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Abstract

Obijective: To determine the level and influencing factors of informal caregiver burden in gynae-
cological oncology inpatients receiving chemotherapy.

Methods: This cross-sectional study enrolled gynaecological oncology patients and their infor-
mal caregivers between May 2018 and November 2018 and measured the caregivers’ burden
using the Caregiver Burden Inventory. The influencing factors were evaluated with univariate
regression analysis and multivariate linear stepwise regression analysis.

Results: A total of 138 patients and their informal caregivers completed the questionnaire. The
mean &+ SD total informal caregiver burden score was 53.18 & 10.97. The highest mean &SD
score was recorded in the dimension of time-dependent burden (14.28 +2.74), followed by
developmental burden (13.65=+2.15), physical burden (10.52 £2.07), social burden (7.61
2.58) and emotional burden (7.12 £ 1.43). Multivariate analysis showed that the informal care-
giver’s sex, relationship to the patient, daily duration of care, presence of chronic health problems
and the duration of the patient’s disease were factors influencing the level of caregiver burden.
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Conclusions: The informal caregivers of gynaecological cancer patients hospitalized for chemo-
therapy experience a moderate level of burden. Nursing measures should be considered to
reduce informal caregiver burden and improve the quality of lives of both patients and their

caregivers.
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Introduction

The informal care delivered by those other
than the hospital care team, for example a
patient’s family members, relatives and
friends, is an essential complement to the
professional care provided by clinicians.
This is even more true for patients with a
gynaecological malignancy. Their chemo-
therapy treatments might continue for
months and require repeated hospitaliza-
tions. Non-employed or non-professional
caregivers, also known as informal care-
givers, play a vital role in caring for the
patients on a daily basis.! Caregiver
burden is a combination of the subjective
negative feelings and the objective negative
effects that are incurred by the care delivery
during the care process, which in turn may
have a potential impact on the patient’s
quality of life, treatment outcomes and
rehabilitation.” Chemotherapy is the main
treatment for gynaecological malignancies
but it is associated with painful
side-effects, which often require lengthy
treatments and repeated hospitalizations,
leading to an increased burden on the
patients and their informal caregivers.® In
China, gynaecological cancer patients typi-
cally undergo chemotherapies in inpatient
settings and are discharged immediately
after. They receive informal care in both
the hospital and home. China’s nationwide

public medical insurance system, which
now covers over 99% of the Chinese popu-
lation, pays up to 100% for chemothera-
peutics on the List of Essential
Medications issued by the National Health
Authority.* Most of the medications are
produced by Chinese pharmaceutical com-
panies. Imported medications, on the other
hand, are less covered, which are typically
paid for by commercial medical insurance
policies and/or by the patients themselves.’
Informal caregivers usually have to commit
most of their daily time to caring for the
patient and discontinue their paid work.®
Both parties may experience considerable
physical, mental and financial stresses over
the period of therapy.>’ By monitoring
and mitigating the caregiver burden, it
may be possible to ease the difficult healing
process for both patient and caregiver; and
potentially benefit the patient in terms of
their chance of survival and quality of life.

Existing evidence on gynaecological
oncology patients receiving chemotherapy
tends to focus more on the quality of life
of the patient rather than the burden upon
their informal caregivers.>® A literature
search of the main databases including
PubMed®, The Cochrane Library,
Embase® and Ovid® using the terms of
‘gynaecologic cancer’, ‘gynaecologic oncol-
ogy’, ‘informal caregiver’, ‘chemotherapy’,
‘burden’, ‘influencing factors’ and ‘affecting
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factors’ for papers published between 2000
and 2020 returned no reports about the
informal caregiver burden for this patient
group. This is despite the fact that this
patient group is known to need consider-
able care and support and whose quality
of life and treatment outcomes may well
be influenced by how well their informal
care is delivered. This current study
investigated the level of burden on informal
caregivers of  gynaecological  cancer
patients hospitalized for chemotherapy in
order to explore the possible influencing
factors. The current study aimed to provide
evidence for developing nursing interven-
tions and policy changes for physical and
psychological improvements for both
gynaecological patients and their informal
caregivers.

Patients and methods

Study population

This cross-sectional study enrolled consecu-
tive gynaecological cancer patients receiv-
ing chemotherapy in the Department of
Gynaecology and Obstetrics, West China
Second Hospital, Sichuan University,
Chengdu, Sichuan Province, China between
May 2018 and November 2018 and their
informal caregivers. The inclusion criteria
were as follows: (i) pathologically diag-
nosed with a gynaecological malignancy;
(ii) currently receiving chemotherapy; (iii)
had sufficient communication and writing
abilities to complete the survey. The exclu-
sion criteria were as follows: (i) diagnosis
was not pathologically confirmed; (ii) com-
munication or writing ability was insuffi-
cient to complete the survey. The inclusion
criteria for the informal caregiver were as
follows: (i) cared for the patient during the
period that the patient was hospitalized for
chemotherapy. For example, an informal
caregiver that cared for an ovarian cancer
patient for whole days during her

hospitalized chemotherapy; (i) had cared
for the patient for >1 month; (iii)) was
>18 years and <70 years of age; (iv) was
a family member or a friend of the patient
that provided care under no formal or
informal employment; (v) was the patient’s
primary informal caregiver that provided
the most care on a daily basis during the
chemotherapy period; (vi) had sufficient
communication ability to complete the
survey. The exclusion criteria for the infor-
mal caregiver were as follows: (i) was
hired and received remuneration for
the care provided; (i) was physically
unable or unwilling to complete the survey
because of inconvenient survey times or
reluctance to participate; (iii) was not the
primary caregiver and only provided care
sporadically; (iv) was unable to complete
the survey due to cognitive difficulties or
illiteracy.

The study was approved by the Ethics
Committee of West China Second
Hospital, Sichuan University (no. 2018
[14]). Written informed consent was
obtained from all of the patients and their
informal caregivers.

Study instruments

An informal caregiver sociodemographic
questionnaire was developed to gather
data including age, sex, educational level,
ethnicity, marital status, home location,
employment status, relationship to the
patient, total duration of care, daily dura-
tion of care, presence of chronic health
problems, willingness to care for the patient
and whether they were having to take care
of other family members.

A patient sociodemographic and clinical
questionnaire was developed including age,
ethnicity, education level, employment
status, marital status, home location,
monthly household income, type of pay-
ment for medical care, diagnosis, tumour
staging, duration of disease, need of
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surgery, prior surgery, need for radiothera-
py and prior radiotherapy.

Caregiver Burden Inventory

The Caregiver Burden Inventory (CBI) is a
24-item multidimensional questionnaire
designed to quantify the burden on various
aspects of a caregiver’s life.'” The measure
includes five subscales to cover five dimen-
sions of caregiver burden: time-dependence
burden, which measures the time of caregiv-
ing (items 1-5); developmental burden,
which reflects caregiver’s feeling of being
left behind and missing expectations and
opportunities compared with his or her
peers (items 6—10); physical burden, a sub-
scale to measure the caregiver’s feelings of
fatigue and presence of chronic health
problems (items 11-14); social burden,
which quantifies perceived conflict of roles
(items 15-19); and emotional burden, which
measures the caregiver’s negative feelings
for the patient (items 20-24).' Each item
is scored using a S-point Likert scale from
0—4 points according to the severity of the
burden. The total score of the CBI is 0-96.
The higher the score is, the heavier the care-
giver’s burden is. The questionnaire is self-
administered and takes approximately
10-15 min to complete. A score of 0-32
points is classified as a low burden, 33-64
as a moderate burden and 65-96 as a high
burden.

The study used the Chinese version of
the CBI that was translated previously.!!
The Cronbach’s alpha coefficient of the
Chinese CBI is 0.92, higher than the stan-
dard value 0.8, indicating good internal
consistency.'' The correlation coefficient
between each item and the total score is
0.44 to 0.79, indicating that each item meas-
ures the caregiver’s burden effectively.''
The test-retest reliability is 0.93, which indi-
cates good stability of the scale.'!

Data collection

Six investigators, each with an experience in
gynaecological nursing for over 10 years,
were trained to collect anonymous data on
the patients and their informal caregivers.

Statistical analyses

All statistical analyses were performed
using SAS version 9.1 (SAS Institute Inc.,
Cary, NC, USA). Data are expressed as n
(%) of participants or mean+ SD. Inter-
group comparisons were calculated using
analysis of variance or Student’s r-test.
Influencing factors for informal caregiver
burden were evaluated with multivariate
linear stepwise regression analysis. All
patient and informal caregiver factors col-
lected were first evaluated with univariate
regression analysis. The significant varia-
bles were then introduced into multivariate
linear regression, with the total burden
score as a dependent variable. A P-val-
ue<0.05 was considered statistically
significant.

Results

A total of 150 gynaecological cancer
patients receiving chemotherapy were sent
questionnaires for them and their informal
caregivers; of these 138 valid questionnaires
were returned (92.00%). Table 1 presents
the sociodemographic data for the gynaeco-
logical cancer patients and their informal
caregivers. The age of the gynaecological
cancer patients ranged from 19 to 70 years
(mean age, 58 years), including 58 patients
aged < 44 years (42.03%) and 80 aged > 44
years (57.97%). Ovarian cancer was the
most common diagnosis among the patients
(68 of 138, 49.28%), followed by cervical
cancer (45 of 138 patients, 32.61%), endo-
metrial cancer (20 of 138 patients, 14.49%)
and vulvar cancer or other gynaecologic
malignancies (five of 138, 3.62%). Of all
the gynaecological cancer patients, 38
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Table |. Sociodemographic characteristics of gynaecological oncology patients receiving chemotherapy and
their informal caregivers (n=138).

Subject Characteristic n %
Informal caregiver Sex Male 86 62.32%
Female 52 37.68%
Age, years <44 53 3841%
>44 85 61.59%
Ethnicity Han 127 92.03%
Minorities I 7.97%
Marital status Married 128 92.75%
Not married 10 7.25%
Home location Local 56 40.58%
Not local 82 59.42%
Employment Employed 17 84.78%
Unemployed 21 15.22%
Education level College or over 32 23.19%
Lower than college 106 76.81%
Monthly household <1000 17 12.32%
income, Yuan RMB 1001-2000 43 31.16%
2001-3000 53 38.41%
3001-4000 I 7.97%
>4000 14 10.14%
Relationship to patient Spouse 80 57.97%
Parent/child 15 10.87%
Sibling 16 11.59%
Friend or others 27 19.57%
Total duration of care, months <3 41 29.71%
3-6 45 3261%
7-12 36 26.09%
>12 16 11.59%
Daily duration of care, h <6 I 7.97%
6—12 75 54.35%
>12 52 37.68%
Daily period of care time Day 25 18.12%
Night 65 47.10%
Whole day 48 34.78%
Had to care for other Yes 108 78.26%
family members No 30 21.74%
Chronic health problem Yes 50 36.23%
No 88 63.77%
Willing to care Very willing 118 85.51%
Willing 18 13.04%
Unwilling 2 1.45%
Patient Diagnosis Cervical cancer 45 32.61%
Ovarian cancer 68 49.28%
Endometrial cancer 20 14.49%
Vulvar cancer or others 5 3.62%
Age, years < 44 58 42.03%
>44 80 57.97%

(continued)
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Table I. Continued.

Subject Characteristic n %
Tumour staging | 38 27.54%
Il 37 26.81%
I 49 35.51%
v 14 10.14%
Duration of disease, months <3 22 15.94%
3-6 46 33.33%
7-12 30 21.74%
>12 40 28.99%
Need for surgery Yes 103 74.64%
No 35 25.36%
Have undergone surgery Yes 95 68.84%
No 43 31.16%
Need for radiotherapy Yes 86 62.32%
No 52 37.68%
Have undergone radiotherapy Yes 12 30.43%
No 96 69.57%

(27.54%) were stage I, 37 (26.81%) were
stage II, 49 (35.51%) were stage III and
14 (10.14%) were stage IV. One-third of
the patients (46 of 138, 33.33%) had had
their disease for 3—6 months since diagnosis,
22 (15.94%) for <3 months, 30 (21.74%)
for 7-12 months and 40 (28.99%) for > 12
months. Surgery was needed in most cases
(103 of 138, 74.64%) and 95 of 138 patients
had already wundergone one or more
operations. More than half of the patients
(86 of 138, 62.32%) needed radiotherapy
and 42 of 138 patients (30.43%) had
received it.

Of the 138 informal caregivers, 86 were
men (62.32%) and 52 were women
(37.68%), with a mean age of 52 years
(range, 22-61 years). More than half of
the informal caregivers (80 of 138,
57.97%) were the spouse of the patient, 15
were the patient’s parents or children, 16
were siblings and 27 were friends or in
another relationship with the patient.
Most informal caregivers were married
(128 of 138, 92.75%), not from the local
city (82 of 138, 59.42%), held a job (117
of 138, 84.78%), had an education level

lower than college (106 of 138, 76.81%),
had to care for other family members
besides the patient (108 of 138, 78.26%)
and did not have any chronic diseases (88
of 138, 63.77%). 127 informal caregivers
were Han people in terms of ethnicity
(92.03%) and 11 were minorities (7.97%).
Most informal caregivers (107, 77.54%)
made a monthly family income between
1000 and 4000 Yuan RMB (152-606
USD, exchange rate 6.6), 17 (12.32%)
< 1000 Yuan RMB and 14
(10.14%) >4000 Yuan RMB. Household
incomes are further stratified in Table 1.
In terms of duration of care, 16 of the 138
informal caregivers (11.59%) had cared for
the patient for over 12 months, followed by
36 (26.09%) for 7-12 months, 45 (32.61%)
for 3-6 months and 41 (29.71%) for <3
months. More than half of the informal
caregivers (75 of 138, 54.35%) spent 612
h providing care every day, compared
with 11 informal caregivers (7.97%) spend-
ing <6 h per day; and 52 of 138 informal
caregivers (37.68%) cared for the patient
for an extended period of > 12 h per day.
The majority of the informal caregivers
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Table 2. Caregiver Burden Inventory scores for the informal caregivers of gynaecological cancer patients

hospitalized for chemotherapy (n= 138).

Burden Dimension score ltem score?
Time-dependent 1428 £2.74 2.89+0.16
Developmental 13.65+2.15 2.67+0.23
Physical 10.52 +2.07 2.5440.66
Social 7.61 258 2.06 +-0.86
Emotional 7.12+1.43 0.97 +0.65
Total 53.18+10.97

Data presented as mean = SD.
#Mean score of the individual items within a dimension.

(118 of 138, 85.51%) indicated that they
were very willing to take care of the patient,
followed by 18 of 138 (13.04%) being will-
ing and two of 138 (1.45%) said they were
unwilling.

According to the CBI scores of the infor-
mal caregivers (Table 2), the mean+ SD
total CBI score was 53.18+£10.97. The
highest mean +SD score was recorded in
the dimension of time-dependent burden
(14.28 +£2.74), followed by developmental
burden (13.65+2.15), physical burden
(10.52£2.07), social burden (7.61+2.58)
and emotional burden (7.12 + 1.43).

Table 3 presents the results of the univar-
iate regression analysis of various factors in
terms of CBI scoring. Eleven informal care-
giver factors and four patient factors were
found to have a significant effect on the
informal caregiver burden. The informal
caregiver factors were sex, age, marital
status, employment, education level, total
duration of care, daily duration of care,
daily period of care time, have to care for
other family members, presence of a chron-
ic health problem and willingness to care.
The patient factors were diagnosis, tumour
staging, duration of disease and need for
radiotherapy.

The significant factors from the univari-
ate regression analysis were then introduced
into a multivariate regression analysis with
the total CBI score as a dependent variable,

which yielded five factors that significantly
influence informal caregiver burden:
informal caregiver sex, relationship to the
patient, daily duration of care, having a
chronic health problem and the patient’s
duration of disease (Table 4). The analysis
used R? as the power of a linear model to
represent the percentage of the current var-
iation of y to be explained by the indepen-
dent variables in the current model. The
variables were screened stepwise based on
the inclusion and exclusion criteria.

Discussion

As a mainstay treatment for gynaecological
malignancies, chemotherapy can last for a
long time and often requires repeated hos-
pitalizations. The patients typically suffer
both physically and psychologically.'?
Caring for a patient informally during che-
motherapy can cause a variety of burdens
upon the caregiver, who may be a family
member, a relative or a friend of the
patient.'® This patient group and their care-
givers seem to be less focused on in the
international literature. The findings from
the current study indicate a moderate level
of burden experienced by the informal care-
givers of gynaecological cancer patients
hospitalized for chemotherapy and that fac-
tors such as the informal caregiver’s sex, his
or her relationship with the patient, the
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Table 3. Univariate analysis of the Caregiver Burden Inventory (CBI) scores of gynaecological cancer
patients and their informal caregivers during hospitalized chemotherapy (n= 138).

Subject Characteristic n % CBI score t/F value P-value
Informal Sex Male 86 62.32%  56.41 £6.22 t=2.018 P=0.018
caregiver Female 52 37.68% 49.25+4.25
Age, years <44 53 3841%  44.65+6.17 F=1.741 P=0.042
> 44 85 61.59%  50.21 £3.29
Ethnicity Han 127 92.03%  45.26+6.17 F=1.067 NS
Minorities Il 7.97% 42.52 £2.75
Marital status Married 128 92.75% 4526 £6.17 F=2.060 P=10.032
Not married 10 7.25% 36.52+2.75
Home location Local 56 40.58%  45.26+6.17 F=0.068 NS
Not local 82 59.42%  44.14£3.06
Employment Employed 117  84.78% 4526 £6.17 F=2335 P=0.019
Unemployed 21 1522%  36.52+2.75
Education level College or over 32 23.19% 4526 +£6.17 F=1.068 P=0.018
Lower than 106 76.81% 39.52+2.75
college
Monthly household < 1000 17 12.32%  43.56 824 F=10.571 NS
income, Yuan RMB 1001-2000 43 31.16%  42.76 £6.32
2001-3000 53 3841% 3521 £6.18
30014000 I 7.97% 43.05 £6.02
> 4000 14 10.14%  48.61 821
Relationship to patient Spouse 80 57.97%  52.38 £5.54 F=3.598 NS
Parent/child I5 10.87%  41.744+9.22
Sibling 16 11.59%  43.59+5.49
Friend or others 27 19.57%  42.19+6.53
Total duration of care, <3 41 29.71%  45.06 £8.94 F=9.258 P=0.046
months 3-6 45 3261%  41.23+£6.34
7-12 36 26.09%  52.50+7.87
> 12 16 11.59%  53.74+6.11
Daily duration <6 I 7.97% 43.88+7.39 F=15246 P<0.00l
of care, h 6-12 75 54.35%  40.82+4.7I
> 12 52 37.68%  53.47+£7.28
Daily period of Day 25 18.12%  41.96 +7.39 F=10399 P<0.00l
care time Night 65 47.10%  45.21 +£2.11
Whole day 48 34.78%  53.69+£6.95
Have to care for other Yes 108  7826%  49.0247.15 t=4.362 P=10.038
family members No 30 21.74%  51.02+6.15
Chronic health problem Yes 50 36.23%  56.58 £6.32 t=4.362 P=0.021
No 88 63.77%  42.58t7.11
Willingness to care Very willing 118  8551%  43.88+7.39 F=18467 P<0.00l
Willing 18 13.04%  40.82+4.7I
Unwilling 2 1.45% 50.14+3.25
Patient Diagnosis Cervical cancer 45 3261%  42.44+£6.55 F=1.952 P=0.001
Ovarian cancer 68 49.28% 63.89+6.15
Endometrial 20 1449%  52.95+7.95
cancer
Vulvar cancer 5 3.62% 55.56 +11.28
or others
Age, years <44 58 42.03%  46.15+3.57 F=0.58I NS
> 44 80 57.97%  51.21 £2.22
Tumour staging | 38 27.54% 4244 +£6.55 F=1.952 P=0.039
Il 37 2681%  43.89+6.15
I 49 35.51%  57.95+7.95
\% 14 10.14%  55.56 +11.28
<3 22 15.94%  41.27+9.76 F=15.42 P <0.001

(continued)
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Table 3. Continued.

Subject Characteristic n % CBI score t/F value P-value
Duration of disease, 3-6 46 3333% 43.05+7.44
months 7-12 30 21.74%  50.14+6.25
> 12 40 28.99%  54.58 +6.05
Need for surgery Yes 103 74.64%  53.58+7.87 t=0.081 NS
No 35 25.36%  53.26+6.42
Have undergone surgery  Yes 95 68.84%  53.84+820 t=1.504 NS
No 43 31.16%  48.08 £3.25
Need for radiotherapy Yes 86 62.32%  53.58+7.87 t=0.081 P=0.047
No 52 37.68% 4326 £6.42
Have undergone Yes 4?2 30.43%  53.84+8.20 t=1.504 NS
radiotherapy No 96 69.57%  42.08+5.71

CBI data presented as mean + SD.
NS, no significant between-group difference (P > 0.05).

Table 4. Multivariate linear stepwise regression analysis of the factors influencing the informal caregiver

burden (n=138).

ltem B value SE value p value t value P-value

Constant 51.487 11.259 - 7.657 P=0.001
Caregiver sex 1.456 1.519 0.147 1.067 P=0.026
Relationship to the patient 2.156 0.359 0.269 5.149 P=0.005
Daily duration of care 0.374 1.259 -0.108 —2.591 P=0.016
Chronic health problems 2.146 2.574 -0.213 6.587 P=0.001
Duration of disease -0.531 0.251 -0.278 -1.258 P=0.001

R?=0.534; AF=11.237; P <0.001.

duration of care time every day, presence of
chronic health problems in the informal
caregiver and how long the patient has
had the disease may play a role in determin-
ing the caregiver burden.

Given the prolonged treatments, repeat-
ed hospitalizations and the presence of a
peripherally —inserted central catheter
(PICC), gynaecological cancer patients
often experience problems such as fatigue,
gastrointestinal reactions and hair loss.
Their self-care abilities are considerably
compromised, particularly when a PICC is
in place."* Informal caregivers are often
required to provide partial or total assis-
tance with very basic daily living activities
and body care, for long hours each day or
even whole days. This could explain the

increased time-dependent burden in this
current study, which is consistent with find-
ings from a previous study."”
Gynaecological cancer patients often
experience altered self-image as a result of
their chemotherapy, including hair loss,
poor emotional well-being and skin condi-
tions. Some patients may be emotionally
troubled by the loss of their female repro-
ductive organs after surgery. In this current
study, 68.84% of the patients had their dis-
eased organs surgically removed and
30.43% underwent radiotherapy. The phys-
ical and endocrinological changes could
impact on the patient’s emotional well-
being, which might cause them to refuse
their husband’s care and affections, leading
to stress on both spouses.'®It is worth
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mentioning that many of the patients in the
current study were cared for by their hus-
bands. The loss of the uterus and ovarian
function because of chemotherapy can
cause some patients to experience an alter-
ation in their self-identity, leading to a loss
of their features as a woman and their
appeal to their spouse.'” This could some-
times result in them rejecting their hus-
band’s care, which in turn causes
emotional stress on both spouses.'’
However, the emotional burden upon the
informal caregivers in this current study
was not particularly higher than the other
dimensions. A possible explanation is that
the husbands were confident to work
through the difficult time with their wives
and were able to keep a relatively calm state
of mind in their marriage despite the heavy
care burden. Such influences are certainly
worth attention in future research, especial-
ly qualitative studies to describe the
situation.

These current findings demonstrated
that the men tended to experience a signif-
icantly greater burden as informal care-
givers of gynaecological cancer patients on
chemotherapy, which was consistent with a
previous study.'® According to a meta-
analysis of the informal caregivers of oncol-
ogy patients, the care tasks caused physical,
social and emotional problems in addition
to impacting on daily living and the infor-
mal caregiver’s opinions were affected by
their sex.'” An analysis of the informal care-
givers of cancer patients found that most of
them were women, whose sex might help
ease the care burden to some extent.”
Continued guidance by healthcare profes-
sionals is also advised according to the
results of this current study. It is reported
that the families of cancer patients in China
create WeChat support groups to provide
information and emotional support; and
psychological counsellors organize patients
and their informal caregivers to join in

music therapies together, which proved
helpful.>'-*

In this current study, husbands caring
for their wives reported the highest
burden. In a spousal relationship, the hus-
band as an informal caregiver has more
responsibilities than a relative, friend or
even other family members. In Chinese
families, husbands and wives typically
share multiple burdens such as family econ-
omy, child education, elderly parent sup-
port and other burdens. When the wife
falls ill, the husband is faced with a
sudden increase in burdens in addition to
the new care tasks. He usually has to take
over the wife’s family duties while looking
after her on a daily basis, sometimes even
protecting her bodily privacy. The situation
elevates his emotional, financial and time
pressure burdens considerably. The current
results were consistent with previous
research findings.”> Compared with other
family members, a husband is typically
more involved in close care delivery because
they may experience less difficulties and
obstacles in communication and other
care-related activities thanks to their inti-
macy with the patient. In contrast, other
informal caregivers such as parents and
children could be hindered by their older
or younger ages, pre-occupations at work
or school or their less intimate relationship
with the patient.

Nurses may consider offering interactive
education sessions about the disease and
treatments and encourage participation by
both the patients and their caregivers, who
may gain knowledge such as nutritional
management and negative emotion han-
dling during chemotherapy and share their
experiences with each other. The process
may help build patient—caregiver rapport
and confidence and ease the burdens per-
ceived by the caregivers. Isochronous
health education for both patients and
their family is useful for informing both
the patient and their family in a timely
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and accurate manner, providing a way to
extend health education from hospital to
home settings, which tends to improve the
patient’s confidence and quality of life.*

The burden was the highest among the
informal caregivers providing care for more
than 6 hours per day. The environmental
conditions could be unpleasant in a hospi-
tal, particularly in a public hospital.
Chemotherapy wards may be ecven less
comfortable where usually 3-8 patients
may share a room. The discomforts
incurred by chemotherapy in one patient
such as nausea, vomiting and pain may trig-
ger anxiety, nervousness and worrying in
the other patients on the ward. Procedures
performed on one of the patients and con-
versations between the healthcare workers
during the night may disturb the sleep of
the others. Physically and psychologically
stressful care delivery in such a strange
environment for an extended period tends
to cause the informal caregivers to experi-
ence various discomforts such as irritability,
loss of appetite, gastrointestinal discomfort
and deterioration of sleep quality. The cur-
rent results were partially consistent with
previous research results.”” Informal care
provided by multiple caregivers in shorter
durations is recommended. Additionally,
ward nurses, outpatient clinics and commu-
nity care can also be helpful temporary
resources.

According to the current results, infor-
mal caregivers that had chronic health con-
ditions were exposed to greater burden. The
poorer health, the greater the caregiver’s
physical burden was, which was consistent
with the findings of previous studies.?**” In
this current study, 36.23% of the informal
caregivers had chronic health conditions.
They tend to experience greater care bur-
dens compared with their healthy counter-
parts. The informal caregiver’s health
problems should be considered when decid-
ing who should care for the patient and
properly addressed in the care process.

More robust replacement caregivers
should be arranged if possible.

The physical and psychological status of
gynaecological cancer patients are generally
less favourable during the cycles of chemo-
therapy. As the duration of chemotherapy
increases, it is more likely that the patient
will develop disease and functional deterio-
ration, with increased adverse reactions
and drug side-effects. For example, lower
extremity venous return disorder and lym-
phoedema, which cause difficulty in walk-
ing, abdominal pain, sleep disturbance and
aggravate the patient’s pain.”® The severity
and condition of the patient’s symptoms are
closely linked with her informal caregiver’s
levels of depression and anxiety.” As a
result, the patient’s level of awareness of
the disease, communication and duration
of care needed may all bear impact on
how much burden the caregiver experiences
as the disease course continues.*® It is sug-
gested that informal caregivers engaging in
longer terms of care provision may need, in
addition to the necessary knowledge and
skills, even better communication with the
patient and other family members to be
adequately encouraged, supported and
rested to prevent them from falling into a
vicious cycle of emotional insufficiency and
incapacity to care.’!

In conclusion, informal caregivers of
gynaecological cancer patients hospitalized
for chemotherapy experience a moderate
level of burden. The sex of the informal
caregiver, their relationship with the
patient, daily duration of care, having
chronic health problems and the patient’s
duration of disease are major factors
influencing caregiver burden. Increased
physical, mental and social attention and
support for the informal caregivers are
advisable. Nursing outreach services such
as home visits and phone call follow-up
should be considered for chemotherapy
wards and clinics. Participatory health edu-
cation involving the informal caregivers



12

Journal of International Medical Research

may be explored for better humanitarian
nursing support during chemotherapy to
ease their lasting tension and fatigue,
lower their burden and eventually improve
the quality of lives of both patients and
their informal caregivers.

Declaration of conflicting interest

The authors declare that there are no conflicts of
interest.

Funding

This research received no specific grant from any
funding agency in the public, commercial, or
not-for-profit sectors.

ORCID iDs

Yan Zuo (@ https://orcid.org/0000-0003-1397-
013X

Jian-Jun Zhang (® https://orcid.org/0000-0002-
2532-4736

References

1. van Ryn M, Sanders S, Kahn K, et al.
Objective burden, resources, and other stres-
sors among informal cancer caregivers: a
hidden quality issue? Psychooncology 2011;
20: 44-52. doi: 10.1002/pon.1703.

2. Siegel K, Raveis VH, Houts P, et al.
Caregiver burden and unmet patient needs.
Cancer 1991; 68: 1131-1140. doi: 10.1002/
1097-0142(19910901)68:  S<1131: aid-
cner2820680541>3.0.co; 2-n.

3. Shimoyama S, Hirakawa O, Yahiro K, et al.
Health-related quality of life and caregiver
burden among peritoneal dialysis patients
and their family caregivers in Japan. Perit
Dial Int 2003; 23(Suppl 2): S200-S205.

4. Li SH, Li SY, Zhang Y, et al. Current situ-
ation and response strategy of new rural
cooperative medical insurance system in
context of new health system reforms.
China Market 2020; 1035: 74-79.

5. Qu JW, Zhang XZ, Peng HY, et al
Coverage of major disease policies in differ-
ent medical insurances for three major dis-
eases. Soft Science of Health 2019; 033:
60—64.

10.

11.

12.

14.

15.

16.

. Teng N and Chen CB. Research in quality of

life of caregivers for malignant tumor
patients: latest advances. Chinese Journal of
Nursing 2013; 48: 181-183. doi: 10.3761/j.
issn.0254-1769.2013.02.029.

. Jemal A, Siegel R, Xu J, et al. Cancer statis-

tics, 2010. CA Cancer J Clin 2010; 60:
277-300. doi: 10.3322/caac.20073.

. Smits A, Lopes A, Das N, et al. The effect of

lifestyle interventions on the quality of life of
gynaecological cancer survivors: A systemat-
ic review and meta-analysis. Gynecol Oncol
2015; 139:  546-552. doi: 10.1016/j.
ygyno.2015.10.002.

. Smits A, Lopes A, Bekkers R, et al. Body

mass index and the quality of life of endo-
metrial cancer survivors—a systematic review
and meta-analysis. Gynecol Oncol 2015; 137:
180-187. doi: 10.1016/j.ygyno.2015.01.540.
Novak M and Guest C. Application of a
multidimensional caregiver burden invento-
ry. Gerontologist 1989; 29: 798-803. doi:
10.1093/geront/29.6.798.

Zhang HZ, Zhang R and Li Z. Reliability
and validity of Chinese version of Caregiver
Burden Inventory. Chinese Journal of
Modern Nursing 2008; 14: 2972-2975. doi:
10.3760/cma.j.issn.1674-2907.2008.28.011.
Ma XZ, Xu XJ and Xu M. Application
effect analysis of comprehensive nursing
intervention in treatment of gynecological
malignant tumor chemotherapy. World
Latest Medicine Information 2016; 78: 39—41.

. Scherbring M. Effect of caregiver perception

of preparedness on burden in an oncology
population. Oncol Nurs Forum 2002; 29:
E70-E76. doi: 10.1188/02.ONF.E70-E76.
Grover S, Rina K, Malhotra P, et al.
Caregiver Burden in the Patients of Acute
Myeloblastic Leukemia. Indian J Hematol
Blood Transfus 2019; 35: 437-445.

Wu YM, Zhang CM, Zheng XF, et al
Phenomenological study on the infectious
sensation of caregivers of children with
acute leukemia. Chinese Journal of Nursing
2018; 53(06): 35-39.

Kovacs M, Kovacs E and Hegedus K. Is
emotional dissonance more prevalent in
oncology care? Emotion work, burnout
and coping. Psychooncology 2010; 19:
855-862. doi: 10.1002/pon.1631.


https://orcid.org/0000-0003-1397-013X
https://orcid.org/0000-0003-1397-013X
https://orcid.org/0000-0003-1397-013X
https://orcid.org/0000-0002-2532-4736
https://orcid.org/0000-0002-2532-4736
https://orcid.org/0000-0002-2532-4736

Zuo et al.

13

17.

18.

19.

20.

21.

22.

23.

24.

Myers Virtue S, Manne SL, Darabos K,
et al. Emotion episodes during psychothera-
py sessions among women newly diagnosed
with gynecological cancers. Psychooncology
2015; 24: 1189-1196. doi: 10.1002/pon.3737.
Haj Mohammad N, Walter AW, Van Oijen
MG, et al. Burden of spousal caregivers of
stage II and III esophageal cancer survivors
3 years after treatment with curative intent.
Support Care Cancer 2015; 23: 3589-3598.
doi: 10.1007/s00520-015-2727-4.

Stenberg U, Ruland CM and Miaskowski C.
Review of the literature on the effects of
caring for a patient with cancer.
Psychooncology 2010; 19: 1013-1025. doi:
10.1002/pon.1670.

Northouse LL, Katapodi MC, Song L, et al.
Interventions with family caregivers of
cancer patients: meta-analysis of random-
ized trials. CA Cancer J Clin 2010; 60:
317-339. doi: 10.3322/caac.20081.

Xu X, Chen P and Feng D. Application of
WeChat platform for continuous care
among discharged patients with cancer
pain. Journal of Nursing Administration
2017; 017: 67-69.

Clair AA. The effects of music therapy on
engagement in family caregiver and care
receiver couples with dementia. 4Am J
Alzheimers Dis Other Demen 2002; 17:
286-290. doi: 10.1177/153331750201700505.
Houde SC. Methodological issues in male
caregiver research: an integrative review of
the literature. J Adv Nurs 2002; 40: 626-640.
doi: 10.1046/j.1365-2648.2002.02423 .x.

Jin XY, Xu P and Wang ZH. Application of
isochronous health education with family
members on education management of
patients  with  chemotherapy.  Chinese
Clinical Nursing 2015; 007: 56-58.

25.

26.

27.

28.

29.

30.

31.

Gill P, Kaur JS, Rummans T, et al. The hos-
pice patient’s primary caregiver. What is
their quality of life? J Psychosom Res 2003;

55: 445-451. doi: 10.1016/s0022-3999(03)
00513-0.
Litzelman K, Kent EE, Mollica M, et al.

How Does Caregiver Well-Being Relate to
Perceived Quality of Care in Patients With
Cancer? Exploring  Associations and
Pathways. J Clin  Oncol 2016; 34:
3554-3561. doi: 10.1200/JC0O.2016.67.3434.
Tamayo GJ, Broxson A, Munsell M, et al.
Caring for the caregiver. Oncol Nurs Forum
2010; 37: ES0-ES7. doi: 10.1188/10.ONF.
E50-ES57.

Almohammadi A, Algarni A, Alraddadi R,
et al. Assessment of Patients’” Knowledge in
Managing Side Effects of Chemotherapy:
Case of King Abdul-Aziz University
Hospital. J Cancer Educ 2020; 35: 334-338.
doi: 10.1007/s13187-019-1469-2.

Xu S, Zhang H and Wang J. Caregiver
Burden and Depression Among Chinese
Family Caregivers: the Role of Self-compas-
sion. Mindfulness 2020; 11: 1647-1654.

Xu W, Qian C, Ma Y, et al. A study on the
current status and influencing factors of
the caregiver burden of home caregivers
for the disabled elderly in Beijing. Chinese
Journal of Disease Control 2014; 18:
663-666.

Safarabadi-Farahani A, Maarefvand M,
Biglarian A, et al. Effectiveness of a Brief
Psychosocial Intervention on Quality of
Life of Primary Caregivers of Iranian
Children With Cancer: A Randomized
Controlled Trial. J Pediatr Nurs 2016; 31:
€262—270. doi: 10.1016/j.pedn.2016.01.002.



	table-fn1-0300060520974927
	table-fn2-0300060520974927
	table-fn3-0300060520974927
	table-fn4-0300060520974927
	table-fn5-0300060520974927

