gap that we cannot open our store, stay on bed rest, then who will pay for
us? Who will pay the rent for this shop? Then we get very stressed mentally.

Thinking about how to do that? How to pay the rent of the house? Because there
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is no one to help us. We have no family or friends to help us. Those, who have,

may not understand it. This is how we live our lives.”

4.2.2 Age-related Conditions
While talking about health issues except for two participants, all of the participants
complain about some physical weakness which comes with age, this weakness has a

great impact on their life. Shefali, 32 years old female paraplegic SCI, expressed that:

“This affects a little bit. I can work fast before, which I cannot do now. I can
cook for thirty people myself. If a ceremony was held inside the house, 20/30
people were there, and I, alone, did everything. And now when going to do with
five or two people, I feel a little tired. This one is coming with my age and also

has a history of disease. It is that the body’s energy slowly decreases.”

4.3 Theme Three: Barriers

Throughout the interview, most of the participants mentioned their challenges or
barriers and how they overcome them, and also the thinking of advancing in life helps
them to grow after injury. They mentioned various environmental, societal, and
financial barriers that occasionally stand in their way of becoming resilient in life

following an injury.

4.3.1 Environmental Barriers

While talking about the challenges which they felt were hard to overcome, most of them
answer similarly. They pointed out the fact that they struggled to become resilient due
to a lack of accessible environment. While talking about this issue Mofiz stated:
“Moving freely with the wheelchair is the hardest part.” Joshim, 41 years old male with

paraplegia, also said something similar:
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“We face obstacles everywhere. Like if we go to the market, there is no
accessible entrance. Even when I enter a shop, there isn’t any accessible
entrance to enter. Because a market, or everywhere, then walking on the road,

there is no accessible environment for the wheelchair user.”

4.3.2 Societal Barriers

Almost all of the individuals encountered some kind of societal barrier after their
injuries. While discussing these issues, one of the female participants, Rokeya,
mentioned that the way the community people looked at her didn't make her feel very

good. She stated that,

“People in my culture have a skewed perception of me. They looked at me as if
I were an alien from another planet. Being with them is the most difficult
challenge for me. Going to a healthy and non-judgmental environment for

people with disabilities is a significant challenge for me.”

Another participant, Joshim, mentioned that when some people ridicule him about his

disability or when he has disagreements with others, they curse at him. He explained,

“For them, we're like, if 1 say it in Bengali, 'lengra, When there is a
disagreement or a minor misunderstanding, the terms lengra are used to us. They

also told us that we were sinners. God punishes us for our sins.”

All of the participants agree that this type of obstacles has had a significant impact on

their minds, influencing the process of becoming resilient.
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4.4 Theme Four: Support System

All of the participants agree on the fact that support is the most important aspect after
any big incident to bounce back in life. While speaking about the support system
participants mentioned about their Families and finance, relatives, friends and
community, and NGO’s and rehabilitation centres in this study. They mentioned some
support system affect them positively which help them to build up resilience. On the
other hand, some support system affects negatively on their resilience journey after
injury.

4.4.1 Family and Finance

All of the participants shared that they had enough family support during their journey.
While talking about financial support only two participants talk that they had basic

financial support. Chayan, 45 years old male with paraplegia, expressed that:

“And I can cope with this situation because one of my daughters is in working
force then. So, the financial problem was not so much.” ... “And the family and
relatives went to the medical centre to visit me. Yes, many people are helping

mentally or giving money at that time.”

One participant gives a slightly different statement in this topic, Joshim, 41 years old

male with paraplegia, stated:

“Everyone has a good relationship with me. (With some scoffing) Everyone has
love and affection for me. But as [ am a PWD, I have financial problems. They
only helped me when they didn't have to spend money. Instead of what it used
to be, family and financial support is slowly dwindling. Many people fled in

fear that I might ask for something.”
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With the exception of two participants, all of the participants who lacked basic financial
support said that these things made them feel less confident. It takes a long time for

them to become motivated and resilient due to their low self-esteem.

4.4.2 Relatives, Friends and Community
Except for two participants, the rest of the participants face negative attitudes from

relatives or the relatives deprived them of their rights. Chayan stated that:

“Seeing my situation in society, everyone forcefully took away all the land I
own. Given the opportunity, I cannot do anything. And my cousins, uncles, are

even more unscrupulous. They got the opportunity and took all the land.”

Shafiq, Fayaz and Joshim also faced the same situation. They are deprived of their
rights to ancestral land. Which made them feel worthless which effects on resilience

process.

Except for one participant, the rest of the others talked about supportive friends and
colleagues has a great impact on their lives. Especially, Rokeya, 32 years old female

with paraplegia, expressed that:

“My inspiration has always been my circle of friends. And I was working for a
while in a school, the teachers there. I mean, I had colleagues, and because of
them I actually got more energy. And the one above gave me something from

inside because of which I am able to come so far today. I can recover.”

All of the participants agree that the support of friends makes them feel worthwhile to

pursue anything and has helped them become more resilient.
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4.4.3 NGOs and Rehabilitation Centre
NGOs and rehabilitation Centre has a role in the adjustment journey of some of the

participants. Shefali stated:

“There are many other NGOs, then we have this rehabilitation centre, I take a
lot of advice from them, and try to do it alone like myself. Some of the NGOs
gave loans to start a business, which helps me to become financially

independent.”

Shafiq also said similarly: “But in fact, when all the physios, occupational therapists,
counselling staff, the way they cooperate with their motivation, their enthusiasm, and I

think because of that I can adapt my mind and accept myself slowly.”

All of the participants mentioned how they receive mental and occasionally financial
support from NGOs and rehabilitation centres, which has helped them move closer to

developing resilience after such an injury.

4.5 Theme Five: Adaptation
With respect to utilizing adaptive coping, participants identified specific strategies such
as accepting the situation and learning or training oneself. Throughout the interviews,

most of the participants pointed out these aspects, which are acceptance and learning.

4.5.1 Acceptance

All of the participants agree on the fact that acceptance is the first step of adaptation to
any big accident. Accepting their injury can begin to increase their self-esteem and
adapt to SCI. Chayan stated that: “The accident must be dealt with acceptance. As soon
as it is dealt with, life can be moved forward.” Mofiz also stated similarly: “Since then,
I have taken a little care and started to accept, and slowly, one by one, I have taken care

of myself and started accepting myself.” Fayaz expressed that:
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“If my mind is thinking about the former me then maybe I will suffer. If I
understand that, no, this is how I have to fight, this is how I have to struggle,
this is how I have to live. Within this boundary I must move, within it, I must

live.”

Karim, 46 years old male with paraplegia pointed out that: “if the disability is not
adjusted if someone can never mentally accept that "I am a PWD" he will have many

difficulties in his life. It means adjusting. It is part of life.”

All of the participants mentioned that they can move on with their lives when they

slowly start to accept the situation.

4.5.2 Learning
While talking about adapting to life after injury, all of them pointing out their
continuous learning like how to do daily activities, how to transfer, and how to live

good life in this situation helps them to develop coping abilities. Mofiz expressed that:

“I am able to overcome these obstacles because of these learnings. If learning
did not happen, I would not see, I would not learn, I would not know. Then I
could not overcome these obstacles. And because of this learning, I am able to
do the job. And it is because of this job that I can come so far today. This

learning has become the biggest thing in my life.”

All of them said a common thing is that adjusting to disability is a learning process.
The learning and training from the rehabilitation center helps them a lot to adapt to
injury and because of that they are in their present position which can made them

resilient.
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4.6 Theme Six: Participation

Some of the participants made the point that taking part in sports and vocational training

helped them regain their self-esteem and deal with their disabilities.

4.6.1 Participation in Sports
Among nine participants, two participants mentioned that getting involved in sports
help them to adapt and also some of the participants agree that being involved in leisure

activities help them to adapt and refresh their minds. In this aspect, Shafiq stated:

“I absolutely love sports to stay fit. But at some point, when this accident
happened, after the accident I think that it is not possible for me to play sports
again. So, with the overall support of this rehabilitation centre, being in the
environment here, I focused on sports again. Being focused has shown that, in

fact, much can be done in this situation, and I, myself, am an example.”

Fayaz also pointed that: “Then there is in the University I work for, there, they were
playing sports, I watched sports. Sometimes there was a show, I used to watch that

show. Those things help me to adjust in life.”

4.6.2 Participation in Vocational Training

Most of the participants pointed out that participation in vocational training offers them
the confidence that they can work to support their families and lives. This thinking
enhances their mental fortitude. Mofiz, 55 years old male with paraplegia, expressed:
“After one year spent at home, again, [ was brought here in this centre, for that training,
for vocational training. Later I stayed here for a year. And then I opened a shop in

Mirpur.”

Joshim, 41 years old male with paraplegia, stated that:
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“After a few days, I took vocational training for electronics. Then sit in the shop,
now I have been running the shop for thirteen years... Here has different
training for different disabilities. Then there is vocational training, electronics,
tailoring and shop training. Training is also given for free for six months, food
is free. In the meantime, they are giving them employment, everything. I think

parents cannot do that either, cannot think like that.”

All of the participants believed that participating in vocational training helped them
become financially independent, which was worked on as one of the crucial

components of being resilient.

4.6.3 Involvement in Workforce
All of the participants discussed and agree that doing job and having a stable financial

support helps them to be independent in life. Mofiz stated proudly:

“When I got employment here, my mind slowly got refreshed and then actually
I could easily overcome those obstacles, many obstacles. It was my intention
that, “When I get a permanent job and I get a salary or I need money when that

is my solution, then no problem is a problem anymore.”

4.6.4 Involvement in Social Works
All of them are part of an association that works for the development of person with

SCI and also do social activities. In this aspect, Shafiq stated that:

“At least in this situation I have gone to many places in the country and abroad
and am doing work. Still involved in social activities and involved with these
associations, a Spinal Cord Injury Development Association. After that, I am
involved with many organizations, which means I am not sitting alone. In this

situation, I see that if you do not actually work, if you do not mix with society,
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if you do not work with people, if you do not keep yourself busy, you will feel
worse.”
The majority of participants stated that working for individuals with disabilities, such
as themselves, makes them feel good about themselves and worthy of doing something

to help others.

4.7 Theme Seven: Spirituality/ Faith

Spirituality was a strong theme among participants in this study. Many participants felt
that their spirituality, faith or ability to make meaning out of their experience had a
significant impact on their ability to adapt. When expounding on the role of faith in his

injury, one participant, Chayan stated:

“Lying down all day after the injury, it did not make sense. At first, it was
difficult to accept. Then I slowly start to pray namaz, first start to pray in lying,
then start praying in sitting. That’s how I start to accept everything that
happened to me. Many people support me, counselling me and that’s how I pass

that time.”

Shefali, 32 years old female paraplegic SCI, expressed that:

“Now my mother is sick, she was paralyzed after a stroke. I am in charge of the
mother's service and care... Everyone thinks that I'm a girl, how is it possible
that when I'm the girl in a wheelchair? But the power of Allah is upon me. When

I remember this strength, I always put my trust in Allah and do everything.”
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4.8 Theme Eight: Inspired by others

All of the participants said that inspiration and motivation from others help them to
adjust after injury. Shafiq, who came to this rehabilitation centre when he was a
teenager, expressed: “At this rehabilitation centre when I see other kids like me playing

sports, then at some point, I get attached to them. I also play sports with them”.

Karim also stated the fact that:

“there's a lot of motivation work here. We had a man here as my colleague, who
did counselling work. His activities, his movements, he was tetraplegic. He
could not even take a glass of water with his hand and eat. But he was alive and

29 9

he used to say,” This is living”.

Shefali said differently that she wants to be inspired others. She expressed:

“This is what will give me strength. If we are dependent on others today, we
must remain dependent on them. Today if I learn, then another will learn by

2% 9

watching me. They will say “Yes, I can do it too if she can”.
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CHAPTER V: DISCUSSION

This qualitative study sheds light on how resilience affects SCI survivors with
adjustment to their condition in the community. In the study, there were nine paraplegic
participants—7 males and 2 females. From the participant's transcript, eight themes

were identified by the study.

The first objective of this study was to find how psychological strength helps to cope
with challenges or uncertainty related to disability adjustment. According to this study's
findings on the first theme-from denial to determination, having a positive attitude and
being determined will help the participants start to adjust to a limitation. The same
findings on how to build resilience and cope with disabilities have also been published
in literature from other countries (Duggan et al., 2016; Monden et al., 2014). However,
the new study discovers that the initial stage of developing resilience is the denial of
the situation and frustration; after going through these phases, people start to develop
resilience and take a small step toward adjustment. The majority of research primarily
concentrates on the positive factors that significantly affect resilience and adjustment.
But in order to get there, individuals must experience certain unfavorable psychological
ups and downs, which are not strongly described by the earlier work. This represents

the study's most new findings.

The second objective of this study is to identify how physical ability helps to adapt to
challenges related to adjustment. After SCI, the person with SCI experiences a variety
of health issues, and those issues have an impact on their life and adjustment process.
Because of that health issue physical ability decreases. Although some earlier pieces of
the literature indicated these health problems, they did not explain how they affected

people(Duggan et al., 2016). However, this research provided the influence of those
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issues clearly. The participants' descriptions of pressure sores and urine infection after
SCI highlight the most serious health issues. If they get any sores or get a urinary
infection, their life will become quite difficult. They are required to take bed rest;
therefore, they are unable to perform any economically productive work. During that

time, their financial situation deteriorates.

The third objective of this study is to explore how people with paraplegia cope
emotionally with stress and adversity related to disability adjustment. Following SCI,
some participants reported experiencing a sense of acceptance. Given that people have
previously stated that accepting their SCI enables them to perceive and use it
constructively, this discovery may be significant. People noted that acceptance is a
continual process that requires time and reflection, but it allowed them to go forward in
their life after having a spinal cord injury. The areas of positive change after adversity
that are most frequently discussed are perspective on life, perception of relationships,
and perception of oneself. The perspective of life was the most frequently cited theme;
Chun and Lee also found this theme in the participant's narratives of their lives after
SCI (Chun & Lee, 2008). People in both studies made remarks about appreciating the
little things, being more thankful, and valuing every moment of life. It seems that one
area in which many feel that they have benefited from SCI is having a greater
perspective on life. However, none of the studies clearly discuss their perspective on
overcoming obstacles and moving forward in life, which is the focus of this study. To
"bounce back" and restore emotional control, participants indicated the considerable
effort, energy, and strength needed to combat negative emotions and negative
attributions (which had not previously been researched in detail). The participants
discussed how they overcame difficulties by engaging in constructive self-talk to keep

a positive outlook and preserve emotional stability. The participants also emphasized
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the different activities they engage in to maintain a regular life, including training,
visiting friends, travelling, and sports. These results highlight the effort put into

promoting psychosocial well-being by using one's own inner courage and skill.

The fourth objective of this study is to explore how the family and society help a person
with paraplegia for adjustment after SCI. Social relationships and support were
frequently mentioned as having an impact on resilience, which is consistent with the
way that physical disability and mobility issues can have social consequences that affect
a person's sense of belonging to their family and the larger community. In this study,
respondents with SCI expressed gratitude for the support they received from family and
friends and noted that it helped them reintegrate into society and foster resilience. There
has been debate over the significance of familial and personal relationships; some
research recognized these connections as unmet needs, while others saw them as crucial
to a person's psychological and physical health(Kennedy et al., 2000). The majority of
the literature on the topic of support systems primarily focuses on the advantages that
the majority of participants receive like support from society or relatives. However, in
this study, some participants draw attention to the unfavorable treatment they received
from relatives and society both then and now. This study focuses on the barriers they
encounter in society and the environment. Additionally, it highlighted how their support
system influences their lives and how they adjust by accepting adversity and developing

resilience.

The most frequent findings of the majority of the literature on resilience and disability
adjustment relate to participants receiving inspiration from others to help them through
the process of adjustment(Dunn et al., 2012). However, in this study one of the
participants pointed out that she wants to inspire others, therefore having this thought

really helps her in the adjustment process. Respondents also articulated the category of
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spirituality or faith in a higher power as a source of support, which contributes to the
body of knowledge on SCI adjustment. The question of whether or how humans call
for and receive support from a higher power, such as spiritual forces and spiritual beings

like God, has received less study in the SCI literature.

In this study, the majority of the respondents say that having a job or being actively
employed really helps them in developing resilience and making quick adjustments to
their lives. One of the key components of their adjustment, according to some
participants, was getting a fresh start in life through participation in sports, vocational
training, involvement in the workforce and social work. Most of the literature focuses
on sports and getting a job or involvement in the workforce. But none of the literature
focuses on this issue, such as social work or volunteer work and vocational training,
which can be ways to build resilience and adjust to disability. 1 believe this is a

completely new finding in the resilience study.

The underlying clinical framework may need to be altered or expanded in order to
effectively use findings to inform and guide treatment plans. Continued investigation
into the post-SCI adjustment process is required in order for the field to fully recognize,

comprehend, and value the positive aspects of transformations.
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CHAPTER VI: CONCLUSION

6.1 Strengths and Limitations

6.1.1 Strength

I want to highlight my research's strong points before we talk about its limitations.

e My methodology is one of the main strong points of my research. The appropriate
research design for any study of emerging issues is a qualitative design.
Additionally, participants provide information in semi-structured interviews,
which directly mirror their remarks. My research methods were also checked by
my supervisor.

e In the context of Bangladesh, resilience and disability adjustment related to
resilience in SCI are relatively recent phenomena. As a result, there isn't much
literature on my topic. In comparison to other issues, this helps my research to
stand out more and become more original.

e COREQ Guidelines are followed throughout the thesis design.

¢ Finally, member checking is one of this study's strongest points.

6.1.2 Limitation
There were some limitations imposed when this study was being conducted. The
researcher carried out this investigation while taking these limitations into account. The

limitations are detailed below:

e Data were only collected from paraplegic SCI participants in this study, so
findings cannot be generalized to those with other forms of SCI.
e Due to the exploratory nature of this qualitative study that was specifically

designed for SCI in the setting of Bangladesh, it is challenging to extend the
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findings to non-SCI populations or SCI populations from other countries and draw

firm conclusions regarding the experience of resilience among people with SCI.
e Finally, some participants, but not all, have experience doing this kind of

interview repeatedly. Some participants' comfort levels may have been impacted

by this familiarity, which could have changed how they responded.

6.2 Practice Implication

It is crucial that healthcare professionals incorporate into their practices not just
knowledge derived from studies that show statistical correlations between and among
variables, but also knowledge derived from qualitative studies that contribute an
understanding of the process of "successful adjustment.” It is congruent with the present
practices of many clinicians and enables patients to reprocess and find new
understandings and meaning for their life following such an injury, as stated by the
participants in this study. The underlying clinical framework may need to be changed
or expanded in order to use such evaluation results to educate and guide well-directed
treatment approaches. Resilience is a crucial component in the long-term treatment of
SCI that can be improved by focusing rehabilitative therapies on mood management as

well as self-efficacy beliefs.

6.2.1 Recommendation for Future Practice and Research

Future research should focus on maintaining resilience improvement over time because
it is possible for resilience to deteriorate as people age and for rehabilitation effects to
eventually lose their effectiveness. Here are a few recommendations for additional
study:

e Explore the resiliency pattern in elderly SCI patients.
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e Identifying what spirituality means to a person with SCI and how it could affect

the development of resilience.

6.3 Conclusion

As a result, the current study adds a level of depth and richness to existing
conceptualizations of resilience. The findings show that people with SCI subjectively
attribute many of the same factors to their capacity for adaptation that has been found
in previous empirical studies on SCI and other traumatic disorders. The topic of
resilience and the ability to rebound following SCI seems to strike a chord with a
significant number of individuals. Both the supports and the obstacles to adjustment are

evident in their reactions.

Only 9 paraplegic SCI patients' lives were evaluated in this study. By hearing the
experiences of more spinal cord injury victims, future research could expand on this
study's findings. Resilience may be developed differently in other stories. This thesis
provides answers to queries such as what resilience is in SCI patients, how resilience is
developed, and how resilience might be used to adjust to disability. Additionally, this
research has inspired a number of new avenues of investigation. By sharing these
individuals' SCI stories, I hope that this research will encourage people with SCI to
consider the stories they tell and how those stories are affecting their resiliency and
adjustment. Additionally, I believe that stories will raise awareness of SCI so that
communities, families, and cultures can better support those with SCI by creating

circumstances that foster resilience in them.
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Subject: Approval of the thesis proposal “Resilience in persons with paraplegia: A
qualitative study” by the ethics committee,

Dear Afsana Chowdhury,

Congratulations.

The Institutional Review Board (IRB) of BHPI has reviewed and discussed your application to
conduct the above-mentioned dissertation, with yourself, Md. Julker Nayan as the thesis
supervisor. The following documents have been reviewed and approved:

Sr. No. Name of the Documents

1 Thesis Proposal

2 Self-developed interview guide

3 Information sheet & consent form.

The purpose of the study is to explore an in-depth understanding of how resilience helps persons
with paraplegia to adjust to their disability. The study involves the use of a Self-developed
interview guide to explore an in-depth understanding of how resilience helps persons with
paraplegia to adjust to their disability that may take 60 to 90 minutes to answer the question, and
there is no likelihood of any harm to the participants. Participation in the study may benefit the
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Helsinki, 1964 - 2013, and other applicable regulations.
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Appendix B2: Information Sheet and Consent form (English)

Bangladesh Health Professions Institute (BHPI)
Department of Occupational Therapy
CRP- Chapain, Savar, Dhaka-1343. Tel: 02-7745464-5,7741404, Fax: 02-

l

BANGLADESH HEALTH
ROFESSIONS INSTITUTE 7745 06

Code no.:

Information sheet

Title: “Resilience in Persons with Paraplegia: A Qualitative Study”

Investigator: Afsana Chowdhury, 4" year student of B.Sc. in Occupational Therapy,
Session: 2017-2018, Bangladesh Health Professions Institute (BHPI), CRP- Savar,
Dhaka-1343.

Supervisors: Md. Julker Nayan, Associate Professor of Occupational Therapy, Head
of the Department, Dept. of Occupational Therapy, BHPI, CRP, Chapain, Savar,
Dhaka-1343.

Place: The study will be conducted in Savar.

Information sheet

Introduction

I am Afsana Chowdhury, student of 4™ year (Session 2017-2018) of B.Sc. in
Occupational Therapy at Bangladesh Health Professions Institute (BHPI), the academic
institute of the Centre for the Rehabilitation of Paralysed (CRP) which is affiliated to
the University of Dhaka. As a part of my academic activities, I have to conduct a
research project in this academic year.This research project will be conducted under
thesis supervisor, Md. Julker Nayan. By this information sheet investigator presented
detailed information about the study purpose, data collection process, ethical issues. If
you are interested to participate in this study, then clear information about the study
helps you to easily make decision. If this consent form contains some words that you
do not understand, please ask me to stop. I will take time to explain. Information about
the study participants will keep confidential and the aim of the study will be informed
to the participants. If you cannot understand any part of the investigation, Investigator
will help you to understand.

Background and aim of the Research

The main aim of this study is to gain a deeper understanding of how resilience helps
people with paraplegia adjust to their disability. This line of research seeks to
understand how a person with paraplegia's mental strength, physical abilities, emotions,
family and community support help them cope with the challenges or uncertainties
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associated with the disability. Through this research, service members will learn about
your experiences and the information obtained will help improve the quality of service.

Research related information

Before you sign the consent form, you will be presented with detailed information about
the conduct of the research project through this participant information sheet. After that
you will attend a face-to-face interview. In which a deeper understanding of how
resilience helps people with paraplegia adjust to their disability will be discussed.

Data will be collected for up to two months after receiving consent for data collection.
During this time the researcher will come to you and conduct a face-to-face interview.
If you are not willing to answer a question, you can skip to the next question. The
information collected will be kept confidential and your name will not be published
anywhere and no one will know about it except the Research Superintendent Md.
Zulkar Nayan.

Voluntary participation

The choice that you make will have no effect on your social participation or community
life style. You can change your mind at any time of the data collection process even
throughout the study period. You have also right to refuse your participation even if
you agreed earlier.

Risk and benefit
By participating in this study, you may not have any direct benefit. But there is an
exaptation that, finding from the study will be helpful for the profession and
professionals. It will be expecting that there is no risk in this study. Information for this
study will be collected without hampering the everyday activities and co-relation with
other colleagues.

Confidentiality of the study

Information about you will not be shared to anyone outside of the research team. The
information that we collect from this research project will be kept private. Any
information about you will have a code on it instead of your name. Only the researchers
will know what your code is and we will lock that information up with a lock and key.
It will not be shared with or given to anyone except Md. Julker Nayan, study supervisor.

Information about publication of the study findings

The findings from this study will be published in social site, web site, conference and
journal.

Participant’s wage

Participants will not get any wages for participating in this study.
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Source of money for this study

All money that will be needed for this study will be collected from investigator own
source. This study will be conduct in a small range and any external source is not
available for this research.

How to contact

If you have any questions, you can ask me now or later. If you wish to ask questions
later, you may contact with the investigator Afsana Chowdhury, Bachelor science in
Occupational Therapy, Department of Occupational Therapy. by using this e-mail:
afsanachowdhury63@gmail.com, contact number: +8801632555346. This proposal
has been reviewed and approved by Institutional Review Board (IRB), Bangladesh
Health Professions Institute (BHPI), CRP-Savar, Dhaka-1343, Bangladesh, which is a
committee whose task it is to make sure that research participants are protected from
harm. If you wish to find about more about the IRB, contact Bangladesh Health
Professions Institute (BHPI), CRP-Savar, Dhaka-1343, and Bangladesh. You can ask
me any more questions about any part of the research study, if you wish to.

Can you withdraw from this study?

You can cancel any information collected for this research project at any time. After
the cancellation, we expect permission from the information whether it can be used or
not.

Complaints:

If there are any complaints about the conduct of this research project, contact the
Association of Ethics (CRP/BHPI/IRB/09/22/620). This proposal was reviewed by the
Institutional Review Board (IRB), Bangladesh Health Professions Institute (BHPI),
CRP, Savar, Dhaka-1343, and Bangladesh, whose mandate is to ensure that research
participants are protected from harm. If you want to know more about the IRB, contact
Bangladesh Health Professions Institute (BHPI), CRP-Chapain, Savar, Dhaka-1343
Tel: 02-7745464-5, 7741404, Fax: 02-774506.
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Withdraw from
Participants INAIME: ........o.iieiit e e

Reason of withdrawing: ... e

Participants SIZNAtUIE: .........ouiiniit it

Day/Month/Y  ar: .......oiiii i e e e
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Code No:

Consent Form

This research is a part of the Occupational Therapy course and the name of the
researcher is Afsana Chowdhury. I am a student of 4th year of B.Sc. in Occupational
Therapy at Bangladesh Health Professions Institute (BHPI), the academic institute of
the Centre for the Rehabilitation of Paralysed (CRP) which is affiliated to the University
of Dhaka. The study was entitled “Resilience in persons with paraplegia: A
qualitative study”.

For participant who are taking part in interviews:

Please read the following statements and put tick (v') on yes or no to say that you
understand the content of the information sheet, your involvement, and that you agree
to take part in the above-named study.

1. I confirm that I have understood the information sheet for the study or that it has
been explained to me and I have had the opportunity to ask questions.

2. I have satisfactory answers to my questions regarding with this study. ..............
Yes/No

3. Tunderstand that participants in the study is voluntary and that I am free to end my
involvement before the data analysis, or request that the data collected in the study
be destroyed before data analysis.

4. Information from interview might be examined by research supervisor. However,
all personal details will be treated as highly confidential. I have permitted the
investigator ~and  supervisor to access my recorded information.
.......................................... Yes/ No

5. T have sufficient time to come to my decision about participation. ...................
Yes/No

6. I agree for quotation from my interviews to be used in the above study. ............
Yes/No

7. Tagree to take part in the above study. ..........coooiiiiiiiiiii i
Yes/ No

Participant’s name: Date:
Investigator

I have explained the study to the above participant precisely and she has indicated a
willingness to take part.

Investigator’s Signature: Date:
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Appendix C1: Self-developed Interview Guide (Bangla)

Socio-demographic Information of Participant
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Appendix C2: Self-developed Interview Guide (English)

Socio-demographic Information of Participant

Participant’s Name:
Age:
Sex:

Educational Qualification:

Marital Status:

Times of injury (Year):

Occupational Status:
Living arrangement:

Objective Main Question Sub-questions

1. To find out how | How would you like to |l. Tell me about your spinal cord
psychological explain your injury journey in details. How your
strength help to | psychological strength life changes from before to now?
cope with | which helps you to cope 2. How do you deal with all of these
challenges or | with challenges or changes?
uncertamt}{ rela.lt.ed upcerj[glnty r‘elated to‘7 3. What types of challenges are you
to . disability | disability adjustment? facing in your daily life activity?
adjustment.

How well do you feel you generally
cope with very challenging
situations? How often do you face
these sorts of situations?

Are there certain types of
challenging situations that you feel
more comfortable dealing with?
Why 1is this? Describe a recent

example.
6. What types of challenging
situations do you feel Iless

comfortable with? What is it about
these situations which make you
less comfortable? How well do you
think you have dealt with these
situations in the past?

How can you transform a
challenging experience into a
positive lesson and opportunity for
growth? Are those learning helping
you adapt to your present life?

What do you think about disability
Adjustment? What is  your
perception of it? Explain to me with
an example.
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. To identify how

physical  ability
helps to adapt
challenges related
to adjustment.

What do you think about
your physical ability and
its impact on your
disability adjustment?

What do you think about your
body’s abilities like strength,
endurance, etc. now? Are those
abilities have any impact on your
adjustment process? If have, then
what is the impact? explain it with
an example.

10.

Are you have any other disease or
condition other than SCI? If have,
what is it? Is that have any impact
on your physical ability?

. To explore how
people with
paraplegia  cope
emotionally with
stress and
adversity related
to disability
adjustment.

How do you regulate
emotion regarding
coping with stress and
Adversity?

. After SCI there are so many

changes appear in your body as
well as mind. What type of mental
stress did you experience at those
time?

12.

Describe a time when you managed
to remain calm during a very
stressful and intense situation.
What was the situation? How were
you able to do this?

13.

Have you ever had to make an
important decision under extreme
pressure? How did you respond to
this? Did you make the right
decision?

14.

Can you think of a time when it
would have been advantageous for
you to express your emotions more
openly in a stressful or difficult
situation? How do you think the
situation would have been different
if you had expressed your
emotions?

To explore how
the family and
society helps a
person with
paraplegia for
adjustment  after
SCI.

Has the community
given you any support
and how does that
support impact your
adjustment?

15.

Tell me about your close people or
relatives in your community in
detail.

16.

Which type of support do you get
from your family? Are those
supports help you to adjust to a
disability?

17.

Is there any social support you get
from your society when you return?
How does that support make an
impact on your adjustment?

18.

Do you have a person or group of
people at work or community
whom you can discuss problems or
issues with? If you encounter a
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19

problem, would you typically
consult these people or try to work
through the problem by yourself?

. In which kinds of situations do you

typically find it easier to ask for
support? Describe an example.
Why do you think asking for
support is easier in these situations
than in others?

20.

Are there any circumstances under
which you find it more difficult to
seek support from others? If so,
what types of circumstances are
more challenging in this regard?
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Bangladesh Health Professions Institute
Department of Occupational Therapy
4" Year B. Sc in Occupational Therapy
OT 401 Research Project

Thesis Supervisor- Student Contact; face to face or electronic and guidance record

Title of thesis: Resilience in persons with paraplegia: A qualitative study

Name of student: Afsana Chowdhury

Name and designation of thesis supervisor: Md. Julker Nayan, Associate Professor of OT, BHP!
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