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Abstract

Background: Spinal cord injury (SCI) affects many aspects of human functioning causing
the person to require care from family members. Caregiving for such chronic conditions
has its good and bad effects. Evidence suggests identifying the way that caregivers cope,
the effects of it can be assessed. Coping is a person’s cognitive and behavioral efforts in
response to stressors that direct how those stressors will affect physical and emotional well-
being. With the increasing need of caregiving worldwide the way caregivers cope should
be studied in a nation like ours that hasn’t yet developed long-term care policies and
provisions for care.

Aim: To investigate the coping strategies used by the primary family caregiver of people
with SCI in both Rehabilitation center and in the Community.

Methods: The study is done following quantitative cross-sectional design. Data was
collected from 134 participants by face-to-face survey using the F-COPES (Family Crisis
Oriented Personal Evaluation Scales). Descriptive analysis was done using SPSS v.20. The
mean and SD of each subscale score and total score of the F-COPES were calculated to
determine and compare the coping strategies that were used by family primary caregivers
of a person with SCI among the two groups: rehabilitation center and community. Further
Mann-Whitney and Kruskal-Wallis test was done to find out the association between the
total F-COPES score of the two groups and also the association between coping and socio-
demographic factors.

Result: Findings showed in two areas, rehabilitation center and community the female

participants were 73.1% and 76.1% and male participants were 26.9% and 23.9%. The



Xiii

mean of overall scale revealed participants used coping on a moderate level and mean of
the subscales revealed in both areas, reframing was most used coping strategy.
Rehabilitation center participants varied from community by using family support in fourth
and passive appraisal was the least used whereas in community family support was the
least used. Except for the coping strategy mobilizing family support (p= 0.000), no
statistically significant differences were found between F-COPES total and subscales
between rehabilitation center and community. In terms of association between coping and
socio-demographic factor only in gender there's a significant difference in mean ranks of
rehabilitation center but not in community. However, there were no significant differences
in mean ranks of other factors (e.g. age, duration of caregiving, level of education etc.)
among both groups. Meaning that coping did not differ according to other factors but may
differ due to gender of the caregivers.
Conclusion: This study finds and compares the coping strategies that are used among the
family primary caregivers of person with SCI in a rehabilitation center and community.
The study contributes to the field of rehabilitation science by guiding therapists or
rehabilitation service provider in Bangladesh on how to incorporate families into culturally
appropriate and competent interventions.

Keywords: Coping, Spinal Cord Injury (SCI), Family caregiver, Rehabilitation.



CHAPTER I: Introduction

1.1 Background
Spinal cord injury (SCI) is a great calamity upon the person and the person’s family
(Dijkers, n.d.) causing the person to need continuous supervision in day-to-day living,
many impacted people receive familial support who adopt the role of caregiver and become
the protagonists of care (Gajraj-Singh, 2011; Post et al., 2005; Zanini et al., 2022). In case
of spinal cord injury (SCI), the condition affects human functioning (Bickenbach et al.,
2013), including body functions and structures (Brinkhof et al., 2016; Sezer et al., 2015;
Sweis & Biller, 2017), activities and participation in society (Chang et al., 2018; Chhabra
& Batra, 2016) so the support of family caregivers is particularly valuable. Both globally
and locally trauma is the most common cause of SCI (Patek & Stewart, 2023). The
incidence of TSCI worldwide range from 3.3 to 195.4 cases per million with male
predominance and affecting the middle and low socio-economic societies more often
(Jazayeri et al., 2023; Quadir et al., 2017).

In healthcare provision the informal caregivers form a fundamental aspect (Ng &
Indran, 2021). In Western countries like USA the prevalence of caregiving for an adult or
child with special needs is reported to be 18.2% to 21.3% and in Europe informal caregivers
are 10% up to 25% of the total population (Shih2020, n.d; Zigante, 2018). In Asian
countries such as Malaysia has 5.7% of adult population as informal caregiver and
Singapore has 8.1% prevalence of informal caregiver (Kong et al., 2021; Statistics

Singapore Newsletter, 2011).



In the field of SCI, family members, who look after the SCI patient in the majority
of cases also falls victim to the event beyond its control. Researchers consistently report
elevated levels of relationship and financial hardship, stress, depression, anxiety, and a
general decline in health and quality of life (Baker et al., 2017; Fekete et al., 2017; Lynch
& Cahalan, 2017; Maitan et al., 2018). However, providing care can also have
advantageous outcomes. Research indicates that providing care can lead to a rise in self-
efficacy, facilitate the acquisition of new abilities, create a sense of fulfillment and reward,
and improve relationships with the care recipient (Li & Loke, 2013; Morrison et al., 2014;
Schulz & Sherwood, 2008). Finding the way caregivers cope, the implications of providing
care might potentially be clarified. Studies in different fields have shown that adjustment
in caregivers are predicted by significant coping strategies. For example, in case of
dementia, caregivers higher self-reported health and life satisfaction were associated with
increased usage of coping mechanisms (Haley et al., 1987) and in caregivers of people with
Parkinson disease, higher coping strategies resulted in enhanced quality of life and
enhanced psychological adjustment (Navarta-Sanchez et al., 2016). Similarly, among
caregivers of people affected by advanced cancer thanks to coping strategies psychological
wellbeing was enhanced (Walshe et al., 2017). Support should be provided to resolve all
doubts as well as to learn knowledge and skills needed to cope with a new and potentially
more stressful life.

A person's cognitive and behavioral responses to stressors that control how those
stressors will influence their physical and emotional well-being are referred to as coping

(Lazarus & Folkman, 1984). Coping strategies can depend on various factors, one of which



is sociodemographic characteristics (Asturias et al., 2021; Bottaro & Faraci, 2022; Lembas
etal., 2017).

The study focuses on family primary caregivers for several reasons. First off, the
experiences of family caregivers in Bangladesh caring for people with disability are not
well studied and it is vital to encourage academic research and effective intervention
(Ahsan, 2023). Second, Asian nations are particularly unfamiliar with the problem
associated with caring in contrast to Western states that have long developed long-term
care policies and provisions for care (Zhang & Jean Yeung, 2012). Third, providing care
to family members does not always come without costs. Family caregivers appear to have
worse health and psychological wellness, according to a study comparing them to the
general population (Davies & Young, 2017). Fourth, unlike other developing countries,
Bangladesh does not prioritize medical rehabilitation or disability management; instead,
the focus is on primary healthcare services, particularly acute care (Uddin et al., 2019).
Also, literature hasn't done a good job of addressing the unique needs of family members
in coping with the abrupt trauma of a spinal cord injury or the long-term effects of
rehabilitation in our nation. It's rarely acknowledged that family members may also need
to use unique coping strategies to manage both the acute and chronic stages of this illness
(Atwood, 2017; Reinhard et al., 2019; Roth et al., 2015). In many ways, the adaptive
changes of such families are comparably equal to the changes required of the patient (James
Litman, 1966).

This study provides a baseline for family caregivers' coping strategies based on
their sociodemographic characteristics. Given that the study is comparative allows us to

identify how the family caregiver cope when staying at a rehabilitation center versus when



they are living in the community. Finally, this study can be used to establish plans of care
and intervention that would emphasize skills and coping strategies for them to better cope
and adapt, minimize family members’ burden, enabling them to provide better care and, as
a result, indirectly decreasing family members’ institutionalization (Fadili et al., 2016;
Guedes & Pereira, 2013). In light of this, the community should provide care and support

to the patient as well as their family (Ma et al., 2014).

1.2 Justification of the study

The coping strategies of the primary family caregivers of people with SCI should be studied
in a much broader sense for getting a clear understanding and insight on how they deal
with the adverse situation along with the behavioral and emotional changes taking place.
As we know, most of the time the family members are the caregivers. Research in this area
will help family members to identify their coping strategies to prevent burnout and
maintain their own health and quality of life. Moreover, a family’s ability to adapt and cope
with the situation influences the quality of care provided which plays a crucial role on
patient’s recovery and effective treatment outcome.

Rehabilitation professionals often limit their attention to patients with SCI, ignoring
the patient’s family members. Such unequal and single-focus intervention may be
inadequate and considering the concept of holistic care to be followed by us as occupational
therapists, we cannot separate the needs of patient from those of the patients’ families. The
coping strategies identified among family members in this study will help to establish plans
of treatment which will include use of active coping strategies, better adjustment,
manipulating patient’s attributional belief, perceiving social support and coping strategies

endorsement which will also indicate rehabilitation professionals to adopt a multi focused



intervention strategy to ensure the best therapeutic results.

This study will have potential benefits for our country as well, as understanding the
unique challenges faced by families of person with SCI within cultural and healthcare
context will lead to development of targeted support programs and services to assist
caregivers, better access to healthcare services and rehabilitation programs in Bangladesh,
reduce emotional/financial burden, raise awareness about the challenges they face
ultimately leading to a more inclusive and supportive community.

1.3 Operational Definition

1.3.1 Coping Strategies: Coping strategies refer to how people deal with a certain
problem (Murphy, 1974; Pearlin & Schooler, 1978; Zeitlin, 1980).

1.3.2 Family caregiver: A family caregiver could be a son, a daughter, a parent, a
spouse, or another member of the family or acquaintance. In addition to being with the
patients, the caregiver makes time to give them the attention they need (Factors et al.,
1999; Pinquart & Sorensen, 2003).

1.3.3 Primary caregiver: Those who are in charge of giving care to someone who is
unable to take care of themselves are referred to as primary caregivers (Yan, 2019).

1.3.4 Spinal Cord Injury: Spinal cord injury can simply be defined as damage to the
spinal cord which is usually caused by several factors, such as, disease, degeneration, or
trauma (“World Health Organization: WHO,” 2013).

1.4 Aim of the study

To investigate the coping strategies used by the primary family caregivers of people with

SCI in both Rehabilitation center and in the Community.



CHAPTER II: Literature Review

In this section, information is provided from existing literature on different coping
strategies, family caregiver and relation of coping strategies with some socio-demographic
factors such as age, gender, education level, duration of caregiving, relationship with
person with SCI and financial condition.

According to Lazarus and Folkman’s (1984) coping is classified as problem-
focused and emotion-focused coping strategies. Problem-focused coping involves using
techniques to change or manage it for removing the perceived stressor by increasing control
over it. It includes making decisions, active planning, resolving interpersonal conflicts and
learning more about the stressor. Emotion-focused coping, on the other hand, focuses on
behavioral and cognitive strategies for controlling and overcoming anxious emotional
responses to stresses (Lazarus & Folkman, 1984). Emotion-focused coping is further
subdivided into avoidant processes, which include substance abuse, self-distraction, and
denial to minimize the impact of negative emotional responses and active coping strategies,
which alter a negative emotional response e.g., acceptance, positive reframing, or religion

(Holahan and Moos, 1987;Sheridan & Radmacher, 1992).
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Figure 2.1: Overview of literature review findings

2.1 Coping strategies

2.1.1 Emotion-focused Coping:

A descriptive study of families of 120 patients who were hospitalized in ICU in University
Hospital in Turkey. They found similar to other studies that families facing financial
difficulties and not receiving assistance from others primarily used the submissive and
helpless/self-blaming coping mechanism which are emotion-focused strategies (Acaroglu
et al., 2008; Alvarez & Kirby, 2006; Juczynski & Adamiak, 2005). In another descriptive
study in two community hospitals' critical care units within first 48-96hrs of admission in
USA the aim was to examine coping and anxiety levels of the family members of the

patient. The result was anxiety level was adversely correlated with the coping subscale



passive appraisal among 75 participants using the coping instrument F-COPES (Reider,
1994). Using the same instrument another cross-sectional study found results opposite to
the previous study where reframing (a emotion-focused coping style) was most used and
passive appraisal was least used. It had 133 participants who were the family members of
patients admitted in 2 ICUs within 24hrs of regional general hospital in Hongkong (Chui
et al., 2007). A study in Iran with the aim of identifying the coping mechanisms used by
family caregivers of schizophrenia patients had 225 participants using descriptive
correlational cross-sectional method also found most family members used emotion-
focused strategies which was avoidance (Rahmani et al., 2019).

2.1.2 Problem-focused coping:

Most participants among 40 spouses had experienced stress throughout six months of
providing care, they applied both problem- and emotion-focused techniques. It was a cross-
sectional study drawing participants from regional hospitals, rehabilitation centers,
voluntary organizations, and self-help groups in Honk Kong. The aim was to look at the
stressors and coping mechanisms used by spouses of SCI patients (Chan, 2000). A study
assessed the caregivers coping strategies and sociodemographic factors of chronic
hemodialysis patients of a hospital in Saudi Arabia. The result was caregivers used planful
problem solving, self-control and positive reappraisal. Furthermore, they found the least
used coping strategies were confrontive and escape-avoidance (Fadili et al., 2016). On the
other hand, a study of caregivers of dependent family members receiving care from two
health centers of North of Portugal, reported using more of alternative perceptions of the
situation and solving the problem or dealing with the situation (Guedes & Pereira, 2013).

Similarly at a psychiatric hospital of Sao Paulo, family members' coping mechanisms were



the focus of the descriptive study that aimed to relate the coping mechanisms to the patient's
clinical characteristics and family member sociodemographic characteristics. The results
were social support and problem solving coping strategies most often used by family
members (Pompeo et al., 2016).

2.2 Caregiver

2.2.1 Family caregiver

Family or informal caregiving is a demanding and all-consuming task that often negatively
impacts the financial, emotional, and social well-being of the caregiver (Eifert et al., 2015).
While family members are extremely important in providing patients with care and
assistance with long-term diseases, they are also a great source of support for them
(Chadda, 2014). Roughly 90% of people who look after someone with a chronic illness are
their family members (Corcoran, 1994; Ehrlich et al., 1992). Usually, the caregiver is a
woman from a variety of socioeconomic backgrounds., either the patient's wife or daughter,
between the ages of 29 years and 68 years. For months or even decades, she has been
providing care, and she usually lives with the patient (Zarit et al., 1987). In a study
conducted in Brazil, findings where caregivers devote an average of 11.3 hours per day in
providing care, demonstrating an almost total dedication. In addition, they are accountable
for household duties and provide care for other dependent family members. Caregivers for
hemodialysis patients on average spent eight hours a day on caregiving. Despite the fact
that majority of caregivers (73.3%) have jobs outside, some of them (26.7%) were
housewives or retired and did not engage in any type of outside employment (Belasco &
Sesso, 2002). In comparison to the general population, caregivers are more likely to have

psychopathology than physical illness, visit doctors more frequently, and report being in



10

worse health (Belasco & Sesso, 2002).

2.2.2 Family caregiver of SCI

Unlike studies evaluating elder care (Russo et al., 1995; Zarit et al., 1987), a study of
caregivers found that in addition to spouses (26.6%) and mothers (18.3%) the sisters
(23.4%) also provided care for individuals with SCI paraplegia. It could be explained by
the fact that the mean age of paraplegics is often younger (32.9 years) (Blanes et al., 2007).
These findings are comparable to a study of individuals with SCI, where wives are
highlighted as the primary caregivers while other family members are mentioned less
frequently. Typically, the wife bears most of the caregiving duties. Prior research indicates
that caregivers' physical difficulties often stem from psychosomatic issues (Karlin, 1995;
Schulz & Sherwood, 2008; Unalan et al., 2001). Most papers in this subject all convey the
same message about how SCI negatively affects close family members, such as spouses
and/or primary caregivers (Alfano et al., 1994; Feigin, 1994; Gerhart, 1991; Kreuter, 2000;
North, 1999; Weitzenkamp et al., 1997). Many studies have been done on the effects of
SCI (not severity) on families (Alfano et al., 1994; Feigin, 1994; Killen, 1990; Kreuter,
2000; Lapham-Randlov, 1994; North, 1999; Sherrard, 1995; Sullivan, 1990; Weitzenkamp
etal., 1997;). According to reports, the effects of SCI may cause significant adjustments to
family members' roles (North, 1999). When it comes to the stability of the marriage, SCI
makes the patient's spouse feel vulnerable. Additionally, spouses have stated that because
of SCI, they have a greater sense of dependency and a bigger fear of being alone (Feigin,
1994; North, 1999; Weitzenkamp et al., 1997). It has been observed that the wives of SCI
patients—who are also their caregivers—face a great deal of stress in relation to their

finances, mental health, marriage, and social contacts due to the condition (Chan et al.,
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2000; Moore et al., 1991).

2.3 Socio-demographic factors

Coping strategies are seen to be associated with demographic characteristics such as age,
gender, education level, financial condition, duration of caregiving and caregiver burden
(Bottaro & Faraci, 2022; Lembas et al., 2017; Rahmani et al., 2019).

2.3.1 Age:

A study shows distancing and escape-avoidance were observed to be the two main coping
mechanisms used by older and married spouses. Younger people with shorter term
marriages were more problem-focused and had friends to help them (Chan, 2000).
Conversely another study result where older are seen using more problem-focused
strategies compared to young family caregivers (Rahmani et al., 2019). In a study of
caregivers between the ages of 30-45, people over 45 tended to utilize confrontive coping
strategies and take on greater responsibility than those under 30 (Fadili et al., 2016).
However, significant differences where not found in coping strategies in terms of age, years
of schooling or religion in another study (Pompeo et al., 2016).

2.3.2 Gender:

In an Iranian study evaluating coping mechanisms, family caregivers of schizophrenia
patients primarily employed avoidance, compulsion, and resignation. Maladaptive coping
mechanisms was employed by 54.22% of caregivers, whereas 45.78% employed adaptive
ones. When it comes to problem-focused coping mechanisms, male caregivers were more
likely to use them than female caregivers (Rahmani et al., 2019). Nevertheless, according
to a different study, women are more likely than men to escape, avoid, and solve problems

(Pompeo et al., 2016). In another study, only one coping method differed significantly by
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gender, where men utilized distancing more frequently than women (Fadili et al., 2016).
Other numerous studies have shown that women adopt more social support than men in
coping with anxiety (Acaroglu et al., 2008). In a study involving a significant number of
female spouses of patient from an affiliated hospital of Nanchang University in China,
males with higher levels of education were shown to employ active coping strategies more
frequently than females. Despite the gender disparity in the study, it was possible to assess
the health issues that arise from providing care for their patients (Ma et al., 2014).

2.3.3 Education level:

A higher level of education allows caregivers to use problem solving strategy more since
they can obtain better positions, offer more resources, assistance, and compensation
(Rahmani et al., 2019). Distancing and self-controlling was found to be associated with
lower education level (Fadili et al., 2016). Similarly females caregivers with limited
education used less active coping than males with high education (Ma et al., 2014).

2.3.4 Relationship with person with SCI:

A exploratory research reported after son/ daughter’s traumatic spinal cord injury, mother’s
role were becoming more strained over time and the father and injured child struggled to
communicate their desires for dominance and control (Atkins, 2005). Son/daughter
employed self-control more than spouses, and the spouses was more likely than the others
to seek help (Fadili et al., 2016). Parents are more likely than siblings, children, or other
family members to use self-control strategies, social support, and positive reappraisal and
family members with a partner do better in problem solving than those without a partner
who turn to avoidance and escape as a coping mechanism. Families of patients who do not

exhibit psychotic symptoms typically use problem solving strategies more frequently
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(Pompeo et al., 2016). Other caregivers (in-laws, nephews, brothers) reported using more
"dealing with the situation or solving the problem™ and "alternative perceptions of the
situation,” while spouse and child caregivers demonstrated less usage of effective coping
methods (Guedes & Pereira, 2013). Besides that, spouses of the SCI patient were also more
likely to use negative coping strategies (Chan, 2000) and a study shows 26% of the men
were divorced during the time of study who were married at the time of injury (EI Ghatit
& Hanson, 1975).

2.3.5 Duration of caregiving:

It is reported that caregivers’ increased use of planful problem solving is caused by
increased hours of care-giving (Fadili et al., 2016). Results indicated that coping strategies
were associated with longer durations of care and lower levels of psychological morbidity
and burden. A significant positive relationship was also established between coping
strategies and length of caregiving (Guedes & Pereira, 2013).

2.3.6 Financial condition:

Financial problems can induce a lot of anxiety, that is experienced by 56.7% of the
participants due to patient hospitalization in the ICU in Turkey. As the level of anxiety
increased they used submissive and helpless coping styles (Acaroglu et al., 2008). Family
caregivers experience stress due to financial issues, which leads to the adoption of
unhealthy coping mechanisms. Additionally, the chronic nature of mental illness increases
the financial strain on caregivers (Rahmani et al., 2019). Families with four to seven

minimum-wage earners utilize more positive reappraisal (Pompeo et al., 2016).
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2.4 Key gaps of the study:

1. Many studies reviewed were conducted in countries: Turkey, Portugal of Europe
continent, Brazil in South America continent and USA in North America. In Asia
continent conducted studies were in Iran, Saudia Arabia, and China mainly less studies
in the developing countries.

2. Literature review of articles published in English, not representing non-English
speaking regions.

3. Studies have limited generalization due to homogeneous samples.

4. The idea that coping is static and trait-like is supported by the fact that family members'
coping reactions are based on single time points.

5. Most are cross-sectional studies with limited depth and breadth of data.
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CHAPTER I11: Methods

3.1 Study Question, Aim, Objectives

3.1.1 Research Question

What are the coping strategies of primary family caregivers of the people with SCI, and

the association among those in rehabilitation center and in the community?

3.1.2 Aim

To investigate the coping strategies used by the primary family caregivers of people with

SCI in both Rehabilitation center and in the Community.

3.1.3 Objectives

e To find out the socio-demographic characteristics of primary family caregivers of
people with SCI in Rehabilitation center and Community.

e To identify the coping strategies used by the primary family caregivers of people with
SCI.

e To determine the association of coping strategies between the two groups.

e To determine the association between coping and socio-demographic factors of

primary family caregiver of people with SCI.

3.2 Study Design

3.2.1 Study Method
Quantitative research method was used for this study. This method deals with numerical
data or can be turned into numbers. Statistical technique was used for organizing,

analyzing and interpreting the numerical data for this study.
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3.2.2 Study Design

The study chose cross-sectional design as cross-sectional studies are observational studies
in which data from a population is analyzed at a specific point in time. For instance, this
design is frequently used to assess the frequency of health outcomes, comprehend health
factors, and define characteristics of a population. They are usually affordable and simple
to carry out (Wang & Cheng, 2020). So, as in case of this study, population (family primary
caregiver of individual with SCI) within a defined time period is selected as like taking a
snapshot and analyzing data to determine characteristics: the exposure (spinal cord injury)
and outcome (coping strategies), the quantitative cross sectional study design is chosen to

be the best suited.

3.3 Study Setting and Period
This study was conducted in Spinal Cord Injury Unit in the Centre for the Rehabilitation
of the Paralysed, and in the Community (Savar area) of person with spinal cord injury who
took rehabilitation service from CRP, Savar.

The study period was from May’2023 to February’2024 and data collection period
was from 1% December’2023 to 31 December’2023.
3.4 Study Participant
3.4.1 Study population:
The population in this study will be the primary family caregivers who have at least 1
month experience of taking care of the person with SCI and is admitted to CRP, Savar and

now live in the community after taking service from CRP.

3.4.2 Sampling technique:

Purposive sampling was used to select participants. Purposive sampling helps to choose
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participants who are most likely to provide relevant and helpful data (Kelly et al., 2010)
and it is a method of choosing samples that will make efficient use of the few research
resources available (Palinkas et al., 2015). Student researchers have established some
inclusion and exclusion criteria to meet the right population for the study. Which is why

purposive sampling is the most suitable.
3.4.3 Inclusion criteria:
e The primary family caregivers of people with SCI (Parents, Spouse, Siblings, Adult
Child).
e At least 1 month experience of taking care of person with SCI.
e Caregiver’s age at least 18 years.

e Participating voluntarily.
3.4.4 Exclusion criteria:

e Family members of patients with other physical condition rather than SCI.

e Family members not in contact with the person with SCI or do not provide care.

e Family caregivers who are not mentally stable.

e Family caregivers have gaps in duration of caregiving.
3.4.5 Sample size:
Sample size was estimated by using Cochran formula n=z2 /4d? (as sample population and
population proportion is unknown).
Prevalence, P=As the prevalence of primary family caregiver of people with SCI is yield,
so the prevalence of people with SCI was considered 50%.
Sample size=n, Confidence Interval= 95%

Z value= the standard deviation usually set at 1.96, Level of precision, d= 5%
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ZZ

Sample size, n =
4d?
(1.96)2

4(0.05)2

= 384.16~385
Adding 10% non-response data to the actual sample size = 422.576~423
According to the equation the sample size was 423 participants. The researcher could
collect data from 134 participants in this study.
3.5 Ethical Consideration
3.5.1 Ethical clearance:
The consent was sought from Institutional Review Board (IRB) explaining the purpose of
research through the Department of Occupational Therapy, Bangladesh Health Professions
Institute (BHPI). The IRB number: CRP-BHPI/IRB/10/2023/762. Permission was taken
from CBR department and OT Department of Spinal Cord Injury before taking information
from participants. The humanity and dignity of the participants was preserved.

All ethics were followed by the ethical principles of World Medical Association
(WMA) and Declaration of Helsinki created for medical research (Kong et al., 2014; World

Medical Association et al., 2022)
3.5.2 Informed consent:

o All participants were informed about the purpose, aim of the study and their roles in

the study.
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e All participation was voluntarily and written consent was taken from the

participants.

3.5.3 Right of refusal to participate or withdraw:
In this study the participants were able to withdraw participation after two weeks of survey

without any repercussion.
3.5.4 Unequal relationship:
The student did not have any unequal/power relationship with the participants.

3.5.5 Risk and beneficence:

The participants did not face any risk and no payment/beneficence were given.

3.5.6 Confidentiality:

The information provided by the participant were kept confidential. The names and identity
were not disclosed to anyone except student researcher and supervisor. The participants
were informed that their identity will be kept confidential for future uses, such as report
writing, publication or any other written materials or verbal discussion.

3.6 Data Collection Process

3.6.1 Participant recruitment process

Patient Record Book
Medical service wing CBR Department
Family of patient admitted Family of patient
in CRP, Savar. discharged from CRP

| 1

Interviewer called the participants, set a survey
time and conducted the survey.
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Figure 3.1: Overview of Participant recruitment process

Student researcher collected data from two groups of participants, one group was family
caregiver of patient admitted in CRP who were contacted through patient record book of
OT Department of Spinal Cord Injury of CRP. The name and bed no. were collected and
later was interviewed in the patient ward. Another group of participants were contacted
through the CBR department record book of patients who were living in community after
getting discharged from CRP. Participants were contacted through the name, phone number
and address collected from the record book. Interview was then scheduled with the patients
and their family members and was visited accordingly. Data was collected from both
groups who met the inclusion and exclusion criteria, by providing them with the research
information and taking written consent.

3.6.2 Data collection method:

Student researcher collected data through face-to-face survey method. Face-to-face surveys
are done by an interviewer who calls on, or meets with, the respondent and conducts the
interview. It can be done in two ways one in the form of a paper-and-pencil interview
(PAPI) another is a computer-assisted personal interview (CAPI). In both ways,
interviewer reads out the questions and records the respondent’s answers (Dykema et al.,
2012). Face-to-face interview was done in this study by paper-pencil as the participants
were within the reach of the student researcher and it provides better quality information

even if more cumbersome and expensive (Bonnel & Le Nir, 1998).

3.6.3 Data collection instrument:

A self-developed questionnaire to collect socio-demographic data of primary family

caregiver (Socio demographic factors included family members phone no., age, gender,
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educational level, relationship with the patient, duration of care giving, monthly income
and monthly expenditure).

Family Crisis Oriented Personal Evaluation Scales (F-COPES)

Hamilton McCubbin, David Olson, and Andrea Larsen (1981) developed The Family
Crisis Oriented Personal Evaluation Scales (F-COPES). F-COPES identifies behavioral
and problem-solving techniques used by families in challenging situations. This scale is
based on coping elements of the Resiliency Model of Family Adjustment and Adaptation,
which include pile-up, family resources, and meaning/perception. English is one of the four
languages in which it is available. The 30 coping behavior items on the instrument center
on the two levels of interaction in the Resiliency Model: (1) Family to social environment,
which measures how a family reacts to issues that emerge outside of its boundaries; and
(2) Individual to family system, which measures how a family handles difficulties/ disputes
among its members and its impact (Crisis & Personal, n.d.). Each item has 5-points, ranging
from always to never. It was proposed that families will handle stressful circumstances
better if they use coping strategies that emphasize both levels of contact. There is evidence
supporting the F-COPES's validity and reliability. Test-retest reliability ranges from.61-
.95, and Cronbach's alpha from.62-.87 across a range of research. This instrument's validity
has been established in multiple extensive investigations with stressed-out families. No
training is required to administer. Subscale scores and a total score is to be calculated.
Highter scores on the F-COPES indicate higher levels of coping and problem-solving
abilities. The total potential score on the test ranges from 30 to 150. Inadequate coping is

indicated by scores lower than 81 on the total score.
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3.6.4 Field test:
A field test was conducted among 4 participants after translating the questionnaires into
Bangla, the native language of Bangladesh. After field test modifications were made to the
questionnaire taking permission from the tool’s author. The questions 14, 23, 27 which are
under the subscale seeking spiritual support were modified according to the country's
cultural and religious context to help maintain questions quality.
3.6.5 Non-participant:
Data was collected from participant group (family primary caregivers) but at the time of
interview few times other family member/ person with SCI answered on behalf and
provided data being the non-participants of the study.
3.7 Data Management and Analysis
In this study data was managed following the five stages of data lifecycle management.
Data was collected from 134 participants through face-to-face interviews using
questionnaire and a standardized tool, answers were recorded in paper and pencil. Data was
translated into English then entered without any biasness into the SPSS v.20 for storage
and analysis. Data was also stored in Google drive storage system. Proper use was ensured
by remaining conscious of using data as it is. All data was archived in Google drive. Student
researcher and supervisor decided to destroy data after 5 years for maintaining proper data
safety and valuation (Rahul & Banyal, 2020).

Socio-demographic data of the participant and items of F-COPES was analyzed
through descriptive statistics. The student researcher specifically studied the socio-
demographic attributes of age, gender, education level, relationship with the person with

SCI, duration of caregiving, monthly income, monthly expenditure, and other
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characteristics. For testing normality of continuous variables, the Kolmogorov-Smirnov
test was used. Variables were described using (p=0.05) with 95% confidence intervals.
Coping strategies that were used by family primary caregivers of a person with SCI were
determined and compared among the two groups rehabilitation center and community by
calculating mean and SD of each subscale score and total score of the F-COPES. Typically,
based on raw sub-scale scores the score of F-COPES is interpreted. However, as the sub-
scales have different number of items and possible range of total raw scores, we divided
each sub-scale by the number of items in that particular sub-scale, thus allowing for
comparisons across mean of the sub-scales. Association between rehabilitation center and
community coping was seen through Mann-Whitney test of F-COPES total score and
subscale score. The association between socio-demographic factors and F-COPES total
score of the two groups was analyzed through Mann-Whitney and Kruskal Wallis tests.
3.8 Quiality Control and Quality Assurance

The five stages of data management ensured data safety and quality in this study. Data
collection and entry process was done without any biasness. All documents were
photocopied and kept safe in a locked file cabinet to which only the student researcher had
access. It was also stored in Google Drive storage system. The storage system was well
protected by a strong password on Google securities. Security was maintained by not
allowing any unauthorized access and later achieving the data. Data was properly used and
were rechecked avoiding any modification or any sort of exploitation for data quality

control and assurance.
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CHAPTER IV: Results

4.1 Socio-demographic characteristics

Table 4.1

Socio-demographic characteristics of the participants

Variable Rehabilitation Center Community
n n
Age (18-44) years 46 68.7 49 73.1
(45-70) years 21 31.3 18 26.9
Mean(xSD) = 37.70 years Mean(xSD) =35.70
(£12.496) years SD (12.388)
Minimum=18 years, Minimum=18 years,
Maximum=70 years Maximum=70 years
Gender Male 18 26.9 16 23.9
Female 49 73.1 51 76.1
Level of llliterate 0 0 2 3.0
Educatio  Signature 9 13.4 9 13.4
n Primary 22 32.8 10 14.9
Secondary 13 19.4 22 32.8
Higher 12 17.9 8 11.9
Secondary
Honors 7 10.4 8 11.9
Tertiary 4 6.0 8 11.9
Religion  Muslim 67 100 59 88.1
Hindu 0 0 7 10.4
Christian 0 0 1 1.5
Occupati  Housewife 42 62.7 36 53.7
on Unemployed 2 3.0 0 0
Student 8 11.9 4 6.0
Business 7 10.4 6 9.0
Employed 8 11.9 21 31.3
Marital Married 55 82.1 58 86.6
Status Unmarried 6 9.0 7 10.4
Widow 6 9.0 2 3.0
Duration  (1-9) months 63 94 0 0
of (10-18) months 4 6 0 0
caregivin  (1-216) months 0 0 60 89.6
g (217-432) months 0 0 7 10.4
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Table 4.1
Socio-demographic characteristics of the participants
Mean(xSD) = 3.93 SD Mean(xSD) =80.63 SD

(£3.149) (£95.981)
Minimum=1 month, Minimum=2 months,
Maximum=18 months Maximum=432 months
Monthly  (5000-49000) Tk 61 91 63 94
Income (50000-100000) 6 9 4 6
Tk
Mean(£SD) = 20380.60 Mean(£SD) =22343.28
SD (+£12875.596) SD (£15253.963)
Minimum=7000tk, Minimum=5000tk,
Maximum=50000tk Maximum=100000tk
Monthly  (5000-49000) Tk 61 91 63 94
EXpendit -~ c0000-100000) 6 9 4 6
ure Tk
Mean(xSD) = 19492.54 Mean(xSD) =21265.67
SD (+£12785.377) SD (£13064.937)
Minimum=7000tk, Minimum=5000tk,
Maximum=50000tk Maximum=70000tk

Table 4.1 shows an overview of the socio-demographic characteristics of the primary
family caregiver of a person with SCI in two groups. In rehabilitation center, the mean age
of the participants is 37.70 years SD (£12.496) and 26.9% (18) were male, 73.1% (49) were
female; in community, the mean age is 35.70 years SD (+12.388) comprising of 23.9%
(16) males and 76.1% (51) females. Most participants completed education up to primary
level in rehab center and secondary level in community percentage being 32.8% (22) of
both. Higher proportion of caregiver’s occupation were housewives 62.7% (42) in
rehabilitation center & 53.7% (36) in community. More were employed in the community
31.3% (21) compared to rehabilitation center 11.9% (8). The mean duration of caregiving
in rehab center is found to be 3.93 months SD (+3.149) while it is 80.63 months SD
(£95.981) in community which is comparatively much higher. In this sample, the mean of
monthly income in rehab center and community with not much difference is reported

20380.60 BDT SD (+£12875.596) and 22343.28 BDT SD (£15253.963). In case of monthly
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expenditure, the mean is slightly more in community 21265.67 BDT SD (£13064.937) than

rehabilitation center 19492.54 BDT SD (+12785.377).

Rehabilitation center Community

Brother Sister
9%

Daughter 1%
12%

Sister .
7% Wife
30%

Daughte Son Wife
r 11% 38%
7%

Son
9% \ Husband
2%
Father Husband
Mother
Mother 8% 30% Father 3%
28% 5%

Figure 4.1: Overview of participant relationship with person with SCI

In figure 4.1 Regarding relationship with the patient, in rehab center highest number are
wife 29.9% (20) and lowest is husband 1.5% (1) whereas in community also the highest
number is wife (37.3%, 25) but the lowest is sister/brother 1.5% (1).

Normality of Socio-demographic variable and F-COPE scale: According to
Kolmogorov-Smirnov test the socio-demographic variables (Age, Gender, Level of
education, Relationship with person with SCI, Duration of caregiving, Monthly income
and Monthly expenditure), the subscale score and total score of F-COPES are not normally

distributed (<p) where p=0.05 both in rehabilitation center and community.
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4.2 Overview of F-COPES item.
Table 4.2
Overview of F-COPES items in Rehabilitation center.

e > >
Rehabilitation Centre > S8 5 Mean
>3 8 5 & > (SD)
o 2 = L Oz = o
62 v 25 ©vwd &8
52 22 55 885 £
hs 2T z2 2 O
It % % % % %
(Ttems) M M M () (0
1. Sharing our difficulties with 0 3 104 26.9 59.7 4.43
relatives 2 @) (18) (40) (£.802)
2. Seeking encouragement and 32.8 11.9 7.5 26.9 20.9 291
support from friends (22) (8) (5) (18) (14) (x1.602)
3. Knowing we have the power to 14.9 17.9 40.3 22.4 45 2.84
solve major problems (10) (12) (27) (15) 3 (£1.081)
4. Seeking information and advice 23.9 9 11.9 194 35.8 3.34

from person in other families who (16) (6) (8) (13) (24) (x1.610)
have faced the same or similar

problems

5. Seeking advice from relatives 11.9 4.5 11.9 22.4 49.3 3.93
(grandparents, etc.) (8 3) (8) (15) (33) (x1.374)
6. Seeking assistance from 71.6 0 9 9 10.4 1.87
community agencies and programs  (48) (6) (6) @) (x1.455)
designed to help families in our

situation

7. Knowing that we have the 16.4 17.9 38.8 13.4 13.4 2.90

strength within our own family to (11) (12) (26) 9) 9) (x1.233)
solve our problems

8. Receiving gifts and favors from 37.3 6 3 23.9 29.9 3.03
neighbors (e.g., food, taking in mail, (24) 4) (2) (16) (20) (x1.741)
etc.)

9. Seeking information and advice  55.2 6 7.5 6 25.4 2.40
from the family doctor (37) (C)) (5) 4 a7 (x1.741)
10. Asking neighbors for favors and 29.9 3 10.4 20.9 35.8 3.30
assistance (20) 2 @) (14) (24) (£1.679)
11. Facing the problems “head-on” 6 17.9 28.4 29.9 17.9 3.36
and trying to get solution right (@) (12) (29) (20) (12) (x1.151)
away
12. Watching television 134 22.4 3 3 58.2 3.70

9) (15) (2 2 (39) (£1.633)
13. Showing that we are strong 17.9 26.9 14.9 194 20.9 2.99

(12)  (18) (10)  (13) (14)  (+1.430)
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Table 4.2

Overview of F-COPES items in Rehabilitation center.
14. Attending church/ mosque/ 11.9 6 23.9 14.9 43.3 3.72
temple (8) 4) (16) (10) (29) (£1.391)
15. Accepting stressful events as a 15 4.5 75 38.8 47.8 4.27
fact of life Q) 3) (5) (26) (32) (.898)
16. Sharing concerns with close 40.3 104 4.5 20.9 23.9 2.78
friends (27) (7 3) (14) (16) (£1.695)
17. Knowing luck plays a big part 56.7 28.4 10.4 15 3 1.66
in how well we are able to solve (38) (29) @) @ 2 (£.946)
family problems
18. Exercising with friends to stay 50.7 15 10.4 28.4 9 243
fit and reduce tension (34) (D) @) (19) (6) (£1.549)
19. Accepting that difficulties occur 3 4.5 9 28.4 55.2 4.28
unexpectedly 2 3 (6) (19) (37) (x1.012)
20. Doing things with relatives (get- 20.9 104 7.5 25.4 35.8 3.45
together, dinners, etc.) (14) @) (5) a7 (24) (x1.569)
21. Seeking professional counseling  92.4 0 3 0 4.5 1.24
and help for family difficulties (62) (2) (3) (.889)
22. Believing we can handle our 6 15 9 53.7 29.9 4.00
own problems (@) (D) (6) (36) (20) (x1.000)
23. Participating in religious 26.9 3 254 31.3 13.4 3.01
activities (18) (2) a7 (21) 9) (x1.409)

24. Defining the family problemin 1.5 14.9 134 35.8 34.3 3.87

a more positive way so that we do 1) (10) 9) (24) (23) (x1.100)
not become too discouraged

25. Asking relatives how they feel 17.9 104 16.4 29.9 25.4 3.34

about problems we face (12) @) (11) (20) a7 (x£1.431)
26. Feeling that no matter whatwe  13.4 38.8 26.9 10.4 10.4 2.66

do to prepare, we will have 9) (26) (18) (7 (7) (x1.162)
difficulty handling problems

27. Seeking advice from a religious  34.3 3 7.5 194 35.8 3.19
leader (23) (2 (5) (13) (24) (x1.743)
28. Believing if we wait long 32.8 44.8 9 3 10.4 2.13
enough, the problem will go away (22) (30) (6) 2 @) (x1.217)
29. Sharing problems with 11.9 104 7.5 40.3 29.9 3.66
neighbors 8 @) 5) (27) (20) (x1.332)
30. Having faith in God 0 0 0 15 98.5 4.99

(1) (66)  (+.122)

In the above table 4.2, the 30 items represent the various coping strategies used by family

caregivers in a rehabilitation center. Here, n=67. The items which the respondents most
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strongly agree and found as helpful are sharing difficulties with relatives 59.7% (40) and
accepting difficulties as unexpected 55.2% (37). Conversely, the items most strongly
disagreed are “seeking assistance from community agencies and programs” 71.6% (48),
and “knowing luck plays a big part in how well we are able to solve family problems”
56.7% (38). The respondents were neutral or moderately agreed/disagreed to the other
items such as attending church/mosque/temple, believing they can solve their own

problems, sharing problems with neighbors etc.

Table 4.3
Overview of F-COPES items in the Community
Communit = Z Mean
y > o % B} o S a % >0 (iSD)
o L s P o & ¢ & o &
s 88 =8588 5§
s .2 L L 5.Y o s
hnS 2T ZIdTc =& DO
It % % % % %
(Ttems) OGN W () N ()
1. Sharing our difficulties with 11.9 9 75 23.9 47.8 3.87
relatives (8) (6) %) (16) (32) (x1.413)
2. Seeking encouragement and 38.8 134 6 17.9 23.9 2.75
support from friends (26) 9 4 (12) (16) (x1.673)
3. Knowing we have the power to 7.5 22.4 23.9 37.3 9 3.18
solve major problems (5) (15) (16) (25) (6) (x1.114)

4. Seeking information and advice 31.3 10.4 10.4 22.4 25.4 3.00
from person in other families who (21) @) @) (15) an (x1.624)
have faced the same or similar

problems

5. Seeking advice from relatives 26.9 13.4 6 104 43.3 3.30
(grandparents, etc.) (18) 9 4 @) (29) (x1.732)
6. Seeking assistance from 64.2 6 45 11.9 134 2.04
community agencies and (43) 4 3 (8) 9 (x1.551)

programs designed to help

families in our situation

7. Knowing that we have the 134 194 16.4 26.9 23.9 3.28
strength with our own family to 9) (13) (11) (18) (16) (£1.380)
solve our problems

8. Receiving gifts and favors from 44.8 45 75 23.9 194 2.69
neighbors (e.g., food, taking in (30) 3 5) (16) (13) (x1.672)
mail, etc.)
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Table 4.3
Overview of F-COPES items in the Community
9. Seeking information and advice 50.7 3 134 10.4 22.4 2.51
from the family doctor (34) 2 €)] @) (15) (x1.691)
10. Asking neighbors for favors 34.3 6 4.5 31.3 23.9 3.04
and assistance (23) (@) 3 (21) (16) (x1.655)
11. Facing the problems “head- 3 22.4 32.8 22.4 194 3.33
on” and trying to get solution (2) (15) (22) (15) (13) (x1.120)
right away
12. Watching television 20.9 10.4 7.5 11.9 49.3 3.58
(14) (7 (5) (8) (33) (£1.653)
13. Showing that we are strong 194 16.4 11.9 20.9 31.3 3.28
(13) (11) (8) (14) (22) (£1.535)
14. Attending church/ 15 15 28.4 25.4 43.3 4.07
mosque/temple Q @ (19) a7 (29) (20.958)
15. Accepting stressful eventsasa 1.5 3 6 49.3 40.3 4.24
fact of life (1) (2 4) (33) (27) (x0.818)
16. Sharing concerns with close 49.3 4.5 75 104 28.4 2.64
friends (33) (3) (5) (7 (19) (£1.781)
17. Knowing luck plays a big part  59.7 31.3 6 3 0 1.52
in how well we are able to solve (40) (21) 4) (2) (x0.746)
family problems
18. Exercising with friends to stay 52.2 3 75 16.4 20.9 2.51
fit and reduce tension (35) 2 (5) (11) (14) (x1.709)
19. Accepting that difficulties 0 15 7.5 47.8 43.3 4.33
occur unexpectedly @ (5) (32) (29) (20.683)
20. Doing things with relatives 31.3 9 4.5 28.4 26.9 3.10
(get-together, dinners, etc.) (21) (6) 3 (19) (18) (x1.653)
21. Seeking professional 89.6 0 0 6 4.5 1.36
counseling and help for family (60) 4 3) (x1.069)
difficulties
22. Believing we can handle our 0 3 75 37.3 52.2 4.39
own problems (2 (5) (25) (35) (x0.758)
23. Participating in religious 4.5 15 49.3 26.9 17.9 3.52
activities 3) Q) (33) (18) (12) (x0.959)
24. Defining the family problem 15 6 17.9 29.9 44.8 4.10
in a more positive way so thatwe (1) (@) (12) (20) (30) (x1.002)
do not become too discouraged
25. Asking relatives how they feel 32.8 7.5 10.4 31.3 17.9 2.94
about problems we face (22) %) @) (21) (12) (x1.566)
26. Feeling that no matter what 17.9 41.8 17.9 9 134 2.58
we do to prepare, we will have (12) (18) (12) (6) 9) (£1.269)

difficulty handling problems
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Table 4.3

Overview of F-COPES items in the Community
27. Seeking advice from a 37.3 4.5 6 14.9 37.3 3.10
religious leader (25) 3 (@) (20) (25) (x1.793)
28. Believing if we wait long 44.8 38.8 11.9 4.5 0 1.76
enough, the problem will go away (30) (26) (8) 3 (x0.836)
29. Sharing problems with 14.9 7.5 7.5 28.4 41.8 3.75
neighbors (20) 5) 5) (29) (28) (x1.450)
30. Having faith in God 15 0 0 0 98.5 4.94

(1) (66) (£0.489)

Table 4.3 shows the 30 items describing various coping strategies that are used by family

caregivers in a community setting. Here, n=67. The items “believe they can handle their

own problems” 52.2% (35) and “sharing difficulties with relatives” 47.8% (32) were the

more strongly agreed on. Conversely, the items “seeking assistance from community

agencies and programs” 64.2% (43) and “believing if we wait long enough, the problem

will go away” 44.8% (30) shows strong disagreement. The respondents were neutral or

moderately agreed/disagreed to the other items such as accepting stressful events as a fact

of life, accepting that difficulties occur unexpectedly, participating in religious activities

etc.



4.3 Mean results of subscales and overall scale

Table 4.4

Overview of mean and SD of F-COPE overall scale and subscale.
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Scale Rehabilitation Community Total
center

Mean SD Mean SD Mean SD
Overall 95.66 +10.147 94.72 £13.029 95.19 +11.643
Subscale 1: Acquiring 23.37 15184 28.07 £7.486 27.72 16.424
social support
Subscale 2: Reframing 28.49  £4962 30.13 4428 2931 £4.756
Subscale 3: Seeking 1491 2983 15.64 +2.627 1528 +2.824
spiritual support
Subscale 4: Mobilizing 14.91 +2.983 8.91 +3.558 1191 +4.446
family support
Subscale 5: Passive 10.15  £2.420 9.45 +2.488 9.80 +2.470

appraisal

Table 4.4 shows that family primary caregivers of person with SCI utilized each coping

method to a greater or lesser extent. The overall mean scores of family coping in

rehabilitation center 95.66, in community 94.72, and in total 95.19. This suggests that both

the rehabilitation center and the community are perceived positively in terms of family

coping. However, there's slightly more variability in perceptions within the community,

indicated by a higher standard deviation.

The F-COPES score across the 5 subscales where the reframing method (28.49)

was most used followed by social support (23.37) both in the rehabilitation center and in

community. Passive appraisal method was utilized the least (10.15) in rehabilitation center

and family support was the least utilized in community (8.91). Description of results of the
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five subscales of F-COPES for the participants in rehab center and in community are given
below:

Acquiring Social Support: It is a measurement of the participant’s capacity to proactively
seek out assistance from friends, neighbors, family members, and other acquaintances. The
mean scores indicate community (28.07 £7.486) participants are actively seeking social
support slightly more positively compared to rehabilitation center (23.37, £5.184).
Reframing: This strategy emphasizes how well a person can redefine upsetting
experiences to make them easier to handle. Again, the community (30.13, £4.428) shows
slightly higher mean scores compared to the rehabilitation center (28.49, +4.962),
indicating more active efforts in cognitive restructuring of thoughts.

Seeking Spiritual Support: It evaluates the person's capacity to find spiritual assistance.
The participants in rehab center scored a lower mean of 14.91 than the compared
community of 15.64 although the differences are minimal.

Mobilizing Family Support: It evaluates the participant's capacity to look for and accept
assistance from others in the community. There seems to be a notable difference regarding
this strategy, with the community showing lower mean scores compared to the
rehabilitation center (8.91 vs. 14.91) suggesting that community might perceive less
support from their families than rehabilitation center.

Passive Appraisal: It focuses on evaluating issues through the lens of inactive or passive
behaviors, like avoidance. The participants scored much lower in both groups as compared
to other coping strategies. The rehab center group and community group mean scores are
10.15 and 9.45, respectively where community shows slightly lower mean scores than

rehabilitation center.
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Overall, these findings suggest generally positive perceptions of coping efforts,
with some variations in specific aspects such as family support and passive appraisal
between rehabilitation center and community. The community tends to have higher
standard deviations across most subscales, indicating more diverse perceptions than

rehabilitation center.

4.4 Association between Rehabilitation center and Community coping.
Table 4.5
Association between Rehabilitation center and Community F-COPES score.

The non-parametric Mann Whitney test is used for variables with 2 levels (Islam, 2020).

Variable n Mean Mann- P
rank Whitney value

F-COPES Rehabilitation Center 67 69.13 2135 626
Community 67 65.87

Acquiring Social Support Rehabilitation Center 67 65.32 2098.500 515
Community 67 69.68

Reframing Rehabilitation Center 67 61.28 1827.500 .063
Community 67 73.72

Seeking spiritual support Rehabilitation Center 67 62.91 1937 .168
Community 67 72.09

Mobilizing family support Rehabilitation Center 67 94.00 469 .000
Community 67 41.00

Passive appraisal Rehabilitation Center 67 73.21 1862 .086
Community 67 61.79

Table 4.5 illustrates the Mann-Whitney test comparing the mean ranks of the F-COPES
variable between rehabilitation center and community. The test result shows rehabilitation
Center (67): Mean rank = 69.13 and community (67): Mean rank = 65.87.

In this test, the p-value is 0.626, which is greater than 0.05, so there is insufficient evidence

to reject the null hypothesis. In this context, there is no significant difference between the
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mean ranks of the F-COPES variable in the rehabilitation center group compared to the
community group.

However, subscales result of F-COPES reveals participants in rehabilitation centers
differ significantly from those in the community in terms of their tendency to mobilize
family support (p= .000, p< 0.05), while other coping strategies is not statistically

significant at the conventional level (p <.05).

4.5 Association between Coping and Socio-demographic factors.

Table 4.6

Association between coping and socio-demographic variables of the participants (in
rehabilitation center).

The non-parametric Mann Whitney test is used for variables with 2 levels (Islam, 2020).

F-COPES total score

Variable Categories (2 levels) n Mean rank  Mann-Whitney P value

Age (18-44) years 46 32.65 421 401
(45-70) years 21 36.95

Gender Male 18 43 279 022
Female 49 30.69

Duration of (1-9) months 63 34.10 119.500 .863

caregiving  (10-18) months 4 32.38

Monthly (5000-49000) Tk 61 33.31 141 .356

income (50000-100000) Tk 6 41.00

Monthly (5000-49000) Tk 61 33.31 141 .356

expenditure (50000-100000) Tk 6 41.00

Table 4.6 shows comparison of mean ranks across coping in rehabilitation center for
various socio-demographic variables with 2 levels. There are no significant differences in
mean ranks between age groups (p= 0.401), duration of caregiving (p= 8.63), monthly
income (p= 0.356) and monthly expenditure (p= 0.356) where p>0.05. Gender is the only

variable that varied significantly for the use of coping strategies (p=0.022, p<0.05) in terms
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of the total F-COPES score, with males mean rank (43) more than females (30.69). Thereby

association may be present indicating males employ more family coping compared to

females.

Table 4.7

Association between coping and level of education of the participants and relationship with

person with SCI (in rehabilitation center)

The non-parametric Kruskal Wallis test is used for variables more than 2 levels (Islam,

2020).
F-COPES total score

Variable Categories (>2 levels) n Mean rank X? df P value
Level of Illiterate 0 7.873 5 .163
education Signature 9 32.06

Primary 22 31.84

Secondary 13 29.88

Higher Secondary 12 33.00

Honors 7 38.43

Tertiary 4 58.88
Relationship Wife 20 30.93 6.747 7 456
with person Husband 1 39.50
with SCI Father 5 44.70

Mother 19 28.66

Son 6 42.50

Daughter 5 28.30

Sister 5 39.90

Brother 6 42.67

Table 4.7 shows that for both variable: level of education (p=0.163) and the relationship

with the person with SCI (p=0.456), with a p-value greater than 0.05 there are no significant

association with coping of the participants in rehabilitation center.
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Association between coping and socio-demographic variables of the participants (in

Community)

The non-parametric Mann Whitney test is used for variable with 2 levels (Islam, 2020).

F-COPES total score

Variable Categories (2 levels) n Mean rank  Mann-Whitney P value

Age 18-44 49 36.27 330 116
45-70 18 27.83

Gender Male 16 36.38 370 576
Female 51 33.25

Duration of (1-216) months 60 33.06 153.500 .246

caregiving  (217-432) months 7 42.07

Monthly (5000-49000) Tk 63 33.69 106.500 .606

income (50000-100000) Tk 4 38.88

Monthly (5000-49000) Tk 63 33.69 106.500 .606

expenditure (50000-100000) Tk 4 38.88

Table 4.8 shows p-value is greater than 0.05 of family caregivers coping based on their age

(p=0.116), gender (p= 0.576), duration of caregiving (p= 0.246), monthly income (p=

0.606) and based on monthly expenditure (p=0.606). So there is no statistically significant

difference in the mean ranks for all comparisons between the two categories of each

variable.
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Association between coping and level of education of the participants and relationship with

person with SCI (in Community)

The non-parametric Kruskal Wallis test is used for factors with more than 2 levels (Islam,

2020).
F-COPES score
Variable Categories (>2 levels) n Mean rank X2 df P
value

Level of Illiterate 2 6.50 12.054 6 .061
education Signature 9 23.39

Primary 10 31.70

Secondary 22 33.73

Higher Secondary 8 47.63

Honors 8 41.88

Tertiary 8 34.94
Relationship Wife 25 33.94 9.410 7 225
with person Husband 2 59.00
with SCI Father 3 33.33

Mother 20 31.73

Son 7 24.79

Daughter 8 34.88

Sister 1 65.00

Brother 1 59.50

Table 4.9 shows the two variables, level of education (p= 0.061) and the relationship with

the person with SCI (p= 0.225), p-value greater than 0.05, so there is no statistically

significant association with coping for the participants in community.
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CHAPTER V: Discussion

In this study, the mean age of the participants in rehabilitation center is 37.70 years. On the
other hand, in the community, the mean age is 35.70 years. Geographically, caregiver ages
differ; younger mean ages was found in Brazil and India (Blanes et al., 2007; Raj et al.,
2006) and higher mean ages seen in the USA (Elliott et al., 2008; Koszycki et al., 2010)
and the UK (Weitzenkamp et al., 1997). The study's participants majority were female in
both groups (73.1%) in rehabilitation center and (76.1%) in community which aligns with
many previous studies (Chui et al., 2007; Koszycki et al., 2010; Schultz & Wood, 1989;
Shewchuk et al., 1998). Regarding relationship with the person with SCI, most caregivers
in this study were women where 34% were wife and 29% were mothers. Similarly,
caregivers in Iran 29% were spouses and 23% were parents (Khazaeipour et al., 2017).
This is consistent with the idea that, in many regions of the world, women tend to be
caregivers. For instance, in UK 58% of caregivers were women, and females accounted for
roughly 70% of family caregivers in other Asian countries (Zanini et al., 2022). This
research found few male caregivers, in contrast to a study conducted in South India where
most caregivers for patients with schizophrenia were male (Stanley et al., 2017).

The coping strategy that families in both community and rehabilitation centers most
frequently endorsed were reframing. Items on the F-COPES reframing sub-scale reflect
participant’s ability to manage stressful events by redefining them. Families that employ
reframing demonstrate a passive acceptance mindset and tend to deal with issues within
the family rather than seeking outside assistance. Families that score highly on this measure

are therefore unlikely to be actively looking for community services, friends, or extended
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family help. It's possible that this reluctance to ask for help is due to worries about the
stigma toward SCI in society. Many families with people living with SCI have experienced
rejection or ostracism in the past, which has led to a mindset of inactivity or resistance to
outside help.

Social support ranks second in terms of coping mechanisms employed among both
groups. Lack of social support is not a recent discovery or something that only affects those
who have SCI. This study is different to a study that listed "seeking social support™ and
"mobilizing family to acquire and accept help” as the third and fourth often employed
techniques (Yeh et al., 1994) in Taiwan. Considering that social assistance has been shown
to be an effective tool for preserving the emotional well-being of families facing chronic
disease (Neville, 1998; Varni et al., 1993), it is good that families of individuals with SCI
are using social services more frequently. Since lack of outside assistance may have
detrimental effects on one's physical and mental health. Interventions that support
caregivers in locating and utilizing nonjudgmental, supportive social interactions are
therefore necessary.

The subscale "Seeking Spiritual Support” is related to religious practices and
beliefs. It should come as no surprise that some people who have an illness that alters their
lives go to religion for solace from such experiences. It is moderately used among
participants in both groups. Many research has examined spiritual coping in populations
with chronic illnesses, and it is becoming increasingly clear that in order for clinicians to
fully understand their patients' iliness experiences, they must also understand their spiritual
or religious beliefs (Pendleton et al., 2002; Ross(née Waugh), 1995).

Mobilization of family support was utilized fourth in rehab center as families
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struggle to cope. In rehab center 71% and in the community 64.2% did not seek assistance
from community agencies or programs. This was the least used coping method in
community but second least method used in rehab center which is in contrast with (Twoy
et al., 2007).

The F-COPES Passive Appraisal sub-scale's items, the coping strategy which is
used significantly the least in rehab center but second least in community aligns with the
study in Hong Kong (Chui et al., 2007). Passive appraisal tactics minimize or deny an issue
that may provide family members more time to come to terms with the condition or to
avoid feeling overwhelmed by negative emotions (Danielson et al., 1993). Consequently,
when faced with an unexpected stressful occurrence, families tended to employ more
passive appraisal techniques. Yet, according to (Nyamathi et al., 1992) using denial
excessively or for an extended period of time has detrimental impacts. Passive coping
families often feel powerless to make a positive difference about the condition. Instead of
dealing with these issues directly, these families may give over management of the person's
condition to others, such the medical staff. In certain circumstances, this might be
beneficial, but if families don't actively monitor the person's status, it might cause issues.

In terms of F-COPES subscales mean score participants in rehabilitation centers
appear to differ significantly from those in the community in terms only one coping
strategy that is their tendency to mobilize family support (p=.000, p< 0.05), while other
coping strategies: acquiring social support (p=.515), reframing (p=.063), seeking spiritual
support (p = .168), passive appraisal (p=.086) do not differ significantly. Significance was
identified in various subscales in a study comparing Asian Americans and Caucasians and

noteworthy findings were in reframing and the passive appraisal subscale (Twoy et al.,
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2007).

The overall F-COPES scores in this study although suggest that there's a chance
both groups employ useful coping mechanisms in response to issues or challenges that the
families face, the overall mean scores of family coping: 95.66 for the rehabilitation center,
94.72 for the community, and 95.19 in total, there is no significant difference between
individuals in the rehabilitation center and those in the community. This is in line with the
study measuring coping in families with cancer patients who are in good physical health
(Thoma et al., 1993) and in parents of child with autism (Twoy et al., 2007) but in
disagreement with previous comparative studies of caregivers coping of children with
autism pre and post counselling program and coping strategies by stepfamilies and
traditional nuclear families during pregnancy where there was significant differences in
coping among two participant groups (Mevarech, 1982; Purnami, 2016). For both girls and
boys, there were noteworthy correlations discovered between parental and child coping
(Kliewer & Lewis, 1995), and among various illness groups (Brown et al., 1993; Kupst et
al., 1995).

In the present study, there were hardly any significant statistical association of
family caregivers coping with their sociodemographic characteristics. This is in line with
what other research has shown (Hickman et al., 2010; Karabulutlu, 2014). Numerous
research that contradicts the results of this one have suggested an association between
specific coping mechanisms and socioeconomic status (Sheridan & Radmacher, 1992).
According to Haan (2013), people with higher socioeconomic level are less likely to resort
to defensive coping mechanisms like rigidity and irrationality and more likely to employ

more adaptive coping mechanisms like flexibility, logical choice, and adherence to
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consensual reality.

Unlike previous studies (O’Farrell et al., 2000; Santavirta et al. 2001), this study
found no significant association between age and use of coping strategies neither in
rehabilitation center nor in community. Similar findings were made by (Chui et al., 2007;
Pompeo et al., 2016) regarding Hong Kong Chinese families, showing no significant
variations in stress levels and coping mechanisms across age groups.

In rehabilitation center gender was only socio-demographic factor significantly
associated with use of coping strategies indicating males employ more family coping
compared to females this is consistent with the study where analysis indicated coping
varied significantly among male and female caregivers (Ma et al., 2014), but no significant
association was found in community among gender and coping strategies. This finding
remain consistent with the study where no significance was found between gender and
coping but the only noteworthy results concerned language and ethnicity (Twoy et al.,
2007).

Coping is not statistically significant with the education level of caregivers in both
rehabilitation center and community. This is consistent with the finding made by Martin et
al. (2004) that no F-COPES sub-scale was substantially correlated with the degree of
education of the caregiver, the family's race, the child's gender, or age (Martin et al., 2004).
However, Pearlin and Schooler (1978) discovered that those who were more educated and
wealthier were less likely to utilize selective ignoring while coping with marital and
occupational issues. Higher educated respondents were shown to depend more on problem-
focused coping strategies and to be less likely to adopt avoidance coping (Billings & Moos,

1984).
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This study in rehabilitation center and community indicates no significant statistical
difference in duration of caregiving with caregiver employ of coping. The results of
previous studies, on the other hand, showed a favorable correlation between the length of
caregiving and coping mechanisms (Guedes & Pereira, 2013) but in accordance with
(Twoy et al., 2007) reporting no significant association.

In this study there are no statistically significant differences in the mean ranks of
the relationship categories with coping. This finding conflicts with studies (Guedes &
Pereira, 2013) that demonstrate significant differences between other caregivers (in-laws,
nephews, brothers) and spouses or children, with the latter group reporting higher use of
coping mechanisms and (Pompeo et al., 2016) reporting a significant relationship between
family relationships and self-control strategies, social support, and positive reappraisal.
According to some research, coping strategies vary depending on the family composition
(one-versus two-parent families) (Brazil & Krueger, 2002) and the caregiver's relationship
to the child (biological versus alternative caregivers) (Rose, 1998).

No significant differences in mean ranks of monthly income, or monthly
expenditure. Meaning that coping did not differ according to monthly income, or monthly
expenditure neither in rehabilitation center nor in community. This result is consistent with
research that found no statistically significant association between income and coping

(Twoy et al., 2007).
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CHAPTER VI: Conclusion

6.1 Strength and Limitation

6.1.1 Strengths

e Data was collected through face-to-face interview which ensured more quality of
information.

e Data collection process and entry was not biased.

e This study used a standardized questionnaire so easy comparison can be seen
among two group of participants and consistency was maintained.

e The study tool was modified according to the participants culture and religious
context.

e Study conducted among participants from two areas a) Rehabilitation center and b)

Community.

6.1.2 Limitations

e Structured interview caused a limit in data depth and breath.

e The severity of the condition was not assessed. It is possible due to the variance
this result was found.

e The number of participants were 134 which is significantly less than total sample
size calculation. So, the coping strategy among family primary caregiver of person

with SCI could not be generalized.
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e This study did not include back-translation of the instrument (semi structured

questionnaire) from Bangla to English, as per ITC requirements.

6.2 Practice Implication

6.2.1 Institution based practice implication.

The current rehabilitation program in CRP focuses more on people with SCI. Family
caregiver coping can influence the work of occupational therapists who are involved in
intervention of people with SCI. From the results of this study the items that caregivers in
rehabilitation center strongly disagreed as we can see were seeking professional counseling
and help (92.4%), seeking assistance from community agencies and programs (71.6%) and
to know luck plays a big part in solving family problems (56.7%). Thereby recognizing
these multifaceted needs interventions can be tailored to provide any training, counselling,

or support services to help them fulfill caregiving responsibilities.

6.2.2 Community based practice implication

Occupational therapist should be the advocate for the families of people with SCI living in
the community. They should make the person with SCI and the community aware of the
family primary caregiver. Community is to be made aware of the needs, challenges, and
rights of caregivers. This study finds that the caregivers in the community strongly
disagreed on the items seeking professional counseling and help for family difficulties
(89.6%), seeking assistance from community agencies and programs (64.2%) and
exercising to reduce tension (52.2%). Occupational therapists can hence offer education
about using effective coping strategies, counselling or design specific caregiving tasks or

caregiver exercise program.
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6.2.3 Recommendation for future practice:

The coping strategies identified in this study will help direct future rehabilitation
interventions. For example, perception of social support or seeking spiritual
support.

To include the families also in the treatment as early as possible.

Endorsement of coping mechanisms to help client transition more successfully.

Establishing an early rehabilitation program for family primary caregivers

6.2.4 Recommendation for future research:

The study to be conducted on a large scale or a longitudinal study.

To identify the quality of life of primary caregivers of people with SCI.

Future study may adopt a qualitative approach.

More than one member of the family maybe included to perceive individual family
member coping.

Multitude of coping guestionnaires to be used.

6.3 Conclusion

The results of this study indicated that the family primary caregivers of person with SCI in

a rehabilitation center and community most frequently used reframing. Spiritual support

was reported as third in both areas. Passive appraisal is the least used by participants in

rehabilitation center and family support is the least used in community. A significant

difference is found in case of the coping strategy mobilizing family support between

rehabilitation center and community and gender is the only sociodemographic variable that

varied significantly for the use of coping strategies in rehabilitation center with males mean

ranking more than females. As we know prioritizing caregiver coping allows occupational
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therapists to better provide their clients with superior care. In light of these findings,
caregiver education or counselling can be provided to help them mobilize family support
or seeking spiritual support as these are used comparatively less than other strategies. The
results of this study will provide guidance to therapists in Bangladesh on how to support
families by providing culturally appropriate and competent interventions. Caregivers can
be supported by conducting sessions in the clinical care settings to reinforce them to
overcome challenges while taking care of a family member with SCI. In order to approach
their work with clarity, empathy, and effectiveness and, ultimately, improve results for the
people they serve, therapists must first of course manage their own stress and emotional

well-being.
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the above mentioned dissertation. with yoursell, as the principal investigator and Luthfun Nahar as thesis
supervisor. Fhe Following documents have been reviewed and approved:

1 Sr. No. | Name of the Documents

i1 | Dissertation/thesis/rescarch Proposal

]7 2 ! Questionnaire (English & / or Bengali version)
3 | Information sheet & consent form

Fhe purpose of the study is 1o assess the coping strategies ol primary

family car
spinal cord injury.

I'he study involves use of standardized scales (F-COPES:

pivers ol people with
Family Crisis Oriented
Personal Eyaluation Scales) to measure the coping strategies that may take about 20 to 25 minutes to (il

in the questionnaire for collection ol specimens and there is no likelihood of any harm to the participants
and no economic benefits for the participants. The members ol the Ethics committee have approved the
study 1o be conducted in the presented form at the meeting held at 8.30 AM on 23" September 2023 at
BHPI38™ IRB Mecting.

The institutional Ethics commitiee expects 1o be informed about the progress ol the study.

any changes
occurring in the course ol the study.

any revision in the protocol and patient information or informed
consent and ask to be provided a copy of the final report. This Ethics committee is wor King accordance (o
Nuremberg Code 1947, World Medical Association Declaration of Helsinki. 1964 - 2013 and other
applicable regulation.

Best regards.

M o willias W
............................ ! w.\.m ™
Member Secretary |R.hub“\m‘°“m

Institutional Review Board (mpsmumww’"
BHPIL. CRP. Savar. Dhaka-1343. Bangladesh.

PRSI, TS, TIFT-5089, I | CFIN: +bb o) J3888EBYS-, +bb 0% IIBBB3808, IAIZI: +bbr 05990 0EHYEQ
CRP-Chapain, S..war. Dhaka-1543 Bangladesh. Tel: +88 02 22444546 4-5 +88 02 22444|404 Mobile: +88 01730059647

mail : principal-bhpi @crp-ban, esh.org, Web: bhpi.edu.bd
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Permission Letter for Data Collection

Date: 19.10.2023

The Head of the Department

Department of Occupational Therapy
Bangladesh Health Professions Institute (BHPI)
CRP, Savar, Dhaka-1343, Bangladesh

Subject: Application for permission to collect data for the research project.

Sir,

With due respect, 1 would like to state that I am a student of 4" year, B.Sc. in Occupational
Therapy at Bangladesh Health Professionals Institute (BHPI). I have to submit a research paper
to the University of Dhaka in partial fulfillment of the degree of Bachelor of Science in
Occupational Therapy. My research title is “Coping Strategies of Primary Family Caregivers
of the People with Spinal Cord Injury” which is supervised by Luthfun Nahar, Lecturer in
Occupational Therapy, Department of Occupational Therapy, Bangladesh Health Professions
Institute (BHPI). This study aims to assess the coping strategies of primary family caregivers
of people with SCI.

As it is a Quantitative research, 1 would like to collect data from primary family caregivers of
person with SCI in Spinal Cord Injury unit in CRP, Savar and primary family caregivers of
person with SCI living in the community. I assure you that anything in my study will not cause
any harm to anyone and all the information gathered during the process will be kept
confidential.

So, I look forward to having your permission to start data collection to conduct a successful
study as a part of my course.

Sincerely yours,

A o

Fariza Rehnuma Adiba

4™ Year B.Sc. in Occupational Therapy
Session: 2018-2019, Student ID: 122180303
Bangladesh Health Professions Institute (BHPI)
CRP-Savar, Dhaka-1343, Bangladesh

Signature and comments of The Head of The Department

Sk. Moniruzzaman

Head of the Department

Department of Occupational Therapy
Bangladesh Health Professions Institute (BHPT)
CRP-Savar, Dhaka-1343, Bangladesh
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Date: 28,10.2023

To

The Head of the Department

Department of Occupational Therapy

Centre for the Rehabilitation of the Paralysed (CRP)
Savar, Dhaka-1343, Bangladesh

Subject: Application for permission to collect data for the research project.

Sir,

With due respect, I would like to state that [ am a student of 4th year. B.Sc. in Occupational
Therapy at Bangladesh Health Professions Institute (BHPI). T have to submit a rescarch paper
to the University of Dhaka in partial fulfillment of the degree of Bachelor of Science in
Occupational Therapy. My research title 1s “Coping Strategies of Primary Family Caregivers
of the People with Spinal Cord Injury” which is supervised by Luthfun Nahar, Lecturer in
Occupational Therapy, Department of Occupational Therapy. Bangladesh Health Professions
Institute (BHPI). This study aims to assess the coping strategies of primary family carepivers
of people with SCI.

As itis a Quantitative rescarch. I would like to collect data from primary fumly carcgivers ol
person with SCIin Spinal Cord Injury umitin CRP. Savar and primary family caregivers of
person with SCI living in the community. [ assure vou that anything in my study will not cause
any harm to anyone and all the information gathered during the process will be kept
confidential.

So, I'look forward to having your permission to start data collection to conduct a successful
study as a part of my course.

Sincerely yours,
Adibo.

Fariza Rehnuma Adiba

4th Year B.Sc. in Occupational Therapy

Session: 2018-2019, Student ID: 122180303

Bangladesh Health Professions Institute (BHPI)

CRP-Savar, Dhaka-1343, Bangladesh

Signature and comments of The Head of The Department
\Fore ’

M4. TauRidul Islam Qg\\

Adr, Head of the Department of Occupational Therapy

Centre for the Rehabilitation of the Paralysed (CRP)
Savar, Dhaka-1343, Bangladesh

\20%
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Assist Adina
[T)::c: 19.10.2023 5\-\/‘3.4.{ dkafa C&aﬁ]v_%)

Manager

Rehabilitation wing

Centre for the Rehabilitation of the Paralysed
Savar, Dhaka-1343, Bangladesh i ‘—?

Subject: Application for permission to collect data for the research project.

Sir.

With due respect, 1 would like to state that I am a student of 4% year, B.Sc. in Occupational
Therapy at Bangladesh Health Professionals Institute (BHPI). I have to submit a research paper
to the University of Dhaka in partial fulfillment of the degree of Bachelor of Science in
Occupational Therapy. Nt research title is “Coping Strategies of Primary Family Caregivers
of the People with Spinal Cord Injury” which is supervised by Luthfun Nahar, Lecturer in
Occupational Therapy, Department of Occupational Therapy, Bangladesh Health Professions

Institute (BHPI). This study aims to assess the coping strategies of primary family caregivers
of people with SCI.

As it is a Quantitative research, I would like to collect data from primary family caregivers of
person with SCI in Spinal Cord Injury unit in CRP, Savar and primary family caregivers of
person with SCI living in the community. I assure you that anything in my study will not cause
any harm to anyone and all the information gathered during the process will be kept
confidential.

So, I look forward to having your permission to start data collection to conduct a successful
study as a part of my course.

Sincerely yours,

Fariza Rehnuma Adiba

4" Year B.Sc. in Occupational Therapy
Session: 2018-2019, Student ID: 122180303
Bangladesh Health Professions Institute (BHPI)
CRP-Savar, Dhaka-1343, Bangladesh

Signature and comments:

Saw
Manager o)\ w22

Rehabilitation wing
CRP. Savar, Dhaka-1343, Bangladesh



Permission for using and modifying F-COPE Scale
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Thank you for your interest in the F-COPES measure. We have agreed to grant you permission to use the F-COPES measure for your research at no cost. You

can find the F-COPES Measure as well as its supporting documentation at hitps:/hwww mccubbinresilience. org/measures html. If you franslate the measure into

language other than English please send us a copy. Let us know if you have any questions.

Respectfully,

Laurie “Lali" McCubbin, PhD
Jason A. Sievers, PhD
Hamilton . McCubbin, PhD

Resilience, Adaptation and Well-Being Project

Email: mecubbinresilience@gmail.com

Website: www mecubbinresilience org
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Uear Jason Sievers,| hope this email inds you well, | want to thank you for granting me the permission to use the Family Unsis Unented Fersonal Evaluation Sc

Jason Sievers <jasievers@gmail.coms

to me|=
Fariza -
‘You have our permission to modify the F-COPES measure to fit your study

Respectfully,

Laurie “Lali” McCubbin, PhD
Jason A. Sievers, PhD
Hamilton |. McCubbin, PhD

Resilience, Adaptation and Well-Being Project
Email: mccubbinresilience@gmail.com

‘Website: www.meccubbinresilience.org
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Appendix B: Information Sheet, Consent Form and Withdrawal Form

(English version)

Bangladesh Health Professions Institute
Occupational Therapy Unit
CRP, Savar, Dhaka-1343

Information Sheet (English)

Title of the study: Coping Strategies of Primary Family Caregivers of the People with
Spinal Cord Injury: A Cross-Sectional Study

Name of researcher: Fariza Rehnuma Adiba, 4th year, B.Sc. in Occupational Therapy.
You are invited to participate in a research study. Before deciding to participate, it is crucial

that you understand the purpose of the study, what will be asked of you, and your rights as
a participant. Please read the information below and feel free to ask any questions you may
have.

Who am | and what is this study about:

| am Fariza Rehnuma Adiba, a student of 4th year, B. Sc in Occupational Therapy,
Department of Occupational Therapy, Bangladesh Health Professions Institute (BHPI), the
academic institute of Centre for the Rehabilitation of the Paralysed (CRP). As a part of my
academic course curriculum, I am obliged to conduct a dissertation this academic year. The
title of my study is " Coping Strategies of Primary Family Caregivers of the People with
Spinal Cord Injury: A Cross-Sectional Study.” The aim of this study is to assess the coping
strategies of primary family caregivers of people with SCI and its associated factors.

The study is supervised by Luthfun Nahar, lecturer of Occupational Therapy Department,
Bangladesh Health Professions Institute (BHPI), CRP, Savar, Dhaka.

What are the reasons for participating in this study?

I will be measuring the coping strategies of primary family caregivers of people with SCI.
For which a self-developed questionnaire will be used for socio-demographic information
and a scale to measure the coping strategies. Participants will be answering all the
questions. Before participating you will be presented with detailed information about the
conduct of the research study and consent will be taken. If you are unable to sign for any
reason, in that case thumb impression will be taken in presence of a witness. Information
will be collected from you through a questionnaire at any given time. Your participation in
this study is optional. You do not have to consent; you do not have to participate. After
giving consent within 2 weeks you may withdraw without giving any explanation to the
researcher.

Why are you invited to participate in this study?

Participants who are willing and meets the inclusion criteria of the study are invited to
participate.

Do you have to participate?

Participation in the study is entirely voluntary and up to the participant’s will. Before
participation consent will be taken and after participating, they will be accounted to answer
all the questions. You have the right to withdraw your consent and discontinue participation
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after two weeks of conducting survey without any repercussions.

How long will it take?

Time taken would be 20-30 minutes for the researcher to collect all information related to
the study.

What are the possible risks and benefits of participation?

The participant will not get any direct benefit for participating in this research, however
the information gained from this research will be contributed for future development and
improvement of rehabilitation services. Participants will not face any type of problem or
harm, participating in the research but can feel psychological discomfort while sharing
their tough experience. If this problem arises during the interview the student research will
take a break or discuss re-scheduling the interview. Participants can also withdraw their
consent according to their wish.

Will the participation be confidential?

All information collected during this study will be strictly kept confidential by maintaining
secrecy. No information will be shared with anyone else outside of the study unless it is
required by the law. Only the student researcher and supervisor are allowed to access the
data here. The participants will not be named in any reports, publications, or presentations
that may come from this study. Information paper will be locked in a drawer, in the personal
laptop of the student researcher and lock cloud system.

What will be the result of the study?

The findings of this research will help not only the families but also the person with SCI
by promoting emotional and physical well-being, better care and family cohesion.
Occupational therapists will be directed to consider the family members when providing
treatment to the person with SCI by identifying the coping strategies that is employed by
the primary family caregivers which will explain their experiences and challenges. The
results will help enrich Department of Occupational Therapy by improving education,
intervention plan and support services reinforcing holistic and family centered care.
Furthermore, the results will also add insights for future literature about the importance of
coping strategies of not only the patient but their families ultimately leading to better
outcomes for both patient and his family.

The result of the study may be published in a scientific journal.

For more information, please contact the address below:

Student researcher: Fariza Rehnuma Adiba

B.Sc. in Occupational Therapy

Session: 2018-19, Roll: 06

BHPI, CRP, Savar, Dhaka.

Contact number: 01853357455.

Email: farizarehnuma@gmail.com

Supervisor: Luthfun Nahar

Lecturer in Occupational Therapy

Department of Occupational Therapy

BHPI, CRP, Savar, Dhaka.

Contact number: 01868846373.

Email: liza317@gmail.com
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Consent Form (English)

Title of the study: Coping Strategies of Primary Family Caregivers of the People with
Spinal Cord Injury: A Cross-Sectional Study
| am Fariza Rehnuma Adiba (Researcher), 4" year student, B.Sc. in Occupational Therapy,

Bangladesh Health Professions Institute (BHPI) the academic institute of Centre for the
Rehabilitation of the Paralysed (CRP). This study is a part of the curriculum of Department
of Occupational Therapy. The study is supervised by Luthfun Nahar, lecturer of
Occupational Therapy Department, Bangladesh Health Professions Institute (BHPI), CRP,
Savar, Dhaka.

The participants are informed about the purpose and their role in the study. After knowing
all the information participant will decide to participate. After getting consent researcher
will begin data collection.

The participants will not be harmed in any way. The confidentiality of participation will be
strictly maintained.

Participants have the right to withdraw without any repercussion within 2 weeks of data
collection.

I am , | have read the above statement, understand the nature

of my participation in the research, and | freely consent to participate. | recognize my right
to withdraw my consent and discontinue participation in the study at any time up to 2 weeks
of survey without fear of any prejudice and recognize that my activities and data generated
by my participation will remain strictly confidential.

Name of the participant

Signature of participant/thumb print
Date

Student researcher's signature
Date

Withdrawal form (English)

Title of the study: Coping Strategies of Primary Family Caregivers of the People with
Spinal Cord Injury: A Cross-Sectional Study
I , confirm that I wish to withdraw my consent to the use of

data arising from my participation.

Reason for withdrawal

Name of the participant

Signature of participant/thumbprint
Date
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(Bangla version)
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Appendix C: Questionnaire

Sociodemographic information (English Version)
Age:
Gender: [] Male [] Female [] Transgender
Present address:

Contact number:

Level of education:

Occupation:

Marital status: [] Married [] Unmarried [ ]Divorced
[] Separated [] Widow

Children (Yes/No): if yes how many:

Family type: [] Extended [] Nuclear

Number of family members:
Relationship with the patient:
Duration of patient’s injury:
Stage of treatment:

Duration of caregiving:
Monthly income:

Source of income:

Monthly expenditure:
Earning member of family:

Sociodemographic information (Bangla version)
BEEE

o O o O =2 O o o
BICHIDRPLADIF
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F-COPES (English Version)

FAMILY CRISIS ORIENTED PERSONAL EVALUATION SCALES

© Hamilton |. McCubbin

Purpose

David H. Olson

Andrea S. Larsen

The Family Crisis Oriented Personal Evaluation Scales is designed to record problem-
solving, attitudes and behaviors which families develop to respond to problems or

difficulties.

Directions

First, read the list of “Response Choices" one at a time. Second, decide how well each
statement describes your attitudes and behavior in response to problems or difficulties. If
the statement describes your response very well, then circle the number 5 indicating that
you strongly agree; if the statement does not describe your response at all, then circle the
number 1 indicating that you strongly disagree; if the statement describes your response to
some degree, then select a number 2, 3, or 4 to indicate how much you agree or disagree
with the statement about your response.
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Please circle a number (1, 2, 3, 4, or 5) to match your response to each statement. Thank

you.

When we face problems or difficulties in our > >

family we respond by: - o % ® = % -
—— [«B) ——
25155858 84| 2o
S8 88 358 85 5
ho| 2T |Z27F0| 2 O

1. Sharing our difficulties with relatives 1 2 3 4 5

2. Seeking encouragement and support from 1 9 3 4 5

friends

3. Knowing we have the power to solve major 1 9 3 4 5

problems

4. Seeking information and advice from person

in other families who have faced the same or 1 2 3 4 5

similar problems

5. Seeking advice from relatives (grandparents,

etc.) 1 2 3 4 5

6. Seeking assistance from community agencies

and programs designed to help families inour | 1 2 3 4 5

situation

7. Knowing that we have the strength with our 1 9 3 4 5

own family to solve our problems

8. Receiving gifts and favors from neighbors 1 9 3 4 5

(e.g., food, taking in mail, etc.)

9. Seeking information and advice from the 1 9 3 4 5

family doctor

10. Asking neighbors for favors and assistance 1 5 3 4 5

11. Facing the problems “head-on” and trying 1 9 3 4 5

to get solution right away

12. Watching television 1 9 3 4 5

13. Showing that we are strong 1 5 3 4 5

14. Attending church/ mosque/ temple 1 2 3 4 5

15. Accepting stressful events as a fact of life 1 5 3 4 5

16. Sharing concerns with close friends 1 ) 3 4 5

17. Knowing luck plays a big part in how well 1 9 3 4 5

we are able to solve family problems

18. Exercising with friends to stay fit and 1 9 3 4 5

reduce tension
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19. Accepting that difficulties occur
unexpectedly

20. Doing things with relatives (get-together,
dinners, etc.)

21. Seeking professional counseling and help
for family difficulties

22. Believing we can handle our own problems

23. Participating in religious activities

24. Defining the family problem in a more
positive way so that we do not become too
discouraged

25. Asking relatives how they feel about
problems we face

26. Feeling that no matter what we do to
prepare, we will have difficulty handling
problems

27. Seeking advice from a religious leader

28. Believing if we wait long enough, the
problem will go away

29. Sharing problems with neighbors

30. Having faith in God

F-COPES (Bangla Version)
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Appendix D: Supervision Contact Schedule

Tile of thesis: o%._u}m mts.mnm»a and n_m?msw with R_Saxa % .?5:._“ members % ﬁsr.mz_. with §cl

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

Name of student: Forfsa Rehmuma  Adiba

Name and designation of thesis supervisor: r&i&e Nahat
Lecurer In opn}eatos?f ?Es.&
Deparbment- o_w onE%?IosPo. ._.rﬁ?.vm

€ Date Place Topic of discussion Duration | Comments of student | Student's | Thesis |
g (Minutes/ signature | supervisor v
9 Hours) signature |
<
. Reseaxch Hile, alm brok slrockured NS
Teachurs 7] ) R ot diructure
9.8-13 ik men om Leu.d:. 20 mins dea. \Akr.r,\ | %/4
2 — Teachsr's I%sma_ouu , Utecature. | 30ming | G0F correckion ) _ ) /@?
2P0 wem e ond clear undestan - Adiba. | p& '
- di | V
O Teachir’s Iu?&o_omu » Seale ,Tile a ok clear .T%:uk,hﬂ N
20 .%.112 N
e ,woisu N scale selection Adba | N\

rocem

and coxvechion)
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2 p 5 X Problen @OT
24920 Yo | Fremlmee aaloulation) o5 ng solvied |
5 X Q.G* U.—«CN¥CK®L ” \§
NG;O.NW.._mBth«,\u V&v?. mo:ma,fo«:. process, 4 hour &S&&CKE\ \(ﬁ.«?«l
roox) Queshionnaodye vVl
6 Teachivs Voﬂ(.?IQS U.sawcsmv P— Go¥ slryuctured \/%\:Um( Q%A/é.. “
2:12:23 Yoo | Autbor comormunication ® \?aa:USLP. : "
A N
7 Teaches | Regeareln proposall, 6o} corveckon Adibo ka,
6:12-23 room .Wsnro«ccsmm_ Cbng,wkhmv B i
8 Teacher’ Populortion sesporse., US s Crenve ium?f«f \E\...T %ﬁyfv‘m\
ety room Dot colleckion avidelirn anS|and ﬂ?mﬁ%ﬂ”n - ~ |
| |
9 Teachur 4| Questionnedrve discussion 610t s4voctored . /7«
2. b 10 AUt e “
12.12-23 P | Pk e gernen |- ¥ Juideling \%7
10 i 3 - ; Gk wov ke NN
24 -pogylibrayy (5PsS dudo. inp. Zhe | gvideting Allrs| it
11 . con{iderce Tndeyvall Calewlaon i A
2
28-12-2y _L—EQ;,M Scoring imsyrueton Ak Problin A o %/7\
|4 Ad\
12 , Dok inpuk oond Dot input- ; J
302y C_o.,s.,.u <§..‘,.§MC\ Ihy process Adiloon Q%f ¥
-
13 , : W
- Dk lyayg . | Dok anel ygis
81 2y T—O«SKR g Borlsg ﬁveﬁm&cmﬁ\ Lmb 2 ) .\¢ J
,3 . Dodon  omalysis Us Peton relayed \MLL.W /7m\<\m
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Teochars] Resd b . froereces v 4
1912 » Adscussion Gob- feedbantle
I Yoo I he g w%o—.cﬂ bie) )&W?\ %/7
16 . covyel o S/
N.W\_ .M< ._mDthq,W b%+ Q*Q%f ‘m»NNn:oSh—\A\ Dt torvechHowm 0% /..e
Yoorn A5k dvalt Adibo @?5\
17 3.2.2y J&Dm_\ﬁﬁw )_Pw*,%&o_.\ Llerntore 1 “Hovro Ho coxveck %74“
Yooyn | review , feedbacle hoe ord wrdde absicl \/AEW.? ,
18 . a : ¥
feachess | 279 deaft (ecedb &)o) {eedbertle %

; 17302y TQQS% caft feedbacle 4 e och ?mao\ Skl Al @ﬂ7 \
T i resvll ...mo.,g\,bl v
4&’6 XS _”,'_Sﬁp ﬁWU\Q m! 4 ﬁm&\gﬁ—\r EQ* %N&Fgﬁ\rl\ \
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. Teachars | Presenytation . 610~ feedoacle .
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Note:

1. Appointment number will cover at least a total of 40 hours; applicable only for face to face contact with the supervisors.
2. Students will require submitting this completed record during submission your final thesis.




