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Abstract

Objectives The COVID-19 pandemic has adversely affected the caregivers of people with all chronic diseases, including
people with cancer (PWC). This study was conducted to determine the impact of anxiety and spiritual well-being on the care
burden of caregivers of PWC during the COVID-19 pandemic.

Design This cross-sectional descriptive study included 250 caregivers of hematology and oncology patients registered with
a cancer support association. All participants completed the following self-report questionnaires: the Spiritual Well-Being
Scale (SWBS), Generalized Anxiety Disorder 7-item scale (GAD-7), and the Zarit Caregiver Burden Interview (ZBI).
Results Most (82.4%) of the caregivers expressed fear that their patient may contract COVID-19, and 42.0% stated that
they had difficulty getting to the hospital. The caregivers’ mean ZBI score was 21.06 + 14.64, their mean GAD-7 score was
14.51 £6.02, and their mean SWBS score was 111.50+16.84. According to the results of regression analysis, SWBS and
GAD-7 scores had a significant effect on the ZBI score (p <0.05).

Conclusion In this study, anxiety explained most of the care burden during COVID-19. Therefore, during the COVID-19
pandemic, it may be beneficial to implement practices to promote spirituality and reduce anxiety in caregivers of PWC.

Keywords Cancer patients’ caregivers - Caregiver burden - Spiritual well-being - Generalized anxiety disorder

Introduction

COVID-19 infection poses a greater risk of morbidity
and mortality for patients with advanced age, male sex,
and comorbidities such as chronic lung disease, hyperten-
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sion, diabetes, and cancer [1]. Of all these groups, people
with cancer (PWC) and immunocompromised patients,
are at higher risk of serious complications or COVID-19
infection [2]. In a study conducted in China, 18 of a total
of 1590 COVID-19 patients in 575 hospitals had a his-
tory of cancer, with lung cancer being the most common
[3]. Although the sample was small, patients undergoing
chemotherapy or surgical treatment were found to have a
higher risk of COVID-19 infection than those who were
not [3]. It is known that advanced age and hematological
malignancy are associated with more severe COVID-19
symptoms in PWC, while the risk of mortality is higher
among patients undergoing chemotherapy [4]. The need
for intensive care and ventilation was reported to be 3.5
times higher in PWC infected with COVID-19 compared
to non-cancer patients [5]. Lee et al. reported that 349 of
1044 PWC who were followed up during the pandemic
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died and that 295 (92.5%) of those deaths were not related
to treatment toxicity or cancer progression but occured due
to COVID-19 [4].

In addition to somatic problems, the COVID-19 pan-
demic has also caused many psychosocial and economic
problems for PWC. The greatest risk for PWC during the
pandemic is not receiving the necessary medical services,
both in terms of hospital admissions and regular medical
care [6]. In addition, the isolation of PWC due to fear of
COVID-19 transmission has caused increased stress levels
and had a negative impact on all social support systems of
both PWC and their caregivers [7, 8].

Caregiver burden is multidimensional in nature and
encompasses difficulties in assuming and functioning in the
caregiver role. Caregiving is also associated with effects on
the caregiver’s emotional and physical health that can occur
when care demands exceed resources [9]. Caregivers, who
are often in a caregiving position out of obligation and not
choice, also have to cope with unlimited responsibility in the
care and treatment of PWC [10, 11]. Caregivers of PWC face
many problems during care, and the difficulties they experi-
ence can often be overlooked [12]. Caregivers must coor-
dinate care between the patient and healthcare profession-
als, as well as manage the patients’ diet, treatment-related
symptoms, and side effects, and other issues such as stress
and anxiety [13, 14].

Considering all the responsibilities that caregivers
undertake under ordinary circumstances, it is inevitable
that they will be adversely affected during the COVID-19
pandemic [15]. Yao et al. [8] compared informal caregiv-
ers and healthcare personnel caring for PWC and found
that informal caregivers experienced the most anxiety. In
a recent meta-analysis study, the prevalence of depression
and anxiety in caregivers of PWC was reported to be 42.30%
and 46.55%, respectively [16]. A study conducted in Tur-
key also showed that care burden increased with anxiety in
caregivers of PWC [17]. In a study of caregivers of PWC
during the COVID-19 pandemic, 22.5% of the caregivers
were reported to have a GAD-7 score of 10 or higher [18].
Kent et al. [19] stated that caregivers primarily experienced
social isolation, loneliness, and health issues due to these
problems; secondly, they experienced economic problems
due to COVID-19; and thirdly, they experienced stress about
making the right decisions pertaining to the PWC due to
their role as the decision-maker. Sannes et al. [20] reported
that COVID-19 had a double-hit effect due to the risk of
infection in PWC and the risk of social isolation for car-
egivers. In addition, caregivers may experience feelings of
acute anxiety, frustration, guilt, and anger for reasons such
as transmission of the disease to their loved ones, inability to
access health services when needed, fear of cancer relapse/
progression, social stigma, and lack of social support for
transportation [13, 14].
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Considering research on this topic in Turkey, Gereklioglu
et al. [21] determined that quality of life was affected in 46%
of caregivers of PWC. Furthermore, Akpinar and Yurtsever
[22] reported that caregivers who were spouses of PWC had
lower quality-of-life scores. In other studies, it was deter-
mined that the burden of care for caregivers of PWC was
between 39.02 and 50.7 points, indicating moderate care
burden [23-25]. Although the caregivers of disabled people
and others requiring care in Turkey receive an amount equiv-
alent to approximately US $200 per month, this amount is
quite low considering the economic circumstances [26].

Informal caregivers are important partners in healthcare
services, and spirituality plays an important role in caregiv-
ers’ ability to cope with care-related challenges during the
COVID-19 pandemic [27]. Spirituality provides an interpre-
tive framework for finding meaning and facilitates access to
sources of social support through participation in religious/
spiritual activities [28, 29]. La et al. [30] reported that low
spirituality was a predictor of depression in caregivers of
PWC. In recent years, the concept of spiritual well-being
has emerged along with the concept of spirituality. Spiritual
well-being is conceptualized as an expression of spirituality,
and serves as a measure of a person’s spiritual health [31].
It is a multifaceted concept that encompasses both religion
and spirituality.

The dominant religion in Turkey is Islam. Turkey is a reli-
gious country, and religious beliefs are important for 82% of
Turkish people [32]. In Turkish culture, the terms spirituality
and religion are sometimes used interchangeably. Although
spirituality is a significant coping mechanism in disease
states, spiritual well-being has been neglected in both clini-
cal practice and research. There are very few studies on the
relationship between spiritual well-being and care burden in
caregivers of PWC [31, 33].

Interventional studies have shown that the spiritual well-
being of caregivers of PWC can be increased, thereby reduc-
ing care burden, anxiety, and depression. Lapid et al. [34]
determined that there was an improvement in the spiritual
well-being in caregivers of PWC after a structured multi-
disciplinary intervention session (physical therapy, health
behavior changes, self care and symptom management,
relaxation training) that started with physical therapy for
4 weeks and ended with relaxation exercise. In a study of
the effects of web-based meaning-centered psychotherapy on
care burden, anxiety, depression, finding benefit, and spir-
itual well-being in caregivers of PWC, a longitudinal mixed-
effects model revealed significant differential increases
in finding benefit in favor of the intervention group [35].
Ugurluoglu and Erdem [36] stated that spiritual well-being
had a positive effect on posttraumatic growth. Therefore, we
believe that evaluating the care burden as well as the anxiety
and spiritual well-being of caregivers of PWC during the
COVID-19 pandemic will contribute to the literature.
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Research questions

1. How have PWC caregivers been affected by the
COVID-19 pandemic?

2. What are factors affecting PWC caregivers’ scores in
the Zarit Caregiver Burden Interview?

3. Do anxiety and spiritual well-being have an effect
on the care burden of caregivers of PWC during the
COVID-19 pandemic?

Methods
Study design

This was a cross-sectional descriptive study.

Objective

This study was conducted to determine the effects of anxi-
ety and spiritual well-being on the care burden of caregiv-
ers of PWC during the COVID-19 pandemic.

Participants

Due to the risk of COVID-19 transmission, we decided to
recruit participants and conduct the study through online
platforms. A questionnaire created using Google Forms
was shared electronically in Facebook and Instagram for
completion between May 10 and July 16, 2020. Caregiv-
ers of PWC were recruited from among the members of
the Cancer Fighters Association, a cancer patient and car-
egiver association in Turkey. Before starting to complete
the questionnaire, the caregivers of PWC had to read a fact
sheet including information about the study and its objec-
tives. They were only able to continue to the questionnaire
after providing consent by ticking a box accompanying the
statement “I agree to participate in the study.” PWC car-
egivers who were able to access the online questionnaire
and voluntarily participated were included in the study.
The forms were created in such a way as to allow each
person to complete the survey only once.

The study sample included 250 first-degree relative
caregivers who were over 18 years of age, were caring for
a patient with a primary hematological/oncological can-
cer diagnosis for at least 1 year, had no disorder/disease
affecting their decision-making ability (dementia, mental
illness, etc.), and volunteered to participate in the study.
Non-probability (convenience) sampling was used.

Data collection

Data were collected using a sociodemographic information
form, a COVID-19 questionnaire, the Generalized Anxiety
Disorder 7-item scale (GAD-7), the Zarit Caregiver Bur-
den Interview (ZBI), and the Spiritual Well-Being Scale
(SWBS).

Sociodemographic information form.

This form included questions about both the caregiver
and the PWC. Caregiver-related questions included age,
gender, marital status and marriage duration if applicable,
socioeconomic and employment status, relationship to the
patient, whether they lived with the patient, change in work
life, duration of care (years) and daily care time (hours),
whether anyone else assisted with care, whether they had
previous care experience, chronic illnesses, and whether
they had difficulty fulfilling their responsibilities. Patient-
related questions included age, gender, marital status, socio-
economic status, diagnosis, health status, and whether they
had undergone a psychiatric evaluation.

COVID-19 questionnaire.

A questionnaire was developed by the researchers to iden-
tify caregivers’ concerns related to COVID-19. It consisted
of yes/no questions regarding the caregiver’s concern that
they or the PWC would contract COVID-19, the PWC’s
COVID-19 risk status, whether they thought there is a rela-
tionship between cancer and COVID-19, increase in cancer
symptoms, whether the PWC had any hospital follow-up
visits or admissions during the pandemic, and the difficulties
and emotions they experienced.

General Anxiety Disorder-7 Scale (GAD-7).

The GAD-7 is a self-assessment scale that measures gen-
eralized anxiety disorder according to the DSM-IV criteria
[37]. It consists of 7 items scored on a 4-point Likert-type
scale (O=none, 1 =some days, 2=more than half of the
days, 3 =almost every day). Scores range from O to 21, with
scores of 0—4 interpreted as mild, 5-9 as moderate, 10—14
as high, and 15-21 as severe anxiety. A GAD-7 total score
of 8 was determined as the diagnostic threshold for probable
GAD. In the validity and reliability study, the Cronbach’s
alpha reliability coefficient was 0.85.

Zarit Caregiver Burden Interview (ZBI).

The ZBI was developed by Zarit, Reever, and Bach-
Peterson in 1980 and the Turkish adaptation, validity, and
reliability study was conducted by Inci and Erdem [38]. This
tool is used to evaluate the stress experienced by caregivers
of older adults or other people who require care and can be
completed by the caregivers themselves or the researcher.
It consists of 22 items that determine the effect of caring
on the caregiver’s life, generally regarding the social and
emotional domains. The items are rated on a Likert-type
scale ranging from O to 4 (never, occasionally, sometimes,
frequently, or almost always). The total score ranges from 0
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to 88 points, with higher scores indicating greater difficulty
related to caregiving [39]. Scores of 0-20 are interpreted as
no care burden, 21-40 as light care burden, 41-60 as mod-
erate care burden, and 61-88 as heavy care burden. In the
validity and reliability study, the Cronbach’s alpha reliability
coefficient was 0.95.

Spiritual Well-Being Scale (SWBS).

This scale was developed by Eksi and Kardas [40] in
order to understand how people live and understand life in
personal, social, environmental, and faith terms. In the Turk-
ish validity and reliability study of the scale, the Cronbach’s
alpha coefficient was determined as 0.88. The scale consists
of 29 items in three dimensions: faith, harmony with nature,
and anomie. The items are rated on a 5-point Likert-type
scale, resulting in a score range of 29 to 145. Higher scores
indicate a higher level of spiritual well-being.

Statistical methods

Nominal and ordinal data were presented as frequency and
percentage and measured data as mean and standard devia-
tion values. The Kolmogorov—Smirnov test was used to test
the normality of the data distributions. Spearman’s correla-
tion and partial correlation analysis were used to examine
the relationships between variables. For multivariate anal-
ysis, logarithmic transformation was done, and the logit
model was used. The logit model is a statistical method that
provides a classification according to the rules of probability
by calculating the values of the dependent variable [41].
All analyses were performed with 95% confidence intervals
using the SPSS 22.0 program.

Ethics

This study was conducted in accordance with the princi-
ples of the Declaration of Helsinki. Before the study, ethi-
cal approval was obtained from the ethics committee of
the health sciences faculty of a university (approval date:
06.05.2020, number: 81829502.903/30). All participants
were informed about the study’s purpose and type, and the
confidentiality of the research data was guaranteed. Indi-
viduals who provided informed consent were included in
the study.

Results

In terms of demographic profile, 56.0% of the participants in
our study were female, 70.4% were married, 60.4% had chil-
dren, 51.2% lived in urban centers, 31.6% had a chronic dis-
ease, 91.6% had health insurance, 28.8% were not working,
and 55.2% stated that their income was sufficient to cover
their expenses. Nearly all (92.8%) of the caregivers lived
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with family members, 67.2% lived in the same household
with the PWC, and 28.8% were the PWC’s parent and 26.8%
were the PWC’s spouse. In terms of caregiving, 25.2% of
the participants provided care around the clock, 44.8% were
obligated to care for the PWC (e.g., spouse, child, parent),
44.8% were also caring for other patients, 46.8% had some-
one to help with caregiving, and 3.2% received a wage for
caregiving. Most of the caregivers (80.4%) stated they had
a good relationship with the PWC, while 18.8% described
their relationship as not good. The mean age of the caregiv-
ers was 40.21 +12.49 years, they had been caring for the
PWC for a mean of 7.37 +7.5 months, and the mean daily
care time was 10.43+9.7 h per day. The mean ZBI score
was 21.06 + 14.64, the mean GAD-7 score was 14.51+6.02,
and the mean SWBS score was 111.50+ 16.84. These results
indicate that caregivers of PWC have a light care burden,
severe anxiety, and high spirituality. Most of the caregivers
(83.2%) had a mean GAD-7 score above 8.

Of the PWC, 50.8% were female, 43.6% had a primary
school education, and 94.6% had social insurance. Clini-
cally, 48.4% had oncological malignancy, 93.6% received
chemotherapy, 22.8% had radiation therapy, 5.2% were
receiving immunotherapy, 30.8% had undergone surgery,
10.8% had autologous stem cell transplantation (SCT), 2.4%
had allogeneic SCT, 0.4% had unrelated SCT, and 21.6%
had undergone a psychiatric evaluation. The mean age was
56.12 + 14.42 years (Table 1).

When asked their views related to COVID-19, 75.6% of
the caregivers were afraid of contracting COVID-19 them-
selves, while 82.4% were afraid for the PWC. Most caregiv-
ers (89.2%) thought that the PWC was at increased risk for
COVID-19, 44.0% thought there was a relationship between
the PWC’s cancer type and COVID-19, 9.6% reported an
increase in cancer-related symptoms, 36.0% stated that the
pandemic had affected the PWC’s treatment, and 15.6% of
the PWC had been hospitalized during the pandemic. The
most common problems cited by the caregivers were diffi-
culty getting to the hospital (42.0%), followed by difficulty
seeing/contacting the doctor (40.4%), difficulty acquiring
protective equipment such as masks (38.0%), and difficulty
continuing treatment (33.2%). Fear was the most common
emotion expressed in relation to COVID-19 (Table 2).

Correlation analysis revealed negative correlations
between ZBI and caregiver education and income level, liv-
ing with the PWC, an increase in the PWC'’s cancer-related
symptoms, and COVID-19 affecting treatment (p < 0.05).
There were positive correlations between ZBI and the qual-
ity of the caregiver’s relationship with the PWC (good/not
good) and daily care time (p <0.05). Correlations were
detected between SWBS score and caregiver gender (male,
female), and between working status and daily care time
(p<0.05). GAD-7 score was correlated with caregiver gen-
der and fear of COVID-19 infection for self and the PWC,
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Table 1 Selected demographic characteristics of the caregivers and
patients (n=250)

n %
Caregiver characteristics
Female 140 56.0
Married 176 70.4
Has health insurance 229 91.6
Lives in urban center 128 51.2
Parent of patient 72 28.8
Income equal to expenses 138 552
Not working 127 50.8
Has a child/children 160 64.0
Lives with family 232 92.8
Care obligation (spouse, child, parent) 131 44.8
Cares for another patient 112 44.8
Has someone to assist with care 117 46.8
Provides 24-h care 63 252
Receives payment for care 8 32
Has care experience 49 19.6
Has a chronic disease 79 31.6
Relationship with patient
Good 201 80.4
Bad 47 18.8
Lives with the patient 168 67.2
Mean+ SD
Age (years) 40.21+12.49
Duration of care (months) 7.37+7.5
Daily care time (h/day) 10.43+£9.7
Patient characteristics
Female 127 50.8
Primary school graduate 109 43.6
Has social insurance 235 94.6
Diagnosis
Oncological malignancy 121 48.4
Hematological malignancy 79 31.6
Gynecological malignancy 13 52
Neuroendocrine malignancy 12 4.8
Urological malignancy 9 3.6
Head and neck malignancy 9 3.6
Bone and soft tissue malignancy 6 24
Other malignancy 1 0.4
Treatment
Chemotherapy 234 93.6
Radiotherapy 57 22.8
Immunotherapy 13 52
Surgery 77 30.8
Autologous SCT 27 10.8
Allogeneic SCT 6 2.4
Unrelated donor SCT 1 0.4
Psychiatric evaluation 54 21.6
Mean +SD
Age (years) 56.12+14.42

SCT stem cell transplantation

belief that cancer increased the PWC’s risk of COVID-19,
cancer-related symptoms, and COVID-19 affecting treat-
ment (p <0.05) (Table 3). GAD-7 score was correlated with
caregiver marital status, the quality of the caregiver’s rela-
tionship with the PWC (good/not good), and daily care time
(p <0.05). The only factor associated with all three variables
(ZBI, SWBS, GAD-7) was daily care time. The moderate
negative correlation between COVID-19 affecting treatment
and GAD-7 score was the strongest relationship observed
(Table 3).

Both Spearman’s correlation analysis and the partial corre-
lation analysis controlled for daily care time revealed statisti-
cally significant positive correlations between ZBI and SWBS
(p<0.01), between ZBI and GAD-7 (p<0.01), and between
SWBS and GAD-7 (p <0.05). The results of correlation analysis
between ZBI, SWBS, and GAD-7 are shown in Table 4.

According to the results of the regression analysis, SWBS
and GAD-7 scores had significant effects on the ZBI score
(p<0.05). However, the effect of daily care time on ZBI was
not statistically significant (p > 0.05). Therefore, although
daily care time alone was significantly associated with the
ZBI score in univariate analysis, this effect was not statisti-
cally significant when evaluated together with GAD-7 and
SWBS scores in multivariate analysis. When the regres-
sion coefficients were examined, GAD-7 had a much larger
effect on ZBI than SWBS. The results of the logit analysis
for the effect of SWBS and GAD-7 on ZBI are given in
Table 5. According to this model, 56.8% of the ZBI score
was explained by GAD-7 and SWBS scores. As daily care
time affected all three variables (GAD-7, SWBS, ZBI), it
was used as an effective factor in the analysis.

Discussion

To our knowledge, this is the first study to investigate the
effects of anxiety and spiritual well-being on care burden
among caregivers of PWC during the COVID-19 pandemic.
Therefore, we believe this study makes an important contri-
bution to the literature.

In this study, 56.8% of the care burden of caregivers
of PWC during the COVID-19 pandemic was explained
by GAD-7 and SWBS scores, especially anxiety, while
other variables are needed to explain the remaining 43.2%.
These findings indicate that anxiety significantly increased
the care burden of caregivers during the COVID-19 pan-
demic. In our review of the literature, we found some
studies on the effect of COVID-19 on the care burden of
PWC caregivers [18, 42]. There is also a report stating that
most caregivers of dementia patients perceived COVID-
19 as a threat to themselves (75%) and the person with
dementia (82.1%) [43]. This is very similar to our findings
that 75.6% of caregivers feared contracting COVID-19
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Table 2 Caregiver’s opinions

about the relationship between " %
COVID-19 and the Patient’s Opinions about the COVID-19 pandemic
Cc%fflgfigtg’;;‘(;edm“ir;“g the I'm afraid that T might contract COVID-19 189 756
I’'m afraid that my patient might contract COVID-19 206 82.4
My patient is at high risk for COVID-19 infection 223 89.2
I investigated the relationship between my patient’s cancer diagnosis and COVID-19 110 44.0
My patient’s cancer-related symptoms increased during the COVID-19 pandemic 24 9.6
My patient’s treatment has been affected by the COVID-19 pandemic 90 36.0
Hospitalized for cancer-related reasons during pandemic 39 15.6
Difficulties experienced during the COVID-19 pandemic
Problem seeing/contacting doctor 101 40.4
Shortage of protective equipment 95 38.0
Difficulty continuing treatment 83 332
Difficulty getting to the hospital 105 42.0
Patient is over 65 years old and subject to curfews 2 0.8
Longer wait in the outpatient clinic 4 1.6
Economic problems 3 1.2
None 23 9.2
Emotional problems
Fear 148 59.2
Sadness 83 332
Poor concentration 72 28.8
Unhappiness 67 26.8
Burnout 66 26.4
Anger 57 22.8
Insomnia 57 22.8
Guilt 26 104
Obsession 7 2.8
None 16 6.4
Table 3 Results of Spearman’s 7BI SWBS GAD-7
correlation analysis of the
relationship between selected Gender —0.086 ~0.196"" —0.170**
L s and Education level ~0217" ~0.107 0.000
Marital status 0.042 —-0.052 0.168
Income level -0.193" -0.118 -0.049
Working status 0.067 0.139" 0.039
Having a child —0.054 —-0.033 0.123
Having health insurance 0.039 0.054 0.103
Caregiver’s relationship to patient (well/not well) 0.221" —0.008 0.214™
Caregiving obligation —0.051 —-0.107 —0.046
Living with the patient —0.159" —0.057 -0.060
Daily care time 0.199" 0.250" 0.160"
Fear of COVID-19, self -0.121 -0.038 -0.183"
Fear of COVID-19, patient —0.028 —0.029 -0.131"
Higher risk of COVID-19 due to cancer —0.008 -0.015 -0.132"
Cancer-related symptoms —-0.268™ —0.088 —-0.188™
Effect of COVID-19 on cancer treatment —0.249™ 0.011 —-0.387"

“p<0.05; *p<0.01
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Table 4 Results of correlation analysis between ZBI, SWBS, and
GAD-7 scores

ZBI SWBS
SWBS Spearman’s rho 0.222%%*
Controlled for daily care duration  0.216**
GAD-7  Spearman’s tho 0.517**%  0.152*
Controlled for daily care duration ~ 0.179%*  0.199*

“p<0.05; *4p<0.01

Table 5 Results of logit analysis for the effect of SWBS, GAD-7, and
daily caregiving duration on ZBI

Non-standardized coef- Standard- t P
ficients ized coef-
ficients
B Standard Beta
error
(Constant) —14.214 5933 —-2.396 .017
Log SWBS .144 .052 .164 2.776  .006
Log_GAD-7 1.246 148 496 8.414  .000
Daily care 146 .092 .095 1.591 113
time

R%:0.568; F: 32.221; p<0.01

themselves and 82.4% were afraid the PWC would contract
COVID-19. Karacin et al. [44] determined that 14.2% of
PWC receiving chemotherapy postponed their chemother-
apy appointments due to COVID-19. In the same study,
70% of the patients stated that they believed COVID-19
would affect them more because they had cancer [44].
Sigorski et al. [45] reported in their study that PWC were
more afraid of cancer than of COVID-19. In the present
study, 36% of the caregivers stated that the pandemic had
affected the PWC'’s treatment and 33.2% stated they had
difficulty continuing treatment. Wimberly et al. [42] deter-
mined in their study that 50% of caregivers of childhood
cancer survivors reported delayed/canceled appointments
and 19% reported delayed/canceled imaging. Ng et al.
determined in their study that 72.8% of caregivers of PWC
were afraid of COVID-19 [18]. Wu et al. [46] reported in
their study that 64% of PWC experienced changes in their
cancer management plan, with a median treatment delay of
21 days. In another study, it was determined that 45.5% of
caregivers of older adults received less social support than
before the pandemic [47]. In this study, the most common
problem experienced by caregivers during the COVID-
19 pandemic was access to hospitals and doctors. These
problems may have been related to the fact that oncology
centers in Turkey are located in large urban centers, and
during the pandemic, there were intercity transport restric-
tions and rotating/remote working arrangements.

In a study conducted with PWC during the COVID-19
outbreak in China, the prevalence rates of depression, anxi-
ety, and posttraumatic stress syndrome were 23.4%, 17.7%,
and 9.3%, respectively [48]. Ng et al. [18] determined that
the prevalence of anxiety among PWC, their caregivers, and
healthcare workers was 19.1%, 22.5%, and 14.0%, respec-
tively. Wimberly et al. [42] reported in their study that 77%
of caregivers of childhood cancer survivors had increased
feelings of anxiety due to the outbreak. Nearly half (46.8%)
of caregivers of older people with neurocognitive disorders
were found to have anxiety during the COVID-19 pandemic
[49, 50]. Some studies have evaluated fear in caregivers of
PWC during the pandemic, and one group reported detect-
ing psychological distress in 46.5% of long-term caregivers
[51]. When the literature data regarding fear among PWC
are examined, it can be seen that the caregivers in the pre-
sent study experienced more fear than the PWC. Caregivers
may experience more fear due to the possibility of losing
the PWC, the uncertainty felt at the start of the pandemic,
and the lack of sufficient social support. For this reason, the
Memorial Sloan Kettering Cancer Center has created alter-
native options for the treatment of PWC due to COVID-19,
such as extending the treatment intervals and switching to
oral chemotherapeutic agents [7].

Park [51] reported that caregivers experienced somatic
symptoms such as headache, fatigue, body pain, and abdom-
inal discomfort. In addition to fear, the caregivers in our
study also described having psychosomatic symptoms such
as sadness, poor concentration, unhappiness, anger, insom-
nia, and guilt. The prevalence of sleep problems among car-
egivers of older adults with neurocognitive disorders during
the COVID-19 period was found to be 9.4-10.8%, which is
lower than in the present study [49, 50].

In studies conducted before the COVID-19 pandemic, the
mean ZBI score of caregivers of PWC was higher compared
to our study [23, 52, 53]. This may be related to the decrease
in the rate of hospital admissions due to lockdowns during
the pandemic. According to Ng et al. [18], PWC caregivers
stated that the caregiver burden is higher in those with
high anxiety. In two studies evaluating the care burden of
caregivers of older adults and dementia patients during the
COVID-19 pandemic, care burden was found to be higher
than in the pre-pandemic period and was associated with
a degree of dependency [43, 47]. In the present study,
we detected a significant relationship between ZBI and
education level. Similarly, studies conducted in Turkey have
shown that the ZBI score increases with a lower education
level [23, 52, 54].

Parry et al. [55] reported that the Patient Health Question-
naire and GAD-7 are frequently used to evaluate anxiety and
that 14 to 82% of caregivers had anxiety. Ng et al. [18] found
that GAD-7 scores were higher in caregivers compared to
those in PWC and healthcare personnel. Alexopoulos et al.
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[56] determined that caregivers of people with neurocogni-
tive diseases had a GAD-7 score of 5.18 (4.90) and stated
that the GAD-7 score was not associated with caregiver dis-
tress. In the present study, we found that caregivers of PWC
experienced severe anxiety, with 83.2% having a GAD-7
score above 8. This may be attributable to the chronic nature
of cancer, the caregivers being relatively young, and the
uncertainty at the start of the COVID-19 pandemic.

There are no studies in the literature that evaluated
spiritual well-being among caregivers of PWC during the
COVID-19 pandemic. Studies on caregivers of PWC in the
pre-COVID-19 period are also limited. Of these, two stud-
ies showed that PWC caregivers with high spiritual well-
being had better quality of life and lower care burden scores
[31, 57]. Vigna et al. [58] reported that low spirituality
increased the emotional burden of caregivers of palliative
care patients. Kasapoglu [59] also reported a negative corre-
lation between spiritual well-being and fear of COVID-19 in
the normal population. In the present study, it was observed
that spiritual well-being explained the care burden to a cer-
tain extent and that caregivers had high spirituality. These
findings suggest that spiritual well-being was effective in
reducing the burden of care and coping with anxiety during
the COVID-19 pandemic.

Limitations

There are several limitations of this study. Our sample
included patients registered with a single cancer support
association. Therefore, it cannot be generalized to the whole
of Turkey. Secondly, the study was not prospective but cross-
sectional and was conducted early in the pandemic. The
participants were not questioned about the pre-pandemic
period, so their situation in that period is unknown. In the
literature, depression is generally evaluated together with
anxiety, whereas only anxiety was assessed in the present
study. In addition, the sample was limited to those who were
able to respond to the online questionnaire. Another limita-
tion is that the COVID-19 questionnaire developed by the
researchers is not a standardized measurement tool.

Conclusion

The needs of caregivers of PWC have changed due to the
pandemic. These needs include support in terms of physi-
cally caring for the PWC, receiving social support, and
protecting themselves from psychological effects and infec-
tion. This is the first study to evaluate the care burden, anxi-
ety, and spiritual well-being of caregivers of PWC during
the COVID-19 pandemic. Our results suggest that anxi-
ety explained most of the care burden during COVID-19.

@ Springer

Therefore, it may be beneficial to implement practices to
promote spirituality and reduce anxiety in the caregivers of
PWC. This study provides important implications for clini-
cal practice; by determining the spiritual needs of caregivers
of PWC, it can reduce anxiety and care burden in the clini-
cal environment, and it is important in terms of guiding the
studies to be conducted on the spiritual needs of the caregiv-
ers of PWC. Online applications can also be implemented
to support caregivers in areas of need during the pandemic.
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