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ABSTRACT

Objective: The aim of this study is to evaluate the care burden and quality of life of caregivers of patients with gynecologic cancer.

Material and Methods: This descriptive study was conducted with 251 individuals who provided care to patients with gynecologic cancer in gynecologic oncology
services of a university hospital and a state oncology hospital. The data were collected by a semi-structured questionnaire form, Caregiver Burden Inventory (CBI),
and Quality of Life Family Version.

Results: The mean age of the participants was 39.76 + 14.20; 79.3% of them were female, 65.3% were married, 28.7% were high school graduates, 57.4% were
employed and 56.2% were unemployed before starting care, 91.2% had health insurance, 58.6% perceived their income as moderate, and 57% had relatives of the
patient receiving care. Care burden was statistically significant in terms of gender, marital status, educational level, and degree of affinity with the patient (P < .005).
The correlation between caregivers’ quality of life, gender, health insurance, income status, and the degree of affinity with the patient was statistically significant
(P < .005).

Conclusion: As a result of this study, it was determined that some socio-demographic characteristics of the caregivers of patients with gynecologic cancer affected
the care burden and quality of life.
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Introduction

Today’s caregivers are defined as tomorrow’s patients,' namely “secret patients.” Caregivers of cancer patients have important roles such as drug
treatment, symptom management, access to healthcare, and social and emotional support.?

Caregivers of cancer patients face many situations associated with their caregiving experience. Caregiver burden is defined as “emotional, social
and financial stress on patients™ or “multidimensional biopsychosocial reaction due to imbalances demanded by official care sources in care-
givers’ individual time, social roles, physical and emotional well-being, economic resources, and many other roles they fulfill.”> Psychosocial
stress emphasized in the definition of caregiver burden® shows the possible relationship with the concept of quality of life, which includes both
physical and psychosocial components.® The studies reported that the quality of life of caregivers was negatively affected during caregiving of
cancer patients.”"

In the literature, there are studies investigating anxiety, depression, economic distress, care burden, sleep problems, fatigue levels, and impaired
quality of life experienced by cancer caregivers but the number of studies conducted with patients with gynecologic cancer is limited."*" It is
important for nursing care to take care of the patients and their families holistically so that the quality of life of those who are caregivers of
patients with gynecologic cancer is at the desired level. Supporting the needs of caregivers and their health is often neglected by healthcare pro-
fessionals.>'*"® Given that caregivers make sacrifices to meet the different needs and demands of patients with gynecologic cancer, it is believed
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that determining the care burden and quality of life of the caregivers
can contribute to the planning of holistic nursing care. The aim of the
study was to determine the burden and quality of life of caregivers of
patients with gynecologic cancer.

Answers to the following questions were sought in the study:

1. What are the factors affecting the caregiving burden of caregivers
of patients with gynecologic cancer?

2. What are the factors affecting the quality of life of caregivers of
patients with gynecologic cancer?

3. Is there any correlation between the quality of life and care bur-
den of caregivers of patients with gynecologic cancer?

Material and Methods

This descriptive study was conducted to determine the burden and
quality of life of caregivers of patients with gynecologic cancer.

Participants and Sampling

The population of the study was composed of caregivers of women
diagnosed with gynecologic cancer at the gynecologic oncology ser-
vices of a university hospital and an oncology hospital. In this study,
47.01% (n=118) of patients with gynecologic cancer had ovarian can-
cer, 38.24% (n=96) suffered from endometrial cancer, and 14.74%
(n=37) had cervical cancer. The sample of the study consisted of 251
caregivers of female patients diagnosed with gynecologic cancer at a
confidence level of 95%. G power package program power analysis was
used to calculate the sample size. A total of 251 caregivers who were
primarily responsible for the care of patients with gynecologic cancer
and agreed to participate in the study voluntarily were included in
the study.

Data Collection Tools

The data were collected with a semi-structured questionnaire, the
Caregiver Burden Inventory (CBI), and Quality of Life Family Version.
The semi-structured questionnaire includes questions about the
socio-demographic characteristics of the patients and their caregivers
and the degree of affinity with the patient.

The Turkish validity and reliability study of CBI, which was devel-
oped by Novak and Guest, 1989 to evaluate the effect of caregiv-
ers on their relatives, was conducted by Kuctkgtcli et al.,” and its
Cronbach’s alpha coefficient was calculated as 0.92. The inventory
is a 24-item Likert-type (0-4) scale and consists of 5 subscales: time-
dependence burden, developmental burden, physical burden, social
burden, and emotional burden. The items are rated as never (0) point,
less (1) point, moderately (2) points, highly (3) points, very much (4)
points. Each factor is scored between 0 and 20 points. In the physi-
cal burden consisting of 4 items, the score obtained from each item is
evaluated by multiplying 1.25, thus yielding a total score of 20 points
from that subscale. The total score ranges from 0 to 100. While a high
score indicates a high burden, a low score indicates a low burden.
Cronbach’s alpha coefficient of the scale was calculated to be 0.78 for
this study.

The Turkish validity and reliability study of Quality of Life Family
Version developed by Ferrell and Grant® to evaluate the quality of life
of cancer patients was conducted by Okcin and Karadakovan?' and
Cronbach’s alpha coefficient was calculated as 0.90. The scale consists
of 37 items that are scored between 0 and 10 points: “10” stands
for the best and “0” stands for the worst. The scale has 4 subscales:
physical health, psychological health, social anxiety, and spiritual
well-being. The items 1-4, 6, 13-20, 22, 24-29, 33 are scored reversely.
The scale is interpreted based on the total score and subscale scores,

and higher scores signify higher the quality of life. Cronbach’s alpha
coefficient of the scale was calculated to be 0.75 in this study.

Procedures

In the closed envelope, data collection forms were handed out to the
caregivers and the envelopes were collected on the determined days.
The study was collected between September 2014 and April 2016.

Statistical Analysis

The data were analyzed using the Statistical Package for the Social
Sciences (SPSS Inc., Chicago, USA). Descriptive statistics, independent
groups t-test, one-way analysis of variance, TUKEY test, and correlation
analysis were used. Statistical significance was determined as P < .005.

Results

The mean age of the female patients with gynecologic cancer was
54.53 + 12.13 years, 29.9% of the participants were primary school
graduates, 88% had children, 76.9% had health insurance, 71.7% were
unemployed, 47.4% perceived their income level moderate, 51.4% was
at stage 2 of the disease, and 51.4% received radiotherapy.

The mean age of the caregivers was 39.76 + 14.20, 79.3% were female,
28.7% were high school graduates, 65.3% were married, 91.2% had
health insurance, 57.4% were employed, 56.2% were employed before
starting care, 58.6% perceived his income moderate, and 57% were
relatives of cancer patients.

Caregiver burden of the caregivers was statistically significantly higher
in male, single, university graduate, spouse, and children (P=.003;
P=.036; P=.031; P=.000). The variables of caregiver burden, health
insurance, and income status were also investigated, but they were not
statistically significant (P > .005) (Table 1).

Quality of life mean scores were statistically significant higher when
the caregivers had health insurance, had a high income, and were
parents (P=.004; P=.012; P=.000; P=.000). The marital status and
education level variables of the caregivers were also investigated but
were not statistically significant (P > .005) (Table 2).

Table 1. Caregiver Burden of the Caregivers Based on Some of Their
Characteristics (n=251)

Some Caregiver Burden
Characteristics of
the Caregivers n Mean SD t P
Sex
Female 199 47.37 9.73 -3.04 .003
Male 52 52.21 11.98
Marital status
Single 87 50.25 11.57 2.104 .036
Married 164 47.37 9.61
Education level
lliterate 13 44.92 7.68 2.513 .031
Literate 13 45.92 5.54
Primary school 57 47.65 10.76
Secondary school 39 46.85 9.81
High school 72 47.64 9.55
University 57 52.40 11.96
Degree of affinity with the patient® (n=250)
Parent 28 12.25 4.25 8.920 .000
Spouse 29 12.48 4.45
Children 50 11.34 3.30
Relative 143 9.69 3.14

*The number of people answering this question.




Table 2. Quality of Life of the Caregivers According to Some of Their
Characteristics (n=251)

Some Quality of Life
Characteristics of
the Caregivers n Mean SD t P
Gender
Female 199 150.63 36.99 —-2.89 .004
Male 52 167.96 43.83
Health insurance
Yes 229 152.31 38.03 —2.537 012
No 22 174.18 44.61
Income status
High 41 191.49 43.70 27.368 <.001
Middle 147 148.29 35.31
Low 63 143.83 29.48
Degree of affinity with the patient* (n=250)
Parent 28 189.14 46.97 13.835 <.001
Spouse 29 167.34 39.31
Children 50 137.48 39.02
Relative 143 150.59 32.36

*The number of people answering this question.

The correlation between caregiver burden and quality of life was weak
but statistically significant (r=-.232; P=. 000). Accordingly, as the
caregiver burden of the caregivers of patients with gynecologic cancer
increased, their quality of life decreased.

Discussion

Gynecologic cancers are a long-term and life-threatening disease,
resulting in changes in the roles of individuals, such as care respon-
sibilities, loss of daily activities, and inability to return to social life.'®
Today, the burden of caregivers of cancer patients has increased®'>#2%
and their quality of life has decreased.’%%

Although most caregivers are women in the world and in Turkey
today,>'3#252 the rate of male caregivers is increasing.?’% In the present
study, it was determined that the caregiving burden of male caregivers
was higher than the female caregivers. This could be associated with
the fact that men had difficulty in providing care to female patients and
responsibility arising from caregivers having difficulty in performing care
functions that were not socially appropriate for men imposed burden.
Giving care to patients who are family members in Turkish culture is a
natural situation, and it is seen as a suitable role especially for women
according to traditional gender roles. Women take care of all aspects of
care and take over responsibility. However, men were not as self-sacrific-
ing as women in this regard. Also, it should not be overlooked that even
if men experience care burdens similar to women, they could find it dif-
ficult to express this issue. In addition, even in 2007, men were allowed
to enter the nursing profession in Turkey.

Single caregivers were found to have a higher burden on caregiving
than married counterparts. It could be asserted that single individuals
had more burden than married people when they undertook a job
that was not suitable for them in their lives. Men might have more
psychological difficulties in providing care than women. In their study,
Lukhmana et al > revealed that married caregivers had more care bur-
dens than single ones.’

The caregiver burden of those with a university degree was found
to be higher than other education levels. It is known that educated
people are aware of what the patient’s condition requires, approach
the events more analytically, and cope with stress more easily. Those
with low education levels have difficulties in mastering the situation,
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they are not successful in anger control, and they approach many
things negatively.” In the present study, the reason behind why uni-
versity graduates had a higher burden on care may be that they
took more responsibilities individually. Reasons such as long-lasting
cancer disease affecting the family, length of stay in the hospital,
being life-threatening, not returning to work, and social life of the
patient increase the responsibilities of the caregiver of the patient
and change their roles in the family.

In the present study, it was found that the caregiver burden of the care-
givers who were relatives with the patient was lower than the caregivers
who were spouses and children of the patient. Because of the tradi-
tional family structure in Turkey, family members play a major role in
the care of cancer patients. This was because the caregivers were cultur-
ally supported by their family members, had no other patient, or no
other caregivers were present in the family, all of which could increase
the burden > However, the degree of affinity with the patient could also
be considered as a factor increasing the caregiving burden.

Considering the physical and psychological burden of caring for the
cancer patient, as well as the effects on family, work and social life, the
quality of life of caregivers becomes compulsory. The quality of life of
caregivers of patients with gynecologic cancer was found to be low in
this study. Having health insurance, having a high income, and being
parents were the factors that positively affect the quality of life. In this
study, the quality of life of female caregivers was lower compared to
male counterparts.®™ This might be due to the fact that women, unlike
men, try to meet the emotional needs of the patients they care for.

The quality of life of the caregivers with good income levels was
found to be statistically significantly higher than other income groups.
Diagnostic and therapeutic interventions applied to the patient with
cancer and complications related to the disease put a heavy burden
financially and economically for both the patient and the caregivers.
Studies have revealed that the diagnosis, treatment, and care process
of cancer imposes a significant economic burden on both patients and
their caregivers. This burden could be both direct expenses, such as
diagnosis, treatment, and care expenses, and non-medical expenses,
such as travel expenses for food in the hospital environment and
travel to and from the hospital 3'*? Although the majority of the medi-
cal expenses of cancer patients are met by insurance institutions in
Turkey, other non-medical care costs are not included, which could
adversely affect the quality of life of caregivers. In some studies, it was
determined that the income level of the caregiving family members
had a positive effect on the quality of life. >3*3*Having a good income
status, health insurance, awareness of the disease, and social support
for caregivers could help developing positive coping methods and the
enhance quality of life. However, in this study, caregiver quality of life
not evaluated by type of cancer diagnosis were not examined. If the
caregiver was a parent, the quality of life was higher. Generally, fam-
ily members having patients (e.g. cancer patients) at home in Turkey
believe that they should share caregiving and care. Some caregivers
might see maintenance as a necessity due to social-environmental
pressure.’ In countries with strong family ties, such as Turkey, one of
the family members or mostly first-degree relatives provides care to
cancer patients instead of official caregivers.?2*>In the present study,
the caregiver burden was not affected by health insurance, employ-
ment status, and employment status before starting care. On the other
hand, marital status, being their child, educational status, and working
status before starting care did not affect the quality of life.

Study Limitations
The results of the study could not be generalized to other people and
institutions providing care for patients with gynecologic cancer.

53



54

Arch Health Sci Res. 2022;9(1):51-54

Conclusion

In this study, the caregiver burden and quality of life of caregivers of
the patients with gynecologic cancer were high. Caregivers of patients
with gynecologic cancer were in a risky group in terms of caregiver bur-
den and quality of life. It was determined that the caregiver burden was
higher in males, singles, university graduates, and spouses and children.
However, the quality of life of the caregivers with low social security and
poor income was lower. The results of this study revealed that the care
burden and quality of life of the caregivers of the patients with gyneco-
logic cancer were correlated with their individual characteristics. When
planning the nursing care of patients with gynecologic cancer, it is rec-
ommended to assess caregivers in terms of socio-demographic charac-
teristics, which might pose a risk for caregiver burden and quality of life.
In the light of these findings, nurses working in gynecologic oncology
wards should plan appropriate interventions according to their needs.
Nurses also should improve their existing training programs for caregiv-
ers’ needs. In addition, it is recommended to make arrangements that
caregivers of cancer patients should be included in the nursing curricu-
lum and in-service training programs.

Ethics Committee Approval: Ethics committee approval was received for this
study from the ethics committee of Hacettepe University (Date: June 4, 2014
No: GO/14/257-07).

Informed Consent: Verbal and written consent was obtained from the caregiv-
ers in the study.

Peer-review: Externally peer-reviewed.

Author Contributions: Concept — B.N.Y.; Design — B.N.Y., F.T.; Supervision —
B.N.Y., FT.; Resources — B.N.Y.; Data Collection and/or Processing — B.N.Y,;
Analysis and/or Interpretation — B.N.Y.; Literature Search — B.N.Y.; Writing
Manuscript — B.N.Y., F.T.; Critical Review — BN.Y.,, F.T.

Conflict of Interest: The authors have no conflicts of interest to declare.

Financial Disclosure: The authors declared that this study has received no
financial support.

References

1. Northouse L, Song L. Family and caregiver issues: principles and practice.
In: Yarbro CK, Wujcik D, Gobel BH, eds. Cancer Nursing. 7th rev. ed. United
State American: Jones and Bartlett Publishers; 2010:1780-1796.

2. Parks SM, Novielli KD. A practical guide to caring for caregivers. Am Fam
Physician. 2000;62(12):2613-2622.

3. Johansen S, Cvancarova M, Ruland C. The effect of cancer patients’ and
their family caregivers’ physical and emotional symptoms on caregiver
burden. Cancer Nurs. 2018;41(2):91-99. [CrossRef]

4. Chessick CA, Perlick DA, Miklowitz DJ, et al. Current suicide ideation and
prior suicide attempts of bipolar patients as influences on caregiver bur-
den. Suicide Life Threat Behav. 2007;37(4):482-491. [CrossRef]

5. Lukhmana S, Bhasin SK, Chhabra P, Bhatia MS. Family caregivers' burden:
a hospital based study in 2010 among cancer patients from Delhi. Indian
J Cancer. 2015;52(1):146-151. [CrossRef]

6.  Kim Y, Given BA. Quality of life of family caregivers of cancer survivors:
across the trajectory of the illness. Cancer. 2008;112(11)(suppl):2556-2568.
[CrossRef]

7. Kigiikgiiclii O, Esen A, Yener G. Bakimverenlerin yiikii envanterinin Tiirk
toplumu i¢in gecerlik ve gtvenirliginin incelenmesi. | Neurol Sci.
2009;26(1):60-73.

8. Milbury K, Badr H, Fossella F, Pisters KM, Carmack CL. Longitudinal asso-
ciations between caregiver burden and patient and spouse distress in
couples coping with lung cancer. Support Care Cancer. 2013;21(9):2371-
2379. [CrossRef]

9.  Wadhwa D, Burman D, Swami N, et al. Quality of life and mental health
in caregivers of outpatients with advanced cancer. Psycho-Oncology.
2013;22(2):403-410. [CrossRef]

10.

11.

12.

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.

23.

24.

25.

26.

27.

28.

29.

30.

31.

32.

34.

35.

Butow PN, Price MA, Bell ML, et al. Caring for women with ovarian cancer
in the last year of life: a longitudinal study of caregiver quality of life,
distress and unmet needs. Gynecol Oncol. 2014;132(3):690-697.
[CrossRef]

Stamataki Z, Ellis JE, Costello ], et al. Chronicles of informal caregiving in
cancer: using ‘The Cancer Family caregiving Experience’ model as an
explanatory framework. Support Care Cancer. 2014;22(2):435-444.
[CrossRef]

Awadalla AW, Ohaeri JU, Gholoum A, et al. Factors associated with quality
of life of outpatients with breast cancer and gynecologic cancers and their
family caregivers: a controlled study. BMC Canc. 2007;7:102. [CrossRef]
Pinar G, Pinar T, Ayhan A. The strain and hopelessness in family caregivers
of patients with gynecologic cancer receiving chemotherapy. Int | Hema-
tol. 2012;3:170-180.

Yakar HK, Pinar R. Kanserli hastalara bakim veren aile tiyelerinin yasam
kalitesi ve yasam kalitesini etkileyen faktorlerin degerlendirilmesi.
HEMAR-G. 2013;15(2):1-16.

Seven M, Yilmaz S, Sahin E, Akytiz A. Evaluation of the quality of life of
caregivers in gynecological cancer patients. J Cancer Educ. 2014;29(2):325-
332. [CrossRef]

Terakye G. Kanserli hasta yakinlanyla etkilesim. Dokuz Eylil Universitesi
Hemsirelik Yiiksekokulu Elektronik Dergisi. 2011;4(2):78-82.

Livingston PM, Oshorne RH, Botti M, et al. Efficacy and cost-effectiveness
of an outcall program to reduce carer burden and depression among
carers of cancer patients [PROTECT]: rationale and design of a randomized
controlled trial. BMC Health Serv Res. 2014;14:1-8.

Petricone-Westwood D, Lebel S. Being a caregiver to patients with ovarian
cancer: a scoping review of the literature. Gynecol Oncol. 2016;143(1):184-
192. [CrossRef]

Novak M, Guest C. Application of a multidimensional caregiver burden
inventory. Gerontologist. 1989;29(6):798-803. [CrossRef].

Ferrell B, Grant M. Quality of life family version (QOL-FV.). National Medical
Center and Beckman Research Institute; 2005.

Okcin F, Karadakovan A. Reliability and validity of the quality of life-family
version (QOL-FV) in Turkish family caregivers of patients with cancer. Asian
Pac | Cancer Prev. 2012;13(9):4235-4840. [CrossRef]

Hacialioglu N, Ozer N, Yilmaz Karabulutlu E, Erdem N, Erci B. The quality
of life of family caregivers of cancer patients in the east of Turkey. Eur |
Oncol Nurs. 2010;14(3):211-217. [CrossRef]

Teskereci G, Kulakag O. Life experiences of caregivers of women with
gynaecological cancer: a mixed-methods systematic review. Eur | Cancer
Care (Engl). 2018;27(1):e12456. [CrossRef]

Turkoglu N, Kilig D. Effects of care burdens of caregivers of cancer patients
on their quality of life. Asian Pac J Cancer Prev. 2012;13(8):4141-4145.
[CrossRef]

Papastavrou E, Kalokerinou A, Papacostas SS, Tsangari H, Sourtzi P. Caring
for a relative with dementia: family caregiver burden. J Adv Nurs.
2007;58(5):446-457. [CrossRef]

Akpinar B, Kuglikguclu O, Yener G. Effects of gender on burden among
caregivers of Alzheimer's patients. / Nurs Scholarsh. 2011;43(3):248-254.
[CrossRef]

Campbell LD, Martin-Matthews A. Primary and proximate: the importance
of coresidence and being primary provider of care for men’s filial care
involvement. J Fam Issues. 2000;21(8):1006-1030. [CrossRef]

Russel R. Their story, my story: health of older men as caregivers. Genera-
tions. 2008;32(1):62-67.

Gitlin LN, Belle SH, Burgio LD, et al. Effect of multicomponent interven-
tions on caregiver burden and depression: the REACH multisite initiative
at 6-month follow-up. Psychol Aging. 2003;18(3):361-374. [CrossRef]
Obaidi JG, Al-Atiyyat NM. Quality of life among primary caregivers of
women with breast cancer: a review. Middle East | Cancer.
2013;4(2):45-49.

Longo (], Fitch M, Deber RB, Williams AP. Financial and family burden
associated with cancer treatment in Ontario, Canada. Support Care Cancer.
2006;14(11):1077-1085. [CrossRef]

Van Houtven CH, Ramsey SD, Hornbrook MC, Atienza AA, van Ryn M. Eco-
nomic burden for informal caregivers of lung and colorectal cancer
patients. Oncologist. 2010;15(8):883-893. [CrossRef]

Yesilbalkan OU, Ozkittk N, Ardahan M. Comparision of quality of life of
Turkish cancer patients and their family caregivers. Asian Pac | Cancer
Prev. 2010;11(6):1575-1579.

Alptekin S, Gonilli G, Yicel I, Yarig F. Characteristics and quality of life
analysis of caregivers of cancer patients. Med Oncol. 2010;27(3):607-617.
[CrossRef]

Goziim S, Akcay D. Response to the needs of Turkish chemotherapy
patients and their families. Cancer Nurs. 2005;28(6):469-475. [CrossRef]


https://doi.org/10.1097/NCC.0000000000000493
https://doi.org/10.1521/suli.2007.37.4.482
https://doi.org/10.4103/0019-509X.175584
https://doi.org/10.1002/cncr.23449
https://doi.org/10.1007/s00520-013-1795-6
https://doi.org/10.1002/pon.2104
https://doi.org/10.1016/j.ygyno.2014.01.002
https://doi.org/10.1007/s00520-013-1994-1
https://doi.org/10.1186/1471-2407-7-102
https://doi.org/10.1007/s13187-013-0606-6
https://doi.org/10.1016/j.ygyno.2016.07.007
https://doi.org/10.1093/geront/29.6.798
https://doi.org/10.7314/apjcp.2012.13.9.4235
https://doi.org/10.1016/j.ejon.2010.01.017
https://doi.org/10.1111/ecc.12456
https://doi.org/10.7314/apjcp.2012.13.8.4141
https://doi.org/10.1111/j.1365-2648.2007.04250.x
https://doi.org/10.1111/j.1547-5069.2011.01402.x
https://doi.org/10.1177/019251300021008004
https://doi.org/10.1037/0882-7974.18.3.361
https://doi.org/10.1007/s00520-006-0088-8
https://doi.org/10.1634/theoncologist.2010-0005
https://doi.org/10.1007/s12032-009-9256-2
https://doi.org/10.1097/00002820-200511000-00010

