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Abstract

Background: Chronic kidney disease is a progressive condition requiring long-term
hemodialysis therapy and affects not only patients but also family caregivers involved
in daily care. Continuous caregiving demands may lead to physical, emotional, social,
financial, and care-related burdens, requiring adaptive coping strategies to sustain
caregiving roles.

Objective: This study aimed to identify caregiver burden and coping strategies among
family caregivers of patients with chronic kidney disease undergoing hemodialysis.
Methods: This descriptive quantitative study was conducted at Regional Hospital in
Tarakan from December 2025 to February 2026. A total of 133 family caregivers of
patients with chronic kidney disease undergoing hemodialysis were recruited using a
total sampling technique based on predetermined inclusion and exclusion criteria. The
Zarit Burden Interview was used to assess caregiver burden, while the Brief COPE was
used to measure coping strategies. Data were analyzed using univariate analysis with
Jamovi and presented as frequency distributions, percentages, medians, minimum
values, and maximum values.

Results: Most respondents were adults, female, housewives, had a monthly family
income of IDR 1,000,000-3,000,000, and were the patients’ children. The majority of
caregivers experienced mild burden, accounting for 84 respondents (63.2%). The most
dominant coping strategy was emotion-focused coping, with a median score of 24, a
minimum score of 13, and a maximum score of 34. The most frequently used coping
subscales were positive reframing, acceptance, and religion, each with a median score
of 8.

Conclusion: Most family caregivers of patients with chronic kidney disease undergoing
hemodialysis experienced mild caregiver burden and tended to use emotion-focused
coping as their primary strategy. Regular caregiver burden screening, education on
adaptive coping strategies, and psychosocial support should be strengthened within
hemodialysis care services.

Background

Chronic kidney disease (CKD) is a condition
characterized by a gradual, progressive, and
irreversible decline in kidney function. This
disorder disrupts metabolic processes and the
regulation of fluid and electrolyte balance in the
body. CKD generally persists for more than three
months as a consequence of various kidney
diseases and tends to worsen over time, with
kidney function rarely returning to normal
(Makmur et al, 2022). This disease is more
commonly experienced by older adults, women,
certain racial groups, and individuals with
diabetes mellitus and hypertension. Various
prevention and management efforts continue to
be implemented because CKD has serious
consequences for many individuals (Surani et
al.,, 2021).

CKD has become a major global health problem,
with its prevalence increasing rapidly (Aneja &

Fatrida, 2026). According to the World Health
Organization (2020), the global prevalence of
CKD is approximately 10% of the population. Of
this number, an estimated 1.5 million people
undergo hemodialysis, and this figure increases
by approximately 8% annually. In Indonesia, the
number of chronic kidney failure cases
continues to increase each year. The 2023
Indonesian Health Survey reported that the
prevalence of chronic kidney failure reached
638,178 individuals, equivalent to
approximately 0.18% of the total population.
Meanwhile, in North Kalimantan, the prevalence
of CKD was reported at 0.14% (Ministry of
Health, 2023). Based on data from the
Hemodialysis Unit of Regional Hospital in
Tarakan, 200 patients with CKD underwent
hemodialysis in North Kalimantan from
February to September 2025.

Renal replacement therapy is required for
patients with CKD to sustain life. The three main
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types of renal replacement therapy are
hemodialysis, continuous ambulatory
peritoneal dialysis, and kidney transplantation.
Hemodialysis is the most commonly used
method among patients with CKD. In the
community, this procedure is commonly
referred to as “blood washing” or dialysis
(Nusantara et al., 2021). Hemodialysis is a renal
replacement therapy method that removes
excess fluid and metabolic waste products from
the body when kidney function has declined or
progressively deteriorated, making the kidneys
unable to function optimally (Nusantara et al,,
2021). Patients with CKD generally undergo
hemodialysis two to three times per week, with
each session lasting approximately 4-5 hours,
equivalent to 10-15 hours per week. In
Indonesia, hemodialysis is generally performed
twice weekly for 4-5 hours per session,
depending on individual needs and the
prescribed dialysis dose (PERNEFRI, 2011).

Hemodialysis is often associated with various
side effects; however, patients are still required
to adhere to this therapy to maintain survival.
When an individual is diagnosed with a chronic
disease such as CKD, life changes occur not only
in the patient but also in those who are
emotionally and physically involved in the
caregiving process (Chu et al, 2023). As
hemodialysis continues, patients require
substantial assistance and family support
because their dependence on family members
tends to increase over time (Abebe et al,, 2022).
Family caregivers of patients undergoing
hemodialysis play an important role in assisting
patients with daily activities, as these patients
often experience physical limitations that may
affect their ability to perform activities of daily
living (Abebe et al., 2022; Sari et al.,, 2026). Such
support includes enhancing family and social
involvement, encouraging psychological
support, and facilitating adaptation to changing
roles (Abebe et al., 2022; Al Harbi et al., 2025).
Providing care for patients with chronic illness
can cause stress among family members;
therefore, understanding caregiver burden is
essential. Caregiver burden includes financial,
social, psychological, and physical strain
(Menati et al, 2020). This condition may
ultimately affect caregivers’ well-being and
quality of life and may also influence patients’
health outcomes (Sihaloho et al.,, 2024).

The caregiver role is not a simple responsibility
because it can affect an individual’s emotional,

social, physical, and financial condition
(Hasanah et al., 2024). Therefore, appropriate
coping strategies are needed to enable
caregivers to sustain their role and manage
caregiving demands. Coping behaviors
demonstrated by caregivers reflect resilience in
dealing with problems. The use of adaptive
coping has positive effects because it helps
caregivers manage caregiving burden, prevent
burnout, and reduce the risk of health problems
(Prabasari et al.,, 2025). Conversely, maladaptive
coping may have negative consequences, as
poorer coping strategies are associated with a
lower ability of family members to deal with
problems (Renylda et al.,, 2022).

Previous studies have focused on the
relationship between burden level and
psychological well-being among caregivers of
hemodialysis patients (Prima et al., 2023), the
association between caregiving duration,
educational level, and caregiver burden (Surani
et al, 2021), and coping strategies among
patients with chronic kidney failure in hospital
settings (Hermana et al., 2020). Therefore, this
study aimed to describe the burden and coping
strategies of family caregivers of patients with
CKD undergoing hemodialysis. This research
focus has not previously been examined at the
Regional General Hospital in Tarakan, which is
currently the only hospital providing
hemodialysis services in the area.

Methods
Study Design

This study employed a quantitative descriptive
design. The study was conducted at Regional
Hospital in Tarakan from December 2025 to
February 2026.

Sampling

The study population consisted of all family
caregivers who provided care for patients with
chronic kidney disease undergoing
hemodialysis at Regional Hospital in Tarakan
with a total population of 200 caregivers. The
study sample included family caregivers who
met the inclusion criteria and were selected
using a total sampling technique; therefore, all
eligible members of the population were
recruited as study respondents.
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The inclusion criteria were primary family
caregivers who had the greatest responsibility
for the patient’s daily care, caregivers of patients
who had undergone hemodialysis for at least
three months, caregivers aged =18 years,
caregivers who were able to read and write in
Indonesian, and caregivers who were willing to
participate by signing the informed consent
form.

The exclusion criteria included caregivers of
patients who had no family members directly
involved in their care, caregivers with severe
physical or psychological disorders that could
affect their ability to complete the
questionnaire, caregivers who were absent or
unreachable during the data collection period,
and caregivers of patients who transferred their
hemodialysis treatment to another hospital
outside Tarakan City.

A total of 67 patients were excluded from the
study. These included 24 family members of
patients who had undergone hemodialysis for
less than three months, seven accompanying
family members aged <18 years, six
respondents who declined to participate, one
patient who died, seven patients who were
never accompanied by family members during
hemodialysis and did not provide consent for a
home visit to collect data from family caregivers,
one patient who had no family members, and 21
patients who refused to provide family contact
numbers for interviews or questionnaire
completion. Consequently, the final number of
respondents included in the analysis was 133.

Instruments

The study instruments consisted of two
questionnaires: the Zarit Burden Interview
(ZBI) and the Indonesian version of the Brief
COPE. The 22-item ZBI was used to measure
caregiver burden. This instrument consists of 22
items rated on a five-point Likert scale ranging
from 0, “never,” to 4, “nearly always,” with a total
score ranging from 0 to 88. The total ZBI score
was interpreted based on the original ZBI
classification: mild burden, 0-20; moderate
burden, 21-40; severe burden, 41-60; and very
severe burden, 61-88.

The Indonesian version of the ZBI has been
tested for validity and reliability by Larantukan
and Yudiarso using Rasch model analysis with
the Winsteps program. The results showed that
all items had infit and outfit Mean Square values
between 0.5 and 1.5, and the raw variance
explained by measures was 50.8%, indicating
that the instrument was valid for measuring
burden among family caregivers. Reliability
testing showed a person reliability value of 0.91,
item reliability of 0.99, and Cronbach’s
Alpha/KR-20 of 0.93, indicating very high
reliability.

The second instrument was the Brief COPE,
which was used to measure caregivers’ coping
strategies. This questionnaire consists of 28
items divided into 14 subscales and grouped
into three main categories: problem-focused
coping, including active coping, planning,
positive reframing, and instrumental support;
emotion-focused coping, including emotional
support, venting, humor, acceptance, religion,
and self-blame; and avoidant or dysfunctional
coping, including self-distraction, denial,
substance use, and behavioral disengagement.

Each item was rated using a four-point Likert
scale: 1, “never”; 2, “sometimes”; 3, “often”; and
4, “always.” Each subscale score ranges from 2 to
8, with higher scores indicating more frequent
use of the coping strategy. The Brief COPE
instrument used in this study has been validated
by Sicilia et al. (2024), with corrected item-total
correlation values >0.3 for all items. Reliability
testing showed a Cronbach’s Alpha value of 0.83
for the overall scale, and each subscale had an
alpha value >0.5; therefore, the Brief COPE was
considered valid and reliable for measuring
coping strategies among family caregivers of
patients with chronic illness.

Data Collection

The researchers approached respondents
directly and explained the study objectives and
benefits. After the explanation was provided, the
researchers gave the informed consent form to
prospective respondents to read and sign as
confirmation of their agreement to participate
in the study.
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The researchers then distributed the
questionnaires to respondents. Respondents
who were able to read and write completed the
questionnaires independently, whereas
respondents who experienced difficulty were
assisted by the researchers, who read the
questions aloud and recorded the respondents’
answers on the questionnaire form.

Completed questionnaires were returned to the
researchers and rechecked to ensure data
completeness and consistency. All collected
questionnaires were then processed and
analyzed according to the research data
management procedures.

Data Analysis

Data were analyzed using univariate analysis
with Jamovi to describe the distribution of the
study variables. Before descriptive analysis was
conducted, the normality of coping strategy data
was assessed using the Shapiro-Wilk test. The
normality test showed that the data for the three
coping strategy categories were not normally
distributed: problem-focused coping, p = 0.003;
emotion-focused coping, p = 0.038; and
avoidant coping, p < 0.001. Since all p-values
were <0.05, descriptive results for coping
strategies were presented as median, minimum,
and maximum values.

Ethical Considerations

This study received ethical approval from the
Health Research Ethics Committee of Regional
Hospital in Tarakan under approval number
95/KEPK-RSUD dr.H.JUSUF SK/XI/2025. All
respondents who participated in this study
received an explanation regarding the study
objectives and procedures and signed the
informed consent form before completing the
questionnaire.

Results

The characteristics of respondents, caregiver
burden, and coping strategies among family
caregivers of patients with chronic kidney
disease undergoing hemodialysis are presented
in Table 1. Respondent characteristics include
age, occupation, and relationship with the
patient, which provide an overview of the
sociodemographic profile of family caregivers

involved in patient care. Caregiver burden was
categorized based on the Zarit Burden
Interview score, while coping strategies were
described using the median, minimum, and
maximum scores because the data were not
normally distributed. This table provides a
descriptive summary of the caregiver profile,
level of burden, and coping patterns used by
family caregivers in supporting patients
undergoing hemodialysis.

Table 1 showed Most family caregivers were
adults aged 18-59 years, accounting for 120
respondents (90.2%), while 13 respondents
(9.8%) were older adults aged 60 years or
above. Based on occupation, the largest
proportion of caregivers were housewives,
comprising 54 respondents (40.6%), followed
by self-employed respondents, with 27
respondents  (20.3%), and unemployed
respondents, with 24 respondents (18.0%).
Regarding the relationship with the patient,
most caregivers were the patient’s children,
accounting for 62 respondents (46.6%),
followed by spouses, with 52 respondents
(39.1%). The caregiver burden category
showed that 43 respondents (32.3%)
experienced moderate burden, while one
respondent (0.8%) experienced very severe
burden. The median score for problem-focused
coping was 24, with scores ranging from 8 to 32.
Meanwhile, the median score for avoidant
coping was 12, with scores ranging from 8 to 22.

Table 2 showed family caregivers most
frequently used positive reframing, acceptance,
and religious coping, each with a median score
of 8. Active coping and planning were also
commonly used, with median scores of 6. In
contrast, behavioral disengagement, substance
use, denial, and humor had the lowest median
scores, indicating that avoidant or maladaptive
coping strategies were less frequently used.
Overall, caregivers tended to rely more on

adaptive and meaning-oriented coping
strategies.
Discussion

The findings showed that most family caregivers
were adults, indicating that the majority were in
the productive age group and were physically
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and cognitively capable of performing
caregiving roles optimally. This finding is
consistent with Oktaiyadi et al. (2023), who
reported that most caregivers were in
productive adulthood, a stage associated with
better emotional maturity and family
responsibility. Most respondents were female,
indicating that caregiving roles within the family
remain predominantly carried out by women.

This finding is in line with Fadhila et al. (2025),
who stated that family caregivers are mostly
women because, socially and culturally, women
are more often associated with caregiving and
caring for sick family members. Most
respondents were housewives, suggesting that
caregivers who were not formally employed had
more flexible time to accompany patients
during routine hemodialysis therapy.

Table 1. Characteristics of Respondents, Caregiver Burden, and Coping Strategies

Variable Frequency Percentage
Age
Adult (>18-59 years) 120 90.2%
Elderly (260 years) 13 9.8%
Occupation
Civil servant 5 3.8%
Self-employed 27 20.3%
Honorary employee 5 3.8%
Housewife 54 40.6%
Unemployed 24 18.0%
Others 18 13.5%
Relationship with the patient
Spouse 52 39.1%
Child 62 46.6%
Parent 8 6.0%
Sibling 7 5.3%
Grandchild 3 2.3%
Daughter-/son-in-law 1 0.8%
Burden category
Moderate 43 32.3%
Very severe 1 0.8%

Median Min-Max

Problem-focused coping 24 8-32
Avoidant coping 12 8-22

Table 2. Distribution of Coping Strategy
Subscales among Family Caregivers

Coping Strategy
Subscale

Positive reframing
Acceptance
Religion

Active coping
Planning
Self-distraction
Instrumental support
Emotional support
Venting
Self-blame
Behavioral
disengagement
Substance use
Denial

Humor

Median Min Max

N
(o]

NWWH S UTOO OO
NNDNDNDNNDNDNDNDDN
Oy 0O OO OO CO 00 0 O O ©o

NN DN
NN DN
o 00

This finding is consistent with Bunyamin et al.
(2023), who found that most caregivers were
housewives. In addition, most respondents had
a family income of IDR 1,000,000-3,000,000 per
month, indicating that the majority of caregivers
came from lower-middle economic
backgrounds. This economic condition may
influence caregivers’ experiences because
hemodialysis patients require long-term care
and regular transportation costs to health
facilities, as reported by Yusuf et al. (2025). The
most common relationship with the patient was
being the patient’s child, indicating that children
played a dominant role as the main family
caregivers. This finding is consistent with
Santoso and Na'imah (2023), who stated that
children often become the primary caregivers
for patients with chronic diseases because of
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moral and social responsibility in caring for
their parents. Furthermore, most patients had
undergone hemodialysis for 3-5 months,
indicating that most caregivers were in the early
phase of caregiving, which is a period of
adaptation to role changes, the patient’s
condition, and routine therapy schedules, as
explained by Kadaryati and Suwarni (2025).

Most family caregivers of patients with CKD
undergoing hemodialysis experienced a mild
level of burden. This finding indicates that
although caregivers had major responsibilities
in caring for patients, most were still able to
manage the pressure they experienced
(Nirmalasari & Sari, 2025). This result is
consistent with Faridah et al. (2020), who found
that caregivers of hemodialysis patients were in
the no-burden or mild-burden category. That
study explained that although hemodialysis is a
complex therapy requiring family support,
caregivers are still able to adjust to the patient’s
condition. The ability to adapt and support from
other family members may prevent the
perceived burden from becoming severe.

This finding is also supported by Mira et al.
(2025), who showed that most caregivers of
patients with chronic diseases experienced mild
to moderate burden. The study explained that
caregivers face both physical and emotional
pressure, but many are still able to manage the
situation well. Family support and acceptance of
the patient’s condition are important factors
that help caregivers perform their role.
Although caring for hemodialysis patients

requires considerable time, energy, and
attention, not all caregivers experience severe
burden. Factors such as family support,

adaptability, and acceptance of the disease
condition play an important role in keeping
caregiver burden at a mild level.

Although most family caregivers reported mild
burden, some caregivers still experienced
moderate and severe burden. This may occur
because several factors can increase caregiving
pressure among families caring for older adults
or patients with chronic diseases. Tahuha et al.
(2025) found that employment status, income,
family relationship, and duration of caregiving
were associated with caregiver burden.

Caregivers with unstable employment or low
income tend to face greater financial pressure,
which can increase perceived caregiving burden
(Yun & Ji, 2025). In addition, less close family
relationships or limited support from other
family members may increase the sense of
responsibility placed on one caregiver, making
them feel more burdened. The duration of
caregiving also plays an important role because
the longer the caregiving period, the greater the
accumulation of physical and emotional
demands, which may increase the risk of
caregiver burden.

Increased caregiving burden affects not only
caregivers but also the quality of care provided
to patients (Matulessy, 2025; Wabula, 2025). A
high level of burden may reduce caregiving
quality because the physical, emotional, and
psychological pressure experienced by
caregivers can lead to stress, fatigue, and
burnout. This condition may reduce caregivers’
attention, patience, and ability to care for
patients, especially when patients become
increasingly dependent in daily activities. If this
condition continues for a long period without
adequate support, caregivers may experience
fatigue and mental health problems, making
them less responsive in providing care and
ultimately affecting the patient’s recovery
process and quality of life (Darussalam & Putri,
2025).

Routine and long-term hemodialysis care may
increase the burden experienced by family
caregivers. The pressure felt by caregivers not
only affects their physical and emotional
condition but may also reduce the quality of care
provided to patients (Prima et al, 2023).
Therefore, although most caregivers were in the
mild-burden category, this condition still
requires attention from healthcare
professionals. Caregivers play an important role
in supporting hemodialysis therapy; therefore,
their well-being needs to be monitored
regularly. Providing education, emotional
support, and routine assessment of caregiver
burden may help prevent the burden from
becoming more severe. By maintaining
caregivers’ well-being, the quality of patient
care can be preserved, and hemodialysis
therapy can be carried out optimally.
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The coping strategy most frequently used by
family caregivers of patients with CKD
undergoing hemodialysis was emotion-focused
coping. This finding indicates that caregivers did
not only deal with problems directly but also
attempted to regulate their emotions while
providing care. Caring for patients with CKD
undergoing hemodialysis is a long-term process
and is often accompanied by changes in the
patient’s health condition, which may cause
emotional pressure such as anxiety, fatigue, and
uncertainty about the patient’s future. Emotion-
focused coping refers to coping strategies
focused on regulating negative emotions caused
by stressors, particularly when the situation is
difficult to change. Carver (1997) explained that
this strategy aims to reduce emotional distress
rather than directly change the situation. This
finding is consistent with Khairunnisa et al.
(2026), who reported that 25 respondents used
emotion-focused coping to relieve sadness, fear,
and stress while caring for patients. The high
use of this strategy can be understood as a form
of caregivers’ psychological adaptation in facing
long-term chronic illness.

This study also showed that the high use of
emotion-focused coping among caregivers was
reflected in the dominant subdimensions,
namely religion and acceptance. The religion
subdimension indicates that caregivers used
spiritual approaches as a source of strength and
inner peace in facing caregiving pressure. This
strategy often appears when caregivers face
uncertainty and emotional burden while
routinely accompanying patients undergoing
hemodialysis. Carver (1997) explained that
religion is an individual effort to face and relieve
problems by using faith as a source of emotional
support because religion plays an important
role in providing peace and hope. This finding is
consistent with Khairunnisa et al. (2026), who
found that the religion subdimension had the
highest mean score among informal caregivers.
That study showed that this strategy was used
as a form of meaning-making in difficult
situations. Maryam et al. (2022) also explained
that religion-based coping is used by caregivers
to manage emotional burden, financial pressure,
and challenges in decision-making during the
caregiving process. Prayer and religious

activities help caregivers accept reality and
reduce feelings of hopelessness. In addition to
religion, acceptance, as a form of accepting
conditions that cannot be changed, also plays an
important role in helping caregivers achieve
emotional stability. = Acceptance enables
caregivers to recognize that patients must
undergo hemodialysis continuously, allowing
them to perform caregiving roles more calmly
and realistically (Mangilep et al., 2024).

In addition to emotion-focused coping,
problem-focused coping was also relatively
high, reflecting caregivers’ active efforts to
manage caregiving demands through actions
such as seeking information, planning care, and
using social support. In the context of patients
with CKD undergoing hemodialysis, caregivers
play an important role in accompanying
patients and ensuring therapy adherence.
Lazarus and Folkman (1984) explained that
problem-focused coping is used when
individuals believe that a stressor can still be
controlled through direct effort. This finding is
consistent with Sitanggang and Lani (2025),
who showed that most respondents used
problem-focused coping to reduce pressure by
seeking solutions. Furthermore, the positive
reframing subscale reflects caregivers’ ability to
view the situation more positively. This finding
is consistent with Long et al. (2021), who stated
that positive reframing is often used by
caregivers of patients with chronic diseases
because it can reduce emotional distress and
improve adaptive capacity.

Overall, the findings showed that family
caregivers of patients with CKD undergoing
hemodialysis more frequently used emotion-
focused coping, as reflected in the use of religion
and acceptance to help maintain calmness and
accept the long-term nature of the disease.
Problem-focused coping was also used to deal
directly with caregiving demands, such as
seeking information and developing care plans.
Positive reframing helped caregivers view
difficult situations from a more positive
perspective, thereby reducing perceived
pressure. These findings indicate that caregivers
not only attempted to manage emotions but also
took active steps to maintain their caregiving
role over the long term.
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Conclusion and Recommendation

Based on the study findings, most family
caregivers of patients with CKD undergoing
hemodialysis experienced a mild level of
burden. This indicates that although caregivers
had major responsibilities in providing routine
care, they were still able to manage pressure and
adapt to caregiving demands. This mild level of
burden may be related to several factors, such as
family support, acceptance of the patient’s
condition, and caregivers’ ability to adapt to
long-term care.

This study also showed that the most frequently
used coping strategy was emotion-focused
coping, followed by problem-focused coping,
with the dominant subdimensions being
religion, acceptance, and positive reframing.
These strategies helped caregivers regulate
emotions, accept the patient’s condition, and
interpret caregiving as a form of responsibility,
enabling them to perform their caregiving role
effectively over the long term.

Nurses are expected to provide more targeted
interventions for family caregivers. These
efforts may include regular screening of
caregiver burden, education on adaptive coping
strategies, and psychosocial support for
caregivers. Strengthening family counseling
services in hemodialysis units is also necessary
to help caregivers manage emotional pressure
and improve long-term adaptation.
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