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Introduction: Caring for patients with advanced disease involves many concerns for caregivers. All aspects of health of the caregiver is
compromised in the process of caring for the cancer patients. Usually, most of the terminally ill cancer patients live with their caregivers at
home. Objectives: The aims of the present study was to identify the barriers to symptom management among caregivers of cancer patients
and to find the association between perceived barriers to symptom management of caregivers’ with their demographic variables and their
patients’ disease-related variables. Materials and Methods: A descriptive study was conducted among 768 family caregivers (FCGs) of cancer
patients, and they were selected using convenient sampling technique. Data was collected from caregivers who were caring for their beloved
one at least 2-3 h/day and who were above 20 years of age. Data was collected through a structured interview using barriers questionnaire
and demographic pro forma after obtaining the consent from the caregivers. Results: The result shows that among 768 FCGs, 216 (28.1%) of
them were in the age group between 31 and 40 years and most of them were spouses (45.6%). The perceived barriers of caregivers were less
confidence on the management of symptoms. A total of 423 (55.1%) had lack of awareness about pain assessment and management of cancer
by 681 (88.6%). Majority, i.e., 654 (85.1%) of them had financial problems in the family. Conclusion: FCGs take the major responsibilities
both at the hospital and at home in caring for the cancer patients. Since FCGs had lack of knowledge on caring of cancer patients, there is a
need for awareness program on the assessment and management of symptoms among cancer patients.
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INTRODUCTION FCGs experience and struggle with many issues in taking care
of the cancer patients, especially in symptom management.
Increasing the knowledge of caregivers is more important for
symptom management among the cancer patients.[”)

Family caregivers experience psychosocial distress while
caring for cancer patients. Usually, terminally ill patients spend
their end stages of life at home being cared for by their families,
without formal homecare services.!!! The caregivers experience  Ubjectives of this study

many barriers to manage the symptoms experienced by their ~ The following objectives were:

beloved one who is suffering from cancers. Fear of addiction *  Toidentify the perceived barriers to symptom management

may be the main barrier to cancer pain management.? among the FCGs by using perceived barriers to symptom
Depression among caregivers is mainly due to the fear of management tool

unemployment during caregiving, being the spouse of apatient, ~ * 10 find the association between perceived barriers
burden of caregiving, and disturbance of personal life.” to symptom management of caregivers’ with their
Family caregivers (FCGs) experience many difficulties and

have increased responsibilities during and after the treatment Address for correspondence: Dr. Malathi G Nayak,
for cancer.”] Caregiver’s sleep disturbances contribute to Department of Community Health Nursing, Manipal College of Nursing,

Manipal Academy of Higher Education, Manipal, Karnataka, India.

depression, anger, and anxiety.”! The struggle with symptoms E-mail: malathinayak@yahoo.co.in

and the decreased quality of life (QOL) continue for the cancer
survivors and their caregivers throughout their survival.l®!
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demographic variables and their patients’ disease-related
variables.

Hypothesis was tested at 0.05 level of significance

H,: There will be a significant association between perceived
barriers to symptom management of caregivers with
their selected demographic variables and their patients’
disease-related variables such as age, education, income,
type and stage of cancer, duration of illness, and duration of
treatment.

MateriaLs AND METHODS

An exploratory survey was done among 768 FCGs of cancer
patients who were closely related to the cancer patients (spouse,
parents, children, or siblings) aged above 20 years and
involved in patient care at least 2—3 h/day. Caregivers who
were providing care to the cancer patients diagnosed to be
in the 3 or above stages of cancer of breast/cervix/head and
neck/gastrointestinal tract (GIT)/lung/colorectal cancer and
have undergone radiotherapy or chemotherapy or surgery
or combination of them were included in the study. Twelve
hospitals from the southern part of Karnataka (Manipal,
Mangalore, and Bengaluru) were selected using purposive
sampling. Of these 12 hospitals, seven hospitals have permitted
to conduct the study. From 768 cancer patients, 768 FCGs (1:1)
were selected using purposive method from the selected
hospitals who fulfill the inclusive criteria. Data were collected
using pretested structured interview tool after obtaining
permission from the respective hospital administrators as well
as consent from the caregivers. The description of the tools
are given below.

Description of the tools

Tool 1: Demographic pro forma

This tool was developed to obtain the background information
of the samples. The items included were age, gender, religion,
marital status, education, occupation, family monthly income,
and relationship to cancer patients.

Tool 2: Perceived barriers to symptom management

The tool consisted of 25 items. Each item score ranged from
0to 4, i.e., “very much” carried a score of “4” and “not at all”
carried “0.” Thus, the possible maximum score was “100,” and
the minimum was “0.” Higher the score more are the perceived
barriers. The reliability was established using Cronbach’s
alpha coefficient formula. The reliability coefficient obtained
was r = 0.86.

Ethical considerations

The objectives of this study were informed to the FCGs, and
informed consent was obtained. The study was approved by
the Institutional Ethics Committee. Administrative permission
was obtained from the seven reputed cancer hospitals who
granted permission for data collection.

Statistical analysis
The obtained data were coded, tabulated, and analyzed using
the SPSS package version 16 (IBM SPSS Inc., Chicago) and

were interpreted using descriptive and inferential statistics on
the basis of objectives and hypotheses of the study.

ResuLts

Out of 768 FCGs, 216 (28.1%) FCGs were in the age group
between 31 and 40 years, the mean age of the FCGs of cancer
patients was 41.63 £ 11.24 years and 454 (59.1%) were
females. Majority, i.e., 678 (88.3%) of them were married,
225 (29.3%) of them had their education until primary school,
and 374 (48.7%) of them were housewives [Table 1]. The data
related to the relationship of caregivers with the cancer patients
show that 350 (45.6%) of them were spouses [Figure 1].

Description of perceived barriers to symptom management
This section presents the data of perceived barriers to symptom
management while providing care to their beloved ones. For
reporting frequency and percentage of perceived barriers to
symptom management, frequencies of “a little bit” to “very
much” were clubbed together for all the perceived barriers
to symptom management. The frequency and percentage
distribution of perceived barriers on symptom management
among caregivers on all items are given in Tables 2a and b.

Out of 768 caregivers of cancer patients, most of them
423 (55.1%) had less confidence to manage symptoms,
681 (88.6%) had lack of awareness about pain assessment
and management, and 666 (86.8%) of them had the inability
to decide how and when to deliver the care. Majority, i.e.,
654 (85.1%) of them had financial problems in the family,
750 (97.7%) had lack of knowledge about the disease, and
667 (86.9%) had lack of resources to provide care. Hence,
FCGs need to be empowered on the management of cancer care.
However, 96.9% (744) of the caregivers expressed that they do
not have hesitation to administer the medication as prescribed
by the doctors, 746 (97.1%) were willing to provide care, and
748 (97.4%) were not neglecting the cancer patients [Table 2a].
Majority of caregivers of cancer patients (88.8%) had lack of
awareness of need of care, 606 (78.9%) had reported that due
to hospitalization of patient caregivers could not continue their
job/education, and 696 (90.6%) had reported that they were
unable to carry out their routine work due to hospitalization
of the patients. Seven hundred and eighteen (93.5%) of them

41(5.3%)
M Spouse
38(4.9%) M Children
350(45.6%) M Parents
M Siblings
M Others
270(35.2%)

Figure 1: Caregivers relationship with cancer patients (7=768)
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perceived that there is no problem with regard to looking
after their children, 754 (98.2%) did not have a problem with
household work, and 736 (95.8%) had no problem to stay with
the patient during hospitalization. Majority, i.e., 756 (98.4%)
of them had interest in providing care and 746 (97.1%) had
family support [Table 2b].

Table 1: Frequency and percentage distribution
of family caregivers based on demographic
characteristics (n=768)

Sample characteristics Frequency (%)
Age (years)
20-30 184 (24.0)
31-40 216 (28.1)
41-50 213 (27.7)
Above 50 155(20.2)
Gender
Male 314 (40.9)
Female 454 (59.1)
Marital status
Married 678 (88.3)
Unmarried 87 (11.3)
Widow 3(0.4)
Divorced
Educational status
Illiterate 142 (18.5)
Primary 225(29.3)
High school 185 (24.1)
Preuniversity 93 (12.1)
Graduate 101 (13.2)
Postgraduate 22 (2.9)
Employment status
Employed 130 (16.9)
Unemployed 216 (28.1)
Retired 26 (3.4)
Housewife 374 (48.7)
Student 22(2.9)

One-way ANOVA was computed to find the association
between mean score of caregivers’ perceived barriers to
symptom management and their age, education, the income
of the family and their patients’ disease-related variables
such as the type of cancer, duration of illness, duration of
treatment and stage of cancer. Result shows in Table 3 that
the association of caregivers education, income level, and type
of cancer with perceived barriers to symptom management is
statistically significant (F' = 4.982, P < 0.001 and ¥ =9.101,
P <0.001 and F = 3.12, P < 0.015, respectively). Further,
post hoc multiple comparison shows that education level
increases with a decrease in perceived barriers (confidence
interval [CI] =1.14-14.48, P = 0.003) and those who had
income above Rs. 15,000 had lesser barriers than those who had
income less than Rs. 2500/month (CI=3.60-10.95, P=0.001).
Thus, it is interpreted that as the caregivers’ educational status
and income increases, the perceived barriers to symptom
management decrease. FCGs perceived more barriers in caring
the patients with cervical cancer when compared to cancer of
GIT region (CI = 0.806, 7.75, P = 0.006).

It was found in the present study that majority, i.e., 681 (88.6%)
of the FCGs had lack of awareness about pain assessment and
management, 666 (86.8%) of them had inability to decide
how and when to deliver the care, 750 (97.7%) had lack of
knowledge about disease, and 70.3% reported that due to
hospitalization of the patient the caregivers could not continue
their routine education/work/job and nearly 725 (94.4%) of
FCGs experienced financial burden due to the disease condition
of the patients. These findings are supported by Valeberg
etal., (2016) who reported that concerns of both the patients
and their FCGs about pain and the use of analgesics may act

Table 2a: Frequency and percentage of perceived barriers on symptom management among caregivers (n=768)

Barriers

Less confidence on diseased patient to manage symptoms
Less confidence on diseased patient to manage the demands of illness
Lack of awareness about pain assessment and management
Inability to decide how and when to deliver the care
Hesitation to administer medicines

No healthcare facility nearby to avail the care

Financial problems in the family

Conflict among family members

Patient is not expressing problems freely

Inadequate adjustments with cancer disease

Family members are not willing to provide care

Lack of knowledge on disease

Family members are neglecting the patient

Lack of resources to provide care

Frequency (%)

Not at all Alittle bit  Some what Quite a bit Very much
345 (44.9) 101 (13.2) 190 (24.7) 75 (9.8) 57 (7.4)
353 (46) 107 (13.9) 163 (21.2) 79 (10.3) 66 (8.6)
87 (11.3) 81(10.5) 384 (50) 130 (16.9) 86 (11.2)
102 (13.3) 58 (7.6) 391 (50.9) 131 (17.1) 86 (11.2)
744 (96.9) 5(0.7) 15 (2) - 04 (.5)
345 (44.9) 11 (1.4) 52 (6.8) 235 (30.6) 125 (16.3)
114 (14.8) 30 (3.9) 63 (8.2) 116 (15.1) 445 (57.9)
736 (95.8) 11 (1.4) 3(0.4) 04 (0.5) 14 (1.8)
586 (76.3) 21 (2.7) 75 (9.8) 27 (3.5) 59 (7.7)
750 (97.7) 08 (1) 5(0.7) 03 (0.4) 02 (0.3)
746 (97.1) 05 (0.7) 5(0.7) 03 (0.4) 09 (1.2)

18 (2.3) 20 (2.6) 85 (11.1) 351 (45.7) 294 (38.3)
748 (97.4) 11 (1.4) 3(0.4) 01 (0.1) 05 (0.7)
101 (13.2) 26 (3.4) 165 (21.5) 179 (23.3) 297 (38.7)
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Table 2b: Frequency and percentage of perceived barriers to symptom management among cancer patients (n=768)

Barriers

Beliefs on prognosis of cancer

No one to look after children (in case of small children)
Busy with household works

Suffering from any morbidity diseases such as HTN, DM, heart diseases
No transport facilities to take the patient to hospital

If admitted no one is there to stay with the patient

Lack of awareness of need of care

Lack of interest to provide care

No support from family members and relatives

Unable to continue job/education

Unable to carryout routine work

HTN: Hypertension, DM: Diabetes mellitus

Frequency (%)

Not at all A little bit Some what Quite a bit  Very much
734 (95.6) 6 (0.8) 10 (1.3) 50 (0.7) 13 (1.7)
718 (93.5) 1(0.1) 37 (4.8) 7(0.9) 5(0.7)
754 (98.2) 2(0.3) 7(0.9) 3(0.4) 2(0.3)
678 (88.3) 3(0.4) 58 (7.6) 18 (2.3) 11 (1.4)
542 (70.6) 4(0.5) 152 (19.8) 59 (7.7) 11 (1.4)
736 (95.8) 10 (1.3) 5(0.7) 12 (1.6) 5(0.7)
86 (11.2) 22 (2.9) 275 (35.8) 176 (22.9) 209 (27.2)
756 (98.4) 6 (0.8) 2(0.3) 4(0.5) -
746 (97.1) 8 (1) 5(0.7) 3(0.4) 6(.8)
162 (21.1) 9(1.2) 57 (7.4) 244 (31.8) 296 (38.5)

72 (9.4) 31 (4) 146 (19) 285 (37.1) 234 (30.5)

Table 3: Association between caregiver’s perceived barriers to symptom management (mean=standard deviation and

ANOVA) with their demographic variables and their patients disease-related variables (n=768)

Variables Category Frequency Mean SD F P
Age (years) 20-30 184 27.53 10.54 0.508 0.730
31-40 216 27.05 9.56
41-50 212 27.01 10.17
Above 50 156 28.40 11.05
Educational status Illiterate 142 28.43 11.03 4.982 0.001*
Primary 225 28.90 9.72
High school 185 27.74 9.51
Preuniversity 93 26.54 10.12
Graduate 101 24.35 10.48
Postgraduate 22 21.09 11.79
Income of the family per month (rupees) <2500 22 30.81 11.42 9.101 0.001*
2501-5000 394 28.83 9.96
5001-10,000 198 26.99 9.25
10,001-15,000 84 25.88 10.83
>15,000 70 21.55 11.29
Type of cancer Head and neck 308 27.57 10.74 3.12 0.015%
Lung 50 28.12 8.87
Breast 136 27.16 10.92
GIT 141 25.19 9.07
Cervical 133 29.47 9.79
Duration of illness (years) <1 596 27.06 10.37 1.217 0.302
1-5 145 28.87 9.51
6-10 25 27.76 11.93
>10 02 27 2.82
Duration of treatment in months (after <6 585 27.11 10.38 0.997 0.394
diagnosis) 6-<12 110 28.35 10.00
12-<24 37 29.54 9.77
>24 36 27.5 9.67

*Significant (P<0.05). GIT: Gastrointestinal tract, SD: Standard deviation

as barriers to effective pain management. Fear of addiction
may be an important barrier to cancer pain management and
the patients, and the FCGs need education about the perceived
barriers to effective pain management. The financial burden
was reported in studies conducted by Covinsky et al.,’®
Grunfeld et al.,”) Deshields et al. ' Song et al.,"1 Yun et al.;1?

Tang;3 de Cordova et al.,!' on caregivers of cancer patients.
Lukhmana et al.,l'> reported that majority of the caregivers
were females (55%), the mean age was 40 years, and most
of the caregivers were spouses (57.5%). Forty-three percent
of caregivers missed work due to patient’s illness, which
ranged from missing work for a month (10%) to quit their job.
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Majority of the caregivers reported minimal burden (56.5%),
and 37.5% of caregivers stated mild-to-moderate burden.
Yakar and Pinar!'®! in their study found that caregivers’ life
was affected negatively due to the caregiving responsibility
and it affected their routine activities (53.3%). They also
encountered problems in their work life (30%) and family
relationship (15%). Financial problems were contributing
factors on QOL. Turkoglu and Kilic,!'” seen in their study as
caregiving adversely affects many aspects of the caregivers’ life
and recommended to train the caregivers to improve their QOL.

The result of this study emphasizes the importance of
increasing the knowledge by education regarding the cancer
symptoms management to the caregivers of cancer patients
receiving homecare.

The caregivers experienced many barriers in providing care
to their beloved ones, and there is a need to develop measures
for effective management of symptoms and to improve QOL
of the cancer patients and their caregivers.
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