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ABSTRACT

Background: Spinal cord injury (SCI) is a debilitating condition and a global health concern caused by trauma or

disease, significantly impacting individuals and their families. Caring for individuals with SCI at home often becomes the
responsibility of family caregivers, who face substantial physical, emotional, and social challenges. These challenges necessitate
effective coping mechanisms to ensure the well-being of both caregivers and patients, making the exploration of these strategies
critical to improving caregiving practices and outcomes.

Objective: The objective of this study was to explore the coping strategies adopted by family caregivers of patients with incomplete
spinal cord injuries.

Methods: A qualitative exploratory study design was employed. Patients with incomplete SCI were enrolled from the Punjab
Institute of Neurosciences (PINS), Lahore, and their family caregivers were selected through purposive sampling. A total of ten
caregivers, providing home care for more than six months and caregiving for at least 10 hours per week, were recruited until data
saturation was achieved. Face-to-face semi-structured interviews were conducted using a validated interview grid consisting of two
parts: demographic data and questions exploring coping mechanisms. Demographic data were analyzed using SPSS, while
qualitative responses were analyzed using NVivo software. Ethical approval and informed consent were obtained before data
collection.

Results: The study included 50% male and 50% female caregivers, with 40% being spouses, 30% siblings, and 30% offspring. Most
caregivers (80%) provided care for 9—12 hours per week, while 20% dedicated 13—15 hours per week. Caregivers relied on three
main coping strategies: sources of strength, religious practices, and social support. Spirituality was a key mechanism, with caregivers
expressing reliance on prayer and faith to endure challenges. Social support from relatives, neighbors, and friends also played a
critical role in alleviating caregiving burdens.

Conclusion: Family caregivers of SCI patients face significant physical and emotional challenges during caregiving. To address
these, they utilize coping strategies, including drawing strength from personal resilience, seeking religious and spiritual solace, and
leveraging social support networks. These findings underscore the need for structured training programs and support groups to equip
caregivers with effective strategies to manage caregiving demands.
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INTRODUCTION

Spinal cord injury (SCI) refers to damage to the vertebral column caused by trauma, such as road traffic accidents, or by illness and
degenerative conditions like cancer (1). SCI represents a profound life-altering event, not only for the affected individuals but also for
their family caregivers, who often assume the bulk of responsibilities associated with providing care (2). This role places significant
physical, mental, and emotional demands on caregivers, complicating their ability to balance care responsibilities with their own health,
household duties, and work obligations (3, 4). Caregivers frequently neglect their own well-being, leading to deteriorated health, fatigue,
and increased susceptibility to mental health challenges, including depression (5).

Caregivers play a critical role in supporting patients with SCI, often managing a wide range of essential tasks such as nutrition,
respiratory care, physical maintenance, bowel and urinary regulation, mobility, and activities of daily living (6). These caregivers, often
unpaid family members or close friends, bear the burden of responsibility in a home setting, where the absence of sufficient training or
support exacerbates stress and burnout (7). The transformation of familial roles, such as a spouse becoming a caregiver, can introduce
additional physical, psychological, and social challenges, further straining relationships (8). Long-term caregiving frequently
necessitates significant lifestyle adjustments and carries the potential for personal sacrifices that affect the caregiver’s quality of life (9).

The challenges faced by caregivers are compounded by demographic factors, including the predominance of young males in SCI cases,
limited access to social support, and inadequate caregiver training (10, 11). These stressors highlight the need for effective coping
strategies, which involve both cognitive and behavioral efforts to manage the psychological and physical toll of caregiving. Coping
mechanisms are influenced by factors such as education, prior life experiences, personality traits, and social networks, suggesting a
critical role for healthcare professionals in guiding caregivers toward effective strategies (12).

Social support, encompassing interactions with family, friends, and peer groups, has been shown to mitigate caregiver stress and enhance
well-being (13). Maintaining such connections is associated with reduced mortality and improved quality of life for caregivers,
reinforcing the protective value of these relationships (14). Furthermore, the concept of rehabilitation, often misunderstood as limited
to physiotherapy, requires a multidisciplinary approach to adequately address the diverse needs of SCI patients and their caregivers (15,
16). Effective rehabilitation not only benefits the patient but also alleviates the caregiver’s burden by promoting independence in daily
activities (14, 21).

Research into caregiver experiences underscores the duality of caregiving, with evidence highlighting not only the distress but also the
potential benefits, such as improved self-efficacy, personal growth, and strengthened relationships (18, 19). These positive outcomes are
influenced by how caregivers perceive and approach their roles, emphasizing the importance of fostering resilience and providing
targeted support to optimize their experience (18).

Professional support, including counseling, training, and awareness initiatives, plays a pivotal role in equipping caregivers to manage
their responsibilities effectively. Caregivers frequently cite faith, social networks, and professional guidance as critical sources of
strength in coping with stress and challenges (20). Structured interventions aimed at reducing emotional turmoil and enhancing
caregiving capacity are essential for improving outcomes for both patients and caregivers (18, 21). The objective of this study is to
examine the coping strategies adopted by family caregivers of patients with spinal cord injury, addressing the multifaceted challenges
they encounter and identifying pathways to support them in delivering effective care.

METHODS

The study utilized a qualitative exploratory research design to examine the coping strategies adopted by family caregivers of individuals
with spinal cord injuries (SCI), specifically paraplegics. Participants were recruited from the Punjab Institute of Neurosciences (PINS)
in Lahore. Family caregivers were identified through purposive sampling, focusing on those providing care for SCI patients classified
under ASIA categories B, C, or D, and who had been engaged in caregiving for at least 10 hours per week. Caregivers of patients in
ASIA scale categories A and E were excluded from the study to maintain a consistent focus on paraplegic caregiving experiences. The
recruitment process ensured the inclusion of participants who had caregiving responsibilities for more than six months, guaranteeing
relevant insights into long-term caregiving challenges.

Semi-structured face-to-face interviews were conducted with participants to gather detailed qualitative data. An interview question grid
was developed and revised with input from expert researchers to ensure its relevance and validity. The grid consisted of two parts:
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demographic information in the first section and open-ended interview questions in the second. Data collection was initiated after
obtaining written informed consent from each participant, adhering to established ethical standards and ensuring confidentiality.

Demographic data collected in Part I of the question grid were analyzed using SPSS software, facilitating a quantitative overview of the
sample characteristics. In contrast, qualitative data from Part I, which included the transcribed verbatim responses to the semi-structured
interviews, were analyzed using NVivo software to identify themes and subthemes related to coping strategies. The demographic results
indicated an equal distribution of male and female participants, with 30% aged 18-29 years, 60% aged 30—45 years, and 10% aged 46—
65 years. The majority of caregivers (80%) reported providing care for 9—12 hours per week, while 20% provided care for 13—15 hours
per week. Spouses represented 40% of the sample, siblings 30%, and offspring 30%, with no parents included in the study.

The exclusion of caregivers involved in short-term care (less than six months) ensured the data represented the experiences of those
engaged in sustained caregiving. While the demographic data provided a quantitative overview, the interviews illuminated the nuanced
coping strategies employed by caregivers, including their reliance on social, emotional, and spiritual resources. This multifaceted
methodology, combining statistical analysis of demographic data and qualitative exploration of interview responses, allowed for a
comprehensive understanding of the challenges and adaptive strategies employed by caregivers.

RESULTS

The study included an equal distribution of male and female caregivers, with each group representing 50% of the sample. Regarding
age distribution, 30% of participants were aged 18-29 years, 60% were between 30—45 years, and 10% were 46—65 years old. Most
caregivers (80%) reported providing care for 9—12 hours per week, while a smaller group (20%) dedicated 13—15 hours weekly to
caregiving activities. The relational dynamics of caregiving showed that spouses made up 40% of caregivers, while siblings and offspring
each contributed 30%. Notably, all participants had provided caregiving services for over six months, indicating a consistent level of
long-term caregiving experience across the sample.

Qualitative analysis of semi-structured interviews revealed the multifaceted coping strategies employed by caregivers, emphasizing
social, emotional, and spiritual dimensions. Participants consistently highlighted the significance of time management, social support
from friends and relatives, and reliance on faith as key mechanisms to cope with the psychological and physical demands of caregiving.
The narratives reflected a shared sense of responsibility and moral commitment to caregiving, with some caregivers describing it as a
generational legacy of love and support. Caregivers also underscored the necessity of balancing their personal needs with caregiving
responsibilities, as this contributed to their resilience and ability to manage challenges effectively.

One notable limitation in the findings is the absence of data on caregivers’ socioeconomic status, which could provide further insight
into their access to resources and support systems. Additionally, the exclusion of caregivers involved in short-term care limits the
exploration of early-stage coping strategies. Despite these gaps, the study successfully identifies the critical role of spiritual and social
support networks and highlights the significant time investment required by caregivers. These findings underscore the need for targeted
interventions to support caregivers, particularly in enhancing their time management skills and fostering robust social support systems.

Age Distribution of Caregivers
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Figure 1 Age Distribution of Caregivers
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Table.1 Demographic Data

Variables Frequency (n) Percent (%)
Gender

Male 5 50%
Female 5 50%
Caregiving Hrs./week

9-12 hrs 8 80%
13-15 hrs 2 20%
Relationship with Care Recipient

Spouses 4 40%
Siblings 3 30%
Parent 0 0%
Offspring 3 30%
Caregiving period

< 6 Months 0 0%

> 6 Months 10 100%

The demographic data indicate an equal distribution of male and female caregivers, with each group representing 50% of the total
sample. Most caregivers (80%) provided care for 9—-12 hours per week, while 20% dedicated 13—15 hours weekly. In terms of their
relationship with the care recipients, 40% were spouses, 30% were siblings, and another 30% were offspring, with no parents included
in the caregiver group. All participants had caregiving periods exceeding six months, accounting for 100% of the sample, reflecting their

substantial long-term involvement in caregiving.

Part-II includes Interview questions, Semi- Structured Interviews conducted; verbatim transcribed. Quotes were interpreted.
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Figure 2 Coping Strategies for Caregivers
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The diagram highlights the three major coping strategies adopted by caregivers of spinal cord injury patients, which include sources of
strength, religious practices, and social support. Sources of strength were mentioned by the majority of caregivers (80%) as essential in
maintaining resilience, while religious practices were cited by 70% as a vital element for emotional and spiritual well-being.
Additionally, social support from family, neighbors, and friends, acknowledged by 90% of participants, played a crucial role in
alleviating caregiving burdens and enhancing their capacity to manage caregiving challenges effectively.

DISCUSSION

The study explored the demographic variables and coping strategies of family caregivers of individuals with spinal cord injuries (SCI),
revealing several critical findings that align with previous research. Demographic analysis showed an equal distribution of male and
female caregivers, with the majority being spouses (40%), followed by siblings (30%) and offspring (30%). Most caregivers provided
care for 9—12 hours per week (80%), while a smaller proportion dedicated 13—15 hours weekly (20%). These findings indicate a
significant time commitment from family members, reflecting the intensity of caregiving for SCI patients who often require long-term
support.

Participants highlighted the profound challenges faced upon assuming caregiving roles, including emotional, physical, and social stress.
Caregivers frequently reported feelings of exhaustion and physical discomfort, consistent with the high demands of assisting individuals
who are often entirely dependent on their families for daily activities. Caregivers disclosed that their responsibilities extended to ensuring
proper rehabilitation, nutrition, and physical maintenance, often leading to burnout. This aligns with earlier findings that caregiving
imposes substantial physical and emotional strain, requiring comprehensive support systems to sustain caregivers’ well-being.

The role of social and spiritual support emerged as a cornerstone of coping mechanisms. Participants emphasized the assistance of in-
laws, neighbors, and friends as pivotal in alleviating caregiving burdens. Acts of kindness, such as the provision of meals and emotional
encouragement, were described as vital to maintaining the caregivers’ ability to cope. Spirituality played a significant role, with many
caregivers relying on prayer and faith in divine guidance to endure the challenges. This reflects findings from prior studies that identify
spirituality as a critical coping mechanism for family caregivers, especially those caring for individuals with chronic conditions like SCI
(Charlifue et al.; Chan, Lee, & Lieh-Mak). Belief in recovery and divine will provided caregivers with hope and resilience, enabling
them to navigate financial and emotional hardships while maintaining their caregiving roles.

The study’s strength lies in its qualitative exploration of caregivers’ lived experiences, providing rich insights into the multifaceted
challenges and coping strategies involved in SCI caregiving. However, certain limitations must be acknowledged. The exclusion of
socioeconomic data restricts a deeper understanding of how financial factors influence caregiving capacity and outcomes. Additionally,
the study’s focus on long-term caregivers excludes insights from those newly transitioning into caregiving roles, potentially limiting the
exploration of early-stage coping mechanisms. Despite these limitations, the findings underscore the need for targeted interventions,
such as psychotherapy and structured social support, to address the physical and emotional toll on caregivers. These interventions should
aim to enhance caregivers’ resilience and ensure sustainable caregiving practices, ultimately improving outcomes for both caregivers
and SCI patients.

CONCLUSION

The findings of the study highlighted that both male and female caregivers of individuals with spinal cord injuries rely heavily on family
support, assistance from neighbors and relatives, religious practices, and social networks as key coping mechanisms. These strategies
play a vital role in helping caregivers manage the significant physical, emotional, and social challenges of their roles. The study
emphasizes the importance of developing comprehensive caregiving training programs and support groups to equip family caregivers
with the skills and resources needed to enhance their well-being and caregiving effectiveness.
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