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ABSTRACT

Aim: This study aims to evaluate the factors affecting the care burden and burnout levels of caregivers

with dementia patients receiving home care services.

Methods: This descriptive study was conducted in Samsun Training and Research Hospital Home Care
Services which paid a visit at home between March 20 and June 20, 2021. The caregivers of the patients
who were followed up by the diagnosis of dementia were included in the study after having agreed to
participate in the study with their written informed consents. The 'Socio-demographic Data Form', 'Zarit

Burden Interview' and 'Maslach Burnout Inventory’ were administered to caregivers during face-to-face

interviews.

Results: A total of 157 caregivers were included in our study, of which 70.1% (n=110) were women.
68.2% (n=107) were in the 40-64 years age group. The mean Zarit Burden Interview score was calculated
as 47.10+16.14 (min=21, max=85). 76.4% of caregivers had moderate to severe escalated care burden.
Once the impact of the increase in caregiver burden score on Maslach Burnout Inventory subgroups was
examined, the relationship was found to be positively significant with emotional exhaustion and

depersonalization, and negatively significant with personal achievement.

Conclusion: As the burden of care increases, the level of burnout of individuals increases. Female
gender, illiteracy, lack of income, duration of care given which is prolonged for more than one year, and
daily care duration exceeding 12 hours were determined as outstanding factors that increase the care

burden and level of burnout.
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Introduction

Aging or in other words, senescence is the
consequence of accumulative incidents that occur in
compliance with a genetic program and lead the
organism to structural and functional changes
incidental to the impact of environmental factors (1).
The World Health Organization defines aging as “the
impairment of the ability to adapt to environmental
factors” (2). Associated with the aging population and
increasing life expectancy, dementia is gradually
becoming prevalent in society thus paving the way for
a substantial increase in terms of healthcare costs,
especially in developed countries where the elderly
population is dense (3). The number of people
adversely affected by dementia worldwide is doubling
every 20 years, making nursing and care for dementia
a global public health concern (3,4).

Dementia is a medical condition that causes
impairment in more than one of the cognitive domains,
affecting daily vital functions (5). Once dementia
cases are evaluated, the cases are comprised of
Alzheimer's disease by 50-80%, vascular dementia by
15-20%, frontotemporal dementia by 10-15%, and
senile dementia of Lewy type by less than 5%. Studies
have indicated that the symptoms seen in dementia
patients differ according to the type and stage of
dementia (6). Neuropsychiatric disorders were found
in 90% of patients diagnosed with dementia.
Significant disruption and changes occur in people's
cognitive  functions, which are, respectively,
emotional, behavioral, cognitive, and perceptual
functions (7). Dementia increases an individual's risk
of dependency, disability, and mortality (8). As a
consequence of dementia, the process progressively
gets difficult, and the person can no longer continue
her/his daily life on her/his own and needs the help of
someone else to fulfill her/his physical, emotional,
economic and social requirements (9).

Giving care for a patient with dementia brings
along and elicits differences on part of the person's
habitual routine. It has been observed in previously
conducted studies that psychological problems and
reduced quality of life occur in caregivers’ lives (6).
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The responsibility of caregivers is increasing with each
passing day depending on the progression of the
patient's dementia. The burden of care arising from
caregiving creates situations such as a decrease in the
self-esteem of caregivers, restlessness, burnout,
depression, sleep  problems, and restricted
confinement in social life (10). Socio-demographic
characteristics of caregivers such as age, gender,
health status, education level and income level
altogether affect coping with the care burden. To help
caregivers to reduce their burden of care, first of all,
their demographic characteristics, common needs, and
shortcomings should be primarily specified (11).

Health service delivery to patients is shifting from
health institutions to home-based health services, and
the number of patients who are delivered home health
services is gradually increasing (12). Home health
services are comprised of the provision of medical
examination, inspection, treatment and rehabilitation
services in the home environment to patients who have
become bedbound or home-bound due to chronic or
malignant diseases, and social and psychological
support services to caregivers by a professional
healthcare team as a whole (13). The scope of home
health care is not limited to services devoted to the
patient for receiving care but also includes training and
support services for caregivers (14).

Our study was aimed to evaluate the factors
affecting the care burden and burnout levels of
caregivers of dementia patients receiving home care
services.

Methods

The target population of the study consists of the
caregivers of the patients who were registered to
Samsun Training and Research Hospital Home Care
Services which paid a visit at home between March 20
and June 20, 2021. This is a descriptive and cross-
sectional study. The inclusion criteria in the study were
that the caregivers had volunteered to participate in the
study, were literate, could understand and answer
questions, and were primarily responsible for the care
of the patients with dementia. Caregivers who were
illiterate and refused to participate in the study were
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excluded. Caregivers who provided written informed
consent during face-to-face interviews were given the
'Socio-demographic data form', 'Zarit Burden
Interview' (ZBI), and 'Maslach Burnout Inventory'
(MBI).

A 'Socio-demographic data form' was created by
the researcher in line with similar studies which
includes variables that may affect the caregiver's care
burden and burnout level.

Caregivers' burden of care was assessed with the
ZBI. The Turkish validity and reliability study of the
scale developed by Zarit, Reever and Bach-Peterson in
1980 was conducted by Inci et al. (15,16). Cronbach's
alpha value was determined as 0.95 (16). It consists of
22 questions that determine the impact of caregiving
on the life of the caregiver. It includes a Likert-type
assessment, and it is a 5-level scale which is denoted
as “0: never”, and “4: almost always”. 0-20 score
interval indicates “no burden or burden of mild”; 21—
40 score interval indicates “burden of moderate”; 41-
60 score interval indicates “burden of severe” and 61-
88 score interval indicates “burden of extreme” (14).

The burnout condition of caregivers was
evaluated with the MBI. Developed by Maslach and
Jackson (17) in 1981, this scale is a Likert-type scale
consisting of 22 questions and three subgroups. Of
these subgroups, the Emotional Exhaustion subscale
(EE) consists of 9 questions (1, 2, 3, 6, 8, 13, 14, 16,
20), the Depersonalization subscale (DS) consists of 5
questions (5, 10, 11, 15, 22) and the Personal
Accomplishment subscale (PAS) consists of eight
questions (4,7,9,12, 17, 18, 19, 21) (18). EE indicates
the individual stress dimension of burnout and
expresses the decrease in the emotional and physical
resources of the individual. Depersonalization
represents the interpersonal dimension of burnout and
indicates negative, rigid attitudes towards the elderly
and unresponsiveness to caregiving work. A low sense
of personal accomplishment refers to the tendency of
the individual to evaluate oneself in an adverse manner
(19,20). Response options, which corresponded to
seven levels in the original form of the scale, were
arranged in five stages as “0: never”, and “4: always”,
according to the Turkish validity and reliability study

conducted by Cam (21). The internal consistency
coefficients of the burnout subscales were 0.82 for the
EE subscale; 0.64 for the Depersonalization subscale;
0.77 for the Personal Achievement subscale. High
burnout reflects high scores on EE and DS and low
scores on PAS. For scoring, three separate burnout
scores are calculated for each person (18).

Descriptive statistics are presented with mean and
standard deviation values for continuous data; they are
presented with numbers and percentages for
categorical data. The compatibility of continuous data
with a normal distribution was evaluated by
Kolmogorov- Smirnov test. Mann-Whitney U and
Kruskal-Wallis H were used in the statistical analysis.
Post-hoc analysis was conducted for the differences
arising from the Kruskal-Wallis H test and Bonferroni
correction was made in the evaluation. For statistical
significance, p-values in the confidence interval of
95% and below 0.05 were considered significant. The
program International Business Machines Corporation
Statistical Package for the Social Sciences (Chicago,
IL, USA) version 26.0 was used in the statistical
analysis of data.

Ethics committee approval was obtained with the
Ethics Committee Decision No. Goka/2021/4/6 of
Health Sciences University Samsun Education and
Training Hospital Ethics Committee.

Results

A total of 157 caregivers were included in our
study, of which 70.1% (n=110) were women. 68.2%
(n=107) were in the 40-64 age group. 73.9% (n=116)
were married. While 56.1% (n=88) were primary
school graduates, 32.5% (n=51) were high school
university graduates. 58% (n=91) of the caregivers
were not working. 65.6% (n=103) of the caregivers
were patients’ children. 66.9% (n=105) were
providing care for more than one year. 69.4% (n=109)
had an income of their own (Table 1).

When the caregiver burden of caregivers was
evaluated, the mean ZBI score was calculated as
47.10£16.14 (min=21, max=85). 76.4% of caregivers
had moderate to severe escalated care burden. There
was no caregiver specified who stated that there was
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no or mild care burden. 23.5% (n=37) assumed
extreme overload. The ZBI score of women was found
to be 53.27+14.86, which was significantly higher than
that of men caregivers (p<0.001). When evaluated
according to age groups, the care burden of individuals
under the age of 40 was found to be significantly lower
(p=0.011). The care burden was significantly higher in
illiterate people than in people who received education
in different categories (p<0.001). The ZBI score of
paid caregivers was 36.57+11.51 and had the lowest
score compared to other caregivers. The caregiver
burden of caregivers without income was found to be
significantly higher (p<0.001). It was observed that the
care burden of caregivers with chronic diseases
escalated (Table 2).

Table 1. Demographic data of caregivers of patients with
dementia

n %
Age <40 19 121
40-64 107 68.2
65< 31 197
Gender Male 47 299
Female 110 701
Marital Status Single-Widow 41  26.1
Married 116 73.9
Education Nonliterate 18 115
Primary education 88  56.1
High school-University 51 325
Relationship Spouse 12 7.6
Offspring 103 65.6
Other relatives 12 7.6
Paid caregiver 30 191
Care duration Continuous 122 77.7
Periodic 35 223
Income status Present 109 69.4
Absent 48  30.6
Caregiver's Present 73 46.5
chronic disease  Absent 84 535
Length of care <1 year 52 331
>1 year 105 66.9
Patient's duration <1 year 40 255
of dementia >1 year 117 745
Daily care 1-12 hour 60 38.2
duration 13-24 hour 97 618

When the MBI subscale scores of the caregivers
were examined, the mean EE was found to be
17514592, the mean for DS was found to be
7.41+2.76, and the mean for PAS was found to be
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18.73+3.04. EE and DS scores of the burnout
inventory of individuals under the age of 40 were
significantly lower (EE, p=0.009; DS, p=0.010,
respectively). When the marital status of the caregivers
was examined, the burnout status of the married
individuals escalated according to the EE subscale
(p<0.001), and no significant difference was found in
the other subgroups. Burnout condition for illiterate
individuals according to EE and DS was significantly
higher than other groups (p<0.001). The level of
burnout of the individuals who provided continuous
care to the patient increased (EE, p=0.005; DS,
p<0.001; PAS, p=0.010, respectively). The level of
burnout was determined to be high according to the EE
and PAS subgroups of people without income. The EE
and DS scores of those who provided care for more
than 12 hours a day increased significantly (Table 2).

When the caregivers' burden of care levels and
MBI subscale scores were compared, it was found that
the level of burnout increased in correlation as the
caregiver burden increased. It was observed that the
increase in caregiver burden followed a linear
correlation with the burnout level of the caregiver
(Table 3). Once the impact of the increase in caregiver
burden score on MBI subgroups was examined, the
relationship was found to be positively significant with
EE (r=0.839; p<0.001) and DS (r=0.587; p<0.001),
and negatively significant with personal achievement
(r=-0.452; p<0.001). In particular, a strong correlation
was found with the EE subscale.

Discussion

In our study, 76.5% of the caregivers of dementia
patients who received home-based health care had to
cope with moderate to severe increased care burden.
Age, gender, education level, income status, having a
chronic disease, and duration of care were determined
as the factors affecting the caregiver burden.
Furthermore, the age, gender, marital status, education
level, income status, and daily caregiving duration of
the caregiver affect the level of burnout. It was
observed that the level of burnout escalated as the care
burden of individuals increased.
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Table 2. Zarit Burden Interview and Maslach Burnout Inventory scores of caregivers of patients with dementia

ZBI MBI
Variables Emotlor_1al Depersonalization PerS(_)naI
exhaustion accomplishment
Mean + SD p Mean+SD p Mean+SD p Mean + SD p
Age <40 38.47+14.34 0.011 13.26£5.00 0.009 5.68+2.60 0.010 17.53+2.52 0.073
40-64 47.66+16.63 17.93+5.66 7.59+2.83 18.82+3.11
65< 52.16+12.95 18.74+6.34 7.87+2.25 19.1943.03
Gender Male 33.7948.98 <0.001 13.04+2.99 <0.001 5.70+1.72 <0.001 19.85+2.11 0.003
Female 53.27+14.86 19.50+5.82 8.15+2.81 18.26+3.27
Marital Status Single-Widow 41.80+11.14 0.180 14.51+5.59 <0.001 6.93+2.47 0.538 18.98+2.47 0.661
Married 49.43+£17.08 18.62+5.67 7.59+2.85 18.66+3.25
Education Nonliterate 64.50+7.82 <0.001 23.06+4.29 <0.001 8.5+2.79 <0.001 18.83x1.98 0.120
Primary 51.85+13.36 18.65+5.79 7.93+2.93 18.20+3.28
High school-  33.80+£12.06 13.69+4.05 6.14+1.92 19.63+£2.76
University
Relationship Spouse 61.75£9.57 <0.001 22.83%+4.15 <0.001 7.17+2.33 0.403 20.58+1.08 <0.301
Offspring 47.08+14.94 17.66+6.14 7.38+2.89 18.53+2.90
Other relatives 63.42+18.05 21.75+4.41 8.75+4.29 18.17+0.94
Paid caregiver 36.57+11.51 13.23+2.01 7.10+1.30 20.53+2.46
Care duration Continuous 49.05£16.44 0.032 18.29+6.19 0.005 7.86+2.64 <0.001 19.11+2.92 0.010
Periodic 41.83+13.46 14.79+3.84 5.86+2.64 17.46+3.18
Income status Present 41.50+14.16 <0.001 15.41+5.37 <0.001 7.06%x2.25 0.034 19.47+2.76 <0.001
Absent 60.94+11.33 22.13+4.23 8.23+3.57 17.08+3.05
Caregiver's Present 52.10+12.89 <0.001 18.59+5.99 0.065 7.44+2.72 0.855 18.93+2.85 0.243
chronic disease  Absent 43.39+17.48 16.54%5.72 7.39+2.82 18.57+3.22
Length of care <1 year 36.58+18.31 <0.001 14.73+3.65 <0.001 7.27£1.99 0.449 19.02+3.45 0.335
>1 year 52.82+11.60 18.95+6.36 7.49%3.08 18.60+2.84
Patient's duration <1 year 45.88+14.19 0.054 17.37+6.01 0.045 7.30+1.96 0.655 18.50+2.54 0.578
of dementia >1 year 49.71+15.40 18.27+5.73 7.45%2.99 18.82+3.21
Daily care 1-12 hour 36.08+11.81 <0.001 13.87+3.21 <0.001 5.83+1.97 <0.001 19.15+3.06 0.120
duration 13-24 hour 54.46+14.26 19.87+6.08 8.39+2.74 18.48+3.03

ZBI: Zarit Burden Interview; MBI: Maslach Burnout Inventory

Table 3. Correlation between the burden of caregivers with the subgroups of Maslach Burnout Inventory*

MBI

Emotional exhaustion

Depersonalization

Personal accomplishment

Non-burden or burden of mild (n=0)

. Burden of moderate (n=63) 12.29+1.93 6.16+1.65 20.29+2.38
ZBI*™ Burden of severe (n=57) 19.30+5.16 7.05+2.99 18.14£2.70
Burden of extreme (n=37) 24.00£2.81 10.11+2.01 17.03+3.39

*p<0.001, Kruskal- Wallis test; **Non-burden or burden of mild: 0-20 scores, Burden of moderate: 21-40 scores, Burden of severe: 41-60

scores, Burden of extreme: 61-88 scores; ZBI: Zarit Burden Interview; MBI: Maslach Burnout Inventory

In our study, it was determined that 70.1% of the
caregivers were women, and the care burden and the
level of burnout were significantly higher in women.
According to the study conducted by Egilli et al. (6)
focused on the assessment of the care burden for
patients with dementia, 68.8% of the caregivers were
women, whereas according to the study conducted by
Dagdeviren etal. (14) focused on the assessment of the
care burden for patients with dementia within the

boundaries of home, 85% of the caregivers were
women. This situation is considered related to the fact
that the care of the elderly by family members and
especially women is accepted as a natural form of care
in our culture (20). Winblad et al. (22) and Bleijlevens
et al. (23) also reported that most caregivers for
patients with dementia were women as a conclusion of
their studies. According to the study of Erkuran et al.
(10), which is rather similar to our study, it was
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determined that the care burden of women caring for
Alzheimer's patients increased significantly compared
to men. In the study of Zaybak et al. (24) investigating
the burden of care given to bedbound patients, it was
reported that women had to cope with a significantly
escalated care burden compared to men (24).

In our study, the care burden and burnout level of
caregivers who are 65 years old and older increased
compared to other age groups. Especially the care
burden and burnout level of individuals under the age
of 40 were significantly lower. These results were in
parallel with the results of the study that demonstrated
and revealed a linear relationship between care burden
and caregiver age (25,26). Nevertheless, there are
studies available reporting an inverse relationship
between the burden of care and the age of the
caregiver. According to these studies, the heavy care
burden of young caregivers was explained by the high
rate of employment in other jobs and the discrepancy
between leisure time activities and caregiving (3,27).

In our study, the level of burnout of illiterate
caregivers according to the care burden and EE and DS
was significantly higher than the other groups. Erkuran
et al. (10) revealed and determined that the burden of
care increased as the education level decreased
however, no significant difference was observed.
Yildizhan et al. (27) stated that the level of burnout in
caregivers of Alzheimer's patients increased with
respect to low education level (27). This phenomenon
may be due to the low level of awareness of people
who are under-educated about the process of
caregiving, and the difficulty of organization in
appropriate care and treatment application methods. In
our study, no relationship was found between the
marital status of the individuals and the burden of care.
It was observed that the burnout level of married
individuals increased significantly compared to single
or widowed individuals only according to the EE.
Yildizhan et al. (27) determined that the risk of
burnout is high for married women who provide care.

In our study, it was observed that the care burden
of individuals with no income and the level of burnout
according to emotional exhaustion and personal
achievement subscales increased significantly. It was
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stated that low-income caregivers had a higher care
burden than high-income caregivers (28). Caregivers
with higher financial resources are likely to have more
convenient access to supportive and assistive services
(home health aides, adult day care) that may
substantially reduce their burden (29). In our study,
once the affiliation and intimacy of the caregivers with
the patient were examined, it was seen that the
caregiver burden of paid caregivers was significantly
lower (p<0.001). Seidel et al. (30) reported that family
caregivers who care for patients with dementia
perceive a moderate burden of care, while professional
caregivers perceive a low and moderate burden.

With respect to our study, it was found that
providing care to patients for more than one-year
increased the burden of care and emotional burnout.
Selcuk et al. (31) reported that the care burden of
primary caregivers increased as the duration of the
burden of care had prolonged. According to another
study, it was demonstrated and specified that the
caregiving burden of the participants who gave care to
patients for less than one year was lower than that of
the participants who gave care to the patients for more
than one year (6). Within the scope of our study,
caregiver burden and burnout level were lower in
people who provided care between 1-12 hours a day
compared to those who gave care for 13-24 hours a
day. Salama et al. (32) stated that the caregiver burden
increased as the duration of daily care had prolonged
(p<0.001).

Within the scope of the study, it was determined
that 46.5% of the caregivers had a chronic disease.
While the burden of care of these individuals increased
significantly when compared to those without chronic
diseases, no significant difference was detected with
respect to the level of burnout. On the other hand,
Egici et al. (12) and Kalinkara et al. (20) have
determined that the care burden of caregivers suffering
from a chronic disease has increased.

In our study, a significant relationship was
ascertained between caregivers' burden of care and
burnout levels. It was observed that as the care burden
of the individuals increased, the burnout level also
increased interrelatedly. According to the studies
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conducted by Salama et al. (32), Yildizhan et al. (27),
and Egici et al. (12) it has been stated and
demonstrated that as the care burden of the individuals
aggravated, the burnout level also increased
interrelatedly. Hence, the level of emotional
exhaustion, depersonalization, and low personal
achievement of caregivers are adversely affected by
the burden of care.

Conclusion

As the burden of care increases, the level of
burnout of individuals increases. Female gender,
illiteracy, lack of income, duration of care given which
is prolonged for more than one year, and daily care
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