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ABSTRACT

Background: Family members who provide informal care for individuals undergoing cancer treatment often face considerable
challenges that can adversely impact their quality of life (QOL). This study sought to evaluate the pattern and extent of primary
caregiver burden and its correlation with QOL among caregivers of cancer patients receiving palliative chemotherapy.

Methods: A prospective observational investigation was conducted at a tertiary healthcare facility, enrolling 234 primary
caregivers. The level of burden experienced by caregivers was measured using the Zarit Burden Interview (ZBI), while QOL was
assessed utilizing the World Health Organization Quality of Life-BREF (WHOQOL-BREF) instrument.

Results: The average age of caregivers was 37.12 years (+11.06), and the mean ZBI score recorded was 31.73 (£9.87). Among
participants, 70.09% reported experiencing a mild-to-moderate level of caregiving burden, whereas 21.37% encountered a
moderate-to-severe burden. The mean scores on the WHOQOL-BREF domains were as follows: overall QOL-5.79 (+1.84), physical
domain—48.07 (+14.76), psychological domain—52.73 (+19.01), social relationships—57.43 (+19.14), and environmental factors—
56.63 (+17.19). While caregivers with lesser burden tended to report slightly higher QOL across most domains, a statistically
significant difference was not observed, except for the social relationship’s domain. No notable differences were identified in
either burden or QOL metrics between male and female caregivers.

Conclusion: A substantial proportion of caregivers experienced a mild to moderate burden, with nearly one-fifth enduring a
moderate to severe burden. These findings underscore the importance of supportive interventions for caregivers of hospitalized
cancer patients.
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INTRODUCTION

How to cite this article Cancer has emerged as a significant contributor to global
Valame S, Sahu H, Bhargava VK, Singh K. Pattern of Primary
Caregiver, Caregiver Burder and Quality of Life of Caregiver in

morbidity and mortality, with its impact being notably

Patient on Palliative Chemotherapy from Central India: Single substantial in countries such as India. The therapeutic
;nSS;istu;sng)bservational Study. SSR Inst Int J Life Sci., 2025; 11(3): protoc0|s involving Chemotherapy are often intricate,

and oncology patients represent a particularly vulnerable

cohort with limited physiological resilience Y. Individuals
Access this article online experiencing severe clinical manifestations—either as a
https://iijls.com direct result of malignancy or as adverse effects from

oncologic therapies—require more intensive and

prolonged caregiving involvement compared to those
presenting with milder symptoms. Consequently, the
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burden on caregivers of such patients is markedly
elevated, encompassing psychological, physical, financial,
and social domains. This strain is further amplified in
themselves face socioeconomic

caregivers  who

disadvantages or suffer from compromised health status
2

The role of caregiving in oncology frequently
compromises the caregiver's QOL, primarily due to the
cumulative stress it imposes. Contributing factors to
deteriorating caregiver well-being include existing health
limitations, insufficient social networks, diminished
patient autonomy, and cognitive decline in the patient -
31, Additionally, evidence suggests that caregiver burden
is progressive and tends to escalate with time ©. The
subjective stress linked to caregiving responsibilities
predominantly impairs mental well-being and plays a
central role in the emergence of psychological distress,
including depressive symptoms, among caregivers !,
The intensity of the caregiver’s symptom burden has
been reported to be higher among those with underlying
chronic conditions, younger age, close familial ties to the
patient, and higher educational attainment.

Caregivers occupy a critical position in facilitating patient
recovery across various care settings, whether in
outpatient services, hospital wards, or intensive care
environments. Their ability to effectively communicate
with healthcare professionals, empathize with the
patient's emotional state, and provide motivational
support is invaluable in the patient’s journey through
severe illness. Therefore, maintaining the physical and
mental health of caregivers warrants equal attention as

that of the patient.

MATERIALS AND METHODS

Study design and setting- This was a prospective
observational study conducted at a tertiary healthcare
center in Central India.

Participants- The study population included informal
caregivers of cancer patients undergoing palliative
chemotherapy. A total of 234 eligible caregivers who

completed the required questionnaires were included.

Inclusion criteria

* Informal caregivers of cancer patients receiving

chemotherapy
= Age between 18 and 65 years

= Either sex
= Provided informed consent

Exclusion criteria
= Caregivers unable to complete assessment tools
* Incomplete questionnaire responses (25 excluded)

Data collection tools- burden was

evaluated using the Zarit Burden Interview (ZBI), and

The caregiver

quality of life was assessed using the World Health
Organization Quality of Life-BREF (WHOQOL-BREF)
Additional  information
demographic profiles, patient diagnosis, educational and
occupational status, and clinical data (e.g., need for
respiratory or inotropic support, hepatic dysfunction,

questionnaire. including

renal replacement therapy) was recorded.

Statistical Analysis- Descriptive statistics were reported
as frequencies and percentages for categorical variables.
Continuous variables were analyzed using the Kruskal—
Wallis and Mann-Whitney U tests. Chi-square and
Fisher’s exact tests were used for categorical data.

Ethical Clearance- Ethical approval was obtained from
the institutional ethics committee before study initiation.

RESULTS

The study sample included 234 patients and their
caregivers, with mean ages of 39.26+17.80 years and
37.12411.06 years, respectively (Table 1). The patient
group was nearly balanced in gender distribution, with
males comprising 51.71% and females 48.29%, whereas
caregivers had a slight female predominance (53.42%)
compared to males (46.58%). A majority of caregivers
were married (88.03%) and had attained education
beyond the metric level (76.5%), both higher than
corresponding patient proportions (66.67% and 55.56%,
respectively). Employment was more common among
caregivers (41.45%) than patients (23.08%). The mean
duration of disease among patients was 12.85+10.82
years, and comorbidities were reported in 20.94% of
patients and 13.68% of caregivers (Table 1).

Table 1: Demographic characteristics

Characteristic Patient Caregiver
Age (years); MeantSD | 39.26+17.80 | 37.12+11.06
Gender; n (%)
Males 121 (51.71) | 109 (46.58)
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Females 113 (48.29) | 125 (53.42)
Married; n (%) 156 (66.67) 206 (88.03)
Education (> metric); n
130 (55.56) 179 (76.5)
(%)

Employed; n (%) 54 (23.08) 97 (41.45)

Duration of disease

12.85+10.82 -

(years); MeanzSD

Comorbidities; n (%) 49 (20.94) 32(13.68)

The mean ZBI recorded was 31.73 (+9.87).
Assessment of caregiver burden revealed that 70.09%

score

increasing burden severity across all domains. Caregivers
with moderate to severe burden had notably reduced
psychological (48.60+18.40) and relationship
scores (51.00£20.90) compared to those with minimal or

social

mild to moderate burden. Physical health scores were
marginally lower in the moderate to severe burden
group (46.30+14.80) relative to the other groups, while
environmental domain scores also declined with the
increasing burden (54.00+15.60) (Table 4).

Table 4: WHO-QOL and ZBI burden among caregivers

experienced mild to moderate burden, while 21.37% WHO QOL | Minimal Mild-to- Moderate-to-
reported moderate to severe burden, and only 8.55% Domain Burden | Moderate - Burden
had minimal burden (Table 2). Burden
Physical
. 49.00+13.50| 48.90+15.90 | 46.30+14.80
Table 2: Burden among caregivers byZBlI Health
9 Psychological
Level of Burden n % YEnoIoBIeal oo 40+18.80| 54.20+19.80 | 48.60+18.40
Minimal 20 8.55 Health
Envi
Mild to Moderate 164 70.09 ”V:or::;e"t 58.50+19.10| 57.40+16.70 | 54.00+15.60
ea
Moderate to Severe 50 21.37 Social
. 58.10+15.70| 63.20+20.40 | 51.00+20.90
L . . Relations
Burden levels were significantly associated with
caregiver employment status and gender (p<0.05 for DISCUSSION

both). Employed caregivers and females were more likely
to report minimal or mild to moderate burden, whereas
caregivers and males

unemployed were

disproportionately represented in the moderate to

severe burden category (Table 3).

Table 3: Relationship of caregiver burden with
caregiver’s occupation and patient’s gender

Level of Burden V) E M
Minimal 12 8 12 8
Mild to

85 79 85 79
Moderate
Moderate to
39 11 12 38
Severe
p-value p<0.05 p<0.05

U- Unemployed; E- Employed; M- Male Caregiver; F- Female
Caregiver

The mean scores on the WHOQOL-BREF domains were as
follows: overall QOL-5.79 (+1.84), physical domain—
48.07 (+14.76), psychological domain—-52.73 (+19.01),
social relationships—57.43 (+19.14), and environmental
factors—56.63 (+17.19). Stratification by burden levels
demonstrated a trend towards lower QOL scores with

Informal caregivers of individuals with cancer face
considerable challenges due to the disease's associated
morbidity and the adverse effects stemming from
chemotherapy. Such demands negatively impact the
health,
emotional well-being, QOL, occupational functioning,

caregiver’s  physical psychological state,
and financial stability.

In our cohort, most caregivers were either spouses or
children, with approximately one-third being parents or
siblings. No statistically significant variation in caregiver
burden was observed based on the nature of the familial
relationship. The extent and psychological consequences
of this burden are influenced by factors such as disease
stage, the level of social support available to caregivers,
and the duration of illness. Huang et al. ©® proposed that
extended caregiving periods may correlate with reduced
distress symptoms due to caregivers’ adaptation over
time.

A majority of participants experienced mild to moderate
burden. These findings align with Mirsoleymani et al. 1%,
who reported that 48.1% of Iranian cancer caregivers
experienced a high burden, assessed via the Caregiver
Burden

Inventory in an outpatient chemotherapy
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context. Conversely, Lukhmana et al. ¥ utilized the ZBI
among outpatient caregivers and found that 56.5% had
little to no burden, while 43.5% reported mild to severe
burden.

The mean ZBI score in our study was comparable to
Harding et al. 2, who reported a mean score of 23.3
among cancer caregivers—a lower burden relative to
caregivers of dementia and acquired brain injury
patients. Their cohort was drawn from a multicenter
evaluation of palliative daycare and supportive
interventions for advanced cancer caregivers.

Cameron et al. 3 reported a high prevalence of
depressive symptoms among caregivers of critically ill
patients, with 67% exhibiting depression initially and
43% persisting after one year. Similarly, van Beusekom et
al. ™ reviewed 28 studies documenting psychological
distress as the predominant burden among informal
caregivers of ICU survivors. Reported symptoms included
(15%—24%), (4.7%-36.4%), and
posttraumatic (35%—57.1%),

beyond six months post-ICU discharge. Khan et al. **

anxiety depression

stress disorder lasting
examined QOL, spirituality, and social support in cancer
caregivers, finding physical well-being comparable to
non-caregiving controls, while psychological well-being,
social relationships, and environmental factors differed
significantly.

Despite the substantial time and stress involved in
caregiving, most participants in our study reported only a
mild to moderate burden. This may reflect the influence
of the Indian familial structure, which offers robust social
support—a key determinant of caregivers’ physical and
mental health ®®, The traditional joint family system
prevalent in many Indian regions provides social and
economic assistance, buffering members during illness or
crises and accommodating behavioral deviations.

Leff et al. 7 observed that joint family arrangements
reduce caregiving burden among relatives of mentally ill
patients and are predictive of improved clinical
outcomes. Further, the adoption of problem-focused
coping strategies, coupled with strong social support
within Indian cultural contexts, has been linked to more
favorable caregiving experiences 8,

Our findings suggest that the predominantly mild to
moderate burden observed, despite the significant
disease impact, may be attributable to these familial
support systems, which facilitate shared caregiving roles

during times of need. However, most supporting

evidence comes from psychiatric literature rather than
oncology.

Study limitations include the inability to quantitatively
assess economic burden using the employed
instruments. Additionally, the inpatient subgroup was
heterogeneous regarding symptom severity and illness
duration, restricting accurate burden evaluation in
critically ill patients. Finally, the single-center design and
modest sample size may limit the generalizability of our

results.

CONCLUSIONS

A mild-to-moderate level of caregiving burden was
reported by the majority of participants. The comparison
of WHOQOL-BREF scores between these two groups
revealed no significant differences across most domains.
The traditional Indian family structure likely provides
emotional and social support, contributing positively to
caregivers’ psychological and interpersonal well-being.
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