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Abstract

Background: The shift of care services from hospital care to family members providing care has led to changes in the
living standards of family members.

Objective: This study aimed to determine the levels of compassion and care burdens among individuals providing
informal care to cancer patients at an oncology center.

Method: A mixed-method research approach was used in this study. Quantitative data were collected from 200
individuals providing informal care to cancer patients undergoing chemotherapy, while qualitative data were collected
from 30 individuals. The research was conducted at the chemotherapy unit of a university hospital in a province in
Turkey between August and November 2022. In the analysis of quantitative data, the arithmetic mean, standard deviation,
median, minimum, and maximum scores were used, along with the Mann-Whitney U and Kruskal-Wallis H tests, in the
SPSS 25.0 program. In the analysis of qualitative data, the content analysis approach was used.

Results: The mean score of the compassion scale was 3.91+0.65 among informal caregivers. The highest sub-dimension
mean score was in the compassion sub-dimension (4.15 + 0.87). There was a significant difference between the
indifference, disconnection, and disengagement sub-dimensions of The Compassion Scale and certain socio-demographic
characteristics (p < .05, p <.005). In the qualitative evaluation, three main themes were reached in total: “Psychological
and social dimensions of care burden,” “Physical dimension of care burden”, and “Strategies for coping with care
burden”. It was concluded that the participants experienced care burden, felt unhappy, uncertain, tired and inadequate,
and preferred family support, religious beliefs, and social activities to cope with the current situation.

Conclusion: The compassion levels of those caring for cancer patients were high. However, it was determined that they
felt tired and unhappy. In this respect, it is recommended that nurses should develop psychological and social support
programmes for informal caregivers.
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Compassion, careburden in caregivers

Abstract

Giris: Bakim hizmetlerinin hastane bakimindan, bakim veren aile iiyelerine dogru kaymasi, aile iiyelerinin yasam
standartlarinin degigsmesine neden olmaktadir.

Amag: Bu ¢aligmada, bir onkoloji merkezindeki kanser hastalarina informal bakim veren bireylerin merhamet diizeylerini
ve bakim yiiklerini belirlemek amaglandi.

Yontem: Bu calismada karma aragtirma yontemi kullanildi. Kemoterapi almak i¢in bagvuran kanser hastalarina informal
bakim veren yakinlari ile yapilan ¢aligmanin nicel verileri 200 kisi, nitel verileri ise 30 kisi ile tamamlandi. Arastirma
Tiirkiye’de bir ilde bulunan tiniversite hastanesinin kemoterapi iinitesinde Agustos — Kasim 2022 tarihleri arasinda
yapildi. Nicel verilerin analizinde SPSS 25.0 programinda aritmetik ortalama, standart sapma, medyan, minimum ve
maksimum puanlar ile Mann Whitney U ve Kruskal Wallis H testleri kullanildi. Nitel verilerin analizinde igerik analizi
yaklagimi kullanildi.

Bulgular: Informal bakim verenlerin merhamet diizeyleri ortalama puani 3,91+0,65’tir. En yiiksek alt boyut ortalama
puani sefkat alt boyutundadir (4,15+0,87). Merhamet dl¢eginin umursamazlik, baglantisizlik ve ilisik kesme alt boyutlari
ile baz1 sosyo-demografik 6zellikler arasinda anlaml farklilik vardi (p<.05, p<.005). Nitel degerlendirmede toplamda
iic ana temaya ulagildi; “Bakim yiikiiniin psikolojik ve sosyal boyutlar1”, “Bakim yiikiiniin fiziksel boyutu”, “ Bakim
yiikiiyle basa ¢ikma stratejileri”. Katilimcilarin bakim yiikii yasadigi, kendilerini mutsuz, belirsiz, yorgun ve yetersiz
hissettikleri ve mevcut durumla bas ederken aile destegini, dini inanglar1 ve sosyal etkinlikleri tercih ettikleri sonuglarina
ulasildi.

Sonug¢: Kanser hastalarina bakim verenlerin merhamet diizeyleri yiisekti. Ancak kendilerini yorgun ve mutsuz hissettikleri
belirlendi. Bu dogrultuda hemsireler tarafindan informal bakim verenlere yonelik, psikolojik ve sosyal destek programlari
olusturulmasi onerilir.

Anahtar Kelimeler: Kanser, Bakim Yiikii, Bakim Veren, Merhamet, Hemsire.

INTRODUCTION bers to change and their lives to become more
difficult (Kurt, Unsar &Ozgiil, 2020). Family

Cancer is one of the most critical public health ' _ _
is the smallest cornerstone of society, which has

problems frequently seen globally. It is estimated
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between family members affects the dynamics of
Today, advances in cancer treatment and outpa- the family. When a disease is seen in one of the
tient treatment modalities allow patients to conti- family members, this situation does not only af-
nue their treatment and care at home (Rha, Park,  fect the sick individual; the whole family is affe-
Song, CE. Lee & J. Lee, 2015). This situation cted by this situation and experiences the disease
causes family members to assume more respon- process. Therefore, cancer is a family disease

sibility for the care of cancer patients (Orak (Toptas Kili¢ & Oz, 2019).
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Compassion, careburden in caregivers

old age, or disability is called “informal care”
(Roth, Fredman &Haley, 2015). Informal care is
based on relational contexts involving emotional
bonds. There are tasks and responsibilities rather
than mutual relationships. It includes duties such
as emotional support, direct service, communi-
cation with formal services, and assistance in
financial management. These tasks change and
are shaped according to the needs of the person
being cared for. Caring has no economic visibi-
lity. It is always available. Care continues even
when the caregiver is ill or needs a holiday, and
the labour spent on care is not compensated (Rha
et al., 2015; Roth et al., 2015; Orbay, Baydur &
Ucan, 2022).

The concept of caregiving can lead to many diffi-
culties as well as positive features such as increa-
sed love and intimacy, personal development and
satisfaction, social support from other individu-
als, development of social relations and self-res-
pect. Studies show that the physical, psychologi-
cal and social health of caregivers is negatively
affected. The transformation of caregiving into a
one-way, dependent, intensive and long-lasting
obligation causes the caregiver to experience
harmony problems between family relationships,
social life roles and care roles, and care is perce-
ived as a burden (Rha et al., 2015; Toptas Kili¢
& Oz, 2019; Ozdemir &Ozkaraman, 2022; Pos-
luszny, Bovbjerg, Syrjala, Agha & Dew, 2019).

One of the conditions experienced by caregi-
vers, which is least encountered in the literature
or avoided to be associated with caregivers, is
the level of compassion. Compassion is the mo-
tivation that enables the individual to understand
the situations that cause pain around him/her and
to take action to reduce pain. It is a necessary
component and experience for individual and so-
cial well-being (Nas &Sak, 2020). The decrease

in the level of compassion over time also points
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to physical, emotional and spiritual burnout and
compassion fatigue related to caring for patients
in significant emotional pain and physical stress
(Figley, 1995). It is caused by changes in the
ability of the caregiver to empathise with the
stress encountered during caregiving, and there
are multiple factors that are effective in its oc-
currence. In cases where compassion fatigue is
not recognised and intervened, it can cause many
chronic diseases (Figley, 2022; Sirin & Yurttas,
2015).

There are a limited number of studies on the
compassion of caregivers of adult cancer patients
in the literature, and these studies were mainly
conducted with nurses (Hunt, Denieffe & Goo-
ney, 2019; Wells-English, Giese & Price, 2019).
Studies examining the compassion levels or care
burdens of informal caregivers are very limited
(Liao et al., 2022; Johansen, S., Cvancarova,
M. & Ruland, C; Rha et al., 2015), and no study
examining compassion levels and care burdens
together has been found. This study examines
the burden of caregiving, and the compassion

levels of informal caregivers of cancer patients.
Quantitative Research Questions

What are the compassion levels of informal ca-

regivers?

Is there a significant difference between some
socio-demographic characteristics of informal

caregivers and their compassion levels?

Is there a significant difference between some
socio-demographic characteristics of informal
caregivers and the sub-dimensions of the com-

passion scale?

METHODS
Research Type

This research is a mixed-method study type.

Mixed method research involves the use of both
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qualitative and quantitative data. The quantita-
tive part of the research was conducted using a
descriptive approach, and the qualitative part
was conducted using a phenomenological appro-

ach.
Research Place

This research was conducted in the chemothe-
rapy unit of a university hospital in a province

in Turkey.
Universe/Sample of the Research

The population of this study consisted of infor-
mal caregivers of cancer patients who applied to
the oncology centre of a university hospital in
a province in Turkey to receive chemotherapy
between August and November 2022. It was re-
ported that 899 cancer patients received chemo-
therapy treatment in this unit between April and
July 2022. The sample size was calculated with
the formula determined by Salant and Dillman
(1994). Using the sampling formula, the required
sample size was calculated as [n = 899 (1.96)2
(0.2) (0.8) / (0.5)2 (899-1) + (1.96)2 (0.2) (0.8)]
=193 with a 95% confidence interval and = 5%
sampling error for this non-homogeneous popu-
lation. The study was carried out between Au-
gust 1 and November 30, 2022, with a sample
size of 200 and a 96% confidence interval. (Sa-
lant & Dillman, 1996).

The population of the phenomenological quali-
tative part of the study consisted of 200 parti-
cipants who participated in the quantitative re-
search. Among these participants, the study was
completed with 30 people using the purposeful
random sampling method. The sample size was
fixed when both researchers were satisfied. This
is because purposive random sampling, com-
monly used in qualitative research, helps mini-
mize the potential biases of researchers in the

sample selection process. Moreover, the funda-
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mental principle in determining the sample size
is to continue data collection until saturation is
reached and the findings begin to repeat. (Balta-
c1, 2018).

Data Collection Tools

Quantitative data were collected face-to-face by
the researcher with “Socio-demographic Infor-
mation Form” and “The Compassion Scale”, and
qualitative data were collected face-to-face by
the researcher with a semi-structured “Qualita-
tive Questionnaire”. The average data collection

time was 60 minutes.
Socio-demographic Information Form

It consists of nine questions that determine the
gender, age, marital status, educational status,
place of residence, family type, employment
status, degree of closeness with the patient and
number of children of the caregivers and six qu-
estions that evaluate the duration of caregiving,
diagnosis, age, gender of the patient, presence of
dependents at home other than the patient and

the status of undertaking all care of the patient.
The Compassion Scale

The original scale was developed by Pommier
and adapted into Turkish by Akdeniz and Deniz
(Akdeniz &Deniz, 2016). It is a five-point Li-
kert-type, 24-item scale that measures compas-
sion for others with six sub-dimensions (com-
passion, indifference, awareness of sharing,
disconnection, mindfulness, and disconnection).
“The items on the scale are rated on a five-point
Likert-type scale as follows: Never (1), Rarely
(2), Occasionally (3), Frequently (4), and Always
(5). “When the total score average is taken on
the scale, a minimum of one and a maximum of
five points can be obtained. The higher the sco-
re is, the higher the level of compassion is. The

indifference, disconnection and disconnection
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sub-dimensions of the scale are calculated by re-
versing. Cronbach’s alpha value on the scale was
found to be 0.89. The Cronbach alpha value of
the scale for this study is 0.87.

Quantitative Independent Variables;, Gender,
age, marital status, educational status, place
of residence, family type, employment status,
degree of closeness with the patient, number of
children of the caregiver, duration of patient care,
diagnosis of the patient being cared for, age of
the patient being cared for, gender of the patient
being cared for, presence of dependents at home
other than the patient, the state of providing all of

the patient’s care.

Quantitative Dependent Variables; The compas-

sion scale
Qualitative Questionnaire

The semi-structured questionnaire was created
by the researchers in line with their own ex-
periences to examine in depth the feelings and
experiences of family members who provide in-
formal care to cancer patients. The questionnaire
consists of three open-ended questions aiming to
reveal the positive or negative experiences of the
caregiving family member about the caregiving

process.

1. How would you evaluate the care process ps-

ychologically and socially?

2. How would you rate the physical effects of

the care process on you?
3. How do you cope with this process?

The study was conducted with people who agre-
ed to participate in the study, who provided in-
formal care to cancer patients, who did not have
any psychiatric disease that would require the
use of medication, who were older than 18 years

of age and who could communicate verbally.
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Validity and Reliability in Qualitative Findings

Appropriateness for the purpose was taken into
consideration in data collection. In data analy-
sis, the researchers exhibited consistent behavior
and provided unbiased evaluation. Both resear-
chers evaluated the semi-structured forms sepa-
rately, and the standard main themes were inclu-
ded in the reporting process. While determining
the main themes, the participants’ remarkable
statements related to the subject were selected,
and irrelevant statements were removed. Then,
common expressions were clustered. The main
themes were reached by bringing the clusters
together. The statements of the participants were
directly reflected. The findings provided consis-
tency within themselves. The results obtained
are consistent with the research questions. The
coded and reported data were filed and stored by

the researchers.
Data Analysis

Quantitative data were analysed through SPSS
25.0 statistical software and arithmetic mean,
standard deviation, median, minimum, and
maximum scores; Also, Mann Whitney U and
Kruskal Wallis H tests were performed for sta-
tistical analysis of socio-demographic data and

compassion fatigue scale.

The qualitative data obtained through a se-
mi-structured written questionnaire were analy-
sed using the content analysis method. During
the analysis process, consistent behaviour was
exhibited by the researchers and the data were
evaluated impartially. In accordance with the li-
terature, firstly, the data were named by the co-
ding method. Then, main themes were reached
by combining similar codes. In the reporting, the
sentences of the caregivers were written under

each main theme as sample data.
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Ethical Considerations

The participants who agreed to participate in the
study were first asked to fill out the “Informed
Consent Form”. The research was conducted fol-
lowing the guidelines outlined in the Declaration
of Helsinki and the ethical principles specified
by the University’s ethics committee between
August and November 2022. The research was
conducted with institutional permission obtained
from the relevant University’s Social and Huma-
nities Ethics Committee (July 19, 2022, No. 162)
and the Provincial Health Directorate (May 17,
2022, No. 3733).

RESULTS

When we looked at the socio-demographic cha-
racteristics of caregivers and cancer patients
receiving care, the mean age of caregivers was
42.95+14.47, and the mean age of patients re-
ceiving the care was 59.02+14.48. Of the care-
givers, 58% were female, 69.5% were married,
38% were literate/primary education graduates,
41% lived in the province, 73.5% had a nuclear
family structure, and 64.5% were not working.
32% of the caregivers were children of cancer
patients. Among the caregivers, 74.5% had 1-4
children, and 36.5% had been caring for cancer
patients for 0-1 year. Of the patients caregivers
care for, 25.5% had lung cancer, and 58% were
women. 59% of the caregivers had not provided
care to patients other than the patient they cared
for, and 51.5% did not provide continuous care
to their patients (Table 1).

The mean score of compassion scale was
3.91+£0.65. The highest sub-dimension mean
score was in the compassion sub-dimension
(4.15+0.87) (Table 2).
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According to Table 3, the mean score of the di-
sengagement subscale (p=.004) was statistically
significantly higher in men. However, there was
a statistically significant, weak negative cor-
relation between the age of the caregivers and
the mean score of the disengagement subscale
(p=.050). Indifference, (p=.037) disengagement
(p=.046) and disassociation (p=.021) subscale
mean scores were statistically significantly hi-
gher in single caregivers. Similarly, the mean
scores of indifference (p=.025), disengagement
(p=.023), and disassociation (p=.043) sub-di-
mensions and the mean total score of the com-
passion scale (p=.034) were statistically sig-
nificantly higher in those who had no children

compared to those who had 1-4 children.

The mean score of the disengagement sub-di-
mension (p=.039) was statistically significantly
higher for those with a caregiving period of 6 ye-
ars or more than those with a caregiving period

of 2-3 years.

There was a statistically significant, weak nega-
tive correlation between the caregiver’s age and
the mean score of the disassociation subscale
(p=.037). In addition, the mean score of the di-
sengagement (p=.030) subscale was statistically
significantly higher in caregivers who had no ot-
her dependents. In addition, the mean score of
the disassociation (p=.003) sub-dimension was
statistically significantly higher in those who did

not undertake the care of the patient continuous-
ly.

There was no statistically significant difference
between the education level, place of residence,
family type, employment status, degree of clo-
seness with the patient, diagnosis of the patient
and gender, and the compassion scale score and

its sub-dimensions (p>.05).
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Table 1. Socio-Demographic Characteristics of Participants

Socio-Demographic Characteristics Mean + SD n %
Gender

Woman 116 58.0
Male 84 42.0
Age 42.95+14.47

Marital status

Married 139 69.5
Single 61 30.5
Education status

Literate-primary education 76 38.0
High school 65 325
University 52 26.0
Postgraduate 7 3.5
Place of residence

Province 82 41.0
District 81 40.5
Village 37 18.5
Family type

Nuclear family 147 73.5
Extended family 53 26.5
Employment status

Yes 71 355
No 129 64.5
Degree of closeness with the patient

Spouse 51 25.5
Child 64 32.0
Brother 24 12.0
Daughter-in-law 13 6.5
Grandson 10 5.0
Other! 38 19.0
Number of children of the caregiver

1-4 149 74.5
5 and above 8 4.0
No children 43 21.5
Duration of patient care

0-1 year 73 36.5
2-3 years 70 35.0
4-5 years 31 15.5
6 years and over 26 13.0
Diagnosis of the patient being cared for

Lung cancer 51 25.5
Hematological cancer 26 13.0
Breast cancer 30 15.0
Gastrointestinal system cancer 48 24.0
Genitourinary system cancer 18 9.0
Other? 27 13.5
Age of the patient being cared for 59.02+14.48

Gender of the patient being cared for

Woman 116 58.0
Male 84 42.0
The presence of other dependents at home other than your patient

Yes 82 41.0
No 118 59.0
Continuous care of the patient’s entire care

Yes 97 48.5
No 103 51.5

Other!(Mother, Father);Other’( Womb, Brain)
EHD 2025;18(3) 425
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Table 2. Mean Scores of Compassion Scale Subscales

Compassion Scale Mean+SD Med (Min-Max)
Compassion 4.15+0.87 4.25 (1-5)
Indifference 3.79+0.89 4 (1.25-5)
Awareness of Sharing 4.00£0.92 4 (1-5)
Disengagement 3.71+£0.91 3.75 (1-5)
Mindful Awareness 3.91+0.84 4 (1-5)
Relationship Break 3.89+0.90 4 (1-5)

Total Points 3.91+0.65 4.08 (1.58-5)

Qualitative Research Findings

In the context of informal caregiving, the main
themes identified through the analysis of the th-
ree questions aimed at understanding the care-
givers’ perceived burden are presented below,
along with illustrative excerpts from participant

responses that informed each theme.

Theme 1 Psychological and social dimensions of

care burden

In this theme, in which we evaluated the psycho-
logical and social effects of care burden, some
participants expressed negative feelings such as
unhappy, sad, helpless, uncertainty, intolerant
and dissatisfied, while others expressed that they
were more patient and satisfied. Participants sta-
ted that their focus was all on this disease, that
they could not fully enjoy anything, and that
they were experiencing stress. However, they
said that they learned to be more patient and not
worry about small things, and that this was a dis-

covery process for them.

«Itrs like having your smile left unfinished, like
having your life frozen for three years.» (Parti-
cipant 1, F-36y)

X “I feel sad.” (Participant 9, F-26y)

¥ “Life becomes unbearable with an illness.”
(Participant 21, F-28y)

K “How possible it is for a person who is finis

EHD 2025;18(3)

hed and fed up to be happy.” (Participant 30,
M-25y)

«We were like a fish out of water; we didnyt
know what to do.» (Participant 8, F-46y)

“Sometimes repeating the same things over
and over again makes you tired, and I feel
helpless.” (Participant 16, M-40y).

“I cannot find a remedy for my mother.”
(Participant 19, F-37y)

“It is difficult to determine whether my situa-
tion is good or bad at the moment.” (Partici-
pant 26, M-40y)

«Things that I was not angry about before
seem too big to me.» (Participant 7, F-35y)

“Sometimes my endurance level can go
down. Sometimes [ can react too much.”
(Participant 13, F-28y)

“Sometimes I can overreact to things I don’t
realise.” (Participant 14, M-33y)

“I get angry faster.” (Participant 24, F-52y)

“Sometimes I feel like I can’t keep up with
everything.” (Participant 3, F-34y)

“I wish I could be more supportive.” (Parti-
cipant 4, F-53y)

“I feel inadequate no matter what I do.” (Par-
ticipant 6, F-28y)
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Table 3. Mean Scores of Compassion Scale According to Socio-Demographic Characteristics of Caregivers

Socio- Compassion  Indifference  Your shares  Disengagement Mindful Disassociation  Total Points
Demographic Awareness Awareness
Characteristics
Gender
Woman 4. 194090 3. B940.89 3.99+0.98 3844091 3.9340.86 3.97+0.89 3.97+0.66
Male 4.10+0.82 3.6540.88 4.01+0.83 4.51+0.39 3.8840.80 3.78+0.91 3.8240.63
ptest =230 P 055 p=BAT p=004%* p=415%* p=.130%* p=083**
=-1.176 z=-1.888 =193 z=-2911 e=-0.815 z=-1.513 z=-1.735
Age
P test p=T38* p=T10* p=183* p=050* p=599* p=137*% p=.699*
r=0.024 r=-0.026 r=0.094 r=-0.139 r=0.037 r=-0.106 r=-0.028
Marital status
Married 4.14+0.85 3.6940.90 4.03:0.91 3.6140.96 3.87+0.84 3.78+0.95 3.85+0.05
Single 4.18+0.91 4.000.84 30934094 3.93+0.78 3904083 4.13+0.74 4.03+0.62
p test P=54TH* p=0374 pATTH* p=0464+ p=3d3++ p=021%+ p=081%*
=602 #=1.086 w==0.T711 o=1.997 =947 #=2.304 #=1.747
Education status
Literate-primary 3,99 = 1,03 3,81 = 0,83 392x1,1 375+ 0,84 FE4 09 3,86 + 0,84 380+ 0,65
educaticn
High school 4,15 40,84 3,67 + 0,98 4,05 +088 353+ 1.08 3884005  3,7E409% 3,85+0,73
University 4406 391 £089 41307 388086 408 £0,59  4,08+091 4,08 0,53
Master's degree/ 425+0,74 3,89 £0,8 3,57£045  3,71+0,74 382£0,69 4£0,72 388406
Ph»
P test p=235 p=.586""" p=.359""" p=251"" p=.647""" p=3"" p=.231"""
kw=4,262 kw=1,937 kw=3,222 kw=4.1 kw=1,6355 kw=3,667 kw=4,301
Place of residence
Province 4.21+0.80 3.79:0.91 4.030.93 3.82+0.88 3.85+0.86 3.97+0.94 3.95+0.63
District 4.224+0.84 3.ET+0.BE 4.02+0.80 3.69+0.93 3.97+0.80 3.91+0.E8 3.95+0.64
Willage 3.87=1.03 3.58=0.85 3.8B=1.12 350094 3.81=0.87 368084 3.72+0.69
p test p=183% p=.190%** p=B62%**  p=259%es p=717***  p=158%%* p=166%%*
kw=3.395 kw=3325 kw=0.297 kw=2.702 kw=0.664 kw=13.695 kw=3.596
Family type
MNuclear family 4.14+).89 354090 3.9540.92 3.740.92 3894083 390094 391067
Extended family  4.19+0.82 3.65+0.86 4.140.90 360091 3.95+0.87 3.85+0.78 3.90:0.58
p test p=E76** pe 167 pe169rr p=.344%* p=S81%* peA4Ter p= 5927
z=al), 156 #=-1.381 #=-1,375 re=al). 946 r=-0.551 z=-0.76 z=-0.536
Employment status
Yes 4.2040.79 3.6120.93 3.9440.82 3584099 3.840.75 3504094 3.5340.63
No 4.13+0.91 3.880.86 4.03+0.97 3.77+0.86 3954088 394088 3.95+0.65
I lest p=Boare pe 051 p=246%* p=.180%*® p=. 153 pe34lre pe194
=-0,135 =-1.15% =-1,159 7=-1.340 =-1.428 7=-(1.953 =-1.3
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Degree of closeness with the patient

Spouse 4 28 + 0,86 3,91 + 0,86 4,04 + 0,89 3,65 = 1,04 3,97 0,91 4+ 0,79 3,97 = 0,64

Child 41T =077 3,85 £ 089 4,04 £ 0. T6 3,79 £ 0,89 3,96 0,72 3,84 & 086 3,04 & 0.6

Hrother 3RE 1,02 3,67 £ 1,05 3834108 3,504 1,08 3,61 £097 3864105 3,74 £0,75

Daughter-in-law 3,85 = 1,29 346 + 0,69 36T +143 3,54 = 1,08 3,73 = 1,09 4114 361 =088

Grandson 4,08 = 0,86 3,68 =084 38=141 3,75 £0,62 4,05 = 0,79 4,1 =088 3,91 +0,71

Other 4,29 + 0,77 3,76+ 0,94 4,18 £ 0,75 3718 +£0,71 397077 398 + 0,94 3,99 & 0,58

P test p=ARAt p=591"" p=Ra7 P63 p=572"*" p=A0] Pt
kw=d 454 kw=3717 kw=1,717 kw=0992 kw3 Bdd kw=d4 418 kw=d ROR

MNumber of children of the caregiver

1-4 4.1 + 0,89 3,7+ 0,89 397+ 0594 3,62 = 0,94 3,88 = 0,84 3,82 £ 0935 3,85 = 0,68

5 and above 4,56 = 0,56 3,84 = 1,02 4,38 = 0.6 3,66 = 0,76 3,94 = 0,78 3,59 =083 3,99 = 0,52

Mo children 4,29 + 0,85 4,1 0,85 4,05 + 0,921 403 £ L8 4,03 + 0,87 4.2+ 0,67 4,12 £ 0,55

I test p= 157" p=.015%=* p=A86 p=023%"" p=A452"" p=ag 3w p=.034%""
kw3 698 kw=T381 kw1445 kow=T. 566 kw=1587 Towe=h, 295 kowe=ih, 748

Duration of patient care

-1 year 4. 2040, 84 3802090 4024091 3.7220.96 39640, 79 39140 86 3944065

2-3 yoars A0 54 3594091 3. RE£0D.95 JABL0.96 3. B4+0. 89 3754099 3. 760,70

4-5 years 420079 407081 391087 3952069 389078 3946000 EXCIE T

& years and over 4354082 3952082 4, 3400 88 3.9720.77 39624091 4,1 660,74 4, 122046

o test p=333ee p=-064==" pe096* p=3g=e peB45ee T4 p=-09g=*"
kw=3.408 kw=T7.264 kw6339 kw=8. 359 kw=0.819 kw=3.119 kw=6,299

Diagnoszis of the paticnt being cared Tor

Lung cancer 421 =071 3,73 = 0,89 405 = 0,81 1.67 =092 4 =072 381 =094 3,91 = 0,65

Hematological 3954083 3,69 m 0,92 A, 13 ke 0,76 4,14 m 0,99 371 m OBl 4,25 0,92 398 m 0,57

cancar

Hreast cancer o & 1,00 3.R8 + 0BT 368 & 1,06 3.58 = 0,93 368 = 0,99 3,97 40,9 3.8+0,76

Gastrointestinal 4,21 0,74 3,73 =087 4,07 = 0,81 .68 = 085 3,99 = 0635 381 =083 3,93 = 0,59

SYRICM CAncer

Genitourinary 4,42 4+ 0,69 4,07 + 0,ER 426+ 0,73 3.82 &+ 0.8 4,19 +0,72 4,04 + 0,75 4,13 0,53

AYRIGIM CANCEr

Oher A.2T ke 1.2 I ERm 1 3.75& 1.2 358 w097 30944 1,18 3. 74w 1,05 3.B6 @ 0,79

P test p=.119*"" p= 682°"" p=,237""" p=,066""" p=,204""" p=, 146" p=,36R"""
kw10, 14 kw=3957 kw=8.01 kw=11810 kw=8 495 kw=0 521 kw=6,517

Age of the patient being carcd for

P vesi peGRIT p=. 238" e300 p=916" p=.G628* 03T p=.573"
=i} 020 =i} K4 .06 =007 r=0.034 r=-{} 148 re=={_ 040

Gender of the patient being cared for

Wiaman A4, 19:40,72 3.7340,91 A 080, 79 3. 6EE0,94 39080, T6 3884093 3.9120,58

Blale A1 lml. 04 J.ETD.BG 3. BBl 06 3. 7300 ED 3.9 1m0 94 39000 B6 3 00073

P test P SRT P 205 P 3G p=.T54%% PSR P ST2e P THa=
== 543 w==].047 w==0.B50 w==0.313 w==0._550 w==0.035 w==.301

The presence of other dependents at home other than your paticnt

Yes 4, 110,80 3694093 4,050, 86 3.5520,90 3. R4+0.81 3.8441,00 3. 858067

Puliew A1 B0.91 3. BS540 .86 3974096 ERJEC IR 396085 3.9340.83 3.950.63

P test p=.261%* p=.232%= p=.T35%= p=.030%* p=.178** p=.TET** p—.286%%
w=-1.124 w=-1.196 w=-0.338 F=-2.170 w=-1.347 w=-0.270 w=-1.067

Continuous care of the patient's entire care

Yes 4. 224+0.83 3674093 3.95+0.98 3572096 399083 3. 71D.BT7 3. B520.67

Pliw A 090 S0 3904084 405460 86 3 B340.E6 3. R3+0.84 A (s, 90 3 60062

P vesi pe 302w PG peS5G* p=.0T8== pe. 124w [ E R p=.264="
wma] 032 == 665 w=), 589 ==, 761 ] 30 =2 T el 116

*Pearson correlation statistic, **Mann-Whitney U test ***EKruskal Wallis H west

EHD 2025:18(3)

428



Compassion, careburden in caregivers

X I think I have become a more understanding

person.” (Participant 3, F-34y)

K “My perspective on life has changed; I have
learnt to look at life more moderately and

more positively.” (Participant 8, F-46y)

K  “One learns to be more patient.” (Participant
20, M-51y)

X “When you notice that we are faced with a
reality like death, you realise that some thin-
gs are not worth getting angry about.” (Par-
ticipant 28, F-22y)

K  «l am satisfied.» (Participant 11, F-23y)

X “I am satisfied with everything now.” (Par-
ti-cipant 15, F-52y)

X “Thank God.” (Participant 17, F-30y)
X “I am delighted.” (Participant 27, M-26y)
Theme II Physical dimension of care burden

When we evaluate the physical effects of care
burden in informal caregivers, the symptom of
fatigue draws attention. Participants reported fe-
eling absent-minded at times, wanting to sleep,
feeling the burden, and that the process was ti-

ring and difficult, especially as it was long.

M  «There is fatigue from time to time. But [
have a sense of responsibility and love for

my patient.» (Participant 5, F-21y)

K “Sometimes, of course, there is fatigue.”
(Participant 10, F-47y)

K “I feel physical fatigue and mental fatigue,
but I strive to do more.” (Participant 22,
M-27y)

K “I get tired from time to time, but I still do

not give up caring.” (Participant 27, M-26y)

Theme III Strategies for coping with care bur-

den

EHD 2025;18(3)

It was observed that the participants used stra-
tegies such as their families, beliefs and social
activities to cope with the care burden they expe-
rienced during this process. Participants’ coping
strategies included participating in social activi-
ties, taking care of the child or grandchild, at-
tending to household chores, being patient with
faith, praying, talking to relatives, and knowing
that their family is there for them.

X “I devoted myself to my work, my children

and my family.” (Participant 3, F-34y)

X “I cope by taking care of my children and
grandchildren.” (Participant 4, F-53y)

K “Having a three-year-old granddaughter ke-
eps me alive.” (Participant 18, M-65y)

K “I get support from my family.” (Participant
23, F-46y)

X  «Believing that good and evil come from
God and acting accordingly.» (Participant
16, M-40y)

X  “One often remembers the role of fate in this

process.” (Participant 20, M-51y)
K “With faith.” (Participant 25, M-55y)

B “I do the best I can and leave the rest to God
and pray a lot.” (Participant 29, F-22y)

K «Itry to spend my days well; I try to beautify
them with activities.» (Participant 2, F-33y)

X “I give myself to cleaning; cleaning gives my
mind a rest.” (Participant 7, F-35y)

X “By doing things that are good for my soul,
such as travelling, swimming and reading
books whenever I have the opportunity.”
(Participant 12, F-48y)

X “By taking care of housework, travelling.”
(Participant 13, F-28y)
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DISCUSSION

Cancer, called the epidemic disease of the age,
affects the vital activities of the patients as well
as their family members and close environment
who are obliged to take care of them physically,
psychologically and socially (Ozdemir &Ozka-
raman, 2022) When the qualitative findings of
this study are evaluated in general, we can say
that informal caregivers experience a “burden
of care”. The caregiver’s age, gender, educati-
on-employment status, economic status, ethnic
origin, religious belief, relationship with the
patient, living together with the patient conti-
nuously, having other responsibilities other than
the patient, having caregiving responsibilities
not only in one subject but in various subjects
(economic, social, spiritual, physical, etc.) or the
patient’s cancer stage, prognosis, dependency
status may increase the burden of care (Johan-
sen,Cvancarova & Ruland, 2018). In many stu-
dies conducted with formal/informal caregivers
of cancer patients, the care burden of caregivers
was found to be medium/high (Johansen et al.,
2018; Thana, Lehto, Sikorskii & Wyatt, 2021).
Increased care burden reduces the quality of care

provided to the patient.

As the burden of caregivers increases, people’s
physical and psychological health may be affe-
cted, and they may experience feelings such as
helplessness, guilt, fear of losing their loved one,
and sadness (Pace et al., 2019). Informal care-
givers within the scope of the study described
the burden of care they experienced while ca-
ring for the cancer patient and stated that they
felt psychologically ‘“unhappy”, “sad”, “help-
less”, and “intolerant”. They expressed that they
felt “uncertainty” about the treatment process of
the cancer patient they cared for and physically
felt “tired”. Numerous studies involving family

members who provide care for cancer patients
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have reported that caregivers often experien-
ce high levels of fatigue. As the burden of care
increases, caregivers tend to exhibit more pro-
nounced physical and psychological symptoms.
Additionally, emotions such as pessimism, fear,
reluctance, hopelessness, and helplessness regar-
ding their future, particularly in relation to their
professional and social lives, become more pre-
valent. These challenges are also accompanied by
negative changes in family relationships (Ozde-
mir &.Ozkaraman, 2022; Johansen et al., 2018).
Another psychological dimension in the study
is the expressions of “dissatisfaction” and “ina-
dequate”. In the relevant literature, it has been
stated that caregivers have many roles, such as
problem-solving, providing emotional support,
and coordinating the care process, and may ex-
perience feelings of inadequacy and failure from
time to time while fulfilling their roles (Polat &
Atamer, 2020). It is known that the uncertainty
experienced in individuals can increase mental
distress by arousing an adverse effect, and sub-
sequently, feelings such as anger and intolerance
arise. In the literature, this situation is referred to
as “intolerance of uncertainty” (Y.Gu, S.Gu, Lei
& Li, 2020).

While evaluating the psychological dimensi-
on of care burden, it was concluded that some
participants were ‘“‘satisfied” and behaved more
patiently. In a systematic review study by Reiga-
da (2015), it was reported that caregivers of pal-
liative care patients, the majority of whom had
cancer, considered the caring role as a natural
act, possibly imposed by society and fulfilling a
moral obligation (Reigada,Pais-Ribeiro, Novel-
las, Tavares &Gonc Alves, 2015).In Turkey, the
family plays a vital role in patient care. This is a
tradition; caring for a sick individual in the fa-
mily is considered an obligation. Caregivers try

their best because of their moral obligation, re-
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adiness and ability, and religious beliefs. They
may also experience the satisfaction and happi-
ness of having helped another person. In additi-
on, the satisfaction of the individuals coincides
with a high level of compassion. In a study con-
ducted with parents caring for children diagno-
sed with cancer, it was determined that parents
were individually more patient and mature du-
ring the treatment process (Cug, 2021). Marcela
(2022), in her study with family members ca-
ring for individuals with chronic diseases, stated
that families saw the process as an opportunity
for personal development (Blinka, Li, Sheehan,
Rhodes & Rot, 2022).

The coping strategies adopted by participants to
manage the burden of care during this process
were identified as reliance on family support, fa-
ith, and engagement in social activities. Existing
literature suggests that early support interventi-
ons involving family members can reduce care-
giver burden and have a positive impact on the
caregiving experience. (McDonald et al., 2017).
In another study, it was stated that caregivers
received support and comfort from their beliefs
and traditions during the process (Pickard, Witt
& Aitch, 2018). The results of this study show
that nurses should psychologically support care-

givers of cancer patients.

In the study, we can say that the compassion level
of our participants who provide informal care to
cancer patients is high. In the relevant literature,
there is not any study on the level of compassion
of informal caregivers. However, contrary to the
findings of the study, Okoli et al. (2019) found
the compassion of healthcare professionals at a
low level in their study (Okoli et al., 2020). In
his study of healthcare professionals caring for
cancer patients, Hunt (2019) observed that one-
fourth of the participants had a high level of com-
passion (Hunt et al., 2019). Jarrad (2020) found
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that the compassion levels of nurses were low
in his study on oncology nurses (Jarrad &Ham-
mad, 2020). We can say that informal caregivers
in the study are more understanding, caring and
compassionate towards themselves and others,
because the “compassion” sub-dimension, which
positively affects the level of compassion of the
participants, is high. Compassion is the individu-
al’s understanding and caring towards himself/
herself and others (Akdeniz & Deniz, 2016).

Informal caregivers are mostly family members
of individuals with cancer and are faced with
tasks they have not done before. They take an
active role in the patient’s treatment process,
physical care and psychological support (Orbay
et al., 2022). Although the compassion levels of
the participants in the study were high, the mean
indifference, disconnection and disengagement
scores of single people were higher than those of
married people, and those without children were
higher than those with 1-4 children. In other
words, the mean scores of the sub-dimensions
that have a negative effect on the level of com-
passion are higher. In the literature, one of the
factors that may affect the compassion fatigue
of healthcare workers who provide professional
care is related to “being single” (Sacco, Ciurzy-
nski, Harvey & Ingersoll, 2015).

In addition, the fact that these findings, which
negatively affect the level of compassion, were
higher in people without children compared to
those with children may be explained by the fact
that having children may reinforce the sense of

responsibility and compassion.

The mean score of the disengagement/disconne-
ction sub-dimension was found to be higher in
men in the study. The literature states that wo-
men believe that they should be more compas-
sionate both cognitively and instinctively (Nas
& Sak, 2023). Although there was no significant
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difference in the study, the higher level of com-

passion in women supports this finding.

In the study, the mean scores of the disconnecti-
on sub-dimension of caregivers with six years or
more were significantly higher. Caregivers wit-
ness the pain, suffering and hopelessness of the
cancer patient. Therefore, caregivers who meet
the physical needs of cancer patients for a long
time may also need intensive psychological and
physical care (Yu, Jiang & Shen, 2016). As a re-
sult, we can say that the use of the disconnecti-
on mechanism, considered an ineffective coping
method, increases as the duration of care incre-
ases. In this case, it is important to teach more
effective coping mechanisms to informal caregi-

VErS.

When we examined the status of the informal ca-
regiver participants who were obliged to care for
someone other than the cancer patient (having a
chronic disease, having a child, etc.), the mean
score of the disengagement sub-dimension of
those who were not obliged to care for someone
other than the patient, and the disassociation sco-
re of those who did not provide continuous care
to the cancer patient were significantly higher.
When the literature is examined, it is reported
that nurses, while helping the suffering patient,
sometimes unknowingly establish an intense
emotional bond, identify with them, and develop
the thought of “I am important, I am necessary
for the suffering person”, and think that they can-
not be separated from that person; and if they are
separated, there will be no one to help the patient
(Lombardo & Eyre, 2011). In parallel with the
literature, the findings of the study suggest that
the bond between the caregiver and the patient
may be stronger when the length of time spent
with the patient and the caregiver’s responsibi-
lity for physical and psychological treatment are

considered. Caregivers who do not provide con-
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tinuous care or caregivers who are not obliged
to care for someone else may not have a strong

bond with the patient.

In the study, a weak negative relationship was
found between age and the sub-dimensions of
disengagement and disassociation, which nega-
tively affect the level of compassion. This re-
sult suggests that there is a positive relationship
between age and compassion level and that the
sense of compassion increases with increasing
age. Similarly, the literature reported a positive
relationship between the sense of compassion
and age (Hacikelesoglu & Kartopu, 2017).

Limitations

This study has several limitations, including be-
ing conducted at a single institution, involving
only participants who volunteered during a spe-
cific time frame, and relying on self-reported
data, which collectively restrict the generalizabi-

lity of the results.
IMPLICATION FOR NURSING PRACTICE

The results of this study show that nurses should
psychologically support caregivers of cancer pa-
tients. because, it was concluded that although
caregivers had high levels of compassion and ca-
ring, they felt unhappy, uncertain, tired, inadequ-
ate, and intolerant from time to time and expe-
rienced psychological problems and care burden.
It was observed that they tried to cope with these
negative feelings through family support, religi-

ous beliefs and participation in social activities.

In line with these results, it is recommended that
nurses should recognise the difficulties experien-
ced by informal caregivers during caregiving,
provide counselling for them to overcome these
difficulties and make positive contributions to
their lives with psychological and social support

programmes.

432



Compassion, careburden in caregivers

Consideration of these psychological and physi-
ological burdens in informal caregivers by nur-
ses in the patient care process will support the
holistic approach. The patient care process offe-
red with the understanding that “the patient is a
whole with his/her family” will positively affect
health service delivery and reveal quality health

service.
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