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Factors Affecting the Burden on Family Caregivers of ESRD Patients
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Abstract:

Patients of chronic kidney disease on hemodialysis face varieties of challenges and comorbid conditions
need regular assistance from family caregiver. Caregivers of end stage renal disease (ESRD) have to
bear loads of patient’s daily activities, cares, medication, carrying to hospital, managing their
psycho-social and financial demands which impose additional stress and burden among them. The study
was conducted to evaluate the effect of care giving of patients with ESRD and to analyze the factors
associated with it. This cross sectional, observational and descriptive type of study was conducted in the
Department of Nephrology and Psychiatry of Holy Family Red Crescent Medical College during the
period of July 2018 to June 2019. Fifty family caregivers of age more than 18 years providing care or
assistance to a relative with ESRD on dialysis were included. The burden of the care giver was assessed
by a verified and culturally adopted Bangla-version of 22 factor Zarit Burden Interview (ZBI-B) scale.
Difference of burden was not statistically significant considering its sex, marital status, place of
residence, education level, religion, relation with patient, living in same house with patient or duration
of the care giving of the patients (p>0.05). In 50% cases care givers had little or no burden, 26% mild
to moderate, 22% moderate and 2% severe burden. So, in Bangladesh caregiving to ESRD patients
imposes no or little burden on majority of family caregivers.
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Introduction:

Worldwide number of patients with chronic patients  taking hemodialysis are increasing
kidney diseases (CKD) are increasing over last dramatically in Bangladesh4'5. CKD and ESRD are
decades, in 2015 globally 1.2 million patients died more common among elderly population aged above
from CKD which is a 32% higher than the death 65 years’. Diabetes mellitus, hypertension,
of 2005'. Globally 5.3 to 10.5 million patients of cardiovascular diseases, metabolic bone diseases and
CKD need some forms of renal replacement stroke are the established comorbid medical
therapy and many of other ESRD patients die due conditions of CKD those need additional care’.

to resource constrains>~. The number of CKD and
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Such a chronic disease that needs regular
hemodialysis and additional care like carrying to the
hospital, care for comorbid conditions, managing
psycho-social and financial issues may impose
additional burden over family caregiver. The burden
of caregiving responsibilities has been shown to
influence the quality of the relationship between
caregivers and care receivers, caregiver health, and
the decision to institutionalize the care receiver”.
Family caregivers are essential partners in the
delivery of complex health care services. Unlike
professional caregivers such as physicians and
nurses, informal caregivers, typically family
members or friends, provide care to individuals with
a variety of conditions such as advanced age,
dementia and cancer. Caregiver burden has been
defined as a multidimensional response to the
negative appraisal and perceived stress resulting
from taking care of an ill individual. Caregiver
burden threatens the physical, psychological,
emotional and functional health of caregivers'®!!.
Burden is not a unidimensional measure rather a
multidimensional construct'. In Bangladesh like
other Asian countries patients of chronic disabling
diseases care is given by family members carrying
physical, financial, social and emotional loads. The
Zarit Burden Interview (ZBI), is the most commonly
used scale to measure the caregiver burden among
caregivers of chronic disease. It provides a
comprehensive assessment of both objective and
subjective burden, is one of the most commonly used
burden measures' . This cross sectional study was
conducted to see the level of burden among
caregivers of patients with ESRD on dialysis using
Bangla version of Zarit Burden Interview (ZBI—B)14.
Every month approximately 450 to 500 patients of
ESRD visit the department for hemodialysis in Holy
Family Red Crescent Medical College Hospital.
Most patients are accompanied with one or more
caregiver, so it was an ideal place to interact with
caregivers directly and easily.
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Methodology:

It was a cross sectional, observational and
descriptive type of study conducted in the
Department of Nephrology and Psychiatry of Holy
Family Red Crescent Medical College to evaluate
the effect of care giving of patients with ESRD and
to analyze the factors associated with it. Fifty family
caregivers of age >18 years providing care or
assistance to a relative with ESRD on dialysis were
selected. Providing care was defined as attending to
the needs of the patients with ESRD, accompanying
him/her to the doctor’s appointments and
transportation to the dialysis center, helping with
administration of medication, helping with
housework, mobility, dressing, preparing an
appropriate renal diet and activities of daily living.
Domestic maids employed to help care for patients
with ESRD were excluded from the study. Before
inclusion in the study the detail aims, objectives,
methodology was explained to both the respective
patient and the caregiver then verbal and written
informed consent was taken. The interview was
taken with a completely unbiased environment
(away from the patient and other family members) to
express their feelings and experience with full
confidentiality. The burden of the care giver was
assessed by a verified and culturally adopted
Bangla-version of 22 factor Zarit Burden Interview
(ZBI-B) scale. The care givers were asked to
self-administer the ZBI-B questionnaire. Data
analysis was performed by statistical package for
social science (SPSS), version-17.

Results:

Mean age of the patients was 54.86 + 13.02 (24-74)
years. Among them 64% were male and 36% female.
Eight percent was illiterate, twenty percent had
primary education, thirty eight percent secondary,
twenty percent graduate and fourteen percent were
post graduate. Mean age of the caregivers was 35.54
+ 11.23 (15-61) years. Among them 46% were male
and 54% female.
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Eighty six percent were from urban area and fourteen
percent from rural area. Relationship of the
caregivers to the patients were as follows mother
16.0%, father 14.0%, wife 24.0%, husband 16.0%,
daughter 8.0%, son 12.0% and others 10.0%.

Table I: Differences in burden of caregiving
according to ZBI-B score and demographic
characteristics (n=50)

Variables | Mean + SD Test value | pvalue
Sex

Male 26.13£16.01 0.054' 0.957
Female 26.41419.84

Place of residence

Urban 27.00+18.99 0.697" 0.489
Rural 21.86£9.69

Marital status

Married 29.06+19.02 1.927 0.062
Unmarried 19.80+13.83

Education level

Primary 29.25+20.19

Secondary 400£1256 | 0790 | 0506
Graduate 243742087

Post graduate 34.75£21.35

Religion

[slam 27.11£18.32

Hindy 3879 | L6 | 032
Christian 33.00+4.01

Relation with patients

Parents 264741727

Spouse 282051857 | 0319 | 081l
Son/daughter 21.40+17.94

Others 27.80£21.95

Living in same house with patient

Yes 251241722 1137 0.261
No 334342236

Duration of the care giving of the patients

6months-1year 25.14£15.26

3years 03322484 | 0278 | 0758
>3years 25.92419.29
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alndependent t-test values. bF-values from one-way
ANOVA.

Eight percent of caregivers had primary education,
38% had secondary, 38% graduation and 16% were
post graduate. Regarding occupation of the
caregivers 30.0% unemployed, 12.0% business man,
10.0% student, 38.0% housewife, 2.0% laborer,
4.0% retired, 2.0% service holder and 2.0% others.
Family type of the patients was joint 28.0% and
single 72.0%. Seventy percent were married and
thirty percent unmarried. Eighty six percent of care
givers were living in same house with patient, 26%
also provide care giving for other patient and 88%
had no experience of care giving for same type of
patient. Duration of care giving of the patient was 6
months-lyear in 56.0%, 1-3 years 18.0% and
>3years 26.0%. Among them 78.0% were main care
giver; in 12.0% they provide service for <2 hours,
42.0% 2-6 hours and 46.0% >6 hours . Difference of
burden was not statistically significant considering
its sex, marital status, place of residence, education
level, religion, relation with patients, living in same
house with patient or duration of the care giving of
the patients, 50% cases caver givers had little or no
burden, 26% mild to moderate, 22% moderate and
2% severe burden (Table-I, Fig-1).

Figure 1: Distribution of severity of burden
according to ZBI-B score (n=50)
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burden
50%
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moderate
burden
26%

Severe burden
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Discussion:

Globally the incidence and prevalence of CKD and
ESRD are increasing which also creating extra
burden of hemodialysis'>. The prevalence of CKD
rises dramatically with age16. The elderly represent
the fastest growing group with ESRD, the numbers
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of incident ESRD patients over the age of 75 more
than doubled number aged 20-64 years '’. In the
current study mean age of the patients taking dialysis
was 54.86 (£ 13.02) years with a range 24-74 years.
Patients of CKD on dialysis suffer with many
mental, physical and psychological comorbidities.
These Comorbidities and factors impose additional
psycho-socio-cultural problems for their family and
caregiverslg. Caregivers who are advanced in age,
women and co-residents experience greater burden
than young, male caregivers and those who live apart
from the care-recipient'*2°.

In Asian countries like Bangladesh care for any
chronic disease most of the care duty done by adult
family members including husband, wife, partner,
significant other, son, daughter but take on the
identity of “caregiver”zl. Older caregivers usually
have a better physical, emotional, and cognitive
health status and reduced mortality compared to
non-caregivers, since the positive aspects of
caregiving may create a sense of meaning, emotional
closeness, and a purpose for their life?>. Majority of
the caregivers in this study were of older age.
Caregivers assist patients of hemodialysis helping
their day to day works, household tasks, and personal
care, such as bathing, cleaning and dressing, while
they undertake responsibility for financial and
technical health procedures in dialysis®®. In our
social structure family obligation and gender
norming creates a system of assumptions, beliefs and
values that female family members are expected to
take the role of care giver®!. Spouses of patients on
dialysis feel isolated due to the loss of social activity,
their increased workload, and their negative
economic situation. These couples have high rates of
depression, sexual problems, and difficulty in
communication’®. Here 40% of caregivers were
spouse. Although caregiving is stressful for both
genders, it has been found that women are
particularly more vulnerable to this process®>. But in
this study no statistical difference of burden was
found between two groups. Caregivers of both
genders, who live with patients, have higher ratings
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of subjective burden, more depressive symptoms,
and poorer self-rated health than caregivers who do
not live with their patient526. In this study nearly all
caregivers live with the patients in same residence. In
previous studies it was found that they have to spend
at least 3 days a week to accompany their patients on
haemodialysi527. Here among most were main care
giver, they provide service for <2 hours in 12%, 2-6
hours in 42.0% cases and >6 hours in 46.0%.
Caregivers’ burden was influenced by the relation
between the caregiver and the patient, the length of
the treatment, and the changes in life*®. In current
study majority of caregivers delivering their service
for six months to one years and only 26.0% were
engaged for more than 3 years. Caregivers face
difficulties with personal and professional life, and
work, since they decrease or rearrange their working
hours, take days off without pay, stop their job, or
retire early in order to provide care to their patient 28,
In the current study 30.0% of the caregivers were
unemployed which is consistent with a previous
study where same proportion were jobless as they
had to contribute about 50 hours a week for
caregiving”®.

Patients from rural areas impose extra negative
effects on caregivers for transportation rural to urban
dialysis setup occasionally requires change of
residence”. Here majority (86.0%) respondents
were from urban areas. In the current series half of
caregivers feel that caregiving creates no or little
burden on them. Only 24% caregivers had moderate
to severe burden.

Conclusion:

Caregivers of patient with CKD do not carry
significant burden which may be due to
socio-cultural ~ background  of  Bangladeshi
population.
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