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Burden, quality of life and coping strategies of palliative care patients’
caregivers
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ABSTRACT

Aim: The burden of the caregiver can affect the caregiver socially, psychologically and physically in
time. Since becoming a caregiver is always an unpredictable situation adaptation to this situation takes
place after the situation arises. The aim of this study is to examine the attitudes of coping with
caregiver burden and quality of life in caregivers of patients hospitalized in palliative care units.

Materials and Methods: The study was carried out with caregivers of 59 hospitalized patients in the
palliative care unit of a university hospital. The Zarit caregiver burden scale was used to determine the
caregiver burden, the SF 36 to determine the quality of life, and the COPE self-report scales to reveal
the coping attitudes.

Results: The mean score of Zarit caregiver burden scale in caregivers was 50.7 and was interpreted
as a moderate burden. The highest score among the COPE subscale scores was COPE 7 (religious
coping) (15.7); the lowest score is COPE 12 (4.4) (Substance use). A significant negative correlation is
found between the Zarit caregiver burden scale and the education level of the caregiver (R = -0.291,
p = 0.025).

Conclusion: Caregiver burden is the totality of possible physical, psychological, social or financial
responses while providing care. In our country, mostly women, unemployed and low-educated family
members become caregiving. In our study, the participants defined a moderate burden, although they
provided care to chronic and severe patients. This indicates that in addition to the treatment of patients
in palliative care centers, caregivers are also provided with medical, social and psychological support.

Keywords: Palliative care, caregiver, caregiver burden.

oz

Amacg: Bakim veren kisi lzerinde olusan maddi ve manevi yik;, zamanla bakim vereni sosyal,
psikolojik ve fiziksel olarak olumsuz etkileyebilmektedir. Bakim veren haline gelme her zaman
oéngérilemez bir durum oldujundan bu duruma uyum, durum ortaya c¢iktiktan sonra
gerceklesmektedir. Bu ¢alismanin amaci, palyatif bakim (nitesinde yatmakta olan hastalarin bakim
verenlerinde bakim verenin yliki ile basa ¢ikma tutumlari ve yasam kalitesinin irdelenmesidir.
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Gere¢ ve Yontem: Calisma bir lniversite hastanesi palyatif bakim biriminde yatmakta olan 59
hastanin bakim verenleri ile gergeklegtiriimigtir. Bakim veren ylikini belirlemek igin Zarit Bakim
Verenin Yiiki, yasam kalitesini belirlemek igin SF 36 ve basa ¢ikma tutumlarini ortaya koymak icin
COPE 6z bildirim élgekleri kullaniimis olup élgcekler sosyal hizmet uzmani esliginde doldurulmustur.

Bulgular: Bakim verenlerde Zarit Bakim veren YUkl 6lgeginin ortalama puani 50,7 olup orta diizeyde
ylik olarak yorumlanmigtir. COPE alt dlgek puanlarindan en yiiksek puan COPE 7 (Dini olarak basa
¢cikma) (15,7); en disik puan COPE 12 (4,4) (Madde kullanimi)’dir. Zarit bakim veren yiiki 6lgegdi ile
bakim verenin egitim durumu arasinda negatif y6nlii anlamli korelasyon saptanmistir (R =-0,291,
p = 0,025).

Sonug¢: Bakim veren yliki, bakim sunarken ortaya ¢ikmasi olasi fiziksel, psikolojik, sosyal veya
finansal tepkiler biitintidiir. Ulkemizde bakim verme isini genellikle kadin, ¢alismayan, editim seviyesi
dislik aile bireyleri (istlenmektedir. Calismamizda kronik ve agir hastalara bakim vermelerine ragmen
katihmcilar orta derecede yiik tanimlamiglardir. Bu durum palyatif bakim merkezlerinde hastalarin
tedavisinin yani sira bakim verenlerine de tibbi, sosyal ve psikolojik olarak destek sunuldugunu

gbstermektedir.

Anahtar Sézctlikler: Palyatif bakim, bakim veren, bakim veren yiiki.

INTRODUCTION

Palliative care is a multidisciplinary approach to
increase the quality of life of people with severe
disease and to prevent complications due to the
disease (1). Palliative care, as defined by the
World Health Organization (WHO), not only aims
to maintain quality of life of patients, but also
support caregivers (2). WHO predicts that
palliative care units should be established to
serve in all countries regardless of their level of
development. In our country, the number of
people receiving palliative care and palliative
care units has been increasing in recent years.

Caregiving is a situation that has different
dimensions for the care recipient and the
caregiver. The economic and moral burden on
the caregiver may negatively affect the caregiver
socially, psychologically and physically over time.
Burden is defined as negative subjective and
objective consequences such as psychological
distress, physical health problems, economic and
social problems, deterioration of family relations
and loosing the control. The caregiver feels
obliged to provide the patient's treatment,
personal care and psychosocial support (3, 4). In
addition, the fear of being aware that the patient
they give caregiving is approaching the end of his /
her life is one of the emotions that the caregiver
should deal with (5). Since becoming a caregiver
is an unpredictable situation, adaptation to this
situation occurs after the situation arises (6).

Determining the demographic characteristics of
caregivers, especially those who give care
patients with chronic diseases, may help to

identify the group at risk in terms of experiencing
difficulties. Thus, the coping strategies and
quality of life of this group can be determined and
preventive mental health services can be planned
for these people. The aim of this study is to
examine the strategies of coping with caregiver
burden and quality of life in caregivers of
hospitalized patients in palliative care units.

MATERIALS AND METHODS

Our study was conducted with the caregivers of
59 hospitalized patients in the palliative care unit
of the Health Sciences University in our region
between February 1, 2016 and April 30, 2016.
The data were collected using face-to-face
interview technique, and the data regarding the
disease were obtained from the patients and the
patients’ file. The study was carried out by
obtaining the necessary permissions from the
ethics committee of the Health Sciences
University Hospital in  our region (ethics
committee number 02-11 dated 19.01.2016). The
caregivers of the patients who volunteered to
participate in the study were informed and their
signed consent form was obtained.

Demographic characteristics of the patients
included in the study (such as age, gender, place
of residence, working status, marital status,
number of children), nutritional status at the time
of assessment, toilet use, self-care availability,
bed dependency, days of palliative care stay,
geriatric  syndromes  (such as  urinary
incontinence, gaita incontinence, falls, decubitus,
dementia, delirium, malnutrition, frailty) and their
number has been recorded. In addition, the

Ege Journal of Medicine / Ege Tip Dergisi



demographic data of the caregiver (such as age,
gender, marital status, employment status,
educational status, chronic illnesses, smoking
habits), psychiatric illness of the caregiver, the
degree of closeness between the caregiver and
the patient, the number of dependents of the
caregiver and the duration of care for the patient
has been recorded.

Zarit Caregiver Burden scale was used to
determine caregiver burden, SF 36 to determine
quality of life, and COPE self-report scale to
reveal coping strategies. Scales were filled in the
presence of a social services specialist.

The Zarit caregiver burden scale was developed
by Zarit et al. (7) in 1980; developed to evaluate
the stress experienced by the caregiver,
translated to Turkish by Inci et al. (8). This highly
reliable scale consists of 22 questions and is
evaluated as Likert type. It is a 5-level scale
scored as "0, never", "4, almost always". The
minimum score which can be obtained from the
scale is 0 and the maximum score is 88. Between
0-21 is evaluated as "no burden-low level", 21-40
as "mild-moderate”, 41-60 as "moderate-severe",
61-88 as "severe" burden perception. The higher
score represents higher burden.

The COPE scale, which evaluates coping
strategies, was developed by Carver et al. (9) in
1989 and translated to Turkish by Adargin et al
(10). It consists of 60 questions with a score of 1-
4 and 15 subscales (9, 10).

Each subscale consists of four questions. Each
of these subscales provides information about a
separate coping strategy. As a result, the higher
scores to be obtained from the subscales give
the possibility to comment on which coping
strategy which is used more often. The subscales
are:

1. Positive reinterpretation and
improvement: 1, 29, 38, 59
2. Mental disengagement: 2, 16, 31, 43
3. Focus on and venting of emotions: 3, 17,
28, 46
4. Use of instrumental social support: 4, 14,
30, 45
Active coping: 5, 25, 47, 58
Denial: 6, 27, 40, 57
Religious coping: 7, 18, 48, 60
Humor: 8, 20, 36, 50
Behavioral disengagement: 9, 24, 37, 51
. Restraint-coping: 10, 22, 41, 49
. Use of emotional social support: 11, 23,
34,52
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12. Substance use: 12, 26, 35, 53

13. Acceptance: 13, 21, 44, 54

14. Suppression of competing activities: 15,
33,42,55

15. Planing: 19, 32, 39, 56

A 60-item form with 15 factors, each consisting of
four items was created. These factors are
theoretically included in three dimensions. These;
problem-focused coping (4., 5., 14., 15. factor),
emotion focused coping (1.7.8, 11.13 factor),
dysfunctional coping (2., 3., 6., 9., 10., 12. factor).

SF-36 (Short Form 36) scale was used to
determine the quality of life. Turkish validity and
reliability of SF-36 was made by Kogyigit et al.
(11). SF-36 consists of two main dimensions,
physical and mental, and eight subscales.
Information about physical and social function,
physical and emotional role restrictions, mental
health, vitality, pain and general perception of
health can be obtained. It can reveal the positive
and negative aspects of health status. Physical
function and mental health subscale scores of
SF-36 were used in our study.

The SPSS-21 package program was used to
record and analyze the data. Descriptive
statistics were used in the evaluation of the data
and the data were presented with median
(minimum - maximum), number and percentage
distribution. Chi-square and Mann-Whitney U
tests were used to compare the data. The
correlation of the Zarit Caregiver Burden Scale

with other data was performed using the
Spearman test. p <0.05 was considered
significant.
RESULTS

The mean age of 59 patients, 32 (54.2%) female
and 27 (45.8%) male, who were hospitalized in
the palliative care unit, was 74.20 + 14.22. 25
(42.4%) of the caregivers of these patients are
male, 34 (57.6%) were female and the mean age
was 44.10 £ 12.42. The characteristics of patients
and caregivers were presented in Table-1.

Some descriptive characteristics of the patients
and the scores they got from the Zarit caregiver
burden scale, the subscales of the COPE scale,
the SF-36 quality of life scale, and Problem-
focused coping, Emotion-focused coping, and
dysfunctional coping were evaluated. Statistically
significant results were presented in Table-2. The
mean = standard deviation scores of the applied
scales were presented in Table-3.



Table-1. Descriptive characteristics of patients and caregivers.

Characteristics

Patientn, (%)

Caregivern, (%)

Gender
Male
Female
Age (year)
Marital Status
Single
Married
Other
Education Status
illiterate
Literate
Primary school
Secondary school
High school
University
Working Status
Unemployed
Employed
Living Place
Own house
Childrens’ house
Nursing Home
Nutritional Status
Oral
Nasal
TPN

No Toilet Use
No Self-care
Bed Dependent
Smoking
lliness
Urinary Incontinence
Gaita Incontinence
Fall
Decubitis
Demantia
Delirium
Malnutrition
Frailty
Psychiatric illness
Caregiver
Spouse
Sibling
Child
Father
Other Relative
Other
Number of Children
Days in palliative care unit
Number of geriatric syndromes
Number of Dependents
Caregiving Duration (months)

32 (54.2)
27 (45.8)
76 (20 - 102)*

14 (23.7)
13 (22.0)
32 (32)

32 (54.2)
4 (6.8)
18 (30.5)
1(1.7)
4(6.8)

59 (100)

33 (55.9)
25 (42.4)
1(1.7)

40 (67.8)
7 (11.9)
12 (20.3)

50 (84.7)
52 (88.1)
46 (78.0)

59 (100)
34 (57.6)
33 (55.9)
26 (44.1)
30(50.8)
32 (54.2)
28 (47.5)
41 (69.5)
55 (74.6)

6 (0-12)*
7 (0-63)*
4 (0-5)*

25 (42.4)
34 (57.6)
44 (19 - 73)

32 (54.2)
22 (37.3)
5 (8.5)

5 (8.5)
3(5.1)
34 (57.6)
5 (8.5)
5 (8.5)
7 (11.9)

22 (37.3)
37 (62.7)

17 (28.8)
5 (8.5)

2 (:-e,.4)

5 (8.5)
3(5.1)
37(62.7)
2 (3.4)
11 (18.6)
1(1.7)
4 (0-10)*
12 0-120)*

"Median Value (maximum-minimum); TPN, total parenteral nutrition
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Table-2. Significant results between descriptive characteristics and scales.

Scales Caregivers Scale score p
Mean * SD

SF-36 Physical Activity
Caregivers of patients with self-care 85.31 +£21.75 0.021
Caregivers of patients without self-care 60.86 + 21.41
Caregivers of falling patients 74.52 +23.97 0.019
Caregivers of patients who did not fall 45.00+12.78
Caregivers of patients with delirium 68.19 + 21.27 0.025
Caregivers of patients without delirium 59.77 £ 21.99
Caregivers of frail patients 67.19 + 22 0.025
Caregivers of non-frail patients 53.71 + 16.88

SF-36 Mental Health
Caregivers of patients with fecal incontinence 51.44 + 13.64 0.041
Caregivers of patients without fecal incontinence 4532 +12.64
Caregivers of patients with decubitus 52.37 +13.28 0.019
Caregivers of patients without decubitus 450+ 12.78
Caregivers of falling patients 55.93 + 13.30 <0.001
Caregivers of patients who do not fall 43.08 £ 10.71

COPE-15 (Planinig)
Caregivers of bedridden patients 12.91+£1.99 0.042
Caregivers of non-bedridden patients 11.92+1.75

COPE- 2 (Mental Disengagement)
Caregivers of patients with dementia 10.12+1.89 0.039
Caregivers of patients without dementia 9.07+2.12

COPE- 3 (Focus on and venting of emotions)
Caregivers of nasal feding patients 13.28 £ 2.36
Caregivers of oral feding patients 10.37 £ 3.33 0.046
Caregivers of TPN feding patients 11.91+2.87

COPE- 4 (Use of instrumental social support)
Caregivers of nasal feding patients 13.57 £1.27
Caregivers of oral feding patients 11.55+2.22 0.013
Caregivers of TPN feding patients 13.25+1.86

COPE 11 (Use of emotional social support)
Caregivers of nasal feding patients 12.85+ 3.28
Caregivers of oral feding patients 9.67 + 2.96. 0.015
Caregivers of TPN feding patients 11.58 + 3.1

SD, standart deviation; TPN, total parenteral nutrition
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Table-3. Mean % standard deviation scores of the scales.

Scales Mean = SD
Zarit 50.7 £ 10.7
SF-36 Physical Activity 63.7£21.8
SF-36 Mental Health 48.7 £ 13.4
COPE sub-scales
Positive reinterpretation and improvement 14.0+1.6
Mental disengagement 9.6+20
Focus on and venting of emotions 11.0+£3.2
Use of instrumental social support 121122
Active coping 121+20
Denial 49+21
Religious coping 15.7+15
Humor 6.2+23
Behavioral disengagement 57+21
Restraint 11.1+21
Use of emotional social support 104 + 31
Substance use 44+20
Acceptance 13.1+£19
Suppression of competing activities 107+ 1.7
Planing 126+1.9
Problem-focused coping 585+7.2
Emotion focused coping 60.1+5.7
Dysfunctional coping 359+6.2

SD, standard deviation

Table-4. Correlations between Zarit caregiver burden scale and scores obtained from each subscale of COPE

and SF-36 quality of life scale.

Scales r p

Positive reinterpretation and improvement -0.005 0.969
Mental disengagement 0.321 0.013
Focus on and venting of emotions 0.095 0.475
Use of instrumental social support 0.215 0.103
Active coping 0.163 0.217
Denial -0.118 0.372
Religious coping 0.052 0.694
Humor -0.049 0.711
Behavioral disengagement 0.096 0.471
Restraint 0.244 0.063
Use of emotional social support 0.171 0.194
Substance use 0.190 0.149
Acceptance 0.276 0.034
Suppression of competing activities 0.044 0.743
Planing -0.009 0.947
SF-36 Physical Activity 0.091 0.494
SF-36 Mental Health 0.033 0.803
Problem-focused coping 0.188 0.154
Emotion focused coping 0.174 0.189
Dysfunctional coping 0.203 0.123
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Correlations between Zarit caregiver burden
scale, and the scores obtained from each
subscale of COPE and SF-36 quality of life scale
were made. A statistically significant relationship
was found between the Zarit caregiver burden
scale and the COPE-2 and COPE-13 (mental
disengagement and acceptance) subscales
(r = 0321, p = 0.013; r = 0.276, p = 0.034,
respectively). Related data were presented in
Table-4.

The mean score of Zarit caregiver burden scale
was 50.7, and it was interpreted as a moderate
burden. The mean scale score was 51.9 for
females, and 49.2 for males. This difference was
not statistically significant (p = 0.429). The
highest score from the COPE subscale was
COPE-7 (religious coping) (15.7); the lowest
score is COPE-12 (4.4) (substance use).
Emotional focused coping score was the highest,
dysfunctional coping score was the lowest.

A weak positive correlation was found between
the Zarit caregiver burden scale and the COPE-2
scale (mental disengagement) (r = 0.280; p =
0.032). Statistically significant difference was not
found between the Zarit caregiver burden scale
and the descriptive characteristics of the patients.

A negative significant correlation was found
between the Zarit caregiver burden scale and the
education level of the caregiver (r = -0.291,
p = 0.025).

DISCUSSION

Since becoming a caregiver is not a chosen or
planned process, it creates a physical and
psychological burden on the caregiver. The
caregiver who is negatively affected in emotional
and social aspects also causes the person in
need of care to be negatively affected (12).
Caregiver burden is the whole of possible
physical, psychological, social or financial
reactions while caregiving (7). In the sociocultural
structure of our country, it is a common behavior
for family members to take care of their relatives
in need. The person can perceive caregiving as
his / her own duty and responsibility, as a result,
the caregiver can define the burden less. In
cases where the burden of caregiving is not
noticed in its real dimension, the search for
psychological, physical and social support that
the caregiver can take from outside to eliminate
or alleviate the burden may decrease, and more
individual solutions such as mental
disengagement and spiritual feelings may be
directed.
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In our country, caregiving is generally undertaken
by women, and family members who are
unemployed and have a low education level (13).
However, this situation is not specific to Turkish
population. In the study conducted by Lin et al.,
63.3% of the caregivers were women (14). In our
study, 57.6% of caregivers were women. This
finding is consistent with the literature.

The studies have shown that female gender
increases caregiver burden and decreases
caregiver's quality of life (15, 16). It is a well-
known fact that in addition to the compassionate,
healing role and natural self-sacrifice of women,
they also have a caregiving role within the scope
of their traditional roles. It has been reported that
women see caregiving as a continuation of their
former responsibilities, and men are unfamiliar
with their caregiving responsibilities (12). In a
study conducted by Kim et al. (17) with 448
caregivers of cancer patients, it was shown that
male caregivers perceive caregiving as a
situation that supports their self-confidence, and
that men experience caregiving work less
stressful than women. In addition, it has been
reported that the care burden perceived by
women is higher than men (18, 19).

In studies in the literature, Zarit caregiving burden
scale score was found to be higher in women
than in men (15, 20). In our study, although the
caregiving burden scale score was found to be
higher in women compared to men, it did not
reach a statistically significant value.

In our study, 62.7% of the caregivers were
determined as the child of the patient and 8.5%
as their spouse. In a study, Pang et al. (21)
showed that caregivers are mostly spouses.
However, studies conducted in our country have
shown that caregivers are mostly the children of
the patients (22-24). This may be due to the
characteristics of the Turkish family structure. In
our society, children are expected to provide care
to their parents and live with them when needed
(24). In our study, it was found that 42.4% of the
patients who lived in their children's home.

In our study, the mean score of the Zarit
caregiver burden questionnaire was determined
as 50.7 and interpreted as moderate burden.
When the patients in need of care were
examined, it was found that 84.7% of the patients
could not meet their toilet needs alone, 78% were
bed-dependent, 88.1% could not provide self-
care, 50.8% had decubitus and 54.2% had



dementia. It is expected that the burden of
caregivers will be high in those who care for
patients who have such a high need for care and
cannot meet their daily needs on their own.
Studies have also reported that caregiving
burden of caregivers of dependent patients is
higher than caregivers of semi-dependent or
independent patients (25, 26).

However, a moderate burden was found in our
study. This situation made us think that due to
the nature of our society, caregivers avoid from
expressing the burden, that the burden is
perceived as avoiding responsibility, and
therefore they feel guilt, despair, anger and fear
towards them. However, we think that the
palliative care services are effective in the
moderate perception of burden. The burden
perception of the caregiver who does not feel
alone and helpless during the caregiving process
decreases.

When the educational status of the caregivers
was examined, it was determined that 8.5% were
illiterate, 5.1% were literate and 57.6% were
primary school graduates. There was a
significant negative correlation between Zarit
caregiver burden and education level of the
caregiver. It was observed that as the
educational status of the caregiver decreased,
the Zarit caregiver scale score increased, in other
words, the concept of burden perceived by the
person increased. Studies have also found that
caregivers with a low level of education have a
higher burden (25, 27).

When coping strategies were examined in our
study, it was found that religious coping was the
most preferred and the least preferred was
substance use. However, only alcohol and drugs
were questioned as substance use, smoking was
not questioned. Paying attention to religious
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values in the region where our study was
conducted may cause the religious coping to be
preferred more. A person who has been brought
up with the teachings of praying throughout her /
his life, taking shelter in God, and thinking that
she/he is with God when feeling helpless, tries to
overcome caregiver burden with religious coping
as she / he knows best. In addition, this situation
is not only eligible for our region. Studies have
also shown that caregivers reduce their
caregiving burden with belief and fate perception
(28). The fact that substance use is not preferred
as a coping strategy may be related to the
perception of this behavior as a sin in our society.

The quality of life of the patient in need of care is
closely related to the quality of life of the
caregiver (29, 30). In palliative care units,
psychosocial needs of caregivers are met in
addition to the care of patients. This situation is
very important and beneficial in adapting to the
caregiver role (31).

In our study, situations requiring different care
were examined in the same study. This is the
limitation of our study. However, our study
contributes to the literature in order to turn care
responsibility into the concept of burden and to
examine coping strategies.

CONCLUSION

As a result, it is very important for the caregiver
to know the difficulties they will face, to develop
strategies to cope with them, and to access
social support when needed. Palliative care units,
where caregivers can access social and
professional support, increase quality of life of
caregivers and consequently the quality of life of
the patients by reducing the care burden.
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