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Abstract

Providing care to someone with a chronic disease requires being physically, emotionally, and mentally energetic.
In particular, the presence of a patient with a disease that requires palliative care changes daily activities and
routines, increases responsibilities of those who take the responsibility for patient’s care and changes the roles in
the family.

The objective of this study was to determine the care burden and social support levels among the caregivers
providing care for patients hospitalized in palliative care clinics.

Materials and Methods. The population of this descriptive and correlational study consisted of caregivers
taking care of patients treated at the Palliative Care Clinic of Training and Research Hospital between May
and October 2018; the sample consisted of 73 caregivers who volunteered to join the study and were open to
communication. Data were collected by questioning patients and their caregivers about their sociodemographic
characteristics, using the Caregiver Burden Scale and the Multidimensional Scale of Perceived Social Support.
Data analysis included percentages, the Kruskal-Wallis test, the Mann-Whitney U test, and the Spearman’s
Correlation Coefficient.

Results. The average caregivers’ age was 45.44 + 13.76 years; 75.3% of caregivers were females, 30.1% of
caregivers were literate or had primary school degrees. Caregiver’'s gender and educational levels were found
not to affect caregiving and social support levels; however, the economic status affected caregiving and social
support levels. There was a reverse correlation between the caregiver burden and their social support levels.
Conclusions. With increased caregiver burden, their social support level decreased. Nurses caring for patients
in palliative care clinics will benefit from educating and supporting caregivers about clinic and home care; it will
result in a positive level of social support for both caregivers and patients receiving care.
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Problem statement and analysis of the
latest research

Palliative care keeps patients as active as possible while they
live and supports families in coping with the disease pro-
cess. In this regard, palliative care includes both patients and
their relatives. Providing care to an individual with a chronic
disease requires being physically, emotionally, and mentally
energetic. In particular, the presence of a patient with a dis-
ease that requires palliative care changes daily activities and

routines, increases responsibilities of those who take care of
the patient, and changes the roles in the family. A patient’s
being at a stage of requiring palliative care could cause family
members to experience negative physical, psychological, and
social effects [1-3]. Therefore, the caregiver could bring more
difficulties and burden for patient’s relatives who experience
depressive symptoms such as fatigue and sleep problems [4].

Since the caregiver burden has significant effects on main-
taining the patient’s well-being, health professionals should
pay special attention to caregivers [5].
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Increased prevalence of chronic diseases in developed
countries is a serious problem for family members. Chronic
diseases and their treatment have negative effects on the phys-
ical and emotional well-being of both patients and family
members, especially caregivers. With increasing acceptance
of palliative care for end-of-life care, the need for physical,
as well as psycho-social care of patients and family members
is growing. Patients and caregivers’ emotional and social
support components were secondary to the physical care and
treatment in palliative care [6].

The process of palliative care is based on teamwork. This
team includes health professionals and patients, as well as
caregivers. In palliative care, it is important to support both
the patients and caregivers and continue to provide the care-
givers with support in the grieving process after the patient’s
death [3]. Nurses should provide the caregivers with appropri-
ate support to ensure that caregivers are aware that maintain-
ing the patient’s care should not threaten caregivers’ physical
and psychological health and there is less burden to experi-
ence [7]. The caregiver should certainly be provided with
physical and emotional support [8]. Caregivers might fail
to manage the effects of the care burden on themselves and
experience emotions such as helplessness, guilt, fear, and so-
cial isolation. The negative effects of the burden vary from
person to person, as well as across societies. It is important
for health professionals to evaluate the risk groups and sup-
port caregivers when it is necessary [1]. A systematic review
of caregivers reported that biopsychosocial and moral sup-
port given to caregivers could decrease the patients’ problems
caused by their disease, and an effective coping method could
decrease caregiver stress and burden, and help the caregiver to
adapt [9]. Various studies involving caregivers conducted in
our country showed that the caregiver burden referred to their
patients’ care was at a high/moderate level [10-14]; however,
their social support levels were high/low [15-17].

In a mixed patient population, the caregiver burden could
be effectively facilitated through palliative care services in-
cluding primarily cancer patients. By giving multidimensional
care, nurses could substantially increase the quality of pal-
liative care. Palliative care includes religious/moral beliefs,
sufficient support for coping with own emotions, emotions
after considering the probability of death, referring the family
to psychological support services for emotional/moral needs,
supporting family’s self-sufficiency and weakness, strong con-
fidence in when and what to do for the patient [18]. While
these nursing care practices decrease the caregiver burden,
they increase their social support levels as well.

Therefore, the objective of this research was to identify
the care burden and social support levels among the care-
givers providing care for patients hospitalized in palliative
care clinics.

Materials and Methods

This descriptive study was conducted at the Palliative Care
Clinic of Training and Research Hospital. This research took
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place in a province in the eastern part of Turkey. The target
population of the study included the patients who were hospi-
talized in the Palliative Care Clinic between May and October
2018 and their caregivers, and the sample consisted of 73
caregivers and their patients who volunteered to participate in
the study and who were open to communication. All the care-
givers included in the study were family members or close
relatives. The study involved 73 patients and 73 caregivers.
Data were collected through the Sociodemographic Form that
included the information on patients and caregivers’ sociode-
mographic characteristics, the Caregiver Burden Inventory
(CBI), and the Multidimensional Scale of Perceived Social
Support (MSPSS).

Sociodemographic Form

The form consists of 11 questions about the patients and
caregivers’ sociodemographic characteristics and the caregiver
role (age, gender, education level, income level, duration of
caregiving, and duration of being bedridden).

Zarit Caregiver Burden Inventory

The Zarit Caregiver Burden Inventory was developed by Zarit,
Reeverveve Bach-Peterson in 1980 [19]. Turkish adaptation
of the inventory was done by Inci er al. in 2006. The scale
aims to measure the level of difficulties experienced by care-
givers. The scale could be filled either by the caregiver or
the researcher who asks the questions on the scale. The scale
consists of 22 statements that identify the effect of caregiv-
ing on the individual’s life. The scores range between 0 and
88. The items in the scale usually refer to social and emo-
tional dimensions, and higher scores indicate higher levels of
the problems experienced [20]. The scores indicate the fol-
lowing results: 0-20 points - “little or no burden”; 21-40
points -’mild-to-moderate burden”’; 41-60 points - “moderate-
to-severe burden”; 61-88 points - ”severe burden”. Cronbach’s
alpha value of the scale was reported to be 0.95 [20]. This
study found the Cronbach’s alpha reliability coefficient value
as 0.89.

MSPSS

The MSPSS was developed by Zimet, Dahlem, Zimet, and
Farley (1988) [21]. The scale enables subjective assessing
the sufficiency of the support received from three different
sources (family, friends, significant others). While the scores
of the sub-scales range between 4 and 28, the total score of
the scale ranges between 12 and 84. Higher scores indicate
higher levels of perceived social support. Turkish reliability
and validity of the scale were performed by Eker and Arkar in
healthy subjects and patients [22]. In this study, Cronbach’s
alpha reliability of the scale was 0.95.

Data Analysis

Data were analyzed on a computer using the Statistical Pack-
age for the Social Sciences (SPSS) (IBM Corp., Armonk, NY,
USA) version 21.0. Descriptive statistics were summarized
as the mean and standard deviation for continuous variables
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in summarizing the data obtained from the study. Categori-
cal variables were summarized as numbers and percentages.
Data analysis included the Kruskal-Wallis test, the Mann-
Whitney U test, and the Spearman’s Correlation Coefficient.
P-value was taken p < 0.05 for statistical significance.

Ethical Considerations

After written permission was obtained from the Human Re-
search Ethics Committee of Erzincan Binali Yildirim Univer-
sity (Minutes No. 03/01 of March 29, 2018) and the Faculty
of Health Sciences of Erzincan University, written permis-
sion was obtained from the institution where the study was
conducted.

Informed Consent

The patients’ caregivers were informed about the purpose and
benefits of the study. All participants gave informed consent
for the research, and their anonymity was preserved.

Results

Of all the caregivers involved in the study, 31.5% of caregivers
were at the age of 39 years and younger, 75.3% of caregivers
were females, 30.1% of caregivers were literate or primary
school graduates, 39.7% of caregivers had income equal to
their expenses, and 54.8% of caregivers had been providing
care to their patient for 6 months and more. The average age
of the patients was 66.59 & 19.90 years. Of all the participat-
ing patients, 57.5% of patients were females, and 69.9% of
patients had been bedridden for 1-3 years.

The average CBI score was 46.33 &+ 16.55, and their mean
score of total social support was 46.19 + 23.40 (Table 1).

Table 1. CBI and MSPSS mean scores (n=73).

Scales X+SD
CBI 46.33+16.55
MSPSS

Family 17.99+£9.05
Friends 12.82+9.03
Significant Others 15.38+£9.29
Total Social Support 46.19+£23.40

Notes: X=Mean; SD=Standard Deviation.

No significant differences were found between the CBI
and MSPSS mean scores according to caregivers’ age, gender,
and duration of caregiving (Table 2).

A significant difference was found between the CBI and
MSPSS total scores and family and significant other sub-
scales depending on the caregivers’ education level. The av-
erage caregiver burden experienced by people with higher
education was 32.83 + 8.62, and it was found to be the lowest
as compared to the other groups. The average social support
score was 59.25 + 19.66 and it was found to be the highest.

A significant difference was found between the CBI and
MSPSS scales and sub-scales depending on the caregivers’
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perceived income level. The average caregiver burden experi-
enced by people with high income was 38.32 &+ 16.46, which
was found to be the lowest as compared to the other groups.
The average social support score was 65.79 £ 18.96 and it
was found to be the highest one.

Although the duration of being bedridden did not have any
effects on caregiver burden, the total MSPSS score was found
to have an impact on family and significant other sub-scales
(Table 2).

A negative, moderate relationship was found between
the caregiver burden and social support levels (Table 3).

Discussion

The caregiver burden experienced by people caring for pa-
tients who are hospitalized in palliative care clinics is con-
sidered to be increasing. Therefore, caregivers should be
provided with social support. The care burden and social
support levels among participating caregivers were above
average. Some studies involving the caregivers caring for pa-
tients who were hospitalized in palliative care units reported
that the patients’ health status increased the caregivers’ bur-
den [23, 24] similar to the present study; some other studies
reported that the care burden was above average [10, 13]. In
the study involving caregivers providing care of patients with
cancer, the care burden was low [25]. In contrast to the find-
ings of the present study, some studies reported low/high
social support levels experienced by caregivers [15-17, 26].
The findings similar to this study were obtained by other stud-
ies, according to which, the caregivers experienced a certain
level of burden. In this regard, caregiver’s experiences (their
duties and consequences) and needs should be identified by
health professionals and appropriate support services should
be given. In this way, high-quality care could be provided,
caregiver’s satisfaction could be increased, and the care bur-
den could be decreased [27]. Considering the palliative care
recipients’ health status, the increase in the caregiver burden
is expected. In addition, higher mean scores of family and sig-
nificant other sub-scales indicated that caregivers inevitably
received support from both family and nurses.

Caregivers’ sociodemographic characteristics such as age,
gender, and duration of caregiving were found not to affect
the care burden and social support levels. The findings sim-
ilar to this study were obtained by other studies involving
caregivers, according to which, there was no significant dif-
ference in the caregiver burden depending on caregivers’ age,
gender, and duration of caregiving [13, 28]. A study con-
ducted by Kiiciikoglu (2019) found that there was a significant
difference in the caregiver burden depending on caregivers’
gender and duration of caregiving [11]. A few studies in-
volving caregivers showed that age, gender, and duration of
caregiving demonstrated differences in affecting the caregiver
burden [10, 29]. These differences between the study find-
ings could be associated with cultural differences of the soci-
eties and value judgments family members have. In addition,
the caregiver burden is considered to increase or decrease de-
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Table 2. Comparison of the CBI and MSPSS mean scores according to Caregivers and Patients’ Descriptive Characteristics

(n=73).
Descriptive Features Number (%) C;rl iigfr Family Friends Sl(g)rglilcrsnt Tostilpigial
Age
39 and below 23 (31.5) 42.52+14.38 18.26+8.22 14.48+8.45 14.614+8.38 47.35+22.24
40-49 19 (26.0) 48.74+17.04 15.474+8.85 13.744+9.75 13.534+9.55 42.74+24 .45
50-59 18 (24.7) 45.56+20.16 20.284+9.86 13.89410.29 17.44410.27 51.614+27.00
60 and over 13 (17.8) 50.62+13.95 18.004+9.72 7.08+4.59 16.62+9.39 41.69+18.99
Kw#* 3.065 2.880 6.324 1.204 1.848
P 0.382 0.410 0.097 0.752 0.605
Gender
Female 55 (75.3) 46.11+£16.82 18.84+8.93 13.53+8.83 16.09+9.43 48.45+22.99
Male 18 (24.7) 47.00+16.14 15.3949.17 10.6749.52 13.224+8.75 39.28+23.92
U 475.500 377.500 394.500 402.500 381.500
p 0.803 0.128 0.191 0.232 0.146
Duration of Caregiving
< 6 months 33 (45.2) 47.36+16.99 19.1849.29 13.704+10.47 16.88+10.06 49.76+£24.30
>6 months 40 (54.8) 45.48+16.33 17.00+8.85 12.104+7.70 14.154+8.54 43.25+22.51
U 591.500 576.000 654.500 559.500 585.500
p 0.448 0.346 0.951 0.260 0.260
Education Level
Illiterate 7 (9.6) 60.00+14.19 18.71+11.38 10.29+6.29 16.71+12.07 45.71+£28.99
Literate/Primary School 22 (30.1) 55.45+15.07 15.7349.66 10.18+8.99 13.274+10.11 39.18423.74
Secondary School 20 (27.4) 47.70+15.36 15.35+8.88 11.45+7.64 11.60+7.78 38.40+19.56
High School 24 (32.9) 32.83+8.62 22.04+6.65 17.13+9.65 20.08+6.99 59.25+19.66
KW#* 29.698 7.912 7.677 10.520 11.850
p 0.000 0.048 0.053 0.015 0.008
Income Level
Income less than expenses 25(34.2) 58.04+13.42 13.36+9.47 9.161+8.19 10.00+£7.77 32.52+20.74
Income equal to expenses 29 (39.7) 41.48+13.61 17.93+7.67 12.45£7.09 14.76+8.37 45.14+£19.48
Income more than expenses 19 (26.1) 38.32£16.46 24.16+6.83 18.21£10.41 23.4246.83 65.79+18.96
KW#* 21.288 16.414 9.249 23.104 21.826
p 0.000 0.000 0.010 0.000 0.000
Duration of being bedridden
1-3 years 51 (69.9) 43.49+16.01 19.86+8.39 13.4148.95 17.2949.08 50.57422.51
4-8 years 18 (24.7) 54.67+16.35 12.7249.04 12.56+9.87 11.334+8.99 36.614+24.46
9 years and over 4(5.5) 45.00+15.06 17.75+£10.21 6.50+2.89 9.254+5.56 33.50+14.62
KW= 5.517 8.767 2.367 6.798 6.315
P 0.063 0.012 0.306 0.033 0.043

Notes: * the Kruskal-Wallis test; ** the Mann-Whitney U test.

Table 3. Relationship between caregivers’ CBI and MSPSS
mean scores (n=73).

Social Support Scale Caregiver Burden Scale

r* p**
Family -0.419 0.000
Friends -0.322 0.006
Significant Others -0.422 0.000
Total Social Support -0.450 0.000

Notes: r* — the Spearman Correlation; p** — p<0.01

pending on the factors such as nurses’ contribution to the care
process or support mechanism provided by the hospitals where

the study was conducted, which could cause differences in
the findings as well. According to Giindiiz (2019), caregivers’
age, gender, and duration of caregiving did not affect their
social support levels [16]. Another study reported that the du-
ration of providing care to patients did not affect social support
level, which was consistent with the findings of the present
study as well [17]. According to the study results, the vari-
ables such as gender, age, and duration of caregiving did not
have any effects on the caregivers’ need for social support,
which might indicate that all caregivers should be assessed in
terms of social support.

The caregivers’ education level and perceived income
level were found to affect the care burden and social support
levels. According to other studies, there were no significant
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differences between the care burden depending on the care-
givers’ education level and perceived income level [13, 28]. A
few studies showed that there were no significant differences
in the care burden depending on the caregivers’ education
level or perceived income level [10, 11, 29]. While the study
reported a significant difference between the caregivers’ in-
come level and perceived social support level, the difference
in the education level was reported to be insignificant. The
results of the study conducted by Giindiiz (2019) were con-
sistent with the results of our study [16]. The difference in
the caregivers’ education and income level in the regions
where the study was conducted was considered to cause this
difference in the findings.

Although the duration of being bedridden did not have any
effects on the caregiver burden, the level of social support did.
The findings similar to this study were obtained by Tanrikulu
(2019), who reported no difference between the patient’s type
of disability and the care burden [30]. The findings obtained
by Bigak (2016) differed from those we obtained; according
to this study, caregivers caring for cancer patients reported
that factors such as disease duration and disease diagnosis did
not affect patients and caregivers’ social support levels [17].
The results showed that due to the value given to the patient,
the duration of caregiving did not have any effects on the care
burden; caregivers provided their patients with care under all
conditions and did not perceive them as a burden. However,
causes such as fatigue and lack of sleep were reported to
cause burnout and increase the need for social support among
caregivers. These results indicated the importance of nurses
identifying caregivers’ social support needs and supporting
them.

A negative correlation was found between the caregiver
burden and social support levels. The caregiver burden was
found to increase as social support decreased. The findings
similar to this study were obtained by Oner (2012), who
found that the caregiver burden increased, and social sup-
port decreased [26]. Another study involving the caregivers
caring for stroke patients revealed that the patients’ relatives
had a lack of knowledge of their social structure, and, there-
fore, their anxiety led to a serious burden among caregivers.
The caregiver burden was reported to increase even more due
to the uncertainty about the patient’s recovery [18]. This case
caused a decrease in the level of social support experienced
by caregivers. Another study also reported that caregivers
still experienced an objective burden associated with their
roles [31]. Another study involving caregivers reported that
both caregiver support and emotional support were associ-
ated with positive family relationships, namely the level of
social support became higher as the family became more
functional [32]. There was a significant decrease in the psy-
chological well-being and the quality of life among caregivers
receiving the nursing initiative called “Palliative Care Care-
givers” [33]. This result is thought to have an impact on
the care burden. High family support and nurses’ activation
of caregivers’ social support systems and supporting them are
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considered to decrease the caregiver burden.

Conclusions

This study investigated the caregiver burden and social sup-
port level experienced by caregivers caring for patients treated
at palliative care clinics and found that the caregivers per-
ceived caregiving as a moderate-level burden, and their per-
ceived social support levels were found to be above average.
The caregiver burden was found to increase as their social
support levels decreased.

Prospects of Further Researches

According to the results of the study, it is highly important for
nurses to organize educational activities and increase home
care services to prevent the negative effect of the caregiver bur-
den on caregivers’ social support levels. The initiatives on this
issue are believed to have positive effects on both patients and
patients’ relatives. In addition, studies with a larger sample
group are recommended to be carried out for the identification
of the factors causing burden and having negative effects on
social support levels.
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