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ABSTRACT

According to World Health Organization (WHO) data, it is estimated that approximately
650 million people all round the world are living with a disability (WHO 2010) and at
least 20% of the people are disable in some developing countries. The UNESCAP
suggest 400 million people with disabilities lives in Asia. According to Bangladesh
Bureau of statistic (2010-2011), Bangladesh disability rate is very high and it is near
about 9.07% - 9.63% among those people who are living in rural areas and 7.49% living

in urban areas.

Aim: To identify current demographic factors of caregivers of SCI patients in CRP.
Design: Cross sectional study design.

Sample size: Total 79 individuals who met the inclusion criteria for this study.
Setting: Spinal cord injury unit of CRP.

Results:

In this research gender of the male 8.86% & female 96.20%, married participants were
3.710%, most of the participants were age range 35 to 44 years were 36.71%, the
relationship of the most participants were wives of the patient were 53.16%, most of the
participants were muslims 91.14%. The various family members were 5 to 7 members of
participants were 49.37%, 41.77% of the caregivers were not educated. Income level of
the most participants were up to 3,000 taka 45.57%, most of the patient were tetraplegic
59.49% & complete level of injury 64.56%.

Conclusion:

The study also had been shown that most of the female caregivers provide care giving to
the male patient but there were no male caregivers for female patients. So, it is important
to encourage the male caregivers to participant in care giving activities of female patients

and recommend that special training for caregivers of spinal cord injuries patients.

IX



Chapter-1 Background

1.1. Background:

Spinal cord injury is a disabling condition and it has been occurring since antiquely in the
history of the human creature. SCI is one of the most common causes that make people
disabled. In Bangladesh many people are being disabled due to SCI every year. Currently
this condition has become a major health problem. When a person is injured with SCI, it
affects all aspects of the person’s life. SCI is a life altering experience for both of the
patients and the caregivers. Caregivers assist patients in managing medications, therapy,
and medical emergencies; provide supervision, emotional support, assist in personal care,
mobility and other basic daily living activities. In Bangladesh it is seen that the close
relatives along with family members are mostly engaged in care giving for a person with
SCI. The disabling conditions of patients impact on usual daily living activities of the
caregivers. SCI patients have longer life expectations than other degenerative conditions.
As a result caregivers for person with SCI have to engage themselves for a long time in
care giving for the patient. Many studies found that the primary caregivers and/ or
spouses of SCI survivors may experience various problems due to this disorder. Research
in the literature regarding the quality of lives of primary caregivers of SCI survivors is
relatively limited. SCI significantly interferes with the care givers quality of life not
depends on severity of injury (Unalan et al., 2001, pp. 318-322). A similar study found
that caregiver sex, child age at injury and child mental health were related to caregiver
outcomes. Caregiver mental health and education and child social relationships predicted
child outcomes. Neither injury level nor injury severity was related to caregivers or child
outcomes (Kelly et al., 2011, pp. 200-205). It depends on caregiver’s demographic factor
such as sex, caregiver’s education etc. Therefore, more research is needed to establish

caregiver’s demographic factors in a Bangladeshi context.



1.2. Literature review of the study:

1.2.1. Spinal cord Injury:

Spinal cord injury usually occurs after a sudden, traumatic damage to the spine. This
injury or damage results in fracture, dislocation of vertebrae, intervertebral discs which in
turn rupture the spinal cord partially or completely. Axons are cut off or damaged beyond
repair and neural cell membranes are broken. Blood vessels may rupture and cause heavy
bleeding in the central grey matter, which can spread to others areas of the spinal cord

over the next few hours.

Ekman (2002, P. 132) described that common dysfunction of the spinal segments occurs
as a result of trauma to the spinal cord.

According to Fitz Geral (1995, P. 29) Spinal Cord Injury means “lack of sensory and

motor function in the lowest sacral segment.”

“A Spinal cord Injury is defined as damage or trauma to the spinal cord that in turn
results in a loss or impaired function resulting in reduced mobility or feeling”

(Quadriplegic and Paraplegic Spinal Cord Injury, 2005).

When one sustains a SCI, there are some features found below the specific segmental
level of Injury immediately after a complete SCI. These are, movements and any kinds of
sensation are lost below the level of injury and limbs become flaccid and tendon reflexes

are diminished, bowel and bladder control are also lost.
1.2.2. Cause of SCI:

Spinal cord injury occurs as a result of both traumatic and non-traumatic incidences.
There are many causes of spinal cord injury in Bangladesh. The most common causes of
spinal cord injury in Bangladesh are fall from a height, road traffic accident; fall down
while carrying heavy load on head, fall of heavy object on back, bull attack, bullet injury
or gunshot injury, physical attack, disease process, diving in shallow water and others
(Ekman, 2002, p. 284-285).



SCI results from an accident that breaks or severely damages the spinal cord and its
segments in the neck or back. It was found that the cervical cord is most commonly
affected. In the western world, automobile accidents are the most common causes of SCI.
More than half of SCI patients are within 15-30 years old (FitzGerald, 1995, p. 127). In
CRP the most common cause of traumatic lesions was a fall from a height followed by
falling when carrying a heavy weight on the head and road traffic accidents. Most of the
patients were between 20-40 years old and the overall age group ranged from 10-70
years. The male: female ratio was 7.5: 1.0. Among the traumatic spinal cord lesions, 60%
were paraplegies and 40% tetraplegics. Among the non-traumatic spinal cord lesions
cases 84% were paraplegics and 16% tetraplegics. The leading causes of death resulted
from respiratory complications and these deaths occurred in the very early period of
admission (Fazlul Hoque et al. 1999, p. 858).

1.2.3. Types of Spinal cord Injury:

There are two types of spinal cord Injury

.,

% Tetraplegia

% Paraplegia
Tetraplegia:

Quadriplegia, also known as tetraplegia, is paralysis caused by illness or injury to a
human that results in the partial or total loss of use of all their limbs and torso. The loss is
usually sensory and motor, which means both sensation and control are lost. This means

the arms, hands, trunk, legs and pelvic organs are all affected by the spinal cord injury.
Paraplegia:

When the level of injury occurs below the first thoracic spinal nerve. The degree at which
the person is paralyzed can vary from the impairment of leg movement, to complete
paralysis of the legs and abdomen up to the nipple line. This paralysis affects all or part

of the trunk, legs and pelvic organs.



1.2.4. SCI can be incomplete and complete:
Incomplete:

The term incomplete injury is used only when there is partial preservation of sensory and

motor function below the neurological level and including the lower sacral segment.
Complete:

The term complete injury refers to an absence of sensory and motor function in the

lowest sacral segment (Hollar, as cited in Trombly, 1995, P. 796).

The classification of SCI depends on the neurological examination. When one has
complete SCI there will be no sensory or motor functions below the level of injury and
abnormal autonomic function (Feinberg and Minar, 2012).

1.3. Spinal cord injury in Bangladesh:

Bangladesh has achieved a tremendous gain in health care provision although a lot of
demands with inadequate resources are the real picture of the health sector (Osman
2010). Bangladesh is a young country and its economic and medical facilities are
continually developing day by day. However, public health issues has become confined
with maternal and child health issue in regarding new initiatives. The facilities in other
sector are not yet wide spread all over country due to combination of negative forces for
example illiteracy, low socio-economic conditions, poor infrastructure, and ignorance
(Haque, Grangeon & Reed 1999). Spinal cord injuries remain neglected, as there is not
enough data and service for person with SCI. As a result, SCI have become a major
public health problem in Bangladesh. However, in every aspect of public health issues,

needs a careful concern. The key health indicator is life expectancy (Osman 2010).

A recent study found very low life expectancy of spinal cord injury in different periods.
The study found that the life expectancy of person with SCI is 10 to 12 time lower than
life expectancy of general population (Razzak et al. 2011). The major causes of death at
home indicates negative social acceptance, lack of proper re-integration in community,

less attention or care from the family member and poor quality of life following discharge
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from the hospital and the study specifies inadequate acute management is a major cause

of overall mortality (Razzak et al. 2011).

Likewise, another study also revealed that in general, inadequate services, poverty,
negative attitudes of society towards person with SCI, inequitable laws, inaccessible built
environment and transport systems are the main causes of poor integration of person with
SCI into community life (Momin 2003; Lysack, Komanecky, Kabel, Cross & Neufeld
2007). This data shows that people with SCI have to fight with the rights of having access
to the mainstream treatment facility across the country. The rehabilitation program will
be unfulfilled without raising awareness among the family and community people about
the ability of the person with SCI. Therefore, prevention, proper acute medical treatment
and rehabilitation only can increase survival expectation of persons with SCI. Even
though Bangladesh is a developing country, accidents are more prominent due to lack of
structural development, poor medical facility and lack of awareness among the people
about safety precautions during performing any risky job (Rathore 2011). Therefore, the
situation of Bangladesh is even worse as a developing country. A study aimed to
investigate life expectancy of people with SCI followed by 10 years revealed that only
16.4% of study population survived for 10 years which was much lower than developed
countries like Finland (97.9%), Australia (86%), Canada (92%), UK (85%), USA
(80.7%) (Razzak et al. 2011). The data indicates Bangladesh has very poor medical
facility to promote a safe and worth life after having spinal cord injury. The study also
pointed out some possible causes of poor life expectancy of person with SCI including
inadequate acute management and lack of proper social reintegration (Razzak et al.
2011). Among a total of 1347 patients with spinal cord lesions admitted to the CRP there
were 1059 (79%) spinal cord injuries due to trauma and 38% of them were tetraplegia.
The most common site of injury was thoraco-lumber junction and lower cervical spine
(Hoque, 2003).

Hoque, Grangeon & Reed (1999, pp. 858-860) suggested that most of the patients with
SCI are between 20-40 years old and the overall age group ranged from 10-70 years. The
male: female ratio was 7.5:1.0. They also mentioned that, fall from height is the first



common cause and carrying heavy weights on the head are the second main causes of
SCI in Bangladesh. Among the traumatic spinal cord lesions, 60% are paraplegics and
40% are tetraplegic. Among the non-traumatic spinal cord lesions 84% are paraplegics
and 16% are tetraplegic.

1.4. Caregiver:

There are caregivers who take care of children and adults and older people with disabling
disease. Generally they are patients, wives, sibling, sons, daughters, close relatives,
friends and neighbors. They assist patients in managing medications, therapies and
medical emergencies; provide supervision, emotional support, assists in personal care,

mobility and other basic daily living activities.

According to Oxford Advanced Learner’s Dictionary (2001, p. 177) “Caregiver is a

person who looks after a sick or old person”.

When a person becomes injured with complete tetraplegic spinal cord injury they need
caregivers for performing their personal activities. A complete tetraplegic patient with
SCI loses sensory and motor function below the level of injury. So they become
dependent on caregivers to assist them performing their daily living activities (Lindsey,
2003a, 2003b).

Different studies found that the disability of a family member is psychologically
distressing for the informal caregivers of the family or close relatives. About 40% of
patients with SCI need assistance in performing their important activities of daily living
such as eating, dressing, personal hygiene, mobility etc and provide their emotional
support and physical care as well. More than half of them are family members. Family
members an important role in total health care system of a patient with SCI along with
others health care professionals. They engaged themselves in care giving with or without
preparation at all. They generally get little or no support or recognition for their great
contribution for the person with SCI (Lindsey, 2003a, 2003b).



Caregivers for a person with SCI have to care for them for a long duration of time. This is
because the life expectation for person with SCI is more than other chronic disease such
as Alzheimer or AIDS. The caregivers of patient having SCI have to suffer from same
problems for an indefinite time than other caregivers (Lindsey, 2003a; Information of
patients, n.d.; Unalan et al., 2001, p. 319).

When one member of a family sustains a SCI then other family members become
concerned about the treatment and prognosis of this injured person, which may create
mental stress for them. They also have to think about money requirement for
intervention, management transportation and changes in their home environment to make
it accessible for that person. The members who are caring for a person with SCI have to
sacrifice their job or works, change scheduled activities, which have to be isolate from

their usual activities of daily living (Rees, O’Boyle & MacDonagh, 2001).

Lindsey (2003a) also claimed that people with SCI become aggressive towards caregivers
when they think that their needs are not being met as normal people. So they become
frustrated as a result of impairing or losing their capability to perform their activities of

daily living.

Research found that the quality of life of primary caregivers of a spinal cord injured
victim is significantly affected some severity parameters related to the injury however do
not seem to have an additional impact on the primary caregiver’s life quality (Unalan et
al., 2001, p. 318-322).

A similar study found that being female and having a child with mental health problems
predicted caregiver anxiety and depression. In addition, having a child who was older at
the time of injury predicted caregiver depression. Poor social relationships, having a
caregiver with mental health problems and having a caregiver with less education
predicted both child anxiety and depression (Kelly et al., 2011, p. 200-205).

Caregiver sex, child age at injury, and child mental health were related to caregiver
outcomes. Caregiver education, marital status and child age were not. Caregiver mental

health and education and child social relationships predicted child outcomes. Neither,



injury level nor injury severity was related to caregiver or child outcomes (Kelly et al.,
2011, p. 200-205).

1.5. Demographic Information:

Building a relationship with parents and guardians and involving them in the location and
selection of caregivers is very important. This section relating to caregivers should be
completed by the caregivers or, by the social worker in consultation with the caregivers.
It provides basic demographic information and contact details of the caregivers and their
family. This information is important to the child/young person’s family and it is
provided to them unless identifying information could pose a risk to the personal safety
of either the child/young person or the caregiver. Caregivers are informed before
information about them is given to others, but they also talk to the supervisor if they are
concerned about sharing this information. Care giving may be influenced by gender and

by the expected caregiver roles within a family unit.

Demographic are current statistical characteristics of a population. Demographic
characteristics of a population expressed statistically such as age, gender, educational
level, social class, family size, religion, disabilities, mobility, home ownership, income
level, occupation, nationality, marital status, working experience, working hour of the
respondent continuously. A census is a collection of the demographic factors associated

with every member of a population (National Institute of Health, 2012).

Family caregivers often feel unprepared, have inadequate knowledge, and receive little
guidance from the oncology team for providing care to the SCI patient. Older caregivers
are especially vulnerable because they may present with co morbidities, they may be
living on fixed incomes, and their available social support networks may have shrunk. In
addition, older caregivers of the patients may neglect their own health needs, have less
time to exercise, forget to take their own prescription medications, and become fatigued
from interrupted sleep. It is therefore common for care giving by older people to lead to
poor physical health, depression, and even increased mortality. Younger caregivers must

generally juggle work, their own family responsibilities, and sacrifices involving their



social lives. Middle-aged caregivers typically worry about missed workdays,

interruptions at work, taking leaves of absence, and reduced productivity.

Age and its measurement are relatively non problematic, (the number of days, months
and years since birth). But for some societies birth is not relevant, and dates of birth may
not be known or be exact, to say nothing of differences in calendar. In this study

| took the data after asking the participants’ age.

Sex and gender are often used in the literature interchangeably and thus incorrectly. Sex
refers to a biological entity; gender to social construction, and includes social, cultural or
psychological dimensions.

Socio-economic status can be measured in a number of ways. The most common
schemes relate to income, ownership of goods, type of and/or ownership/tenancy status of
residence, classification of occupation, and educational attainment. Socio-demography
exist, normally based on aggregate measures for the district in which individuals live and
calculated on the basis of such variables as reality, housing density, accessibility of health
and social services, income, employment, health and disability, education, skills and
training, housing and services, living environment etc. It can be used as surrogates for

individual data. For this study, CRP’s own socioeconomic categories have been used.

Education is very important to both personal and professional life, in a number of

significant ways.

A formal education of some sort is often paramount to future success. Completing
increasingly advanced levels of education shows that you have a drive and commitment
to learn and apply information, ideas, theories, and formulas to achieve a variety of tasks
and goals. If the caregiver is properly educated he/she can guide the patient in a right way
(National Institute of Health, 2012).

Family size is important because if the family size is big there is a possibility for a
caregiver to be available. On the other hand if the family size is small the caregiver may



not be available and the family size also indicates the possibility of more or less family

income.

Occupation of the caregiver is very important because this indicates how he/she can
balance his/her occupation and the care of the patient. If the caregiver is very busy with

his occupation he cannot concentrate on taking care of the patient properly.

It is important to know the marital status of the caregivers. Understandably an unmarried
caregiver can give much more time than a married person because unmarried caregivers

have less responsibility to the family and they can concentrate their work easily.

About 40% of patients with SCI need assistance in performing their important activities
of daily living such as eating, dressing, personal hygiene, mobility and providing them
emotional support and physical care as well. They depend on their caregivers. The
information of demographic factor of caregivers of spinal cord injury is essential, because
from this we will able to know: who are the caregivers, what is the relationship between
the caregiver and client, their age in years, their educational level, their culture and their
socioeconomic condition. As community centered practice is a major role of occupational

therapy so for this it is also necessary to gather caregiver’s demographic information.

When occupational therapists know about the demographic factors of the caregivers then
they can easily identify the caregivers’ status and can give appropriate advice at their
level. When the therapist can provide the appropriate advice at their level then the
caregivers can easily understand the information within a short period of time. So, it is

important to know the caregivers demographic factors of the therapist.

1.6. Significance of the study:

As this study fulfills its aim and objectives, it becomes helpful to look at the demographic
factors of the caregivers of SCI patients at Centre for the Rehabilitation of the Paralysed
(CRP), Savar. This study focuses on caregivers demographic factors that will help the
professionals. The main focus of services provided by CRP is only on the patients and

their quality of life.
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There are caregivers who care for children and adults and older person with disabling
diseases. Generally they are wives, sibling, sons, daughters, close relatives, friends and
neighbors. They assist patients in managing medications, therapies and medical
emergencies, provide supervision, emotional support, assist in personal care, mobility and
other basic daily living activities. About 40% of patients with SCI need assistance in
performing their important activities of daily living such as eating, dressing, personal
hygiene, mobility etc and provide their emotional support and physical care as well
(Lindsey,2003a, 2003b).

The caregivers are an important part of the rehabilitation team as described by different
personnel. It is also important that, caregiver have an important role to handle the client.
Generally the SCI client depends on their caregiver. During therapy session the therapist

at first gives information to the caregiver for facilitating the treatment.

It is important to know about the demographic factors of the caregivers as it will provide
good evidence for Occupational Therapy professionals in Bangladesh, and also help to
improve quality of treatment outcomes in Occupational Therapy in this country. This
research study will be of benefit to the Occupational Therapy Department at CRP,
because most Occupational Therapist are conducting their clinical practice here, thus, the

results may be applicable to them.

Demographic factors can be highlighted the relationships between the patients and their
caregivers which may help to enhance the professionals in CRP, to those who are not

aware the demographic characteristics of the caregivers.

If the occupational therapist knows the demographic factors of the caregiver it will be
easier for the therapist to give instruction or training according to the level of the

caregiver.

The therapist will understand the level of the caregiver and can provide profitable
treatment advice. On the other hand the caregiver will be benefited because they will get
the appropriate advice at their level and can easily grasp the information within short

period of time.

11



By this study the professionals will be benefited to have a proper guideline to think their
profitable treatment advice to their patient caregivers for facilitating the treatment. The
people of the society would be able to get profitable treatment advice to the therapist and

the patient caregivers will be benefited by receiving appropriate advice at their level.

1.7. Aim of the study:

To identify current demographic factors of caregivers of SCI patients in CRP.

12



Chapter-2 Methodology

In this chapter the methodology of the study will be discussed under the following
aspects: design, setting, participants and sampling, measuring instrument, data collection
procedure, data analysis, field test of semi structure questionnaire, ethical issues,

reliability, and validity.

2.1. Study site:

The selected study site was the Spinal Cord Injury unit of Centre for the Rehabilitation of
the Paralyzed (CRP), Savar, Dhaka. CRP’s headquarters are in savar, approximately
25km from Dhaka, and the capital city of Bangladesh. The CRP is a non-governmental
organization specializing in the management of patients with spinal cord lesions. It has
100 beds, and it provides free service to all the people in Bangladesh. Occupational

therapist plays a major role in the treatment of SCI patients.

2.2. Participant:

The study participants were caregivers who were caring for spinal cord injury patients.
The researcher selected participants who were providing care all the time and who were
close relatives of the spinal cord injury patients. All of the SCI patients’ caregiver was
selected for this study that fulfilled the inclusion criteria. The researcher explained to
every participant about the research aim. The researcher had taken sampling who were
willingly participants in this research. The researcher selected participants in
comprehensively. Finally, the investigator obtained 79 participants for this study who

were giving care of the spinal cord injury patients.

2.3. Study design:

Cross sectional study design:

Cross- sectional study designs are carried out at one time point or over a short period. In a
cross-sectional study, both outcomes and exposures are assessed on the individual’s level.

A cross sectional study can study a large number of participants at little cost or effort.

13



Data can also be collected on individual characteristics, alongside information about
outcome. In this way cross-sectional studies provide a ‘snapshot’ of the outcome and the
characteristics associated with it, at a specific point in time (Levin 2006, p. 24).

2.4. Inclusion criteria:

- The caregivers who come to the responsible person of the study willingly.

- The real relatives or family members are allowed to do the study.

- The caregivers who were giving care for SCI patients all the time.

- Male and Female caregivers.

2.5. Exclusion criteria:

- People who have no family relationship with a patient.

- Irregular caregivers are not allowed in this study.

2.6. Field testing of the semi structure questionnaire:

To make a feasible questionnaire the researcher translated the main questionnaires in
Bengali. Then the researcher performed field testing with two people with caregivers of
SCI patients. It was conducted to check the appropriateness of wording as well as
easiness of understanding. The researcher had made a few changes in the wording of the
questionnaire to make it suitable for the context of Bangladesh.

14



2.7. Data collection tools:
- Demographic Questionnaire:

Researcher collected these types of data by the specific demographic questionnaire: age,
gender, relationships, marital status, family size, religion, education, occupation, income,

patient diagnosis, and injury level patient gender.
- Pen and pencil
2.8. Data collection procedure:

Before collecting data the study aims and study procedures were explained to
participants. They were given the opportunity to ask question and once they were
satisfied they were asked to sign the written consent form. Once they signed the consent
form the researcher completed the semi structure questionnaire with regards to
demographic data. Researcher went to each participant’s room to collect the data. In this
stage researcher received help from a person who was a participant in this research. The

researcher should be present to assist with specific demographic questionnaire items.

2.9. Data Analysis:

Firstly the researcher entered data from excel. Data was calculated in manually and then
represents the data in the table. Demographic questionnaire analyzed & discussed about
the demographic factors such as gender, age, caregiver’s relation, marital status, family
size, religion, education, Occupation etc. The relationships between patients & caregivers
have been shown at cross tabulation chart by using SPSS software version 16.0.

Researcher finds out different level of age group among the study participants. For this
research convenient researcher divided the gender level in to two parts such as male &
female groups. The researcher divided the age level in to four parts such as up to 24 years
in one age group, 25 to 34 is another age group, 35 to 44 years and 45 years or more than
45 years is another age group. The researcher divided the relationship in to five parts such

as mother, wife, sister, brother and others. The study shows that the relationships status of

15



the most participants was related to wives. The researcher also finds out that most of the
participants were married person. Researcher finds out different level of family size
among the study participants. The researcher divided the family size in to four parts such
as three or below than three is one group, 5 to 7 numbers is another group, 8 to 10 years
& 10 or more than 10 numbers is another group. The researcher also finds out that most

of the participants were Muslims.

The researcher also divides of educational level in to four parts such as no formal
education, primary completed, Secondary completed, S.S.C level or above S.S.C level.
The researcher also finds out caregivers family size, income injury level etc. The
researcher finds out that most of the caregiver’s patient was tetraplegic & complete level
of injuries in this study. The relationships between patients’ sex and caregivers’ sex have
been shown that most of the male and female patient’s caregivers were female. They
were the patient’s mothers, wives, sisters, and others. The study also shown that most of
the female caregivers provide care giving to the male patient but there were no male

caregivers provide care giving for female patients.
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2.10. Ethical consideration:

Approval was gained initially from Bangladesh Health Professions Institute. Inform
consent paper will give to the individual participant during data collection session. A
written consent form was signed by each participant after the study had been explained to
them and any question that they had were answered to their satisfaction. The researcher
assured them that their personal identify would be kept confidential and all the
documents were kept in a safe place where only the researcher will have access. So, that
there were no chance to break confidentiality and the research gave them assurance that
participation in the study was entirely voluntary and participants knew that they could
refuse to participate or stop participating at any time without that decision. Where data
will be made public, as in publication, it will be presented in such a way that no
individual person will be identifiable.

2.11. Reliability and validity:

» The semi structure questionnaire is a reliable and valid instrument.

» The semi structure question was individually discussed with each participant and

full time for questions was given to them prior to completing the form.

» Semi structure questionnaire is perfect for assessing person with caregivers of SCI

patients.
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Chapter-3 Result

Socio — demographic characteristics of the respondents:

This study was aimed to find out the demographic factors by the caregivers of spinal cord
injury patient with SCI at CRP, Savar. Difference between relationship in patient and
caregivers as well as differences in patients’ sex with the caregivers’ sex of different

relations with these patients were also tried to find out.

Researcher had taken total 79 participants where male participants were 8.86% (7
participants) & 91.14% (72 participants) were female and 96.20% (76 participants) of the
participants were married and 3.710% (3 participants) of the participants were unmarried.
Most of the participants were age range 35 to 44 years. Table 3.1. Shows that up to 24
years of participants were 5.06% (4 participants), 25 to 34 years of participants were
31.64% (25 participants), and 35 to 44 years of participants were 36.71% (29
participants) and more than 45 years of participants were 26.58% (21 participants).

According to this study out of 79 caregivers, there were mother 29.11% (23 participants),
wives 53.16% (42 participants), sister 1.26% (1 participants), brother 3.710 (3
participants) and remaining 10 caregivers were others 12.65% (10 participants). They
were son, daughters, grandmother, father, aunt, and mother in law. The relationships of
the most participants were wives of the patients. Table 3.1.shows that most of the
participants were Muslims 91.14% (72 participants) and very few numbers of participants
were Hindu 8.86% (7 participants).

Table 3.1. shows that family sizes of the participants were 4 and below than 4 numbers of
participants were 35.44% (28 participants), 5 to 7 numbers of participants were 49.37%
(39 participants), and 8 to 10 numbers of participants were 13.92% (11 participants) and
more than 10 numbers of participants were 1.26% (1 participants). The various family
members were 5 to 7 numbers in 39 participants. Primary level education of the
participants were 24.05% (19 participants), Secondary level education of the participants
were 20.25% (16 participants), above S.S.C level education of the participants were
13.92% (11 participants) and no formal level of the education were 41.77% (33

18



participants). Here most of the caregivers were not educated. Table 3.1. shows that
Occupation of the most participants were related to house wife, less than one third of the
participants were others such as (tailor, businessman, student etc), a very few numbers of
the participants were farmer, and a few numbers of participants were day labor and

service holder.

As Table 3.1. Shown that, 87.34% (69 participants) was house wives, 3.710% (3
participants) was farmer, 1.26% (1 participant) was day labor, and 1.26% (1 participant)
was service holder and 6.33% (5 participants) was others. Table 3.1. shows that income
level of the participants were up to 3,000 taka 45.57% (36 participants) 3001 to 5000 taka
of participants were 30.38% (24 participants), 5001 to 10,000 taka of participants were
15.19% (12 participants) and above 10,000 taka of the participants were 8.86% (7
participants). Most of the patients were tetraplegic 59.49% (47 participants) and others
patients were paraplegic 40.50% (32 participants).

Table 3.1. Shows that most of the patients were complete 64.56% (51 participants) and
others were incomplete 35.44% (28 participants). On the other hand table 3.1. Shows that
most of the patients were male 89.87% (71 participants) and others were female 10.13%
(8 participants). Table 3.2. Shows that among 79 participants there were 72 female
caregivers and 7 male caregivers. Among these 72 female caregivers 64 women provide
care giving to male patients and 8 women provide care giving to female patients. On the
other hand it has been found from the study that all 7 male caregivers were belongs to 7

male patients. So, there were no male caregivers for female patients.

Table 3.3. Shows that among the 79 participants there were 71 male patients and 8
female patients. For the 71 male patients there were 19 mothers, 42 wives, 2 sisters, 3
brothers and others were 6 acted as the caregivers of the male patients. On the other hand
for the 8 female patients there were 4 mothers and 4 others (such as aunts, grandmother,
mother- in —law) were the caregivers of female patients but male caregivers were not
present. The study shown that most of the female caregivers provide care giving to the
male patient but there were no male caregivers provide care giving for female patients.
They researcher finds out the results by calculated manually then showing the result in
the table.
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Table 3.1: Characteristics by socio-demographic factors of participants of spinal

cord injury unit at CRP, Savar.

Characteristics Number Percent (%)
Sex
Male 7 8.86%
Female 72 91.14%
Age
Upto 24 4 5.06%
25-34 25 31.64%
35-44 29 36.71%
>45 21 26.58%
Relation
Mother 23 29.11%
Wife 42 53.16%
Sister 1 1.26%
Brother 3 3.710%
Others 10 12.65%
Marital Status
Married 76 96.20%
Unmarried 3 3.710%
Family Size
<4 28 35.44%
5-7 39 49.37%
8-10 11 13.92%
>10 1 1.26%
Religion
Muslim 72 91.14%
Hindu 7 8.86%
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Occupation

House wife 69 87.34%
Farmer 3 3.710%
Day labor 1 1.26%
Service holder 1 1.26%
Others 5 6.33%
Income
Up to 3,000 36 45.57%
3,001-5,000 24 30.38%
5,001-10,000 12 15.19%
>10,000 7 8.86%
Diagnosis
Tetraplegic 47 59.49%
Paraplegic 32 40.50%
Injury level
Incomplete 28 35.44%
Complete 51 64.56%
Sex of the patient
Male 71 89.87%
Female 8 10.13%

21




Table 3.2: The relationship between patients’ sex with the caregivers’ sex.

Caregivers
Female Male Total
Patients Female 8 0 8
Male 64 7 71
72 7 79
Table 3.3: The relationships between patients and caregivers.
Patients sex
Male Female Total
Caregivers Mother 19 4 23
Wife 42 0 42
Sister 1 0 1
Brother 3 0 3
Others 6 4 10
71 8 79
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Chapter-4 Discussion

4.1. Socio-demographic characteristics of the participants:

Gender is an important factor of socio demographic characteristics. This study found that
maximum participants were female 91.14% and 8.86% were male. This study mentioned
above the number of female caregivers was more than male caregivers. According to
Kelly et al. (2011, p. 200-205) reported that caregivers were mostly female in
relationships between the psychological characteristics of youth with spinal cord injury
patients. . Kelly also reported their studies have shown 85% were female caregivers
among youth with SCI patients. Unalan et al. (2001) reported that 84% of all primary

caregivers were female in their studies.

Age is another important component of socio demographic characteristics. In this study
majority of the participant’s age were 35-44 years. Unalan et al. (2001), reported their
studies fifty primary caregivers of spinal cord injury survivors in the community and 40
healthy controls of the same age were included in the study. Mean age were 38.26 + 7.64

years in primary caregivers group and 37.30 £ 7.60 in healthy control group.

Caregiver’s relationship status is another important component in this study. According
to this study out of 79 caregivers, there were 79 caregivers from family. There were
mother 29.11%, wives 53.16%, sister 1.26%, brother 3.710% and remaining 10
caregivers were others 12.65%. They were son, daughter, grandmother, father, aunt, and
mother in law. The relationships of the most participants were wives of the patients.
Kelly et al. (2011) report in a study that 203 caregivers, 78% were mothers, 14% were
fathers, 5% were grandmothers, 1% were stepmothers, 1% were grandfathers and 1%

were aunts.

Marital status is another important component of socio demographic characteristics. By
this research total 96.20% participants were married and rests of them were unmarried in
this study. Kelly et al. (2011) reported their studies have shown that 72% caregivers were
married and 15% were divorced caregivers in youth with spinal cord injury patients. This

study also focused that the caregivers who were wives also have to be worry about their
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marital relationship with the patients. Unalan et al. (2001, p. 321) said that SCI may
affect the marital relationship in the patient spouses. They feel stronger feelings of

separation.

In this research total 79 participants were caregivers. From this study researcher found
that among these 39 participants are from the family consisting of 5 to 7 numbers of
family members. No society in the world is free from the influence of religion. In
Bangladesh it is seen that the majority of the total populations are Muslims because
traditionally Bangladesh is a Muslim dominated country. In this study found that the
majority of the participants were Muslims 91.14% and others participants were Hindu
8.86%. Kelly et al. (2011) reports in a study have shown 78% nparticipants were

Caucasian.

Although a large portion of the participants were completed primary level of education
and significantly numbers of participants were no formal education in this research. Here
shows that 24.05% participants were primary level education and 41.77% were no formal
education in this research. In this study most of the female caregivers were illiterate they
were not engaged in work outside of home. They have little knowledge about patient’s
condition, the prognosis, what to do in critical situation, decision making and problem

solving. They were dependent on male of their families.

It was said that in normal conditions female are generally take the task of care giving as
they are less educated and dependent on male to meet their ongoing demands (Unalan et
al. 2001, p. 321).

Kelly et al. (2011) report in a study that the ninety percent of caregivers did not complete
high school, 23% graduated high school, 47% completed some college or an associate’s

degree and 21% completed a bachelor’s degree or higher.

In Bangladeshi culture generally wives are house wives because they depend on their
husbands for the economical purpose. So, in this study the researcher found that generally
the main Occupation of the caregivers were household activities. A few numbers of

caregivers were farmer, day labor, service holder, and others (businessman, student, tailor
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ect). Socioeconomic statuses of the most caregivers were poor in this study. Most of the

caregivers live from hand to mouth.

In this study found that the majority of the patients were tetraplegic 59.49% and others
were paraplegic 40.50%. Md Fazlul Hoque et al. (1999, p. 858) report in a study that
among the traumatic spinal cord lesions, 40% were paraplegic and 16% tetraplegics.
Among the non-traumatic spinal cord lesion cause 84% were paraplegics and 16%
tetraplegics. MS Islam et al. (2011) report that patients were mostly (93%) traumatic.
Fifty-four percent had paraplegia and most common skeletal level segment was cervical
(44%). Abdur Razzak et al. (2011) reported their studies have shown of the study
populations of 158 persons, 86.1% had injuries of traumatic and 13.9% of non-traumatic

origin, leading to 79.75% with paraplegia and only 20.25% with tetraplegia.

Majority of the SCI patients were complete level of injury 64.56% and incomplete level
of Injury were 35.44% in this study. Sigitas Mingaila et al. (2005) report in a study that
the examination of patients has shown that 21 (15.4%) patients had complete injury
(ASIA-A) in cervical injury in thoracic-lumber level. Thirty-five (25.7%) patients had

incomplete injury in cervical area and 39 (28.7%) patients in thoracic-lumber level.

This study found that maximum patients were male 89.87% and 10.13% were female.
According to Fazlul Hoque et al. (1999, p. 858) reported that most of the patient were
between 20-40 years old and the overall age group ranged from 10-70 years. The male:
female ratio was 7.5: 1.0. Abdur Razzak et al. (2011) report in a study that of the study
population of persons with spinal cord injury treated in a rehabilitation centre at Dhaka,
Bangladesh of 158 persons, 91% were males. Sigitas Mingalia et al. (2005) reported that
their study population consists of 97 (71.3%) males and 39 (28.7%) were females. At end
of the discussion session the researcher can be said most of the SCI patients were males
and very few numbers patients were females admitted to the centre for the rehabilitation
of the paralysed and most of the patients caregivers were wives. The majority of the
caregivers were not educated; they came from rural areas in Bangladesh and their
socioeconomic conditions were very poor. The study also shown that most of the female
caregivers provide care giving to the male patient but there were no male caregivers

provide care giving for female patient.
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4.2. Limitations of the study:

This study bears some limitations. This study was about the Identification of the
demographic information of the caregivers while caring for SCI patients at CRP, Savar,
in Bangladesh.

Though there were some limitations researcher was always keen about these limitations
and considering these limitations researcher prepared this project on the Identification of

the demographic information of the caregivers of patient having SCI at CRP, Savar.

e All of the samples were collected from CRP, Savar. It will be difficult to represent
the whole caregivers of Spinal Cord Injury patients in Bangladesh and in
community setting.

e There was not enough resource found of the caregivers of patients with SCI in
Bangladesh. Any research on caregivers of patients with SCI will hardly be found
in our perspective. So, no significant statistics and resources were not found to

use in this study.

4.3. Conclusion:

This study was conducted with the aim to find out the demographic factors of the
caregivers of Spinal Cord Injured patient in CRP. Caregivers are the integral part of health
care system anywhere in the world for the person with SCI as well as other diseases. After
completing this study it was seen that Spinal Cord Injured patients depend on their
caregivers. Usually it is seen that the caregivers of the SCI patients have to care the patients
for all day long. They assist patients in managing medications, therapies and medical
emergencies; provide supervision and emotional support, assists in personal care, mobility,
and other daily living activities. When a person becomes injured they need caregivers for
performing their personal activities. After completing this study it was established that the
relationships between patients and caregivers had been shown that most of the male and
female patient’s caregivers were female. They were the patient’s mothers, wives, sisters,

and others. The study also had been shown that most of the female caregivers provide care
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giving to the male patient but there were no male caregivers provide care giving for female
patients. So, it is important to encourage the male caregivers to participant in care giving
activities of female patients and recommend that special training for caregivers of spinal

cord injuries patients.

4.4. Recommendation of the study:

> Researcher recommends that future similar research will conduct in the broader
area and large scale of sample size.

> It also needed to document caregivers demographic information.

» Researcher recommends that male caregivers need to be encouraged to participant

in care giving activities of female clients.
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Appendixes

18" November, 2012

To

The Course Coordinator

Occupational Therapy Department

Bangladesh Health Professions Institute

Center for the Rehabilitation of the Paralyzed

Chapain, Savar, Dhaka- 1343

Subject: Application for the approval of research Proposal
Sir,

With due respect and humble submission I beg most respectfully to state that I am a regular
student of B. Sc. in Occupational Therapy. Now I am in 4™ year. According to my academic
curriculum 1 interested to do a research and the research title is “Identification of the
Demographic information of the Caregivers of the person with SCI in CRP”. I am sincerely
seeking the approval of the research proposal.

I therefore pray and hope that you would be kind enough to approve my research proposal and
will help me to complete my study successfully.

Mst. Sabrina Sarwar
B. S¢. in Occupational Therapy, gt year, Roll No. - 17
BHPI, CRP, Savar.

Approved By Signature

Course Coordinator & Research Supervisor Arf’ o «Ea

Mohammad Mosayed Ullah
7 L
Department of Occupational Therapy, BHPI, CRP, Savar, Dhaka-1343 ({ R

b
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12" December, 2012

To

The In charge of the In-patient Unit
Occupational Therapy Department

Center for the Rehabilitation of the Paralyzed
Chapain, Savar, Dhaka- 1343, Bangladesh

Subject: Prayer for seeking permission to collect data from the SCI patients’ caregivers of
your unit.

Sir,

With due respect, I beg to state that I am a student of 4™ vear, enrolling in Bachelor of
Science in Occupational Therapy at Bangladesh Health Professions Institute (BHPI), the
academic institute of Centre for the Rehabilitation of the Paralysed (CRP). At this stage, [ am
intending to collect data from the Caregivers of the Spinal cord injured patient in your
Department. The data is for my dissertation which is as part of my Course module entitled

“What are the Demographic factors of the Caregiver of the person with SCI in CRP”.

So, I therefore pray and hope that you would be kind enough to permit me to collect the data
from the caregivers (Who match with my inclusion criteria of my study who are the real
relatives or family members of SCI patient) of your Department and thus helping me to meet

the partial fulfillment requirements of the Bachelor of Science in Occupational Therapy.

Sincerely, yours,

SprmoTz. 12.12.

Mst. Sabrina Sarwar

4" year, Bachelor of Science in Occupational Therapy
Bangladesh Health Professions Institute

CRP- Chapain, Savar, Dhaka-1343

Approved By Signature
Md. Igbal Hossain .
In charge of In-patient Unit, (\Q\UCA/
Department of Occupational Therapy
CRP- Chapain, Savar, Dkaha-1343
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Consent form

This research is part of Occupational Therapy course and the name of the
researcher is Mst. Sabrina Sarwar. She is a student of Bangladesh Health
professions Institute (BHPI) in B. Sc. (Hons.) in Occupational Therapy in 4"
year. The study was entitled as “What are the Demographic factors of the

Caregiver of the person with Spinal cord Injury (SCI) unit at CRP, Savar.”

Inthisstudy Tam ..o, a Participant
And | have been clearly informed about the purpose of the study. I will have the
right to refuse in taking part any time at any stage of the study. For that reason I
will not be bound to answer to anybody. This study has no connection with me
and the treatment of my patient and there will be no impact on me and my patient
regarding treatment at present and in future.

| am also informed that, all the information collected from the interview that is
used the study will be kept safety and maintained confidently. Only the researcher
will be eligible to access in the information for her publication of the research

result. My name and address will not published anywhere of this study.

| can consult with the researcher and the research supervisor about the research
process or get answer of any question regarding the research project.

| have been informed about the above mentioned information and I am willing to

participate in the study with giving my consent.

Signature of the participant: Date:
Signature of the Researcher: Date:
Signature of the Witness: Date:
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Demographic Questionnaire

1. Gender of Caregiver:

e Male

e Female

2. Age of Caregiver (in years):

3. Duration of Care giving:

4. Relation to the patient:

5. Marital status: Yes/ No

6. If married, duration of marriage:

7. Family members:

8. Religion:

9. Educational level:

10. Occupation:

11. District Region:

12. Monthly income before Injury:

13. Type of patient: Paraplegic/ Tetraplegic
14. Level of Injury: Complete/ Incomplete
15. Date of accident:

16. Date of admission:
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