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OBJECTIVE

This study aimed to investigate the preparedness of individuals providing care for cancer patients.
METHODS

This cross-sectional descriptive study was carried out with 203 Turkish cancer family caregivers in January-March 2019. The person who spent the longest time with the patient was chosen as the caregiver.
The data were collected through face-to-face interviews with the “Caregiver Introductory Form” and
“Preparedness Scale of the Family Care Inventory”. The scale consisted of eight items, the total score
range is 0-32. Higher scores indicate that the caregiver feels more prepared for their role. Data were
evaluated by independent groups t-test and one-way analysis of variance test.
RESULTS

The average age of caregivers was 46.86±13.8; most of them were female (64.5%). Caregivers’ mean score
of preparedness to provide care was 27.03±6.05. Caregivers’ with moderate economic status were more
ready to provide care than those with poor economic status (p<0.05). Caregivers who provided care for
their patients for less than a year were more ready to provide care compared to those who cared for the
patients for one to five years. Likewise, those who provided care for the patients for six to ten years were
more ready to provide care than those who provided care for one to five years (p<0.05).
CONCLUSION

Caregivers with a modest economic status, those with less than one year of caregiving experience, and
those with over five years of caregiving experience feel more ready to provide care.
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Introduction

Cancer, along with the health problems it brings, is a
disease that requires long-term financial and spiritual
struggle.[1] The increasing number of individuals diagnosed with cancer, the prolonged survival of these
patients in parallel with the developments in diagnostic
and treatment methods, and continued care of cancer
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patients at home have led family members to take more
responsibility for the care of patients.[2-4] Cancer diagnosis and treatment affect both the patient and the
family members in all aspects of life and bring physical,
social, emotional and economic burdens to the caregiver.[5,6] Caregivers try to maintain the order of their
daily life, and at the same time, they have to keep patients’ care and treatment under control.[7,8]
Dr. Hatice KARABUGA YAKAR
Marmara Üniversitesi,
Sağlık Bilimleri Fakültesi,
Hemşirelik Bölümü,
İstanbul-Turkey
E-mail: hatice.karabuga@gmail.com

388

The caregivers are expected to carry out this complex and multidimensional process in the best way, but
they are rarely evaluated concerning their preparedness
to care.[9-11] Preparedness is being aware of the tasks
that they, as caregivers, will have to perform to provide
care and their perception of being ready for this. Knowledge and skills competence is essential for preparedness
for patient care.[4] In the literature, it was described that
caregivers of cancer patients could not obtain adequate
information and support from healthcare professionals,[12] and also that caregivers who felt insufficient in
providing care suffer from a worsening in their general
health, leading to more frequent experiences of problems, including anxiety, depression and social isolation
[8,10,13] Because they take on many responsibilities and
have needs similar to patients’, it is important to evaluate
the preparedness of caregivers.[2,13-15]
To our knowledge, there have been no studies in
our country, Turkey, that has the preparedness of caregivers of cancer patients to provide care. Planned based
on this deficiency, this study was designed to investigate the preparedness of individuals providing care for
cancer patients.
Research Questions
• How ready are the caregivers of cancer patients to
provide care?
• Does the preparedness of the caregivers of cancer
patients to provide care differ according to the individual characteristics of caregivers?
• Does the preparedness of the caregivers of cancer
patients to provide care differ according to characteristics related to caregiving?
Materials and Methods

Sample and Settings
This research was planned as a descriptive and cross-sectional study. The universe of this study included individuals who provided care to patients in the outpatient and
inpatient setting in the oncology, palliative and chemotherapy clinics of all training and research hospitals located in the Anatolian side of Istanbul. The sample of
this study included 203 primary patient relatives who
were caregivers of each patient, were over 18 years of
age, gave consent and agreed to participate in this study.
The person who spent the longest time with the patient
was chosen as the caregiver. The data were collected
between January and March 2019 through face-to-face
interviews with the “Caregiver Introductory Form” and
“Preparedness Scale of the Family Care Inventory”.
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Study Measures
Caregiver Introductory Form
Prepared by researchers by reviewing the related literature, the Caregiver Introductory Form consisted of a
total of 15 questions, including age, gender, educational status, marital status, economic status, caregiver’s
health assessment before and after care, whether the
caregivers had children, the degree of relativity to the
patient, employment status of caregivers, whether the
caregivers had dependents, assessment of health before
and after care, receiving support in the caregiving process, the most difficult period in the caregiving process,
the hours of providing care to the patient, the hours of
providing daily care to the patient.
Preparedness Scale of the Family Care Inventory
The scale was developed in 1986 by Archbold et al.
for those who care for elderly people living at home.
[16] It was further developed in 1993 and 2000 by
revising it to determine the preparedness of caregivers.[17] Preparedness is the perception of being
prepared in many aspects involved in the role of providing care. These areas are physical care, emotional support, maintaining home care, and overcoming
the stress associated with care. The scale consists of 9
items, including 8 items and an additional item that
specifically questions the area the caregivers wanted
to be more ready for. The total score obtained from
the five-point Likert-type scale varies between 0-32.
The higher score obtained from the scale shows that
caregivers feel more ready to provide care. The validity and reliability study of the scale for our country
was established by Ugur et al. (2017).[18]
Statistical Analysis
Introductory characteristics were presented with percentiles, averages or medians. Kolmogorov Smirnov
analysis was used to check whether the data were normally distributed. In the analysis of normally distributed data, the independent t-test was used to compare
two independent groups, one-way ANOVA test was
used to determine the difference between more than
two independent groups, and the post hoc Tukey test
was used to identify the group or groups causing the
difference. Level of significance was set at p<0.05.
Results

The average age of caregivers was 46.81±13.77, 64.5%
were women, 80.3% were married, 37.9% were primary school graduates, 51.7% had middle income,
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74.9% were not employed, 81.3% had children, and
36.9% were the spouses of patients (Table 1). 62.6% of
the caregivers had no other dependents. 62.1% rated
their own health as good before providing care, while
42.9% rated their own health as moderate after providing care. 60.6% of the caregivers did not receive
support in the caregiving process. The most difficult
period to provide care was the treatment period for
47.8%. The caregivers with less than one year of experience of providing care to the patient represent
55.2% of the group. 50.7% of the caregivers provided
19 to 24 hours of care per day (Table 2). 59.1% of the
caregivers stated that they wanted to receive training
on symptom management, 57.1% on adequate and
balanced nutrition, and 51.7% on drug administration (Table 3).
Caregivers’ mean score of preparedness to provide
care was 27.03±6.05 (minimum: 0, maximum: 32), and
caregivers felt ready to provide care.
Table 1

When it is examined whether the preparedness of
the caregivers varies according to the characteristics
related to caregiving, it was seen that those with moderate economic status were more ready to provide care
than those with poor economic status (p<0.05) (Table
1). Caregivers who provided care for their patients for
less than a year were more ready to provide care compared to those who cared for the patients for one to
five years. Likewise, those who provided care for the
patients for six to ten years were more ready to provide
care than those who provided care for one to five years
(p<0.05) (Table 2). Besides, caregivers who wanted to
receive training on drug administration and symptom
management were more ready to provide care than
those who did not want to receive training on these
topics (p<0.05) (Table 3).
Preparedness to provide care did not differ significantly by caregivers’ gender, marital status, level of
education, employment, whether the caregiver had

Comparison of caregiver’s preparedness scores according to descriptive characteristics

			
Descriptive characteristics
Gender
Female
Male
Marital Status
Married
Single
Education Status
Primary school
Secondary school
High school
Pre-bachelor’s University
Income
a
Good
b
Moderate
c
Poor
Working status
Employed
Unemployed
Having children
Yes
No
Degree of relativity to the patient
Children
Partner
Father-Mother
Other

Preparedness to provide care

n

%

M

SD

131
72

64.5
34.5

27.52
26.0

5.73
6.52

t=1.690

p=0.093

163
40
77
22
52
20
32

80.3
19.7
37.9
10.8
25.6
9.9
15.8

26.72
28.16
27.20
25.92
27.60
26.24
27.28

6.04
6.0
5.73
7.62
6.47
2.98
5.83

t=1.390

p=0.166

F=0.556

p=0.734

105
18
80

51.7
8.9
39.4

28.16
26.32
25.68

5.92
F=4.047
6.63		
5.87

p=0.019*
b>c

51
152

25.1
74.9

26.96
27.04

6.32
5.98

t=0.74

p=0.941

165
38

81.3
18.7

26.88
27.60

5.88
6.78

t=1.505

p=0.134

68
75
23
37

33.5
36.9
11.3
18.2

3.47
3.38
3.19
3.30

0.67
0.86
0.80
0.65

t=1.689

p=0.092

*p<0.05. M: Mean; SD: Standard deviation; a: Good; b: Moderate; c: Poor

Test value
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Table 2
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Comparison of the caregiver’s preparedness scores according to caregiving characteristics

				
Descriptive characteristic
Presence of dependents
Yes
No
Self-assessment of health before providing care
Good
Moderate
Poor
Self-assessment of health after providing care
Good
Moderate
Poor
Receive support for caregiving process
Yes
No
The most difficult period to provide care
Before diagnosis
Diagnosis
Treatment
Recurrence
Terminal
Providing care time
a
Less than a year
b
One-five year
c
Six year and above
Providing daily time care
1-6 hour
7-12 hour
13-18 hour
19-24 hour

Preparedness to provide care

n

%

M

SD

Test value

76
127

37.4
62.6

27.12
28.16

6.29
6.00

t=0.272

p=0.786

126
65
12

62.1
32.0
5.9

27.60
26.32
23.76

6.00
6.12
5.18

F=2.801

p=0.063

50
87
66

24.6
42.9
32.5

28.56
26.56
26.40

6.34
5.54
6.36

F=2.153

p=0.119

80
123

39.4
60.6

34.50
33.40

7.40
7.60

t=0.892

p=0.374

15
48
97
24
19

7.4
23.6
47.8
11.8
9.4

28.32
26.80
27.04
27.12
26.00

7.59
5.16
6.56
5.60
4.99

F=0.304

p=0.875

112
80
11

55.2
39.4
5.4

27.92
27.28
30.40

5.84
F=6.464
5.80		
7.14

p<.002*
a>b; c>b

59
27
14
103

29.1
13.3
6.9
50.7

26.72
28.00
24.88
27.20

5.96
5.62
6.62
6.15

p=0.444

F=0.896

*p<0.05. M: Mean; SD: Standard deviation; a: Less than a year; b: One-five year; c: Six year and above

children, degree of relativity to the patient, presence of
dependents, self-assessment of health before and after
providing care, the most difficult period to provide care
or the duration of daily care (p>0.05).
Discussion

In this study, which was carried out to investigate the
preparedness of the caregivers of cancer patients, preparedness was affected by economic status and the
duration of care. Regardless of the age of the cancer
patient, the type and the stage of cancer, the course of
the disease, people who care for cancer patients experience economic difficulties. Out-of-pocket costs are incurred because caregivers need an assisting person in
childcare and housework, they need to pay for patient’s

medicines which are not covered by their insurance,
buy food supplements, provide means of travel to their
appointments, purchase equipment to use at home
(wheelchair and oxygen cylinder), take a second opinion for the patient, pay for extra laboratory tests, for
hospitalization, dental treatment, ambulatory surgery
and home care services.[19-21] Caregivers who feel
responsible for the patient’s care expenses feel helpless
when they cannot fulfill this responsibility.
Many caregivers leave their jobs because of their
role.[9] They face decreased job efficiency, loss of employer-based health insurance and other benefits, loss
of income, and they go on paid or unpaid leave, work
harder to compensate for the loss of income, and work
in positions with lower income to comply with the patient’s care program.[22-25] As cancer progresses, the
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Table 3

Comparison of the caregiver’s preparedness scores according to caregiver’s training needs

				
Topics to receive training about providing care
Adequate and balanced nutrition
Yes
No
Drug administration
Yes
No
Coping with stress
Yes
No
Symptom management
Yes
No

Preparedness to provide care

n

%

M

SD

Test value

116
87

57.1
42.9

34.11
33.20

7.40
7.80

t=0.866

p=0.388

105
98

51.7
48.3

35.10
32.30

7.45
7.47

t=2.644

p=0.009**

90
113

44.3
55.7

34.10
33.55

7.28
7.81

t=0.603

p=0.547

120
83

59.1
40.9

34.60
32.51

7.67
7.20

t=1.991

p=0.048*

*p<0.05; **p<0.01. M: Mean; SD: Standard deviation

diagnostic and treatment processes of the disease put a
further economic burden on the caregiver. If the caregivers lack financial resources and are unable to earn
additional income, they become distressed and experience higher concern for the future. Failure to meet
caregiving needs due to the economic circumstances
and the intensified roles and responsibilities of the
caregiver increases their burden and stress, making
them feel unready for and unfit to provide care.
Caregivers with less than a year of caregiving experience feel ready to care. We believe that the first reason
for this is associated with cultural factors. In our study,
most of the caregivers were women and children of the
patients. In the Turkish culture, when a disease occurs
in the family, children voluntarily and enthusiastically
provide care and struggle to overcome all problems, regardless of what troublesome situations their parents
will encounter. The second reason is the short-term
exposure to the distressing setting of the patient as
the time the caregiver provided care is relatively short.
Grant et al. (2013) described that caregivers, who were
mostly women and unemployed, caring for lung cancer
patients felt themselves ready when they first started
providing care, but these feelings diminished over
time as they started to face problems.[26] Unlike the
result of this study, Jacobs et al. (2017) reported that
caregivers, who were male and employed at the time
of diagnosis and treatment start, felt unready.[6] The
gender factor is thought to be effective in the conflicting study results. One of the traditional roles of women
in many cultures is caregiving. In case of illness, the
woman cares for her parents if she is single and to her

husband, if she is married [27] Due to this role imposed on women, caregiving is perceived as a duty that
needs to be fulfilled. Not being competent in childcare
and housework, less experience with the caregiver role
and being employed can be shown as the reason why
men do not feel as ready to provide care as women.
Cancers are a group of diseases that change rapidly
compared to other chronic diseases, and different
symptoms coexist and require the longest time spent
for care.[3,28] We believe that the reason why caregivers who have provided care for more than five years
feel ready to provide care is that these caregivers have
gone through many problems, acquired several skills
to overcome problems, accepted this process as a
part of daily life and adapted to these circumstances.
[29] Caregivers who want to receive training in drug
administration and symptom management feel more
ready to provide care. The caregivers who feel ready to
provide care are aware of their inadequacies and strive
to receive training to achieve competence in the care
delivery process. Caregivers spend the most troubled
periods in the days and weeks immediately following discharge. Caregivers who do not have sufficient
knowledge and skills in symptom management, care
and treatment particularly feel helpless under these circumstances, which they are not able to manage. Therefore, it is important to plan and implement regular
training by healthcare professionals for the caregivers
who are to manage the care and treatment of patients
not on the day of discharge, but starting as early as on
the day the patient is first hospitalized.[30,31]
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Conclusion

Caregivers with a modest economic status, those with
less than one year of caregiving experience and those
with over five years of caregiving experience feel more
ready to provide care. The economic difficulties of caregivers of cancer patients in Turkey should be identified
and efforts to improve the results should be undertaken. Nurses should be aware that “new” caregivers will
have difficulties when faced with a problem, while “experienced’’ caregivers may experience burnout and ignore their own health problems.
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