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ABSTRACT

This study was carried out to compare sleep quality and profiles of mood states of caregivers with those of people
in a control group who were in the same age range and did not provide care. It was also aimed to evaluate caregiver
burden. The study included 122 volunteer caregivers aged 18-45 who were giving care to people needing home
care and 60 volunteer non-caregivers. The Profile of Mood States (POMS) test and the Pittsburgh Sleep Quality
Index (PSQI) were administered to assess mood and sleep quality, respectively, and to compare the groups. In
addition, the Zarit Caregiver Burden Scale and the Caregiver Self-Assessment Questionnaire (CSAQ) were
administered. Statistical significance was set at p < 0.05 level, and results were expressed in the form of mean +
standard deviation. Mean caregiver burden score was 34.5 + 10.4. Among the 122 caregivers, caregiving burden
was high in 0.8%, moderate in 26.2%, and mild in 68%. Mean CSAQ score was 5.1 £+ 2.6. A total of 54.9% of the
caregivers were found to suffer caregiving burden according to CSAQ. The total PSQI and POMS scores were not
significantly different between the groups. Caregiver burden correlated positively with total POMS scores, tension-
anxiety, depression, anger-hostility, fatigue and confusion. Moreover, PSQI scores correlated positively with
caregiver burden, total POMS scores, tension-anxiety, depression, anger-hostility, fatigue and confusion. The sleep
quality and profiles of mood states of the caregivers were similar to those of the people in the control group.
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EVDE BAKIM HASTALARININ BAKIM VERENLERINDE UYKU, DUYGU
DURUM PROFILi VE BAKIM VEREN YUKUNUN DEGERLENDIRILMESI

OZET

Bu ¢alismada evde bakim ihtiyact olan hastalarin bakim verenlerinde uyku ve duygu durumu profili ayni yas
grubundaki bakim vermeyen kontrollerle karsilastirildi. Ayni zamanda bakim verenlerin yiikiiniiniin
degerlendirilmesi amaglandi. 18-45 yas araliginda evde bakim ihtiyaci olan bireylere bakim veren 122 goniillii
ve benzer demografik 6zelliklere sahip bakim vermeyen 50 goniilliiye duygu durumunu degerlendirmek igin
Duygu Durum Profili ve uyku kalitesini degerlendirmek igin Pittsburgh Uyku Kalitesi Endeksi (PUKI) testleri
uygulanarak elde edilen veriler gruplar arasinda karsilastirildi. Bunun yaninda bakim veren goniillillere bakim
verme yiikii anketi (Zarit) ve bakic1 6z degerlendirme anketi uygulanarak sonuglar degerlendirildi. Istatistiksel
anlamlilik p<0,05 olarak alind1 ve sonuglar ortalama ve standart sapma ile ifade edildi. Bakim veren yiikii
Olcegi ortalama skoru 34,5+10,4 olup 122 bakim verenin; %0,8 inde yiiksek, % 26,2 orta, %68’ i hafif diizeyde
bakim yiikii tespit edildi. Bakict 6z degerlendirme anketi skoru 5,1+2,6 olarak bulundu. Bakim verenlerin
%54.9” unda bakici 6z degerlendirme anketine gore bakim veren yiikii tespit edildi. Duygu durum profili ve
PUKI skorlarinda gruplar arasinda anlamli fark yoktu. Korelasyon analizinde PUKI ile bakim veren yiikii,
duygu durum profili total skoru, gerginlik-anksiyete, depresyon, 6fke-saldirganlik, yorgunluk, konfiizyon,
arasinda pozitif yonde anlamli korelasyon vardi (p<0,05). Bakim veren yiikii ile gerginlik-anksiyete,
depresyon, 6fke-saldirganlik, yorgunluk, konfiizyon arasinda pozitif yonde anlamli korelasyon vardi (p<0,05).
Bakim verenlerin uyku kalitesi ve duygu durum profili kontrol grubuyla benzer bulundu. Bununla beraber,
bakim veren yiikiiniin artmasi ile uyku ve duygu durum profili skorlarinin da arttig1 tespit edildi.

Anahtar Kelimeler: Evde bakim, Bakim verme yiikii, Duygu durumu, Uyku kalitesi

INTRODUCTION

The rate of elderly population is increasing rapidly in our country, Turkey, as in the world.
According to the Turkish Statistical Institute, there were 5 million 891 thousand 694 elderly
people (aged 65 and over) in our country in 2013; the number increased by 17% in the last five
years, and in 2017 there were 6 million 895 thousand 385 elderly people (1). Due to the increase
in the elderly population, the old-age dependency ratio has also increased. This rate increased
from 6.5% in 1940 to 8.2% in 1970 (2). Accordingly, diseases that are common in old age are
becoming a serious issue in the community. However, it can be said that almost all health care
systems are insufficient to provide comprehensive health care services (3,4). Treatment
practices, and economic and political approaches have led to a system where chronic patients

are given care by their families and relatives (3,4).

Caregiving is defined as a person's dedication to the care of another individual who is unable
to perform activities of daily living due to a physical or mental disorder (5). It is a very difficult
task for both the caregiver and the patient. Caregiving burden can be defined as feelings of
pressure, difficulty and bearing a load felt by a person who cares for someone with chronic
illness and accompanying disability (6). Caregivers may experience physical, psychological,
social and economic impact during caregiving (7). Research has shown that caregiver burden
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after a long-term caregiving process can lead to serious consequences such as depression,
anxiety, deteriorating physical health, social isolation, burnout and so forth (8,9). In addition,
factors such as the fact that caregivers often take care of a person of their own family, that there
is emotional burden experienced by the patient and the caregiver, that caregivers themselves
may have health problems, that caregivers receive little adequate social support, and that
caregivers have limited social activity can lead to depression and anxiety in caregivers (8,9).
Depression and anxiety are serious problems that affect caregivers’ quality of life directly and
patient care indirectly (10,11).

There are not many studies on caregivers in Turkey. Caregivers have to cope with problems of
their patients at home alone. Determining the problems that caregivers experience can be
considered to improve the quality of life of both patients and caregivers. It can also contribute
to the development of home care measures and practices. In this study, it was aimed to compare
the changes in sleep and profiles of mood states of caregivers of home care patients with the
changes in those of people in the same age group. We also aimed to evaluate caregiver burden

experienced by the caregivers.

MATERIALS AND METHODS

This study was conducted between January and March 2019 at the Home Care Service unit of
Hakkari Semdinli State Hospital after the necessary permissions were obtained. The conduct of
this study was approved by the Medical and Health Sciences Research Board and Ethics
Committee of Van Education and Research Hospital (No: 01-2019, Date: January 03, 2019). A
total of 122 volunteers (Group 1) aged between 18 and 45 years who cared for individuals in
need of home care, had no physical or mental disability nor any psychiatric or neurological
diseases were included in the study, in addition to 60 volunteer people with similar demographic
characteristics in the control group (Group 2). Demographic data of all participants were
recorded. The caregivers’ affinity with the patient, duration of care, and areas of difficulty they
experienced when giving care were questioned. The Caregiver Self-Assessment Questionnaire,
the Profile of Mood States (POMS), the Pittsburgh Sleep Quality Index (PSQI), and the Zarit
Caregiver Burden Scale (ZCBS) — which measures the effect of the chronic disease on family

and the family's ability to cope with the disease — were administered to the caregivers. POMS
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and PSQI tests were administered to the control group as well. Finally, the results were

compared.
Data Collection Instruments
Zarit Caregiver Burden Scale (ZCBS)

The scale was developed by Zarit et al. (7). The validity and reliability study of the scale in
Turkish was carried out by Ozlii et al. (12). One can score a minimum of 22 points and a
maximum of 110 points on the scale. The scores between 22 and 46 indicate mild burden, those
between 47 and 55 indicate moderate burden, and those equal to or greater than 56 indicate
severe burden. The scale items are generally oriented towards the social and emotional areas,

and high scores on the scale indicate that the caregiver burden is high (10,12).
Caregivers Self-Assessment Questionnaire (CSAQ)

The scale was developed by the American Medical Association for the Health in Aging
Foundation (13). The validity and reliability study of the scale in Turkish was conducted by
Askin et al. (14). The scale consists of 16 items grouped in a factor that includes positive and
negative dimensions of caregiver responses. It also has two specific items for stress and health
levels. The scale evaluates caregivers’ emotional and physical distress, depression, burden and

grief. High scores on the scale indicate a high level of stress resulting from care activities.
Profile of Mood States (POMYS)

This scale was developed by McNair et al. (15) to quickly identify mood swings and short-term
changes. It is a scale in which participants rate a total of 65 qualifiers considering their
preceding week. Each qualifier is rated as “not at all,” “a little,” “moderately,” “quite a bit” or
“extremely.” The scale has 6 subscales: tension-anxiety, depression, anger-hostility, vigor,
fatigue and confusion. In addition, there is a seventh score called Total Mood Disturbance,
which is calculated by subtracting the score on vigor, which is a positively scored subscale,
from the sum of the scores on the other 5 subscales. The validity and reliability study of this

scale in Turkish was conducted by Selvi et al. (16).
Pittsburg Sleep Quality Index (PSQI)

The index was developed by Buysse et al. (17) in 1989. PSQI is a self-assessment scale. It
consists of 24 questions, 19 of which are self-assessment questions, and 5 are questions to be

answered by a roommate. Of the questions of the scale, 18 are categorized under 7 components:
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Subjective sleep quality, sleep latency, sleep time, usual sleep efficacy, sleep disorder, sleep
drug use and daytime dysfunction. Each component is rated between 0 and 3 points. The total
score of the 7 components gives the total score of the scale. The total score ranges from 0 to 21.
If the total score is greater than 5, it indicates “poor sleep quality.” The reliability and validity
study of the scale in Turkish was carried out by Agargiin et al. (18).

Statistical analysis:

We used IBM SPSS (Statistical Package for the Social Sciences) program version 22.0.0 to
analyze data at the 95% confidence interval. Kolmogorov—Smirnov test was conducted to
determine whether the data were normally distributed. Levene test was carried out to test the
homogeneity and equality of variances. Student's T-tests and Mann-Whitney U tests were
carried out to compare quantitative data. And Pearson Chi-Square tests were run to compare
qualitative data. Pearson correlation analyses were conducted to determine the correlations
between the data. Statistical significance was set at p < 0.05 level, and results were expressed

in the form of mean + standard deviation.

RESULTS

Both groups had similar demographic characteristics. Of the caregivers, 92% were a descendant
of their patient, and all of them were first-degree relatives. The most difficult area to provide
care in was the bathroom with 29.7% (Table 1).

Table 1: Characteristics of caregivers

Age 29.2+11.6
Caregiving duration (years) 8.0+6.1

Gender Female 122 (100%)
Male 0 (0.0%)

Degree of affinity Child 92 (53.5%)
Parent 10 (5.8%)
Wife 8 (4.7%)

Brother 12 (7.0%)
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Forced care areas

Assistant individual

Eat

Bathroom

Toilet

All

No

No

Yes

9 (5.2%)
28 (16.3%)
51 (29.7%)

6 (3.5%)
28 (16.3%)
22 (12.8%)

100 (58.1%)

The mean score of Zarit caregiver burden was 34.5 + 10.4. Of the 122 caregivers, 0.8% suffered

high caregiver burden, 26.2% suffered moderate caregiver burden, and 68% suffered mild

caregiver burden, whereas 4.9% did not suffer any care burden. The mean CSAQ score was 5.1

+ 2.6. Of the caregivers, 54.9% were found to have caregiver burden according to the CSAQ.

The mean total PSQI score was 4.6 + 2.6 in the caregiver group and 4.0 + 1.8 in the control

group, and there was no significant difference between the scores (p = 0.371). There was no

significant difference between the groups in terms of total POMS scores and its subscale scores

(Table 2).

Table 2: PSQI and POMS scores between the groups

Caregivers (n =122)

Control (n = 50)

PSQI

POMS Tension-anxiety
Depression

Anger-hostility

Vigor
Fatigue

Confusion

POMS Total

4.6+2.6

105+6.4

8.9+7.3

6.38+6.8

176+4.9

6.2+45

8.2+45

23.0+25.1

40+1.8

104+7.1

7.9+5.9

56+4.7

16.4+5.7

56+4.4

7.5+3.7

20.7+20.4

Results are presented as mean =+ standard deviation (SD).

*p < 0.05; **p < 0.01
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The Pearson's correlation analyses revealed that caregiver burden correlated positively with the
tension-anxiety (r = 0.244, p = 0.007), depression (r = 0.429, p < 0.001), anger-hostility (r =
0.332, p < 0.001), fatigue (r = 0.525, p < 0.001), confusion (r = 0.394, p = 0.001) subscales of
POMS and with total POMS scores (r = 0.409, p < 0.001). Similarly, the PSQI scores correlated
positively with caregiver burden (r = 0.062, p = 0.004), total POMS scores (r = 0.436, p <
0.001), tension-anxiety (r = 0.386, p < 0.001), depression (r = 0.358, p < 0.001), anger-hostility
(r=0.369, p <0.001), fatigue (r =0.350, p < 0.001), and confusion (r = 0.369, p < 0.001) (Table
3).

Table 3: The Pearson's correlation analyses

Caregiver burden PSQI
Tension-anxiety 0.24* 0.39**
Depression 0.43** 0.36**
Anger-hostility 0.33** 0.37**
Vigor 0.05 0.08
Fatigue 0.53** 0.35**
Confusion 0.29* 0.40**
POMS Total 0.41** 0.44**

Results are presented as mean =+ standard deviation (SD).

*p < 0.05; **p < 0.01

DISCUSSION

The aim of home care is to provide health care services and social services that are protective,
preventive, curative and rehabilitative to individuals who are needy in terms of physical, social
and mental aspects, in a continuous and effective way in the environment they live (19). In our
country, it was first introduced in 2011 (19). With this practice, it has been aimed to provide
regular and quality health care services by expert healthcare professionals to patients who are
elderly, bed-dependent or disabled, who have chronic diseases such as joint-muscle diseases,
who need post-operative care, or patients who are diagnosed with cancer, in their own home

environment. In this context, health care professionals visit patients at their homes and provide
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treatment. Nevertheless, the care of disabled individuals is provided primarily by their families.
Although care for individuals by their relatives has a physically and psychologically positive
effect on the well-being of the elderly, it was reported in some studies that 36% of caregivers
of elderly people were unable to provide sufficient care (19,20,21). Caregivers face difficulties
in helping the patient in the long term, can experience depression, affliction and excessive

fatigue, and can become predisposed to physical, mental and social problems (22,23,24).

In the literature, care of elderly people and burden experienced by caregivers of such people
have been studied in various groups. A number of studies have shown that physical and mental
health of caregivers deteriorate, and they feel more exhausted in the presence of neurological

diseases such as stroke, Parkinson's disease and Alzheimer's disease (5,22,25).

Mc Cullagh et al. (24) conducted a study on 232 stroke patients and their caregivers. The
researchers proved that the significantly high anxiety and depression levels of the caregivers
and the patients regressed after one year of follow-up. They used ZCBS to determine caregiver
burden and found an average burden of 48 + 13.2 points in the 3rd month (24). In another study
(26), POMS and ZCBS were administered to caregivers of dementia patients. After the initial
administration of the scales to the caregivers, the caregivers were subject to a short-term
psychotherapy, and then, the scales were re-administered to the caregivers. The results showed

no significant change in POMS, but a decrease in caregiving burden (26).

In line with the literature, the ZCBS score in our study was 34.5 + 10.4, and it was found that
0.8% of the caregivers felt high caregiving burden, 26.2% felt moderate burden, and 68% felt

mild burden.

In our study, 0.8% of the caregivers felt high caregiving burden, 26.2% felt moderate burden,
and 68% felt mild burden. The mean caregiver burden score was 34.5 = 10.4. The mean CSAQ
score was found to be 5.1 + 2.6. According to the CSAQ, 54.9% of the caregivers suffered

caregiver burden.

Long-term caregiving burden can cause mental and physical changes in the caregiver. A
significantly positive correlation was found between caregiver burden and caregiver anxiety
and depression scores in the study of Ates et al. (27). In another study, a positive correlation
was found between anxiety and depression levels and sleep quality of caregivers (28). In our
study, caregiver burden correlated positively with most POMS subscales — tension-anxiety,

depression-dejection, anger-hostility, fatigue-inertia, confusion-bewilderment — as well as
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with total POMS scores in line with the literature. Moreover, sleep disturbance correlated
positively with caregiver burden, total POMS scores, tension-anxiety, depression-dejection,

anger-hostility, fatigue-inertia, and confusion-bewilderment.

Our results showed that the participant caregivers suffered caregiving burden while carrying
out their care activities, and that their daily life routines were adversely affected. As a result of
increased caregiver burden, sleep quality and profiles of mood states were worsened, but
contrary to our expectations, sleep quality and profiles of mood states of the caregivers were
the same as those of the control group. This result can be explained by the fact that caring for
a family is seen as a natural part of life over time. Although the caregiving burden increased in

these people, it did not affect their mood and sleep quality.

In conclusion, it will be beneficial to initiate and develop institutional practices for minimizing
the problems caregivers experience due to care. Additionally, making consultancy and training
services for caregivers widespread and developing a corporate structure that provides

continuous or partial support to caregivers will be useful in reducing caregiver burden.

The scope of our study includes only caregivers of home care patients, which can be considered
a limitation of it. In addition, the fact that it was carried out in a home care unit in a single
district is a limitation of our study. In this respect, larger scale studies can be planned by

increasing the sample size.
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