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Abstract: This study was conducted to determine the burden of care and coping strategies experienced by caregivers
of elderly inpatients in a palliative care unit and internal medicine services. This study is a descriptive and comparative
study. The study sample consisted of 80 caregivers of the elderly hospitalized in the Palliative Care Unit and Internal
Medicine Clinic in a city hospital between April and June 2017. The Personal Information Form, the Zarit Caregiver
Burden Interview Scale (ZCBI Scale), and Coping Strategies Inventory-Short Form (CSI Short Form) were used in this
study. The total score obtained by the caregivers from the ZCBI Scale was 50.37 + 10.93 in the palliative care unit and
32.72 + 8.72 in the internal medicine clinic. A significant difference was found between the two groups in terms of
the subscales “Planning” and “Searching Social Support-Instrumental” of the CSI Short Form and the total score of
Z(BlI Scale. Nurses should assess socio-demographic characteristics, financial difficulties, and family relationships that
may intensify the burden on caregivers of elderly patients in the palliative care units and facilitate coping strategies.
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1. Introduction

A caregiver is someone who has a responsibility to support the patient physically, socially, emotionally,
and financially (Veloso, and Tripodoro, 2016). As the burden of care increases, the caregiving-receiving
relationship can be transformed into a troublesome, one-way, dependent, intense, and long-term
obligation for caregivers. Additionally, the level of burden on caregivers increases when this obligation
is inconsistent with the caregivers’ other needs and wishes (Aires et al., 2017).
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Burden of Care of Elderly Patients

The burden of care is used to express the physical, psychological, social, or economic problems that
caregivers may experience while providing care (Liu et al., 2017; Parker et al., 2016). This phenomenon
may cause caregivers to experience depression and anxiety, deterioration of health, increased referrals
to the doctor, and increased drug use. The nature of the disease whether chronic or terminal as well as
the caregivers’ close affinity to their patients adds to the burden. Comparatively, the resources allocated
for care and the increased psychological and social problems impact the burden of care experienced by
caregivers which leads to changes in their social roles (Hsu et al., 2017; Macneil, 2010; Mollica et al,, 2017;
Schulz, 1999; Terakye, 2011; Weissman, and Meier 2011). As the quality of life of the patient deteriorates
with increased symptoms to manage an uncertain prognosis, the quality of life of the caregiver is negatively
affected (Walczak et al., 2017).

Coping is the struggle of an individual to prevent or overcome internal and external pressures (Eslami et
al,, 2016; Vitorino et al,, 2018). Coping is also defined as a dynamic process with cognitive and behavioral
reactions to reduce psychological distress or stress-causing sources (Bacanl et al.,, 2013). Caregivers of
patients with chronic diseases must constantly adapt to changing conditions, providing care for both
patients and themselves. Therefore, they need to maintain various coping behaviors to adapt (Eslami et
al, 2016).

According to the World Health Organization (WHO), one of the primary goals of palliative care is to focus
on the needs of patients and their caregivers (WHO, 2012). Therefore, healthcare professionals need to
determine the needs of caregivers and work toward solutions to the identified needs through planning,
implementing, and evaluating appropriate interventions.

Care burden causes more depression and anxiety, and deterioration in health in caregivers and makes
them visit their doctor more and use more drugs. In time, the personal care of the patient, like washing
and feeding, comes to be perceived as more difficult than meeting the impersonal care needs of the
patient (Mollica et al., 2017).

Studies conducted on cancer patients and their caregivers have found that longer care periods increase
care burden and depression in caregivers and that care burden is higher among caregivers who provide
care for patients with malign tumors and more symptoms of the disease (Orak and Sezgin, 2015; Yildirim
et al., 2013). It was also found that 80.3% of caregivers perceive their health to be good before providing
care while 51.6% perceive their health to be bad after they have started to provide care (Orak and Sezgin,
2015). In another study, it was found that caregivers in worse economic situations have a greater care
burden (Kalinkara and Kalayci, 2017).

The caregivers of patients with chronic diseases must constantly adapt to a variety of conditions providing
care for patients and themselves and exhibit various coping behaviors to manage this situation (Eslami
et al, 2016).

Nurses should assess the level of burden experienced by families, especially those who care for elderly
patients in the palliative care unit. Additionally, relevant coping strategies should be developed. Elderly
patients can receive better support in long-term care and more successful outcomes with activities of daily
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living by reducing the level of burden on caregivers and facilitating relevant coping strategies. Therefore,
it is important to determine the care burden of elderly patients on caregivers.

1.1. Aim

This study was conducted to determine the burden of care and coping strategies experienced by caregivers
of elderly inpatients in a palliative care unit and internal medicine clinic.

2. Materials and Methods

2.1. Study design

This descriptive and comparative study was carried out between April and June 2017 in the Palliative
Care Unit and Internal Medicine Clinic of Kahramanmaras Necip Fazil City Hospital.

2.2. Study participants

The definition and classifications of old age are mostly concerned with the physiological and chronological
dimensions of old age. According to WHO and ONS (Office for National Statistics), big majorities of countries
have chosen an optional chronological age of 60 or 65 as a definition of ‘older person’ (BMA, 2016; WHO,
2018). The participants in the present study were family caregivers of 80 patients over 65 years old who
were hospitalised at the Palliative Care Unit and Internal Medicine Clinic of Kahramanmaras Necip Fazil
City Hospital during the data collection period. The inclusion criterion was being the person (over the
age of 18) who spends the most time caring for the patient with over 65 years old, i.e., the main caregiver.
Caregivers were eligible if they provided for the last one months or more and were looking after a care-
recipient with at least one chronic medical condition. The pilot study was conducted with the inclusion
criteria for the appropriate 6 caregivers. Caregivers participating in the pilot study were not included in
the study. The study sample was determined by performing a power analysis in the G*power statistical
program. Significance level (a), statistical power (1-. beta.), and effect size were determined as 0.05, 0.80,
and 0.74, respectively, in previous studies which often used an experimental group of 30 caregivers giving
palliative care and a control group of 30 caregivers giving non-palliative care (Bacanli et al.,, 2013). The
study sample consisted of a total of 80 caregivers who agreed to participate in the study, including 40
caregivers from the palliative care unit and 40 caregivers from the internal medicine clinic. The power
of this study was calculated using T test, effect size 0.96 (high size), significance level 0.05 and statistical
power (1 — 3) = 0.95.

2.3. Data Collection

Data collection was carried out in the Palliative Care Unit and Internal Medicine Clinic. The data were
collected by face-to-face interview method. A researcher approached caregivers who were initially
identified as main caregivers of patients by clinical nurses. The researcher explained the purpose of the
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study, checked eligibility, and invited main caregivers to participate in the study. A personal information
form prepared by the researcher, the Zarit Caregiver Burden Interview (ZCBI), and Coping Strategies
Inventory-Short Form (CSI Short Form) were used during the caregiver interviews. Each caregiver was
interviewed for 35-40 minutes. Tools used to assess caregivers are as follows:

2.4. Measures

2.4.1. Personal information Form

Researchers examined literature and prepared this form to determine the sociodemographic characteristics
of the caregivers included in the study. In addition to the sociodemographic characteristics of caregivers
in the personal information form, there are questions such as the length of care that caregivers allocate
to the individual, how caregivers look after the patient, how difficult caregivers are having to care, and
how caregivers cope with these difficulties (Ates and Bilgili, 2013; Tar Selcuk, and Avci 2016).

2.4.2, Zarit Caregiver Burden Interview (ZCBI)

Zarit, Reever, and Bach-Peterson developed the scale in 1980. It measures the stress experienced by
caregivers. It consists of 22 questions aimed at determining the effect of caregiving on an individuals’
life. The questions can be self-reported or through interview techniques. The scale has a Likert-type score
ranging from 1 to 5 (1=never, 2=rarely, 3= sometimes, 4=often and 5=always). A high score indicates a
higher frequency of experiencing stress. The validity and reliability study for the Turkish population was
carried out by Ozlu et al.,, (2013). Cronbach’s alpha value of the scale was found to be 0.92 in this study
(Kaiser-Meyer-Olkin (KMO) = 0.871, x2 = 1119.785, p=0.000).

2.4.3. Coping Strategies Inventory-Short Form (CSI Short form)

Carver (1997) developed an instrument with fewer questions, taken from the long-form of the Coping
Strategies Inventory. This short version is composed of 14 factors, each with two items. As in the long-
form, each subscale is evaluated separately. Low scores indicate that the subscale is used less, and high
scores indicate that the subscale is used more.

The validity and reliability study for the Turkish population was carried out by Bacanli et al., (2013). For
this study, Cronbach’s alpha value of the scale was found to be 0.66 (Kaiser-Meyer-Olkin (KMO) = 0.540,
x? =720.181, p =0.000).

2.5. Analysis

IBM SPSS Statistics 22 statistical program was used to analyze the data. Percentage values, arithmetic
mean, standard deviation, minimum and maximum values were given as descriptive statistics of the data.
The Shapiro-Wilk normality test was used to determine whether the data showed a normal distribution.
Data were found to show a normal distribution. Data were evaluated using t-test, chi-square analysis,
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and Pearson’s correlation in independent groups. The significance level p value of <0.05 is considered
as significant.

2.6. Ethical Consideration

The study was approved by an ethics committee (ID: 2017/111). All participants provided verbal and
written informed consent. Written informed consent has been obtained from patients and the patient’s
family/guardian for publication of the data. The participant was verbally informed by the researchers with
the following information; why is he/she included in the study, how many minutes the survey will last,
his/her responses to this survey will be kept confidential and anonymous, he/she can leave this research
study at any time. Permission for the study was obtained from the institution involved in the study.

2.7. Limitation of The Study

The sample size of this study is relatively small, which may limit the study’s generalizability. However,
samples of this and smaller sizes have been found adequate in some studies (Hagell et al., 2017).
Nonetheless, assessments based on larger samples are warranted to allow for strong results, especially
regarding dimensionality and functioning.

3. Results

Table 1 shows the sociodemographic characteristics of the caregivers of elderly patients. The participants:
65% of them were female, the majority were over 36 years old and 80% were married. Further, 81.3%
were unemployed, 38.8% were primary school graduates, 70% had health insurance and 55% did not
suffer from chronic diseases. Most of the caregivers were daughters or spouses of the patients (Table 1).
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Table 1. Sociodemographic characteristics of caregivers of older inpatients hospitalized in PCU and IMC (n=80).

PCU IMC Total Test*
n % n % n %
Gender Female 24 60.0 28 70.0 52 65
Male 16 40.0 12 30.0 28 35 p=0.482
Age 18-25 7 17.5 2 5.0 9 113
26-35 5 12.5 6 15.0 11 13.8
36-50 13 325 16 40.0 29 36.3
p=0.360
Above 50 15 375 16 40.0 31 38.8
Marital status Married 29 725 35 87.5 64 80
Single 7 17.5 3 7.5 10 12.5
=0.243
Divorced/widowed |4 100 2 50 6 75 P
Children Yes 29 725 33 82.5 62 77.5
No 11 27.5 7 175 18 225 p=0.422
Employment Status |Employed 8 20.0 7 175 15 18.8
Educational Status llliterate 11 27.5 14 35.0 25 313
Primary education |12 30.0 19 475 31 38.8
High school 8 20.0 6 15.0 14 17.5
Associate Degree |4 10.0 0 0 4 5 p=0.064
Undergraduate 5 125 1 2.5 6 7.5
Economic Status Poor 4 10.0 6 15.0 10 12.5
Middle 21 525 |20 505 |41 513 |p=0795
Good 15 375 |14 355 |29 36.3
Yes 29 725 27 67.5 56 70
Health Insurance
No 1 27.5 13 325 24 30 p=0.626
o Yes 18 45,0 18 45.0 36 45
Chronic Disease
No 22 55.0 22 55.0 44 55 p=1.00
Caregiver 1 25 1 13 2 25
Mother 0 0 2 2.5 2 2.5 p=0.479
Father 0 0 1 13 1 13
. . . |Sibling 2 5 1 1.3 3 38
Patient Relationship
Spouse 7 17.5 11 13.8 18 225
Daughter 1 275 13 16.3 24 30
Son 10 25 6 7.5 16 20
Other 9 225 5 6.3 14 175

*Crosstabs analysis, PCU: Palliative Care Unit IMC: Internal Medicine Clinic

Table 2 illustrates the aspects of providing care to elderly inpatients in the PCU and IMC. There was a
significant difference between these two groups in terms of the time allocated to patient care, the most
difficult situation in providing care for patients, and the coping strategies for difficulties in providing
patient care. Of the caregivers, 55% allocated 13 hours or more per day to patient care, 35% had the
most difficulty providing personal care for their patients and 37.5% of them coped with difficulties in
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caring by receiving support from other family members in the PCU. Also, 32.5% of them felt the need for
psychosocial support. Conversely, in the other group of these caregivers, 20% coped with difficulties by
receiving support from other family members. This other group includes the patient’s brother, son’s wife,
and friend. Besides, 15% of them felt the need for psychosocial support, 20% coped by being patient
and 17.5% used other methods in the IMC, 12% used other methods (respectively, praying and receiving

spiritual support) in the PCU. However, 15% did not find a solution for their problems (Table 2).

Table 2. Comparison of caregivers’ characteristics of caregivers (n=80)

¥
PCU IMC Total Test
n % n % n %
i d Takes no time 0 0 16 400 |16 20.0
Time Allocated for
. 0-3 hours 1 2.5 11 275 |12 15.0 X2=45.329
Patient Care 3-6 hours 3 75 |6 150 |9 11.3
7-12 hours 14 350 |4 |100 |18 |225 |P=0.001
13 hours and above 22 550 |[3 75 |25 313
1-3 months 9 225 |12 300 |21 26.3
Time Spent for Pati- 3-12 months 13 325 |5 125 (18 225 )
1-2 years 3 75 |2 50 |5 63 |X*=8992
ent Care
2-3 years 3 7.5 3 7.5 6 7.5 p=0.109
3-4 years 5 125 |2 5.0 7 8.8
More than 4 years 7 175 |16 400 |23 28.8
Patient’s personal care 14 350 |6 150 (20 25.0
Patient’s insufficient oral intake 7 175 |0 0 7 8.8
Patient’s unconscious behaviors 5 125 |1 25 |6 7.5
The Most Challen-

) © ?S ) e .en Patient’s infectious diseases 1 25 |2 50 |3 38 [X>=35.382
ging Situation in Pa- [ caregiver's inadequate time 3 75 |0 0 3 38 | 5-0001
tient Care Patient’s violation of dietary rules |0 0 8 200 |8 10.0

Other 10 250 |12 300 |22 27.5
None 0 0 11 275 |11 13.8
Hiring a caregiver for patient care |3 75 |0 0 3 3.8
Receiving support from family
15 375 |8 200 |23 28.8
members
Coping Strategies Getting home-care pay 2 50 |0 0 2 2.5
for Chall fp Applying to hospital 10 250 |6 15.0 |16 20.0 |X?=28.908
or &-haflenges ol Fa~ I Getting assistance from home-care p=0.001
tient Care . 4 100 |0 0 4 5.0 :
services
Being patient 1 25 8 20.0 |11 13.8
Other 5 125 |7 175 |9 11.3
None 0 0 11 275 (12 15.0
Living with the pa- |No 18 450 (17 425 |35 43.8 |X?=0.051
tient Yes 22 55.0 |23 575 |45 56.3 [p=0.822
Psychosocial Sup-
Y p Yes 13 325 |6 150 (19 238 X?=3.382
port Request Status
No 27 675 |34 85.0 |61 76.3 |p=0.066

*Chi Square Test, PCU:

Palliative Care Unit, IMC: Internal Medicine Clinic
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The caregivers in both settings received the highest coping score on the subscale of “mental disengagement”.
The mean score from the CSI Short Form subscale of “planning” in the PCU was found to be 3.57 + 1.41
and 4.45 + 1.01 in the IMC. The mean score from the CSI Short Form subscale of “use of instrumental
social support” in the PCU was found to be 6.32 = 0.99 and the mean score in the IMC was found to be
5.67 + 1.20. The mean total score from the ZCBI was found to be 50.37 + 10.93 in the PCU and 32.72 +
8.72 in the IMC (Table 3).

Table 3. Comparison of the groups’ scores on Coping Strategies Interview Short Form Subscales and Zarit Caregiver
Burden Interview

Group X+SD t P
CSI Short Form Subscales
Active copin IMC 607102 1.359 0.178
ping PCU 6.35+0.76 : :
Plannin IMC 445101 3.186 0.002
9 PCU 357+ 141 : ‘
. . IMC 5,67 £1.20
Use of instrumental social support 2.626 0.001
PCU 6.32 +0.99
. . IMC 237 +0.70
Use of emotional social support -0.646 0.520
PCU 227 £ 0.67
IMC 597 +1.02
F Venti f i 1. .2
ocus on & Venting of emotions PCU 625129 053 0.296
IMC 487 +0.85
Behavioral di t 1.484 0.142
ehavioral disengagemen PCU 5202109
Mental disengagement MC 6672097 0.660 0.511
989 PCU 6.82+1.05 : '
IMC 452+ 135 1868 0,066
Positive Reinterpretation & growth PCU 3.95 +1.39 ' '
X IMC 480+0.93
Denial -0.815 0418
PCU 460+ 1.21
Acceptance IMC 2072116 0.772 0.443
P PCU 527+1.15 ' '
Religious Copin IMC 275 £095 1.193 0.236
9 Ping PCU 552+ 071 ' '
IMC 5.12+0.99 -0.606
Substance Use 0.546
dbstanc PCU 5.00 = 0.84
IMC 550+ 1.19
H 1. .094
umor PCU 595+ 1.17 695 009
IMC 5.22+0.89
Self-blame 0.648 0.519
PCU 535+0.83
IMC 3272+ 8.72
Total Score of ZCBI 7.979 .001
PCU 50.37 £10.93

*Student t test, PCU: Palliative Care Unit IMC: Internal Medicine Clinic, ZCBI: Zarit Caregiver Burden Interview, CSI:
Coping Strategies Interview
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A weak and positive relationship was found between the scores of the CSI Short Form subscale of “active
coping”and the ZCBI (p< 0.05) for the caregivers in the PCU. Besides, a weak and negative relationship was
found between the scores of the CSI Short Form subscale of “planning”and the ZCBI, whereas a weak and
positive relationship was found between their scores from the CSI Short Form subscale of “self-blaming”
and the ZCBI in the PCU (p< 0.05). On the other hand, for the caregivers of elderly inpatients in the IMC;
a weak and positive relationship was found between the scores from the CSI Short Form subscale of “self-
blaming” and the ZCBI (p< 0.05) (Table 4).

Table 4. The relationship between scores on CSI Short Form Subscales and ZCBI received by caregivers of older
inpatients in PCU and IMC (n=80)

Total Score of ZCBI

PCU IMC
CSI-SF Scale Subscales

r P N r P N
Active coping 0.350 0.027 40 -0.225 0.163 40
Planning -0.340 0.032 40 -0.160 0.324 40
Use of instrumental social support -0.019 0.910 40 -0.009 0.957 40
Use of emotional social support 0.017 0.918 40 -004 0.982 40
Focus on & Venting of emotions 0.024 0.883 40 -009 0.954 40
Behavioral disengagement -0.024 0.885 40 0.220 0.843 40
Mental disengagement -0.080 0.621 40 0.186 0.251 40
Positive Reinterpretation & growth -0.242 0.132 40 -0.032 0.172 40
Denial -0.044 0.789 40 -0.007 0.966 40
Acceptance -0.169 0.298 40 -0.026 0.875 40
Religious Coping -0.311 0.051 40 -0.101 0.517 40
Substance Use 0.050 0.760 40 -0.381 0.537 40
Humor 0.287 0.073 40 -0.06 0.713 40
Self-blame 0.320 0.044 40 0.106 0.015 40

*Pearson Correlation Analysis, PCU: Palliative Care Unit IMC: Internal Medicine Clinic, ZCBI: Zarit Caregiver Burden
Interview, CSI: Coping Strategies Interview

4, Discussion

The caregiving process is distressing in terms of both caregivers and patients. Chronic and terminal
illnesses involve a high level of care due to the severity of symptoms and the resources needed for the
patient. The close affinity to their patients, the amount of time and money they spend for patient care,
and the increase in psychological and social problems experienced by caregivers increase their burden
of care and lead to changes in their social life (Mollica et al., 2017). Health professionals need to support
caregivers, plan multidimensional initiatives, manage the implementation and assess outcomes. Caregivers
face a multitude of tasks such as monitoring and controlling patient symptoms and ensuring patients
receive medical treatments. Also, problem-solving and decision-making, providing emotional support,
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and coordinating patient care are tasks for caregivers. Tasks also include ensuring patient safety and
providing an environment of care and appropriate equipment (Polat, 2011).

In this study, as in other studies, most of the caregivers were women, which is an expected result due to
the cultural characteristics of Turkey (KiiclikgUcli et al., 2009; Pérez-Cruz et al., 2017; Tari Selcuk and Avci,
2016; Uzelli Yilmaz and Sari, 2017). Additionally, the task of caregiving is often left to more experienced
and unemployed individuals. Working conditions and ages of the caregivers in this study are similar to
those in the literature (Kiiclikgiiclii et al.,, 2009; Pérez-Cruz et al., 2017; Tan Selcuk and Avci, 2016). Most
of the caregivers in this study were the daughters of the patient, and more than half of the caregivers
lived in the same house with the patient. Like this study, other studies have reported that the task of
caregiving is mostly left to the daughter of the person receiving care (Ates and Bilgili 2013; Kiigtikguicli
et al., 2009; Perez-Ordonez et al., 2016).

While 55% of the caregivers of elderly patients receiving palliative care spend 13 hours or more a day
on patient care, the majority care for patients between 0 and 1 year. Conversely, most of the caregivers
(40%) in the IMC reported they have not monitored times for patient care. All the results obtained showed
31.3% of the caregivers provided patient care for 13 hours or more per day, and most of them provided
care for more than 4 years. The caregivers of inpatients in the PCU and IMC provided more daily care (in
hours) and have longer periods of care than in other units examined in other studies (Ates and Bilgili
2013; Naef et al., 2017; Tari Selcuk and Avci 2016). Considering the cultural structure in Turkey, the notion
of family is very important among the people in the Eastern and Southeastern regions. Therefore, the
care given to the elderly is mostly provided by the family of the elderly individual, not in private or state
care institutions (Ates and Bilgili 2013; Tar Selcuk and Avci 2016).

This study found that the care burden scores of the caregivers with palliative care patients were higher
than those giving care to patients in the internal medicine clinic. The review of other studies showed the
care burden of the patient group requiring high-intensity care was heavier than those who required low-
intensity care (Naef et al., 2017; Spatuzzi et al., 2017; Tan Selcuk and Avci, 2016; Vahidi et al., 2016). This
shows that the current study complies with the studies in the literature.

There are no studies on coping strategies for the burden of care, but studies of similar subjects were
evaluated. Ates and Bilgili (2013) stated caregivers’ coping strategies for stress vary according to the
degree of their patients’ dependency levels. This study found that coping strategies of the caregivers of
elderly inpatients in the PCU differed from those of the caregivers in the IMC. As the burden of care on the
caregivers in the PCU increased, their ability to plan decreased, and self-blame increases. Perez-Ordodfiez
et al. (2016) found a positive relationship between anxiety with the perceived burden of care and non-
functional coping, whereas a negative relationship between anxiety and emotional-focused coping was
determined. Richardson et al. (2016) found that post-traumatic stress disorder was high and positively
correlated with the coping subscales of behavioral disengagement, refusal, and humor.
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Conclusion

Caregivers of elderly inpatients in the PCU were found to suffer from a higher burden of care than those
in the IMC. In terms of coping strategies, the caregivers of elderly inpatients in the IMC received higher
scores in the “planning” subscale, and the caregivers in the PCU received higher scores in the “use of
instrumental social support” subscale. Recommendations based on the study are; nurses in the PCUs
be increasingly supportive of caregivers especially those of elderly patients and pay close attention to
their distress and problems. Nurses should routinely assess the burden of care levels on caregivers and
implement plans to address the problem. Caring for caregivers of elderly patients by providing supportive
nursing intervention to provide physical, emotional, social, and financial support to decrease their burden
and develop coping strategies must be considered for caregiver support. Detailed information about
terms of “burden of care” and “coping’, the burden of care assessment tools should be provided in-service
training. Strategies for coping should be explained in discharge training to the patient and the caregiver.
Further studies are recommended to improve various coping strategies for reducing the burden of care
on caregivers of patients in palliative care.
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