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DEFINITION OF TERMS

Paraplegia: After suffering a spinal cord injury, one or both legs, and sometimes the lower body,

may experience a loss of mobility and feeling.

Quadriplegia: Loss of mobility and sensation in all four limbs or in all of the body below the neck

in some cases.

Caregiver or Carers: Someone responsible for looking after another person who either is very

young or critically ill and has a disability.

Socio-demographic characteristics: This pertains to the characteristics of a populace,
encompassing factors like age, gender, educational attainment, financial status, marital situation,

religious association, ethnicity, and related aspects.

Rehabilitation: The process of bringing someone back to their previous level of health or regular

life after they have been injured or unwell.
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ABSTRACT

The term "burden of caregiving” refers to the difficulties that a caregiver faces on a variety of
fronts, including the physical, the social, the mental, and the financial, when providing care for a
family member who has suffered from a spinal cord injury. As the term of "burden of caregiving"
explains, looking after a family member who has spinal cord injuries can be taxing in a number of
different ways. There is an evident and pressing necessity to tackle the substantial caregiver burden,
as the encountered challenges not only affect the post-treatment care of the patient but also have
broader implications for the well-being of other family members, the caregiver, and the community
as a whole. Despite the limited exploration of the caregiver burden's weight, it is apparent that there

is a significant imperative to address this issue.

Study Objective — The objective of this study was to determine the level burden of caregiving of
among family members with Patients with Spinal Injury in NSIRH and the sociodemographic

characteristics of the caregivers and of the patients.

Method — The study was a quantitative method and the design was a descriptive cross-sectional
study. A researcher designed socio-demographic questionnaire and a Zarit care burden interview
was used. only those who gave informed consent and met the inclusion criteria were included in

the study. The data was entered, cleaned and analysis done.

Study Site — The study was done in the National Spinal injury referral hospital which is located

along rose avenue in Kilimani (Nairobi).

The study population comprised of the family members of the patients with spinal cord injury who
have taken up the role of caregiving of the patient as they undergo rehabilitation as an outpatient

or inpatient in the hospital.

Results — The study was carried out with the participation of 32 people, 29 of whom were hospital

inpatients and 3 of whom were hospital outpatients who attended physiotherapy at the hospital.



The average burden score was 28.2, and the vast majority of caregivers were women 78.1% and
were married. The majority of the patients were male accounting for 71.9% of the total, and the
thoracic region was the most commonly injured level accounting for 65.6% of the total. Road traffic
accidents are the leading cause of injury, accounting for 53.1% of all cases. Concerns about their
ability to financially provide for themselves and their loved ones, fear, and uncertainty were
common issues expressed by a significant number of those providing care for family members who
had suffered spinal cord injuries. The high mean score that was scored in the financial domain as
well as the self-criticism, fear, and uncertainty domain in the ZBI was a good demonstration of this

point.

Conclusion and Recommendation — The individuals primarily responsible for the care of patients
with spinal cord injuries indeed bear the weight of caregiving. The intensity of this caregiving
burden is influenced by various sociodemographic factors, including age, educational level, gender,

and other relevant factors.

Having support groups in various counties where carers can obtain moral help, training camps, and
education forums that promote awareness of spinal cord injury and aftercare can help minimize the

stress of providing care for someone with a spinal cord injury.
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CHAPTER 1: INTRODUCTION

1.1. Introduction

A spinal cord injury refers to any harm to the spinal cord resulting in lasting or temporary
alterations in its typical motor, sensory, and autonomic functions. Various traumatic events can be
responsible for causing spinal cord injuries. Varying according to the severity of injury, there are
a variety of specialized terms that can be used to describe it. An injury to the cervical spine can
cause quadriplegia, whereas damage to the thoracic and lumbar spines can lead to paraplegia. The
results of a study that was conducted in KNH by Gichuhi, 2007, the level of injury that occurs most
frequently is C5. A spinal cord injury that affects only section of the thoracic or lumbar region can
cause a condition known as paraparesis. It is possible to develop quadriplegia after suffering an

incomplete injury to the cervical region of the spinal cord.

According to data provided by the World Health Organization (WHO) in 2013, somewhere in the

range of 250,000 and 500,000 persons sustain injury to their spinal cords each and every year.

These injuries can be the aftermath of a wide scope of occurrences, such as falls from great heights,
vehicle and motorbike accidents, attacks, gunshots, infections, malignant tumours, and benign
tumours. According to a study that was carried out in KNH (Kinyanjui 2016), the most common
cause was found to be road traffic accidents, which accounted for 55% of the cases. It is possible
to lose some or all of the body's sensory and motor abilities below the area of the spinal cord injury,
depending on the severity of the damage. When the damage is incomplete, the patients lose some
functions but if the damage is complete, a patient loses all the motor and sensory function beneath
the expanse of spinal cord affected These functions include the ability to breathe, regulate body

temperature, walk, control bladder and bowel movements, and engage in sexual activity.

A severed spinal cord is a traumatic incident that not only changes the life of the victim but also
the lives of his loved ones and the community at large. After having suffered damage to the spinal
cord, patients frequently discover that their social as well as psychological life undergo substantial

shifts as a result. As a direct consequence of this, it has an immediate effect on the patient's loved



ones, who are forced to make adjustments to their daily routines in order to cope with the altered
standard of living. In the event that a member of the family becomes ill or injured, the entire
household is impacted; yet, in most cases, only one member of the family will take on the job of
the primary carer. As a result, the person providing care must divide their attention between the
newly acquired obligations, their own requirements, and those of the person in their life who has

trauma to the spinal cord (Ma, 2014).

As a direct consequence of the abrupt and unanticipated nature of SCI, a member of the family is
frequently thrust into the role of caregiver with little time or chance to prepare for or adjust to the
new responsibilities. In addition, for a lot of people, this was the very first time that they had

provided hospital-based care for a member of their family or a close friend (Rummana et al. 2020).

The aftercare of the patients and their carers is entwined in all elements of their lives, including
their emotional lives, their physical lives, and their social lives. The carers are responsible for their

loved ones' aftercare in all aspects of their lives.

1.2. Background

Individuals who have experienced damage to their spinal cord often lose the capacity to perform
activities necessary for day-to-day living such as eating, dressing, walking, and working, which
leaves them dependent, either partially or entirely, on the care they get from their medical
professionals. The folks have no choice but to conform to the new standard of having someone
assist them in their day-to-day life, which results in the requirement for carers (the carers ultimate
ly wind up taking on the task of taking care of their loved ones as a result of an unavoidab le
circumstance).And thus they are not well prepared, and this puts them at danger of experienc ing
psychological impacts such as depression; as a result, they require assistance from friends to help

them deal with the obstacles they face (Secinti et al,2020).

Caring for a loved one with a spinal cord injury is emotionally draining, according to a linked
study, it can also be time-consuming, which may have a detrimental influence on the caregiver's

ability to participate in social activities or maintain a career. The demands of caring for a loved one



with a spinal cord injury can be overwhelming, some carers find that they are unable to maintain
their paid employment, friendships, or attendance at social activities (Shiller & Strydom, 2017).
This terrible event, which not only affects the life of the victim but also the lives of his family and
the community at large, brings about change. The social and psychological lives of people who
have suffered injuries to their spinal cord are dramatically impacted as a direct result of their

injuries.

As a consequence of this, it has a direct punch on the lives of the patient's household, who are
compelled to make some modifications in order to adapt to their new normal as a result of the
circumstances. Although the effects are felt by the entire household, it is typically one member of
the family who steps forward to be the primary carer for an ill or injured member of the family who
lives in the home. As a result, the person providing care must divide their attention between the
newly acquired obligations, their own requirements, and those of the person in their life who has a

spinal cord injury (Ma, 2014).

The emotional, psychological, financial, and physical challenges that carers of victims with spinal
cord damage encounter are numerous. This is due to the fact that the carers lack the requisite skills
and expertise in dealing with victims who have spinal cord injuries. A weighty responsibility which
the carers are expected to fulfil in the absence of any prior instruction or forewarning. According
to Middleton et al. (2014), carers who are under an excessive amount of stress are more likely to
experience physical and mental wellbeing issues, which can have a negative impact not just on
their own well-being but also on their ability to provide adequate care to their patients. It can be
difficult for them to meet both their own and another person's requirements, which can put a strain

on their resources.

A study's findings showed that family carers of individuals with spinal cord injuries (SCI) endure
both physical as well as financial strains as a result of their work. The growing number of
responsibilities that family carers had to take on in order to provide adequate care for individua Is

with spinal cord damage was a major contributor to the increased physical strain that carers in this



study reported feeling. During the process of catering to the requirements of the people receiving
care, the participants disclosed that they suffered from aches and fatigue in their bodies. Consistent
with previous research, this study found that adults who take on caregiving responsibilities often
find themselves in an unplanned job caring for the sick or disabled. This is a finding that oscilla tes
with the findings of previous studies. Because the accident happened so quickly, it meant that | had
to step into the role of carer without any prior preparation. This was noted to be connected to a
deficiency in available options as well as an absence of preparation. This study indicated that
participants in family caregiving roles encountered financial issues since they were unable to have
time to work and make cash. This unanticipated and demanding duty of caring caused some level
of strain on these family carers. All of these factors combined to make it difficult financially for
carers, who often needed to borrow money just to get by. It was believed that the stress brought on
by the financial load that carers experienced as an outcome of giving attention to those with SCI
was the most worrisome and the most difficult for them to bear. This finding matches with
Rodakowski et al. and Boschen, Tonack, and Gargaro, who came to the conclusion that family

carers have financial challenges.

As aresult of the time spent taking care of their loved ones, especially quadriplegic family members
who depend on them to carry out their daily basic activities like bathing, eating, toileting, turning
in bed to prevent pressure sores, and moving around in the house and outside the house, the carer
may experience physical exhaustion and have trouble sleeping as a result of the time spent caring
for their loved ones. This is especially true for quadriplegic family members. This puts the carers
at an increased likelihood of experiencing physical as well as mental health issues, which can result

in a worse quality of life that is directly tied to their health (Nogueira, P.C. et al. 2012).

Few things have been done to assist patients with their aftercare once they have been discharged
from the hospital. The majority of buildings and places are not quite accessible to patients who use
wheelchairs, which contributes to the burden that is placed on their carers. Despite the devastating

and dire changes that spinal cord injuries bring, little has been done to help patients. According to



(Graca et al. 2013), one of the primary factors that contributes to an increased load on carers is the

accessibility of the surrounding environment.

The special difficulties of providing care for someone with SCI, in addition to the typical physical
demands of the work of caregiving, may increase the risk of unfavorable outcomes for the
caregiver. These consequences may include decreased life satisfaction, unhealthy lifestyle choices,
and other similar issues. According to Arango et al. (2010), the prevalence of chronic diseases and
overall poor health has increased.In an unavoidable circumstance, the carers are forced to take on
the duty of providing care for their loved ones. Because of this, they are unprepared for the
responsibility, and it puts them at risk of experiencing psychological repercussions such as
depression. As a result, they need the support of their friends to help them deal with the difficult

ies they face. (Secinti et al,2017)

The unexpected onset of SCI forced participants into the role of carer, which many of them were
unprepared for but felt they had no choice but to assume as a result of the nature of the situatio n.
Additionally, for many of the participants, it was the first time they had ever been required to

provide care for a family member while they were hospitalized (Rummana et al 2020).

Recent study reveals that carers of individuals with spinal cord injuries may need to make certain
adaptations to their lifestyles in order to properly care for their patients who have SCI-specific
comorbidities, such as bladder and respiratory difficulties, as well as the management of pressure
ulcers (Nogueira et al. 2012). This association is a strong predictor of carer outcomes such as load,
according to MWM et al.2012. The amount of support provided by the carer for ADLs is
proportional to how many of these challenges the care receiver has. It is possible for carers of
persons with SCI and other neurologic disorders (such as TBI) to experience a variety of
consequences as a result of their role as carers (Simpson & Jones, 2013). This is because people

with SCI and other neurologic diseases encounter a variety of disabilities.



1.3. Statement of the Research Problems

A spinal cord injury is a draining condition that, contingent on the extent of the damage, can affect
the motor and sensory functions of the upper limbs, lower limbs, and abdominal muscles. As a
result, the affected individual may experience changes in the way their body functions. Because of
these motor and sensory alterations, people who have suffered damage to their spinal cords require
assistance in order to perform the tasks necessary for survival. When it comes to providing care for
their loved ones, the closest relative is typically the one to step up and assume the role of a carer.
A position that comes with its share of difficulties for the people providing care. When we talk
about the "burden of care," what we mean to refer to are these different issues. Sixty-eight percent
of those who provide care for Veterans reported experiencing a significant amount of mental stress
as a result of their duty, and forty percent reported experiencing the same level of stress as a result
of the physical responsibilities of caregiving. Furthermore, a relationship was observed between
the hours dedicated to caregiving, the extent to which the care recipient's ability to perform
Activities of Daily Living (ADL) was hindered, cohabitation with the care recipient, and marital
status to the care recipient (Heejung et al., 2017). This correlation was evident in the association
between the hours spent providing care and the impairment in the care recipient's ability to perform

ADL.

The act of caring for an individual with a disability, such as a spinal cord injury (SCI), has been
linked to significantly elevated levels of anxiety (88 percent), feelings of sadness (60 percent), and
sleep disturbances (77 percent). According to the National Alliance for Caregiving, sixty percent
of caregivers report reducing their time for exercise, maintaining a healthy diet, and attending
medical and dental appointments due to their caregiving responsibilities (Family Carers of Veterans
in the Year 2010). Research indicates that when only one family member assumes the role of
primary caregiver following a spinal cord injury, it can negatively impact the patient's physical,
emotional, and psychological well-being (Priebe, 2007). The failure of individuals to successfully
juggle their responsibility of care with other duties, such as employment and family, has been

identified as a primary contributor to the prevalence of a variety of issues in recent research. As a



consequence of this disparity, people start to disregard their health, which invariably results in a

condition that renders them unable to function normally.

As a result, the well-being of the carers is of the utmost significance when providing care for their
family members who have spinal cord injuries because the level of care that is provided to their

loved ones is directly correlated to the quality of care that the carers provide.

Those who have sustained a spinal cord injury in Kenya have only one public hospital option
available to them for rehabilitation, and that option is the National Spinal Injury Referral Hospital
(NSIRH). As indicated by the large number of persons in East Africa who suffered spinal cord
injuries after independence and did benefit from the hospital's care, the hospital is also available to
assist other countries in East Africa. This is evidenced by the fact that other countries in East Africa
who have spinal cord injuries have undergone through rehabilitation in the hospital. The majority
of studies concentrated on patients who had suffered spinal cord injuries; however, no local
research has been conducted to evaluate caretakers of SCI sufferers. A study looking into the
difficulties encountered by carers in the course of providing care for individuals who have spinal
cord injuries would assist comprehend the fundamental issues and contribute to the development
of solutions to solve those issues, which will, in turn, contribute to the protection of carers' well-

being, which is of the utmost importance for the aftercare of SCI victims.

1.4. Justification of the study

Kenya suffers from a lack of information. on the challenges faced by the caregivers as a result of
the responsibility they undertake to care for individuals with spinal cord injuries despite the upsurge
in the number of victims who suffer from it over the years. Most studies emphasized the patient’s
spinal cord injuries, their causes and forget the complication associated with the spinal cord damage
which tend to make the patients co-dependent or fully dependent on their family members to carry
on with their daily basic duties. Thus, the importance of the role of aftercare played by the carer of
victims with spinal cord damage is usually overlooked. Caregivers of patients at the National Spinal

Injury Referral Hospital have not been subjected to any published research on the challenges they



experience providing care to their family members with spinal cord injuries. As a result, there is a
dearth of data on the extent to which those caring for victims with spinal cord injuries bear in the
caregiving process. It is, therefore, crucial to unearth the extent of the caregiving responsibility by
carrying out the study on the burden of care among caregivers of family members who suffer spinal
cord injury at National spinal injury hospital. Healthcare experts, with the input of SCI patients and
caregivers, should develop an effective rehabilitation plan to educate caregivers about the patient's
long-term treatment and care needs. Educated caregivers are better able to help patients regain their
independence by recognizing cultural differences in their approach to treatment. Caregivers,
meanwhile, should arm themselves with the knowledge to help those in their charge deal with
adversity. Rather than reducing the total load, many common strategies actually add to it. Caregiver
workload can be reduced through active intervention, which has been found to increase quality of
care as well as caregiver health (Boschen et al., 2007). Consequently, motivating caregivers to

adopt more physical methods by means of social connection and recreational activities is crucial.

The suggestions and recommendations from the study could be used to make treatment easier and
help the hospital administration of NSIRH understand the level of burden of caregiving amongst
the caregivers and could use the data findings to come up with policies for the hospital, that
incorporate the caregivers in the rehabilitation program since it is the only public rehabilitation

centre for the whole country and East Africa as a whole.

1.5. Significance of the Research

The results of the literature review make it quite clear that carers do, in fact, experience caregiving
load. The findings and recommendations of this researchwill assist the hospital administration at
NSIRH in formulating attempts to lessen that burden by coming up with various strategies to
involve the carers in their rehabilitation program This study will also assist the Ministry of Health
in learning more about the extent to which providing care places a burden on carers and in making
plans for the future to reduce that strain through the formulation of policies at the ministry level.

The results of this study's analysis can be compared with those obtained from another research,



both those conducted locally and those conducted internationally. The research will also add to the

pool of knowledge of literature.

1.6.

1.6.1.

Research Questions and Objective

Research Questions

This research will answer the following questions:

1.6.2.

RQ1: What is the level of caregiving burden among the caregivers for those with damage
to their spinal cord?

RQ2: What are the causes of the caregiving burden among caregivers of victims with spinal
cord injuries?

RQ3: What are the associations between socio-demographic characteristics and the burden

of caregiving of the caregivers?

Broad Objectives

To determine the level of burden of caregiving among caregivers of family members who suffered

Spinal Cord Injury at National Spinal Injury Referral Hospital.

1.6.3.

Specific Objectives

To assess the extent of caregiving burden experienced by family members caring for
individuals with spinal cord injuries.

To identify the factors contributing to the caregiving burden among family members caring
for individuals with spinal cord injuries.

To find out associations between the socio-demographic traits of the patient, caregivers and

the burden of caregiving of the caregivers



CHAPTER 2: LITERATURE REVIEW

2.1. International Situation

There have been a number of studies carried out all over the world to investigate the carers and the
pressures that come with providing care. A number of research have been conducted with the goal
of investigating the correlations between the burden of care and the sociodemographic variables
shared by carers and people who are afflicted with spinal cord injuries. The overwhelming majority
of research conducted on a global scale demonstrates that carers have a lot on their plates. The
degree of injury sustained by the patient and the gender of the person providing care are the two
factors that are most important to consider. When it comes to the aftercare of individuals who have
suffered a spinal cord injury, the health of the carers is of the utmost importance, and the quality

of care that they provide is very susceptible to a variety of outside influences.

2.1.1. Global Situation on the Level of Burden of Care

A cross-sectional study conducted by Khazaeipour et al. in 2017 involved 163 individuals with
spinal cord injuries (SCI) with the objective of assessing the burden experienced by caregivers and
exploring the relationship between caregiver burden and the sociodemographic factors of both SCI
patients and their caregivers. The study identified a notable burden among caregivers of SCI
victims. The findings revealed varying degrees of caregiving strain, with 11.7% of respondents
indicating little or very little burden, 43.6% reporting mild-to-moderate burden, 33.1%
experiencing moderate-to-severe burden, and 11.7% reporting severe hardship in fulfilling

caregiving responsibilities. The total burden score was documented as 38.9 + 15.2.

As per the findings from a cross-sectional descriptive study involving 135 Iranian caregivers of
individuals with spinal cord injuries, caregiving for someone with a spinal cord injury can pose
various challenges in the primary caregiver's life. This study, conducted in Iran, aimed to explore
the factors associated with the quality of life among caregivers of spinal cord injury victims. The
results indicated that the severity of the injury significantly correlated with a diminished quality of

life for caregivers, particularly in the case of quadriplegics who exhibited a higher dependence on



caregivers, necessitating a higher level of care. In addition, it was discovered that the quality of life
of the carers was lower than that which was reported for the population of Iran. Because of this,

the carers experienced both physical exhaustion and sleep disruptions as a result of their work.

Carminaetal. (2017) administered a study with 75 relativ3s of victims who had spinal cord injuries
to learn about the care burden, perseverance, and life satisfaction of these individuals. They found
that "all caregivers experienced varying levels of burden," with 52% expressing a mild-to-moderate
burden, 43% experiencing a moderate-to-severe burden, and 5% indicating a severe burden. None
of the caregivers reported feeling little or no burden at the time of the assessment. "Dependence”
and "the future of the injured” were the two items that caused the carers the most concern. Only
15% of the sample had low resilience, and 7% had extremely low resilience, but the overall
resilience of the sample as a whole was medium to high (mean = 141.93, SD = 23.44). The topics
"what their lives mean to them™ and "carers' independence” received the highest number of votes.
The results indicated a level of life satisfaction that ranged from moderate to high (mean = 36.6,
standard deviation = 6). These scores have nothing to do with the individuals' identities or the
severity of their injuries. Interview scores were negatively correlated with Zarit Burden's scores on

the Resilience Scale (r = -.370, P =.001) and the Life Satisfaction Checklist (r = -.412, P.001).

The outcome of a study that was conducted out in Nepal on 71 carers with the purpose of
determining the amount of primary carer load and the relation between carer burden and
sociodemographic characteristics of spinal cord injury patients and their carers revealed that the
mean carer burden score was 46.28 12.05. The majority of people (63.4%), followed by those who
reported severe burden (18.3%), those who reported mild to moderate burden (11.3%), and those
who reported little or no hardship (7.0%). The most common sources of anxiety for carers were
"what the future holds for patients” (3.07 1.22) and "what should be done more for patients™ (3.04

1.01) (Sinha et al 2022).

A cross-sectional study conducted at Dhulikhel Hospital and Spinal Injury Rehabilitation Centre

in Nepal aimed to investigate factors influencing depressed mood in persons with traumatic spinal



cord injury (TSCI) and the perceived burden of caregivers in a country with a low per capita
income. The study demonstrated a high prevalence of depressed mood among individuals with
TSCI and a significant burden of caregiving among their caregivers. The individuals diagnosed
with TSCI had a mean age of 34.8 (11.0) years, and their caregivers had an average age of 33.6
(12.3) years. The majority of TSCI patients were paraplegic (73.7%), with 67.4% being male.
Among the caregivers, the majority were female (61.1% of all caregivers). Depression was
observed in 68% of individuals with TSCI, and 91.6% of caregivers reported feeling burdened by

their responsibilities (Adhikari SP et al., 2020).

A cross-sectional study was done in Turkey with a total of one hundred family carers of people
with SCI in order to evaluate the burdensomeness experienced by these individuals. According to
the result of the research, one of the most important factors in lowering the level of sadness that
carers experience is receiving aid from other members of the same family as well as wellwishers.

(Secinti et al., 2017).

100 primary carers of people with spinal cord injuries participated in the study. The mean burden
score for caregivers is 45.3, with a standard deviation of 11. Twenty percent of the carers in the
sample experienced severe burden, whereas forty percent experienced mild to moderate strain, and

the remaining forty percent experienced moderate to severe burden. (Thelakkadan et al 2020).

According to the findings of a cross-sectional study carried out in Fiji, the strain of providing care
for a patient who has a spinal cord injury is a contributor to the psychological discomfort that carers
experience. The research was conducted on thirty primary carers of stroke victims in order to
investigate the psychological response of the carers as well as the load that they carry. The findings
showed that the psychological well-being of the carer was negatively impacted by the experiences
of providing care to another person. The results of the study showed that the participants had

significant temporal dependence (Gajraj 2011).



2.1.2. Global Situation on the Causes of Burden

A Cross sectional study for primary carers of 71 patients, used Zarit burden interview to access on
the different domains of burden of care. The total mean burden score was 46.28 with a standard
deviation of 12.05. The individual ZBI components' mean values ranged anywhere from 1.10 to
3.07, on average. After going through and examining each component of the scale it was concluded
that the items pertaining to self-criticism, dread, and doubt had the highest mean burden ratings.
Carers were more concerned about the patients' futures (3.07+/- 1.22), what could be done for the
patients (2.79 + 1.26), and what should be done more for the patients (3.04 + 1.01). On the other
hand, the mean burden score for the questions that dealt with the weariness of caregivers, patient
dependence, and financial concerns was high. | feel overwhelmed by caring for my patient and
juggling my other responsibilities (2.31 1.30), and my income is insufficie nt to cover patient care
and other expenses (2.77 1.14), all of which have occurred since my patient became ill (2.68 1.19)

(Sinha et al 2022).

In a cross-sectional study encompassing 55 family caregivers for individuals with spinal cord
injuries (SCI), the primary objectives were to determine the caregiver burden (CB) for those caring
for individuals with SCI and to explore the psychological consequences of assuming the role of a
caregiver. The category that received the highest score in this study was time-dependent load,
attributed to the necessity of providing assistance in the day-to-day activities of individuals with
spinal cord injuries. The substantial hours spent on caregiving emerged as predictors of burden,
leading to potential social isolation. Financial constraints resulting from this situation were also

identified as predictors of developing burden (Maitan et al., 2018).

Similarly, another cross-sectional study involving 30 primary caregivers of individuals with Spinal
Cord Injury in Fiji aimed to investigate the psychological responses of caregivers and evaluate the
challenges associated with caregiving for SCI patients living in the community. The participants
demonstrated elevated levels of both time-dependent and development-related burden. The overall
Caregiver Burden Interview (CBI) score had a standard deviation of 21.39, with a mean score of

47.6 (Gajraj et al., 2011).



In order to assess the stress placed on caregivers, a descriptive cross-sectional study was undertaken
in Iran utilizing the Zarit caregiver burden questionnaire with 163 people with SCI and their
caretakers who had been admitted for outpatient therapy. Most carers mentioned having limited

resources due to lack of money. This was a cross-sectional descriptive research.

Seventy-five carers of loved ones with spinal cord injuries participated in a cross-sectional study,
and their experiences of burden were linked mostly to future uncertainty, insecurity in providing
care, and the injured person's dependence. This difficulty was linked mostly to worry about the

future, anxiety about providing care, and the afflicted family member's dependence.

Researchers in Nepal conducted a cross-sectional study at the Dhulikhel Hospital and Spinal Injury
Rehabilitation Centre to examine the factors that contribute to depression after traumatic spinal
cord injury (TSCI) and the perceived stress this causes for caregivers in a country with a low GDP
per capita. It was observed that the financial load was the greatest (71.5%), followed by the
responsibility burden (22.2%), and then the time burden (6.3%) (S P Adhikari et al., 2020). Sixty-
eight percent of people carrying the burden of TSCI (traumatic spinal cord injury) and 91.6% of

caregivers reported feeling depressed.

The aim of this cross-sectional study of 105 caregivers done in Penshawar,Nepal was to quantify
the emotional and social demands placed on those who take care of people with spinal cord injuries.
The study's results showed that providing care for people with spinal cord injuries placed a heavy

emotional and mental burden on carers.(SZA Shah,2017)

2.1.3. Global Situation on Sociodemographic Characteristics of Caregivers and their

Patients.

The objective of this cross-sectional study was to investigate the quality of life (QoL) and the
related risk factors among caregivers of individuals with spinal cord injuries (SCI) in Iran, with a
particular focus on the Brain and Spinal Injury Repair Research Center of Tehran (BASIR). 75

were women (55.0%), 60 were men (45%), 95 were married (70.4%), 40 were single (30%), 76



were unemployed (56.3%), and 42 had completed post-secondary education (31.1%). Caregivers'
ages ranged from 18 to 60 years on average. One hundred eleven (82.2%) of the affected people
were paraplegic, while 24 (17.8%) were quadriplegic. Parents (24%), spouses (23%), siblings
(32%), children (15%), and other relatives (6%) make up the largest group of caregivers for people

with SCI. According to a group of researchers (Farajazadeh et al. 2021).

The stress on primary carers was statistically substantially associated with a number of
sociodemographic characteristics, including marital status (P = 0.009), activities of daily living (P
= 0.038), monthly family income (P = 0.023), and the amount of time spent caring for patients (P
= 0.028). According to the results of the research, primary carers carry a heavy overload of care,
which is mostly caused by anxiety and ambiguity regarding the prognosis of the patient, the
dependency of the patient, carer tiredness, and financial concerns. There was a correlation between
the load placed on primary carers and a number of sociodemographic characteristics of both

patients and their carers (P. Sinha et al 2022).

In a cross-sectional study conducted at the Hutlike Hospital and Spinal Injury Rehabilitation Center
in Nepal, depressed mood among individuals with traumatic spinal cord injury (TSCI) was found
to be significantly associated with gender, education, lesion type, and time since the injury. The
study also identified factors linked to increased caregiver burden, including the TSCI patient's
occupation, level of education, severity of injury, length of care, and degree of depression.
Financial burden was reported as the greatest load (71.5%), followed by the burden of

responsibility (22.2%), and finally, the burden of time (6.3%) (Adhikari et al., 2020).

Another cross-sectional study involving 163 SCI patients, conducted by Khazaeipour et al. in 2017,
aimed to assess the burden of caregiving and the relationship between caregiving and
sociodemographic factors of SCI patients and their caregivers. The study revealed a correlation
between the severity of the injury (P=0.010) and the caregiver burden score, as well as between the

occupational status of SCI patients and their caregiving responsibilities (P=0.041).



Positive correlations were found between caregivers' age (r=0.350, P<0.001), the number of years
they have been providing care (r=0.253, P<0.001), and the time period of providing care (r=0.176,
P=0.025) with the caregiver burden score. Additionally, the burden was inversely proportional to

the caregiver's level of education (r=-0.235, P=0.002).

In a cross-sectional study involving 59 caregivers of individuals with traumatic spinal cord injuries,
the objective was to identify potential factors associated with Health-Related Quality of Life
(HRQoL) in this population. The study examined the relationship between HRQoL and variables
such as gender, age, the presence of comorbidities, and characteristics of caregiving. The data
revealed that women, with an average age of 44.8, constituted the majority of caretakers for

individuals with spinal cord injuries, according to a 2016 study by Nogueira et al.

In a study conducted in China that focused on 150 caregivers and their patients with spinal cord
injuries, individuals were discharged from the Second and Third Affiliated Hospitals of Nanchang
University. This research aimed to investigate the burden of care on caregivers and explore their
coping mechanisms. The participants had an average age of 43.23, with a predominant male
representation (115 out of 150, or 76.7%). The causes of spinal cord injuries varied, with 65 cases
resulting from traffic accidents (43.3%), 52 cases from falls (34.7%), 15 cases related to falls
(10%), 10 cases from heavy injuries (6.7%), and 8 cases from other causes (5.3%). The majority
of injuries occurred in the cervical region (102 out of 150, or 68%), followed by the thoracic spinal

cord (17.3%) and the lumbar spinal cord (12.0%).

Four of the instances involved injury to two or more segments of the spinal cord, which accounts
for the remaining 2.7%. In 93 out of the 150 instances, or 62%, the patient had incomplete paralysis,
while in 57 out of the 150 cases, or 38%, the patient had entire paralysis. 103 patients had health
insurance, which is a 68.7% coverage rate, whereas 47 patients did not have health insurance,

which was a 31.3% coverage rate.

The vast majority of carers were female (120 out of 150, or 80%), and 88.7% of them (133 out of

150) had an education that was equivalent to or lower than that of junior high school. The



overwhelming preponderance of male patients is reflected in the fact that the majority of carers
were also female spouses (117 out of 150). The majority of carers (134 out of 150, or 89.3%) said
that they did not practise any religion, while only 16 carers (10.7%) stated that they belonged to an
organised religion. Ten percent of the people providing care for others were themselves afflicted
with chronic conditions. According to Hai-ping Ma et al. (2014), the mean number of days of care
supplied was 50.17 8.00, and 90% of carers were satisfied with the care they gave, despite the fact

that 80% of them reported that their own health had deteriorated since being a primary carer.

According to the findings of a cross-sectional study conducted in Fiji, the provision of care for
patients with spinal cord injuries contributes to the psychological distress experienced by
caregivers. The study focused on thirty primary caregivers of stroke victims, aiming to explore the
psychological responses of caregivers and the burden they carry. The majority of participants were
female (n=20), of Fijian ethnic background (n=18), married (n=18), and primarily spouses (n=13).
Participant ages ranged from 21 to 70 years, with an average age of 39.2 years (standard deviation
= 14.1). The individuals receiving care ranged from 21 to 65 years old, with a mean age of 38.5
years (standard deviation = 12.4). Most care recipients were male (n=26), experiencing paraplegia

(n=18), and had sustained complete injuries (n=23) (Gajraj, 2011).

2.2. Regional Trend

This research aimed to examine the impact of patient and carer characteristics on the burden and
its dimensions, as well as to provide evidence of the CBI's factor structure and internal consistenc
y among the caregivers of disabled people who participated in the study. The research was done in
a randomly chosen