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ABSTRACT

This research paper provides a thorough examination of caregiver burden, a critical aspect of
healthcare that affects individuals providing care to their loved ones, particularly in the context of
chronic illnesses and aging populations. The study delves into the multifaceted dimensions of
caregiver burden, encompassing physical, emotional, financial, and social aspects. The paper also
scrutinizes coping mechanisms adopted by caregivers to manage the challenges posed by their
caregiving role. It delineates between problem-focused coping, which involves practical strategies to
address the stressor, and emotion-focused coping, which centers on managing the emotional impact
of caregiving. The study emphasizes the importance of recognizing and addressing caregiver burden,
as it not only impacts the well-being of caregivers but also has repercussions on the quality of care
provided to the care recipient. Furthermore, this research offers insights into potential interventions
and support systems that can alleviate caregiver burden. It highlights the significance of
psychosocial support for caregivers, including motivational interviewing, to mitigate the emotional
distress and burden they experience. Additionally, the paper explores the influence of cultural and
religious factors on caregiver burden, shedding light on their potential role as protective or

exacerbating factors in the caregiving experience.
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INTRODUCTION

The stress experienced by caregivers in home care situations, known as caregiver burden, is a crucial
factor influencing the well-being of both the caregivers and the individuals they are caring for. Family
members and caregivers of cancer patients play a vital role throughout the entire cancer journey, from
diagnosis to survivorship or end of life. While the importance of family caregivers in supporting
terminally ill cancer patients is widely acknowledged, there is a lack of understanding regarding the
extent of the burden and economic impact they face.

Taking care of a cancer patient can have adverse effects on the caregiver's own health. This
uncompensated care demands significant time and energy, involving tasks that are physically,
emotionally, socially, and spiritually demanding. Caregivers are at risk of experiencing psychological
challenges such as anxiety, depression, and feelings of hopelessness, as well as physical complications
including increased mortality, cardiovascular problems, weakened immune functioning, and difficulties
with sleep.

Zarit, an American gerontologist, initially characterized the burden of care as "the distress felt by the
primary caregiver of an elderly family member, encompassing the caregiver's physical health, mental
well-being, financial situation, and social life." Since that time, there has been substantial evidence
regarding the challenges of providing care for the elderly population.t

The concept of burden has generally been approached from three different perspectives. First, it has been
described as "the level of tasks and responsibilities, measured by the variety and quantity of care duties
undertaken (such as aiding with household chores, managing finances, or personal care) and/or the
amount of time spent on these tasks." Secondly, it has also been defined as "the caregiver's personal
assessment of the stress or challenges associated with performing these caregiving responsibilities."
Thirdly, burden has been further characterized as "the perceived impact of this workload on the
caregiver's overall life." The difference between these definitions lies in whether burden is viewed
objectively or subjectively in terms of demand. For this study, the third definition of burden is
employed.??

Research has shown varying rates of depression and anxiety among caregivers, with some studies
indicating higher rates than those observed in the patient population. For instance, depression rates
among caregivers range from 12% to 59%, and anxiety rates range from 30% to 50%, compared to
depression rates of 10% to 25% and anxiety rates of 19% to 34% in the patient population. Additionally,
a significant percentage of cancer caregivers (between 40% and 76%) report clinically significant
symptoms of insomnia, which have detrimental effects on their mental and physical well-being. These
symptoms are often chronic and can hinder the grieving process in bereaved caregivers, potentially

increasing their risk for chronic illnesses like cardiovascular disease and cancer. Seo and Park 2019,
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Ahmad Zubaidi et.al. 2019, Fang et.al 2022 studies reported positive corelation between depression
and caregiver burden is established in various number of studies.

Moreover, caregiver burden has the potential to negatively influence the quality of care provided to
patients, subsequently affecting their health outcomes. Given these challenges, caregivers of cancer

patients are in urgent need of psychosocial support.

NEED OF THE STUDY

While there is substantial evidence indicating that caregivers of cancer patients often experience
caregiver burden and related symptoms, there is limited knowledge about the various types of
psychological interventions that can effectively alleviate their emotional distress and burden.

Caregivers have their own emotional reactions to the diagnoses and prognoses of patients, and they may
benefit from specific coaching and emotional support tailored to their needs, separate from what is
provided to the patients themselves. The roles and burden of caregivers are significantly influenced by
factors such as a patient's prognosis, stage of illness, and care goals. Current research on family
caregivers of cancer patients primarily focuses on their adjustment during the acute survivorship phase,

spanning from the time of diagnosis to two years post-diagnosis.

FACTORS INFLUENCING CAREGIVERBURDEN

The research examined various sociodemographic factors and identified that the caregiver's familial
relationship as a child or grandchild of a cancer patient was the only factor significantly associated with
caregiver burden. This correlation remained significant even after considering other influencing variables
in the comprehensive analysis.

Wolff and Kasper® highlighted that nearly 80% of informal caregivers for older adults are either spouses
or adult children, a trend that was reflected in this study where spouses and offspring constituted 85.9%
of all caregivers. Spouses typically take on the primary caregiving role, being the initial source of care for
an ailing older adult. Adult children usually step in as secondary caregivers when spouses are
unavailable. Previous studies have indicated that spousal caregivers often experience a higher burden
compared to adult children caregivers. However, in contrast, some studies have found that adult children
caregivers may face higher levels of depressive symptoms and feelings of abandonment, which are
elements of caregiver burden, particularly when caring for terminally ill cancer patients.

The study found a connection between the caregiver's relationship with cancer patients and caregiver
burden. Interestingly, it revealed that offspring caregivers of cancer patients were notably less likely to
experience caregiver burden compared to caregivers who were not related to the patients. Importantly,

there was no significant difference in burden between caregivers who were spouses of the patients and
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caregiving and caregiver burden in this study may be due to the relatively small sample size and the use
of a non-random sampling method.

There are a few potential reasons why adult children caring for cancer patients might experience lower
levels of burden compared to other caregiver groups. Firstly, most adult children caregivers typically
serve as secondary caregivers, in contrast to spouses who usually take on the primary caregiver role. This
results in lower expectations and workloads for adult children, making them less vulnerable to the
physical and psychological strains of caregiving.

Secondly, the urbanization of Asian societies and the resulting shift towards smaller, nuclear families
may impact how adult children perceive their caregiving obligations. In nuclear families, married couples
often live separately from their parents. This can result in adult children providing care from a distance,
relying on other family members or formal nursing services. As a result, distance caregivers with ample
social support may experience a reduced direct burden in their caregiving role.

However, it is important to acknowledge that even distance adult children caregivers may still grapple
with psychological distress, particularly when they lack social support due to their numerous
responsibilities such as raising children, managing household tasks, holding full-time jobs, and handling
financial obligations.

Thirdly, the cultural principle of filial piety, which underscores the responsibility of children to care for
their aging parents, may have a significant impact in alleviating caregiver burden among adult children
caregivers. In many Asian cultures, there is a strong expectation for children to care for their parents,
especially when they are dealing with chronic illnesses..°

Numerous studies have demonstrated the positive effects of filial piety on caregiver appraisal and
subsequently on caregiver burden. Filial piety is even considered a protective factor against caregiver
burden. Offspring caregivers who strongly identify with filial piety are more likely to view caregiving
tasks as positive, beneficial, and not burdensome, ultimately reducing their subjective sense of
burden.Another critical factor associated with caregiver burden in this study was the presence of
depression in cancer caregivers. This relationship aligns with findings from other caregiver studies,
supporting the significant link between these two variables. The relationship between caregiver burden
and depression is complex and can be bidirectional. Caregiver depression is often viewed as a
consequence of the caregiving process, with high caregiver burden contributing to depression, and vice
versa.

However, Stommel'® has suggested an alternative perspective, proposing that caregiver depression may
actually predict caregiver burden. In this view, depressed caregivers are more likely to experience high

levels of burden. The authors argue that depression, being a relatively stable condition, can significantly
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Aside from a direct connection, caregiver depression could also indirectly contribute to caregiver burden
through the feelings of hopelessness, a significant component of depression. However, due to the
relatively small sample size and the cross-sectional design of this study, the exact cause-and-effect
relationship between caregiver burden and depression was not firmly established.

Nevertheless, the study did discover that a high reliance on negative religious coping (NRC), but not
positive religious coping (PRC), was linked with increased caregiver burden. This corresponds with
earlier research associating NRC with psychological distress or mental health outcomes. It is posited that
individuals who grapple with their religious beliefs may find it challenging to use their faith as a coping
mechanism, perceiving their faith as distant and feeble.

These findings may be clarified by the presence of multiple simultaneous stressors, such as lower
socioeconomic status, a lack of caregiving resources or support, and the severity of the cancer diagnosis,
which could overshadow the protective effects of religiosity and PRC. Interestingly, PRC might even be
linked with higher caregiver burden, as it could potentially lead caregivers to take on a greater number of
challenging caregiving tasks out of a sense of religious obligation. Additionally, those experiencing
higher levels of burden may be more inclined to turn to religion as a means of coping.

In summary, the study's findings indicate that the influence of religiosity and religious coping on
caregiver burden is still not well-understood and can be inconsistent. However, this does not negate the
potential value or positive role of religious factors in the caregiving process. More local research is
needed, ideally using comprehensive and standardized measures, to fully explore the multidimensional
aspects of religiosity and religious coping. The study examined various sociodemographic factors, and it
was found that the caregiver's relationship as the child or grandchild of a cancer patient was the only
factor significantly linked to caregiver burden. This association remained significant even after
accounting for other influencing variables in the multivariate analysis. However, when it came to the
relationship between spousal caregiving and caregiver burden, no significant level of association was

observed.

FACTORS CONTRIBUTING TO SUBJECTIVE CAREGIVER BURDEN IN CANCER CARE

e Physical Demands: Cancer caregiving often involves assisting with daily activities, managing
medications, and accompanying patients to medical appointments. This can be physically exhausting and
challenging for caregivers, especially if the patient's condition is severe or requires intensive treatment.

e Emotional Distress: Witnessing a loved one battle cancer can lead to a range of emotions, including fear,
anxiety, sadness, and grief. Caregivers may also experience a sense of powerlessness in the face of the

disease.
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e Financial Strain: The costs associated with cancer treatment, including medical bills, medications, and
potential loss of income due to caregiving responsibilities, can create significant financial stress for the
family.

e Social Isolation: The demanding nature of caregiving can lead to social isolation as caregivers may have
limited time and energy for social interactions outside of their caregiving role.

e Uncertainty and Anticipation of Loss: The unpredictable nature of cancer can lead to anticipatory grief,
where caregivers may experience sadness and anxiety about the future, even before the loss of their loved

one.

COPING STRATEGIES TO ALLEVIATE CARE GIVER BURDEN

Folkman, Lazarus perceived’ ’coping’’ as a process that explains how an individual (caregiver) responds
during increased exposure to stress and when experiencing stressful stimuli (appraisal of burden). coping
strategies were categorized as problem-focused and emotion-focused coping strategies. While emotion-
focused coping strategies involve effortful strategies (interpretation of burden) that caregivers adopt to
mitigate the adverse emotional outcomes instigated by stressful events, problem-focused coping
strategies on the other hand, are aimed at ameliorating the negative impact of the burden using problem-
solving mechanisms or eliminating the sources of stress by building up positive/negative coping such as
adaptive or maladaptive coping strategies. In advanced cancer caregiving, caregivers use both adaptive
and maladaptive coping strategies which can affect families’ caregiving outcomes. $31°

Emotion-focused coping pertains to the regulation of one's emotions in response to a stressful situation.
This type of coping is typically employed when an individual perceives that there are limited options for
directly altering the stressor. Examples of emotion-focused strategies encompass wishful thinking,
downplaying the issue, or attempting to avoid it altogether.

Some strategies such as seeking social support serve both emotional and problem-focused functions .
Neither of the two forms of coping is inherently adaptive or maladaptive, thus in stressful situations
individuals may use a combination. The key to successful coping is the use of coping flexibility. Coping
flexibility involves ability to change, and adapt coping strategies over time and across different stressful
conditions as different strategies work effectively than others depending on circumstances. 6/

INTERVENTIONS
Because of the significant role that caregiver burden plays in the caregiving process, it is essential to
create strategies to alleviate this burden and evaluate their impact. Effective interventions should be

accessible to a wide range of caregivers. As Elmar GraRel'® puts it, The value of an intervention is
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also enhance awareness and promote the utilization of these strategies.

Interventions aimed at relieving caregivers should take into account four key elements:

e Provision of information and training
e Access to professional assistance
e Facilitation of effective communication

e Provision of public and financial backing

IMPLICATIONS
1. Itis important to increase awareness of measures aimed at enhancing and expanding informal caregiving
Services.
Efforts should be made to enhance the availability of support services at the regional level.
The effectiveness of relief strategies can be improved by implementing case management services.

Greater accessibility to public financial support should be provided.

o~ N

The fundamental conditions for caregiving should allow for a balance between caring responsibilities and

employment. Employment conditions should be adapted to ensure caregivers do not face disadvantages if

they reduce their working hours or temporarily leave their jobs.

6. Efforts should be made to minimize language barriers, and support services in information, counselling,
and assistance should be culturally sensitive and easily accessible.

7. The scope of internet-based support should be expanded.

8. There is a need for more high-quality empirical studies to assess the impact of relief interventions.

Evidence-based research in health services should focus on this aspect. *°

CONCLUSION

Subjective caregiver burden refers to the individual caregiver's perception of the stress, emotional strain,
and disruption of daily life resulting from their caregiving responsibilities. It is important to recognize
that this burden is subjective, varying from person to person based on their unique circumstances, coping
mechanisms, and support networks.

Subjective caregiver burden in the context of cancer care is a multifaceted and complex issue that
significantly impacts both the caregiver and the family unit. Recognizing and addressing this burden is
crucial for providing holistic support to both the patient and their caregiver. By offering resources, respite
care, and emotional support, healthcare professionals and communities can help alleviate the subjective

caregiver burden and improve the overall well-being of families affected by cancer.
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